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Abstract 

Children with intellectual and developmental disabilities (IDD) are admitted to pediatric 

hospitals more frequently, for lengthier admissions, and often have a more critical and severe 

admission than their typically developing peers. These children also have more co-morbidities, 

including high levels of baseline anxiety. Parents and family members often have to advocate for 

the best care for their child. Staff members, particularly nurses, have expressed higher anxiety 

when working with these patients. Persistent concerns about the child’s maintained and 

continued development, pain management, and abilities to communicate exacerbate the 

challenges that already exist when children are admitted to the hospital. Music therapy is a 

modality that has been shown to assist with similar concerns for children who are hospitalized 

and for children with IDD in other settings. However, no research has been conducted to 

investigate the impact of music therapy services on hospitalized children with IDD and their 

families. As such, what follows is a phenomenological study that investigates current music 

therapists’ practices, experiences, and opinions of this type of work. Five interviews were 

conducted with participants from five different AMTA regions. The interviews were coded and 

themes were extrapolated. Two major themes were identified: (1) these children should be seen 

at a greater frequency and (2) positive impacts can be seen in numerous goal areas, but 

particularly for coping, development, relaxation/de-escalation, socialization, sensory integration, 

procedural support, familial respite, and familial perception of their child’s care. Among the 

participants, there was a consensus that music therapy can have a tremendous impact on these 

patients, families, and staff, while also acknowledging a need for more training. The author then 

provides recommendations for clinical practice, education, and research in an effort to bridge the 

gap between the high need for these services and the practical reality of music therapists’ work.   
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 Admission into a hospital can be a frightening situation for all, but for children with 

intellectual and developmental disabilities, or IDD, it can be terrifying. Intellectual and 

developmental disabilities refer to numerous conditions that result in divergences in typical 

physical, learning, language, intellect, and behavior domains (CDC, 2019; American Association 

on Intellectual and Developmental Disabilities, 2019). Hospitalization involves interacting with 

numerous staff members on a daily basis, getting poked and prodded constantly, changes to daily 

and nightly routines, unfamiliar rooms, as well as a lack of any comfort items. Considering these 

and many more challenges, it is notable to discover that children with IDD are more likely to be 

hospitalized than their typically developing peers for reasons such as being more prone to 

accidents or injuries as well as the increased likelihood of medical comorbidities (Ailey, Brown 

& Ridge, 2017; Avis & Reardon, 2008; Johnson, Lashley, Stonek, & Bonjour, 2012; Muskat et 

al., 2015; Peterson, Kube, Whitaker, Graff, & Palmer, 2009; Sharkey et al., 2015; Tuffrey-Wijne 

et al., 2014). When they are hospitalized, it is typically for a longer period of time than a 

typically developing peer with the same issue or diagnosis. Often, it is due to a higher severity in 

illness which could be attributed to any number of factors including limitations in staff’s 

knowledge and skills, mismanaged or undiagnosed conditions, and/or delays in treatment or 

diagnosis, sometimes related to communication issues (Ailey et al., 2017; Iacono, Bigby, 

Unsworth, Douglas, & Fitzpatrick, 2014; Johnson et al., 2012; Tuffrey-Wijne et al., 2014).  

Over the years, more and more research has been conducted in other fields investigating 

the unique needs these children and families have when in an inpatient setting. These include (a) 

concerns about the continued progression of developmental skills (Kennelly, 2000); (b) the 

greater likelihood of encountering high levels of anxiety (Ahmed, Farrell, Parrish, & Karla, 

2011; Doshi-Velez, Ge, & Kohane, 2014; Gobrial & Raghavan, 2015; Johnson & Rodriguez, 
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2013; Van Steensel & Heeman, 2017); (c) the presence of challenging behaviors such as self-

stimulating actions and tantrums (Johnson et al., 2012); (d) families’ perception of care as being 

less favorable (Avis & Reardon, 2008; Iacono et al., 2014; Lewis & Stenfert-Kroese, 2010; 

Oulton, Sell, Kerry, & Gibson, 2015; Warner, 2000); (e) communication challenges (Ali et al., 

2013; Oulton et al., 2015; Scarpinato et al., 2010); (f) lack of staff training, comfort, and 

perception of safety (Johnson et al., 2012; Sharkey et al., 2015); (g) constant presence of family 

due to fear of leaving their child alone (Brown & Guvenir, 2008; Oulton et al., 2015; Sharkey et 

al., 2015); (h) difficulties with pain management (Barney et al., 2020; Carter, Simons, Bray, & 

Arnott, 2016); and (i) the greater likelihood of hypersensitivities (Andrews, 2015; Johnson & 

Rodriguez, 2013; Scarpinato et al., 2010).  

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” (American Music Therapy Association, 

2019b, para. 1). To date, no research has been conducted to see if and how music therapy can 

help address these needs. However, research has shown positive music therapy research 

outcomes that support work with children with IDD and that support work with hospitalized 

children.  

Music therapy has been shown to be effective with children with IDD when seeking to 

improve communication, cognition, physical development, and emotional development  (Kim, 

Wigram, & Gold, 2008; Lee & McFerran, 2012; McFerran, Steele, Lee, & Bialocerkowski, 

2009; Srinivasan & Bhat, 2013). It also has positive outcomes for socialization and meaningful 

interactions (Johnels, Johnels, & Rademark, 2016; McFerran & Shoemark, 2013; Perry, 2003; 

Srinivasan & Bhat, 2013; Thompson, 2012; Thompson, McFerran, & Gold, 2014), particularly 
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through non-verbal cues (Kim, Wigram, & Gold, 2009). General well-being, positive mental 

health, and self-expression are further outcomes substantiated by music therapy research (Kim et 

al., 2009; Wilson, Cordier, Parsons, Vaz, & Buchanan, 2016). Finally, music therapy has been 

shown to assist with the progression of developmental skills for children diagnosed with IDD, 

including motor movements such as bilateral motor coordination, balance, gait, and fine motor 

skills (Downey & Rapport, 2012; Fournier, Hass, Naik, Lodha, & Cauraugh, 2010; Green et al., 

2009; Hallam, 2010). 

For hospitalized children, music therapy has been shown to be effective in addressing 

anxiety, pain, and stress in children and families (Choi, 2009; Colwell, Edwards, Hernandez, & 

Brees, 2013; Ghetti, 2012; Gooding, Swezey, & Zwischenberger, 2012; Gooding, Yinger, & 

Iocono, 2015; Kain, MacLaren, & Mayes, 2009; Millet & Gooding, 2017). Furthermore, music 

therapy has been shown to aid in patients’ self-concept and self-esteem (Baker et al., 2017; 

Colwell, Davis, & Schroeder, 2005), mood (Hendon & Bohon, 2008; Hogan & Silverman, 2015; 

Stegemann, Geretsegger, Quoc, Riedl, & Smetana, 2019), self-expression (Edwards, 2016; 

Stanczyk, 2011; Vernisie, 2015), maintaining or promoting developmental needs as a result of 

chronic or lengthy admissions (Vernisie, 2015), autonomy and control often through choices 

(Aldridge, 1993; Bishop, Christenberry, Robb, & Rudenberg, 1996; Edwards, 2016; Stanczyk, 

2011; Vernisie, 2015), coping (Colwell et al., 2013; Robb, 2000; Stanczyk, 2011), and sense of 

safety for the patient (Aldridge, 1993; Sims & Burdett, 1996; Vernisie, 2015). Additionally, 

music therapy has also been found to have a positive impact on the family, in terms of family 

support, perception of the patient, communication, love, and togetherness (Hinman, 2012; Yates, 

Beckmann, Voss, Anderson, & Silverman, 2018), as well as staff perceptions of their patients 

and moods (O’Callaghan & Magill, 2009).  
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Interestingly, the number of children with known and diagnosed intellectual and 

developmental disabilities is growing each year, most likely due to the increased emphasis on 

early identification of such conditions (Zablotsky et al., 2019). Medical music therapists need to 

have an understanding of how they can assist them and their families when they are hospitalized 

because all music therapists should strive for excellence, as the fifth core principle in the 

American Music Therapy Association’s Code of Ethics states (American Music Therapy 

Association, 2019a). In other words, all music therapists should continually strive for 

professional competence, integrating best evidence and research into their practice; however, 

with no best practice research available, this is rather difficult (American Music Therapy 

Association, 2019a).  

As such, the purpose of the following phenomenological study will be to explore and 

understand the state of current affairs and perceptions of music therapy treatment for hospitalized 

children with disabilities and their families at pediatric hospitals. The specific research question 

guiding this study was, how does music therapy impact pediatric inpatients that have IDD and 

their families? More specific research questions were then developed to further focus the study; 

they were as follows. What is the frequency of visits and what are the goals that hospitalized 

children with IDD and their families engage in during music therapy? Are these patients and 

families prioritized differently than typically developing patients? How can music therapy assist 

these children and families in successfully navigating their hospitalization? Are there unique 

needs experienced by these children and families that music therapy can assist in addressing? Do 

music therapists feel a need for additional training in order to meet these needs that they 

perceive? With the answers to these questions, subsequent research on potential music therapy 

needs for this population and best music therapy practice could become possible.  
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Literature Review 

 A variety of factors exist that impact the experience and care of hospitalized children 

with IDD. In order to fully comprehend those factors, the following must be understood: (a) the 

meaning of intellectual and developmental disability, (b) the prevalence of disabilities, and (c) 

the needs of hospitalized children. Each of these components will be discussed prior to 

investigating the impact that music therapy can have on these children and families. 

Children with IDD 

 Developmental disability is a term that encompasses “a group of conditions due to an 

impairment in physical, learning, language, or behavior areas” (CDC, 2019, para. 1). These occur 

during the developmental period of a child’s life, impact daily functioning, and last for the rest of 

that child’s life (CDC, 2019). Intellectual disability can be considered a sub-category under 

developmental disability and refers to limitations in intellect, including reasoning, learning, and 

problem solving, as well as limitations in adaptive behavior, including social and practical skills 

(American Association on Intellectual and Developmental Disabilities, 2019). These usually 

surface before the age of eighteen (American Association on Intellectual and Developmental 

Disabilities, 2019). Examples of intellectual and developmental disabilities include autism 

spectrum disorder, attention-deficit/hyperactivity disorder, cerebral palsy, fragile x syndrome, 

Down syndrome, fetal alcohol syndrome, and spina bifida, to name a few. 

Within a hospital setting, any child’s development is at risk of regression. The impact of 

their diagnosis, the hospital environment, and the various day-to-day operations and procedures 

can negatively affect a typically developing child’s growth and development (Kennelly, 2000). 

This could be especially detrimental to a child with IDD who requires more effort and time to 

initially reach those milestones (CDC, 2019). They need the repetition and continued exposure in 
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order to maintain their development and hopefully, continue their progress in their 

developmental skills.  

 Children with IDD have always been a part of society; however, the identified population 

is growing. According to Zablotsky et al. (2019), a 1.6% increase has been observed of children 

with developmental disabilities from three years old to seventeen years old between the time 

periods of 2009-2011 and 2015-2017. Between 2009-2011, the prevalence was 16.2% and 

between 2015-2017 it was 17.8% (Zablotsky et al., 2019). While it is a small increase, the 

number of identified children is growing. A large factor to this increase could be the fact that 

more measures are now available to identify these disabilities at an earlier age (Zablotsky et al., 

2019). 

Not only does the diagnosis of an IDD impact day-to-day functioning and the child’s 

remaining lifetime, it can also increase the likelihood of some other conditions, otherwise called 

co-morbidities. In comparison with typically developing peers, children with IDD are more 

likely to have asthma, gastrointestinal symptoms, cardiac disorders, eczema, migraines, epilepsy, 

sleep problems (such as sleep apnea), secondary disabilities (such as cerebral palsy), and 

psychiatric disorders, including episodic mood disorders, bipolar disorder, depression, and 

conduct disorders (Ballaban-Gil & Tuchman, 2000; Barbaresi, Katusic, & Voigt, 2006; Bellando 

& Lopez, 2009; CDC, 2019; Doshi-Velez et al., 2014; Finale, Ge, & Kohane, 2014; Horvath, 

Medeiros, & Rabsztyn, 2000; Horvath, Papadimitriou, Rabsztyn, Drachenberg, & Tildon, 1999; 

Horvath & Perman, 2002; Kogan et al., 2008; Lecavalier, 2006; Leyfer et al., 2006; Manning-

Courtney et al., 2003; Ming, Brimacombe, Chaaban, Zimmerman-Bier, & Wagner, 2008; 

Mouridsen, Rich, Isager, 2007; Myers, Johnson, & the Council on Children with Disabilities, 
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2007; Richdale, 1999; Richdale & Schreck, 2009; Schieve et al., 2012; Tuchman & Rapin, 

2002).  

In addition, IDD can increase a child’s susceptibility to anxiety (Ahmed et al., 2011; 

Doshi-Velez et al., 2014; Gobrial & Raghavan, 2015; Johnson & Rodriguez, 2013; Van Steensel 

& Heeman, 2017). For example, the prevalence rate for anxiety in youth diagnosed with autism 

spectrum disorder is 40% compared to the prevalence rate of 27% for typically developing 

children (Van Steensel & Heeman, 2017). Anxiety is often missed in children with IDD due to 

challenges in communication and mislabeled behavior problems (Smiley, 2005). These 

challenging behaviors can sometimes appear when children are externalizing their anxiety, and 

they fall into three categories including 1) declining to cooperate, 2) internalizing behaviors such 

as hitting themselves or engaging in repetitive actions, and 3) externalizing behaviors such as 

tantrums and hurting others (Johnson et al., 2012). 

Children with IDD tend to have more inpatient admissions than typically developing 

children due to their comorbidities and the fact they are more prone to accident/injury (Ailey et 

al., 2017; Avis & Reardon, 2008; Guan & Li, 2017; Johnson et al., 2012; Muskat et al., 2015; 

Petersen et al., 2009; Sharkey et al., 2015; Tuffrey-Wijne et al., 2014). In fact, Guan and Li 

(2017) found that children and teens with specifically autism spectrum disorder are 40 times 

more likely to die from injury than their typically developing peers. More than a quarter of these 

injury deaths happened while the child was at home or in their residential facility (Guan & Li, 

2017). Furthermore, these children are two to four times more likely to experience abuse than 

their typically developing peers, with the greater risk correlating with the severity of disability 

(Oulton & Heyman, 2009).  
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Finally, during their hospitalizations, children with IDD tend to have poorer outcomes 

than people without IDD (Ailey et al., 2017; Iacono et al., 2014). They are more likely to be 

admitted to the intensive care unit for complications than individuals without IDD who are 

hospitalized for the same reasons (Ailey et al., 2017). They “have higher mortality rates and 

shorter life expectancy than the general population” in both developed and under-developed 

countries (Iacono et al., 2014, p. 2). In fact, researchers who conducted a study in 2013 in the UK 

found that of the people with IDD who died while in the hospital, 37% were avoidable, as 

compared to 13% for typically developing people (Heslop et al., 2014). A variety of reasons exist 

for this including limited staff knowledge and skills, mismanaged or undiagnosed conditions 

(Iacono et al., 2014), “delays in treatment and diagnosis, poor following of basic care standards, 

inconsistent staff communication practices, and […] inadequate systems to manage patients with 

complex needs” (Ailey et al., 2017, p. 169). Shockingly, this was found to be true “across 

countries and types of healthcare systems” (Ailey et al., 2017, p. 169).  

Substandard care. The fact that children with IDD diagnoses have more inpatient 

admissions and more complicated admissions could reflect a phenomenon that these children are 

receiving substandard care (Ali et al., 2013). Tuffrey-Wijne et al. (2014) conducted a study 

investigating safety incidents with people with intellectual disabilities in England. They found 

these patients to be at a higher risk for safety issues, specifically “injuries as a result of 

inappropriate use of physical restraint, respiratory tract infections as a result of swallowing 

difficulties, [and] preventable deterioration following illness being mis- or undiagnosed” 

(Tuffrey-Wijne et al., 2014, p. 432). Many of these safety events typically have precipitating 

factors, such as a patient falling because their environment was not explained in developmentally 

appropriate terms or a patient hitting/scratching someone because they were not given their 
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medications on time (Tuffrey-Wijne, et al., 2014). Unfortunately, not only are injuries more 

prevalent, but fatalities from poorer care are numerous too. Heslop et al. (2014) and Tuffrey-

Wijne et al. (2014) assert that just under half of all deaths of patients with intellectual disabilities 

in England in the years 2013-2014 could have been avoided by better quality care.  

The more times someone accesses healthcare services, the more likely guardians are to 

enter subsequent admissions with pre-existing negative attitudes, expecting mistakes and being 

aggressive (Sharkey et al., 2015). Sharkey et al. (2015) found that staff feel that parents come in 

with higher expectations than can be met due to their persistent encounters with healthcare, 

resulting in the whole admission beginning poorly.  

Further complicating this cycle is the emotional toll, stress, and exacerbation of health 

problems in the caregiver that can arise when managing a child with complex health care needs 

(Ali et al., 2013). Families of children with IDD often experience more stress, mental health 

issues, and financial burden than families of typically developing children (Barbaresi, et al., 

2006; Blacher & McIntyre, 2006; Duarte, Bordin, Yazigi, & Mooney, 2005; Higgins, Bailey, & 

Pearce, 2005). Parents of children with autism spectrum disorder (ASD) are found to report more 

stress than parents of children with non-ASD developmental concerns (DesChamps, Ibanez, 

Edmunds, Dick, & Stone, 2019). Moreover, maternal well-being is often reported as lower, in 

both physical and mental domains (Blacher & McIntyre, 2006; Herring et al., 2006; Johnston et 

al., 2003; Montes & Halterman, 2007). Essentially, more maternal psychological stress is 

correlated with the intensity of “child problem behaviors” (Estes et al., 2009, p. 383).  Often 

times, this can contribute to missed or unmet needs in the patient (Ali et al., 2013). It can also 

lead to “chronic sorrow” for parents, experiencing the continuing loss of their hoped-for and 

imagined child (Avis & Reardon, 2008; Savage, 2004). This chronic sorrow makes guardians 
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“more susceptible to feelings of being excluded or belittled” (Avis & Reardon, 2008, p. 15) 

further perpetuating the negative cycle between staff and parents of children with chronic 

admissions.  

Hospitalized Children 

 As stated earlier, regression in development can occur while children are hospitalized 

(Kennelly, 2000). However, many other needs and challenges arise in the hospital as well. Lack 

of sleep, changes in routine, anxiety, pain, fear, concerns regarding positive coping, lack of 

control or autonomy, changing self-concepts and self-esteem, altered physical functioning, 

separation from family and friends, isolation, obvious differences from peers, and mood changes 

are some of the other needs that can be observed (Baker et al., 2017; Lerwick, 2016; Nicklaus 

Children’s Hospital, 2008; Rokach, 2010; Rokach, 2016). Families (i.e. parents or siblings) can 

experience similar feelings and challenges (Rokach, 2010). Sometimes, this leads to parents 

shielding their child due to their vulnerabilities, causing even further regression as a result of a 

lack of normalized play and peer opportunities (Rokach, 2010).  

 Anxiety, in particular, is rampant in pediatric patients and their families, especially prior 

to procedures and operations. In fact, de Moura, Dias, and Pereira (2016) found that 42% of 

children present with significant preoperative anxiety. Significant stress and anxiety in this 

preoperative stage can lead to general anxiety, nighttime crying, separation anxiety, temper 

tantrums, apathy and withdrawal, sleep disturbances, eating disturbances, aggression, inability to 

cope with future medical encounters, and increased postoperative pain (Ahmed et al., 2011; Kain 

et al., 2004; Thompson, MacLaren, Harris, & Kain, 2009). When someone experiences a high 

level of pain, psychological distress and anxiety can surface possibly resulting in delayed wound 
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repair, longer hospital stays, more complications, and higher rates of re-admission (Graham et 

al., 2006; Rosenberger, Jokl, & Ickovics, 2006).  

 Compounding these psychosocial concerns is the frequency of and chronological age of 

the child during hospitalization. A lower academic performance, delinquent behaviors, classroom 

outbursts and other long-term disturbances can be found in children who have repeated 

hospitalizations before the age of five (Douglas, 1975; Quinton & Rutter, 1976; Thompson, 

1985).  Therefore, not only does one see difficulties for the child and family during 

hospitalization, but also certain factors such as frequency of admissions and the child’s age at 

admission can lead to long-term difficulties. 

These psychosocial concerns during and after admission for both the patient and family 

may have led many hospitals to adopt a model of family-based care. One theory that may have 

substantiated this decision and movement towards family-based care is the Bowen’s Family 

Systems Theory. 

 Bowen’s Family Systems Theory. This theory looks at the entire family as a unit 

through eight key concepts. These concepts are the following: 1) triangles, 2) differentiation of 

self, 3) nuclear family emotional process, 4) family projection process, 5) multigenerational 

transmission process, 6) emotional cutoff, 7) sibling position, and 8) societal emotional process 

(“Eight concepts”, 2012).  

When there is a reciprocal relationship between the family unit, tension and anxiety can 

be balanced between the members (as in a triangle) instead of one person holding it all. When a 

child is hospitalized, tension and anxiety naturally increase for families, and it is important that a 

family unit is involved in order to balance this increased tension instead of one person 

shouldering it all. In addition, the more interdependence a family has with each other, the less 
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likely they will be able to adjust to stressful events without an increase in chronic anxiety. 

Therefore, differentiation of self within the family unit is imperative not only to be able to adjust 

to stressful events, but also in terms of the ability to be happy with or without acceptance or 

approval from others. Unfortunately, many children with IDD are very dependent on their 

families, and the families rely on each other to help meet those needs. Hospitalization is a 

stressful event and without differentiation of selves, this theory postulates that chronic anxiety 

will likely develop. (“Eight concepts”, 2012) 

 This theory also highlights four relationship patterns that result in more problems arising 

within a family unit. These include 1) marital conflict, 2) dysfunction in one spouse, 3) 

impairment of one or more children, and 4) emotional distance. Intellectual and developmental 

disability in a child can be categorized under this third relationship pattern: impairment of one or 

more children (“Eight concepts”, 2012). This means that as a whole, without any hospitalization 

event, this fact will likely lead to more challenges. This theory also espouses the idea of a 

nuclear family emotional process, which means (in terms of this specific relationship pattern) 

that the more parents focus on one child, the more their anxiety increases (“Eight concepts”, 

2012). In addition, the more parents focus on the child, the more the child focuses back on them 

(“Eight concepts”, 2012). This results in a great likelihood that these children will be more 

reactive to what is occurring in their parents and more likely to internalize any or all of their 

parents’ tension or anxiety (“Eight concepts”, 2012). When a child with IDD is hospitalized, 

parents usually put a great deal of focus on that child and if they are stressed or anxious, the child 

will usually internalize and reflect this back (“Eight concepts”, 2012). In fact, Kain, MacLaren, 

and Mayes (2009) found that children of anxious parents, particularly those who have 

experienced repeated hospitalizations, are more anxious.  
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 Five more points exist within this Family Systems Theory. First, the idea of self-fulfilling 

prophecies is introduced as a part of family wellbeing. Essentially, parents could focus on a 

child, because they are worried that something is wrong with that child. The parents see the 

child’s behavior as confirming what they fear, and the parents treat the child like something is 

wrong. For a child with IDD who is already focused upon greatly by their parents, this could lead 

to false concerns or potentially over-reacting of ill symptoms. Next, each child through the 

generations differentiates themselves differently than the previous generation. They will then 

marry someone with a similar level of differentiation and this cycle continues. This point of the 

theory does not have any application to children with IDD who are hospitalized and their 

families. Thirdly, some people cut themselves off from their families as a way to avoid tension or 

conflict, but often times, this can be detrimental to other relationships with spouses, friends, and 

children. This might be seen when a child is hospitalized frequently or for a lengthy amount of 

time; a sibling or maybe even one parent may avoid visiting or being at the hospital for a lengthy 

amount of time in order to avoid any tension they may experience. (“Eight concepts”, 2012). 

Fourthly, children in certain positions (such as oldest, middle, youngest) have certain tendencies 

or characteristics such as leadership tendencies, conflict management, etc. These tendencies may 

be varied in families with children with IDD. For instance, if the child with IDD is the oldest, the 

next oldest child may exhibit more first-born tendencies than expected due to the changed roles. 

Finally, society has come to reflect family units or parental roles. In fact, the hospital 

environment reflects the family unit. For example, nurses are assigned to each child and they are 

responsible for making sure the child’s needs are met. Sometimes, tension can occur because 

parents can feel their parental role is being taken over by the nurse. (“Eight concepts”, 2012) 
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All in all, many psychosocial needs exist for children who are hospitalized, and the 

psychosocial well being of the family unit can directly impact the child as well. The Bowen 

Family Systems Theory goes into great depth about the various factors present in a family unit, 

and when thought about critically, many of the factors are impacted when a child is hospitalized. 

Hospitalized Children with IDD 

Much research has been conducted looking into the experience of hospitalized children 

with IDD and their families. One overarching theme is that families feel that children with IDD 

are often treated less favorably than a non-disabled peer (Oulton et al., 2015). Parents and 

guardians often feel their complaints are not heard, and they feel they are responsible for too 

much of the care that should be the responsibility of the healthcare team (Iacono et al., 2014; 

Oulton et al., 2015; Warner, 2000). A study investigating nursing staff attitudes concluded that 

nurses are “more likely to avoid carrying out invasive procedures with these patients and be 

more likely to ask patients’ carers to remain on the ward to help out with personal care” (Lewis 

& Stenfert-Kroese, 2010, p. 360). Essentially, staff delegates responsibilities to the parents or 

guardians without negotiating roles, and instead, assumes what guardians can or want to do (Avis 

& Reardon, 2008). This is a drawback of family-centered care (Avis & Reardon, 2008). Staff 

want to be respectful of the guardians as the ‘experts’ on the child, but they also need to realize 

that guardians will need support and advice while their child is hospitalized (Avis & Reardon, 

2008; Ford & Turner, 2001; Simons, Franck, & Roberson, 2001). Therefore, in order to clarify 

roles and ensure that the family does not feel overburdened, staff and family should have a 

discussion (Avis & Reardon, 2008).  

Nurses’ sense of expertise and control could also be threatened with these patients and 

families, and these feelings could play a part in this confusion of roles (Kawik, 1996; Neill, 



 

	

15	

1996). Further complicating these roles is the parental view that their opinions and expertise are 

not always sought (Sharkey et al., 2015). In fact, caregivers who do try to share their knowledge 

can often be seen as “pushy or overprotective” (Ali et al., 2013, p. 10). However, at the same 

time, it is not uncommon for nursing to feel that guardians withhold information about the 

patient (Sharkey et al., 2015). Nurses even maintain this thought that parents are withholding 

information even though they are aware that in high-stress moments, these things need to be 

directly asked of the parents (Sharkey et al., 2015). 

As a result of the challenges of the roles between staff and guardians, staff often fail to 

realize the modifications they could make in order to improve the comfort and safety of the 

patient and family (Oulton et al., 2015). For instance, bathing a child with an IDD in a hospital 

can be entirely different than at home due to missing familiar distractive items, counter space, 

etc. (Oulton et al., 2015). In Oulton, Sell, Kerry, and Gibson’s study (2015), staff assumed 

parents’ expertise in daily routine tasks without realizing that the child’s health status and/or 

physical environment could make the task more challenging. They expected parents to be able to 

do it, without asking the necessary questions or providing assistance. This leads to a cyclical 

pattern of staff declining care and continuing to experience discomfort due to a lack of 

confidence, skills, and experience with patients with IDD. As a result, parents feel responsible 

for their child’s care and feel they are unable to take a break for fear and concern over what 

could happen if they left the bedside (Oulton et al., 2015). Brown and Guvenir (2008) found that 

families were most concerned about staff’s lack of time to meet their child’s needs if they left the 

bedside, and Sharkey et al. (2015) commented on parents’ fears about the inability to 

communicate with their child if they left.  
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This inability to communicate with a child with IDD can have a direct effect on that 

child’s pain levels. It is generally understood that assessing a child’s pain, whether typically 

developing or with an IDD, is difficult (Barney et al., 2020). Assessing pain for a child with IDD 

is perceived as more complex and confusing, resulting in these children’s high vulnerability to 

poor pain management (Barney et al., 2020). In the past, some research suggested that children 

with IDD have higher pain thresholds and this perspective can still persist to this day (Barney et 

al., 2020). However, as Barney et al. (2020) states, “emerging evidence suggests that individuals 

with IDD may, under certain circumstances, actually be more (not less) sensitive to painful 

stimuli, have greater pain-evoked potential, and be more likely to experience chronic pain 

compared with typically developing peers” (p. e821). As a result, pain is highly prevalent, but it 

is challenging to assess and address. Therefore, nurses tend to rely on family perceptions as 

caregivers will know if a child’s behavior, such as moaning, irritability, facial affect, body 

posture, etc. is indicative of pain (Barney et al., 2020). In recent years, additional tools have also 

been developed to assist in this assessment, such as the Pediatric Pain Profile (PPP), the Non-

Communicating Children’s Pain Checklist – Revised (NCCPC-R), and the Revised Faces Legs 

Activity Cry Consolability Scale (r-FLACC) (Barney et al., 2020). Above all else though, it is 

vital to know the child typically, or when not in pain, in order to accurately assess a child’s pain 

(Barney et al., 2020). Resultantly, parents’ insecurities in leaving the bedside is compounded by 

the fear that nursing staff will be unable to adequately recognize their child’s pain cues. At the 

same time though, parents can be perceived by medical staff as undermining and too directive 

when trying to address their child’s pain, leading to problems with management and resulting 

tension between caregivers and staff (Carter et al., 2016). 



 

	

17	

Moreover, due to low staffing or inability to communicate with the child, it is not 

uncommon that a child with IDD would have their dignity and privacy compromised when 

hospitalized. Oulton et al. (2015) specifically discuss a scenario where a child who “may be fully 

continent and hoisted onto the toilet at home” is “put in pads” when hospitalized for any number 

of reasons (p. 83). This could be detrimental not only to their development, as others are causing 

a regression, but also to their emotional and mental well-being.  

It is common practice for staff to talk to and interact with children directly while also 

making time to speak with parents. However, with children with IDD, staff are more likely to 

skip explaining anything to the child or include them in any kind of decisions as compared to 

typically developing children, choosing to only speak to the guardians (Ali et al., 2013; Oulton et 

al., 2015;). In fact, staff usually discuss health information in front of patients with IDD without 

seeking to understand the child’s “level of understanding, communicative ability, or preferences 

for hearing [the] information” (Oulton et al., 2015, p. 81). This extends to nursing as well. In an 

investigation of nursing attitudes, Lewis and Stenfert-Kroese (2010) found that nursing is “less 

likely to spend time explaining treatment plans to patients with intellectual disabilities or ask 

them if they [are] in pain” (p. 360). This is highly interesting in that staff do realize that it is the 

‘little things’ that make a significant difference for these children and their families, including 

ascertaining preferences, communication, and interaction (Oulton et al., 2015). However, they 

may have limited time to follow through and act on this knowledge. While direct communication 

between staff and child is preferred (Avis & Reardon, 2008), it is often difficult for the patient 

because staff fail to adapt to the child’s abilities (Ali et al., 2013). For example, staff speak too 

quickly or ask too many questions without giving the child enough time to respond (Ali et al., 

2013), too much sensory stimulation is present preventing the child from focusing, and/or staff 
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fail to use clear, simple directions (Scarpinato et al., 2010). Sharkey et al. (2015) propose that the 

main reason why communication is so inadequate is a direct result of staff’s lack of time. 

Furthermore, the number of staff interacting with a child in a hospital environment can be 

very large. Children with IDD typically benefit from having a smaller number of people who 

have taken the time to get to know them. As a result, those children are more comfortable 

interacting with those staff members. Therefore, it is suggested that the number of staff working 

with the patient is consistent and as small as possible upon each admission (Oulton et al., 2015). 

Unfortunately, this is nearly impossible due to shift work (Sharkey et al., 2015), and this could 

contribute to levels of stress and anxiety when interacting with new people.  

Children with IDD are affected by others’ (including their parents’ and staff’s) anxiety 

and stress. Staff working with these children and families often have more stress and anxiety 

than when working with typically developing children (Johnson et al., 2012). Lewis and Stenfert-

Kroese (2010) further explained this by stating that nurses working with a patient with an IDD 

are “more likely to report feeling hopeless, nervous, frustrated, frightened, and awkward” (pp. 

362-363). Basically, they experience significantly more negative emotions than positive ones 

(Lewis & Stenfert-Kroese, 2010). Moreover, staff working with these families is at greater risk 

for injuries and often experience fear as a result (Johnson et al., 2012). Lewis and Stenfert-

Kroese (2010) even found that nursing staff report that children with an IDD are “more likely to 

be segregated and placed in a side room, would be difficult to nurse, more emotional, easily 

distressed, aggressive, and less cooperative” (p. 360). These feelings are important to note 

because they may influence staff’s behavior, which would then affect that patient and family’s 

quality of care (Lewis & Stenfert-Kroese, 2010).  
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Further influencing these nursing feelings and behaviors is a lack in nursing education 

and resources (Johnson et al., 2012). Johnson et al. (2012) conducted a study that presented 

efforts to improve education, distraction items, communication cards, social scripts, etc. After 

these trainings, nurses reported a decreased fear when caring for these families (Johnson et al., 

2012). However, this is not standard practice yet. These positive results imply that with 

education and resources, staff’s well being could improve and subsequently impact these 

patients’ and families’ care. With additional knowledge and attention, music therapists could 

assist in being a bridge between patients/families and staff in terms of communication, 

distraction, etc. and be a resource for staff when the situation becomes challenging. 

Another component of hospitalization is frequent procedures, medications, and taking of 

vitals, such as blood pressure, oxygen levels, HR, etc. Procedures and vitals, which occur 

numerous times every day, can cause stress for children with IDD and result in challenging 

behaviors, including lack of cooperation and internalizing and externalizing behaviors (Johnson 

et al., 2012). It is important to note that “one negative experience can adversely affect the child’s 

behavior at future visits” (Drake, Johnson, Stoneck, Martinez, & Massey, 2012, p. 216). In the 

past, pharmacological measures have been used to help support these children during vitals or 

procedures, although researchers have found that supportive programs have had comparable 

results to medications (Kain, Mayes, Caldwell-Andrews, Karas, & McClain, 2006). In other 

words, if communication and distraction are used, children are just as calm and compliant as they 

are when pharmacological measures were used (Souders, Freeman, DePaul, & Levy, 2002). 

Unfortunately, distraction items usually become boring and are no longer useful for the child 

after being used numerous times; therefore, other measures may need to be pursued in order to 

help the child cope with procedures (Drake et al., 2012). Moreover, many children with IDD 
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have concrete language and cannot understand idioms, metaphors, or symbolic play (Scarpinato 

et al., 2010). Therefore, resources that disciplines like Child Life can provide (such as 

distraction, coping strategies, visual supports, and adaptive care plans) should be concrete and 

easy for children to grasp (Liddle, Birkett, Bonjour, & Risma, 2018). Music therapists have the 

opportunity to work with Child Life Specialists to use music as a possible distraction/coping 

strategy, auditory support, or even be a part of the adaptive care plan. 

Medications can often already be a challenge for parents to administer to their children 

with IDD at home (Williams, Dalrymple, & Neal, 2000). In a hospital environment, this could be 

exponentially more challenging. Furthermore, children with IDD may have specific preferences 

in terms of textures, smells, colors, and types of food they eat (Field, Garland, & Williams, 2003; 

Peregrin, 2007). Therefore, specific questions and instructions need to be pursued between staff 

and parents in order to maintain the child’s medication and nutrition regimen (Scarpinato et al., 

2010). 

Any and all of these challenges that have been described can lead to a child becoming 

frustrated, angry, upset, and fearful, among other emotions (Andrews, 2015; Nunez, 2018). For 

example: (a) a child has their own form of communication and when their parents are not there, 

the nurses do not understand; (b) a child becomes frightened by a large number of people who 

just entered their room for a procedure they do not know is coming; (c) a child is unable to 

communicate the level of pain they are experiencing; (d) a child becomes frustrated when things 

they are capable of doing are done for them, leading to challenging behaviors or regression. This 

is not an exhaustive list, but these emotions and inability to verbally communicate can easily lead 

to internalizing and externalizing challenging behaviors (Andrews, 2015; Nunez, 2018). Browne 

(2006) said it best:  
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Children without a good communication system are often frightened and frustrated. The 

only thing they have left to communicate with is their behavior. The more frightened and 

frustrated they are, the more likely it is that the behavior will be challenging, this may 

include – biting, kicking, and throwing tantrums. This is communication. (p. 15) 

This is true both when others do not know and when they do know what the child wants. 

Sometimes, when they do know, they cannot give it to the child in the hospital environment 

(Browne, 2006). As a result, the challenging behaviors continue because the child cannot 

understand why they are not understood or why they are not able to get what they desire or need 

(Browne, 2006).  

Finally, it is not uncommon for these children to have hypersensitivities, feeling pain at 

certain textures, certain smells, certain sounds, etc. (Andrews, 2015; Johnson & Rodriguez, 

2013; Scarpinato et al., 2010). This can further exacerbate the trauma, anxiety, and pain for the 

child and the family. The family may know about their child’s hypersensitivities, but the parents 

can only do so much in trying to diminish the possibilities of these. 

All in all, numerous factors can contribute to a difficult hospitalization for children with 

IDD and their families including staff limitations in knowledge, skills, and attitude (Iacono et al., 

2014), difficulties imposed by the hospital system that make adjustments in the child’s care 

harder (Iacono et al., 2014), a perceived over-dependence on families/caregivers compounded by 

a lack of family support (Iacono et al., 2014; Ali et al., 2013), the greater likelihood of delayed 

diagnoses or miscommunications (Tuffrey-Wijne et al., 2014), and misdiagnoses due to 

mistakenly attributing symptoms to an intellectual disability rather than a physical ailment 

(Tuffrey-Wijne et al., 2014).  No matter the challenges though, it has been documented that 
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“developmental delay in hospitalized children is best addressed through a multi-skills 

multidisciplinary approach” (Kennelly, 2000, p. 57).  

One of those disciplines could be music therapy in order to assist with the families’ 

concerns of being heard, helping communicate with staff about the child, and being a consistent 

and safe person for the child. Music has been found to “attract, distract, comfort, support, 

maintain, and extend” a child’s developmental growth and abilities (Kennelly, 2000, p. 57). This 

is due to the impact that music listening, singing, playing, and improvising has on a child’s 

physiological, psychological, and emotional functioning (Kennelly, 2000). Moreover, allowing 

the child some control and autonomy is imperative in maintaining the child’s cooperation and 

comfort (Scarpinato et al., 2010), and music therapy provides numerous opportunities for this. 

Staff caveat. The challenges discussed here seem to place an emphasis on staff’s caring 

of these children with IDD. A number and variety of reasons exist that could result in these 

things occurring. No staff member is considered to be doing this on purpose or with malicious 

intent. Unfortunately, due to the reality of the healthcare world, many nurses do not have time to 

hoist a child onto the toilet every hour, to sit in the room and help a child become more 

comfortable, and to work to understand a child’s communication system, among many others. 

Furthermore, nursing shifts of usually three twelve-hour days and high turnover rates could make 

having the same people working with the child upon each admission, impossible. Essentially, a 

myriad of challenges exist within the healthcare system for children with IDD and their families.  

Music Therapy 

 As stated, music therapy can be a resource that can assist these children and their families 

during hospitalization. Music therapy is “the clinical and evidence-based use of music 

interventions to accomplish individualized goals within a therapeutic relationship by a 
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credentialed professional who has completed an approved music therapy program” (American 

Music Therapy Association, 2019b, para. 1). Music therapists can be found in a variety of 

settings throughout the nation and work with a number of different populations (American Music 

Therapy Association, 2019c). Two of these populations include children with developmental 

disabilities and hospitalized children. Music therapists use four primary methods to address the 

needs and goals of these children: (a) receptive methods, (b) improvisation, (c) re-creation, and 

(d) composition (American Music Therapy Association, 2019d). The presence of ‘evidence-

based’ in the definition shows the importance of completed and continued research that seeks to 

investigate the outcomes of music therapy work, including these two populations: children with 

developmental disabilities and hospitalized children (American Music Therapy Association, 

2019c).  

Music Therapy for Children with IDD 

 The literature regarding music therapy with children with IDD in settings other than a 

hospital is vast. Much of the literature focuses on communication needs within this population. 

Remembering that communication challenges could be one reason for the perceived less 

favorable care towards hospitalized children with IDD, music therapy is a possible intervention 

to combat these challenges. Music therapy has been found to be of assistance to people with IDD 

in verbal and non-verbal communication, cognition, physical development, and emotional 

development (Kim et al., 2008; Lee & McFerran, 2012; McFerran et al., 2009; Srinivasan & 

Bhat, 2013). For children who are nonverbal, whose communication is developed at the pre-

intentional level, and for those children who have some language, music therapy can be another 

medium through which to communicate (Cameron, 2017). Music therapy and communication 

both rely on a close, trusting relationship, reciprocity, and intrinsic motivation and pleasure 
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(Perry, 2003). Affective sharing as well as intrinsic structure and predictability are inherent to 

both as well (Perry, 2003). Therefore, music therapy can be an effective intervention at 

improving communication skills.  

 Not only can music therapy promote communication, but it can also promote “social-

emotional, perceptuo-motor, and behavioral skills in children with autism spectrum disorder” 

(Srinivasan & Bhat, 2013, p. 3). Social closeness can easily be developed in music therapy 

sessions and a meaningful interaction can be fostered (Perry, 2003). Many children and young 

people with IDD have limited opportunities for positive interactions with others. Therefore, if a 

child can engage in a positive, social experience in music therapy sessions, then that is an 

important outcome in and of itself (Thompson & McFerran, 2015). This socialization practice 

and music therapy’s effectiveness at promoting joint attention, social reciprocity, imitation, turn-

taking, shared affect, and empathy can be very beneficial to both the social-emotional and 

behavioral skills in children with IDD (Srinivasan & Bhat, 2013). 

Improvisational music therapy, particularly, is recognized as being effective at providing 

opportunities for self-expression, emotional communication, and social engagement for people 

with IDD, especially via non-verbal cues such as eye contact and turn taking (Kim et al., 2009). 

In fact, having social connections with others is linked to general well-being and positive mental 

health (Wilson et al., 2016), and music therapy has been shown to increase socialization for 

people with IDD (Johnels, Johnels, & Rademark, 2016; McFerran & Shoemark, 2013; Srinivasan 

& Bhat, 2013; Thompson, 2012; Thompson et al., 2014).  

 As stated above, music therapy can also be beneficial for the perceptuo-motor domain of 

children with IDD. Music therapy could utilize music and movement games in order to improve 

bilateral motor coordination (Fournier et al., 2010; Green et al., 2009), balance and gait (Downey 
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& Rapport, 2012), and fine motor skills (Downey & Rapport, 2012). Moreover, sensory 

awareness, auditory attention, perception, discrimination, and memory can all be improved 

through music therapy experiences (Pienaar, 2012). 

 When auditory stimuli are processed in the brain, many developmental skills are 

activated and assisted at the same time, such as language development, intelligence, emotional 

sensitivity, social skills, self-perception and confidence, fine motor coordination, concentration 

etc. (Hallam, 2010). Seeing that children with IDD already need additional patience from others 

and more time to reach developmental milestones, it is important they are able to maintain these 

skills and continue to progress despite a prolonged hospitalization. Moreover, Pienaar (2012) 

notes that music is oftentimes motivating for children with IDD. During hospitalization, 

motivation to engage in therapies or comply with medical or nursing requests can be lowered, so 

the fact that music can be motivating is important to remember when a child is in the midst of a 

prolonged hospitalization. All in all, music therapy can be an effective medium to assist children 

with IDD and families in numerous domains including communication, developmental, 

emotional, motor, and social. 

Music Therapy for Hospitalized Children 

Over the years, more and more research supporting the practice of music therapy within 

pediatric hospitals has been published. One study investigated the effects of music therapy on 

preoperative anxiety in pediatric patients and their families (Millet & Gooding, 2017). This 

found that active and passive music therapy interventions were equally effective before and 

during procedures at “(a) eliminating the need for sedation in minimally invasive procedures, (b) 

teaching coping-promoting behaviors to patients and parents, (c) increasing cost-effectiveness, 

(d) increasing affective states, (e) decreasing distress behaviors, (f) increasing the parents’ 
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overall perception of the facility, and (g) reducing anxiety” (Millet & Gooding, 2017, p. 5). This 

is correlated by numerous other studies that have also investigated the positive impact of music 

therapy on anxiety and stress in hospitalized children and families, including during the 

preoperative period (Choi, 2009; Colwell et al., 2013; Ghetti, 2012; Gooding et al., 2012; 

Gooding et al., 2015; Kain et al., 2006). Remembering that anxiety is highly prevalent within 

children with IDD and their parents, music therapy could be an adequate and effective tool at 

managing this during hospitalizations. 

Additional studies have found positive outcomes in other human functioning domains for 

hospitalized children as a result of music therapy interventions. Self-concept, self-esteem, 

security, and self-worth have been shown to improve as a result of music therapy interventions 

(Baker et al., 2017; Colwell et al., 2005). Mood has been enhanced (Hendon & Bohon, 2008; 

Hogan & Silverman, 2015; Stegemann et al., 2019) along with the family’s perception of 

support, communication, love, and togetherness (Hinman, 2010; Yates et al., 2018). Self-

expression and verbalization regarding hospitalization is one of the most important results of 

music therapy, as verbalizing about their hospital experience helps patients cope better (Edwards, 

2016; Stanczyk, 2011; Vernisie, 2015). Vernisie (2015) discussed how music therapy can be 

important in maintaining development for children admitted for a lengthy period of time as well 

as briefly discussed the importance of auditory, visual, and tactile stimuli with children who are 

hospitalized with developmental delays. 

Whether a child is hospitalized or not, one has to remember that at a fundamental level, 

children gain developmental skills through “engaging actively with their environment” (Robb, 

2000, p. 119). When a child is exposed to extreme and prolonged stress, the following could 

ensue: 1) developmental stagnation, 2) decreased ability to develop, particularly if the stress 
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occurs in a time of high neuroplasticity in the brain, and/or 3) higher sensitivity to stressful 

occurrences later in life (Gee & Casey, 2015). In the hopes to avoid this, children need to 

actively engage with others and with their environment in order to experience some kind of 

mastery and independence as well as to form stable relationships (Robb, 2000). Furthermore, 

actively engaging and play allows children to relax, and it decreases their level of anxiety 

(Thompson & Snow, 2009). That being said, music therapy has the potential to be an active 

method that can improve a sense of autonomy, relatedness, and control (Aldridge, 1993; Bishop 

et al., 1996; Edwards, 2016; Stanczyk, 2011; Vernisie, 2015); and improve coping (Colwell et 

al., 2013; Robb, 2000; Stanczyk, 2011). Essentially, “music creates a supportive environment 

that facilitates success, independence, and supportive interactions with others, and these 

experiences promote coping in hospitalized children” (Robb, 2000, p. 119).  

Furthermore, live music encourages interaction between patient, family, medical staff, 

and music therapist. This helps the therapist gain a clear picture of patients’ emotional needs, 

recognizing and supporting the child’s feelings (Robb, 2000). Moreover, the structure of a music 

therapy session creates a safe and predictable environment where children’s fears’ can be allayed 

(Aldridge, 1993; Sims & Burdett, 1996; Vernisie, 2015).  

Additional studies show important outcomes as well. One of the most important 

outcomes is the ability that patients have to make choices within music therapy sessions (Robb, 

2000). When hospitalized, most choices are eliminated including sleep and meal schedules, daily 

activities, etc. (Robb, 2000). When children are able to make choices, they are developing their 

“intrinsic motivation [and] self-regulation, and [they are making] connections between actions, 

personal goals, and values” (Robb, 2000, p. 121). In music therapy sessions, patients can choose 
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between instruments and between four methods that vary in level of independence (Robb, 2000). 

This can have a positive impact in promoting a child’s coping during a lengthy admission. 

While all of these effects on the patient are important to know, music therapy has also 

been shown to be beneficial to families. More specifically, Robb (2000) conducted a study and 

found that the “arrival of the music therapist often affords parents the opportunity to leave the 

room and take respite, knowing the music therapist will attend to their child’s needs” (p. 142). 

Remembering that this is a large hurdle for guardians of children with IDD, this could be 

incredibly impactful to families who have a hospitalized child with an IDD. In addition, family 

music therapy interventions have been found to help families identify resources, or strengths, 

within their family unit as a whole and within each individual in the family (Nemesh, 2016). 

Hospitalization is difficult, so being able to identify a child’s resources can be very empowering 

to the child and to the family. Furthermore, family-based music interventions can increase 

awareness of what is occurring within the family unit and within each individual (Nemesh, 

2016). This could potentially illuminate underlying emotional or physical issues that could be 

addressed while admitted, maybe even leading to better and more accurate medical care. 

Finally, one specific study investigated the effect of music therapy on staff perceptions of 

their patients (O’Callaghan & Magill, 2009). While this particular study was conducted within an 

oncology unit, there could be transfer of the same or similar effects on staff in other units. In 

particular, staff stated that music therapy improved their awareness of their patient’s needs as 

well as their understanding of the patient (O’Callaghan & Magill, 2009). Based on these 

findings, music therapy could assist with the perception that those with IDD are treated less 

favorably. Staff reported an improved mood and reduced stress, which enabled improved care 

(O’Callaghan & Magill, 2009). Therefore, music therapy could give the staff another medium 
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through which to learn about and understand their patient with IDD as well as improve the child 

and family’s quality of care.  

Music Therapy for Hospitalized Children with IDD 

 Considering the research within other fields regarding the needs of these children and 

their families and the evidence to support the use of music therapy with these populations 

separately, the lack of music therapy evidence addressing this unique intersection of hospitalized 

children with IDD is surprising. Due to the growing population and focus on this intersection, it 

is important to gain an understanding of the current practice of pediatric music therapists who 

work with these patients and families. Afterwards, clinicians in the field can work towards 

collecting evidence to ascertain the best practice, and best practice should be pursued. The 

American Music Therapy Association’s Code of Ethics (2019a) purports the need to strive for 

excellence and utilize evidence-based interventions in music therapy best practice. 

Therefore, the guiding question for this study was as follows: how does music therapy 

impact pediatric inpatients that have IDD and their families? I was interested in learning music 

therapists’ opinions and views about their own clinical work and the beneficial or negative 

effects they have observed. What is the frequency of visits and what are the goals that 

hospitalized children with IDD and their families engage in during music therapy? Are these 

patients and families prioritized differently than typically developing patients? How can music 

therapy assist these children and families in successfully navigating their hospitalization? Are 

there unique needs experienced by these children and families that music therapy can assist in 

addressing? Do music therapists feel a need for additional training in order to meet these needs 

that they perceive? Once an understanding of the current practice is obtained, then a path for 

additional research can be more illuminated. 
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Methods 

 This research question directly led to a phenomenological study in which I sought to 

describe the essence of music therapists’ practice with hospitalized children with IDD and their 

families (Jackson, 2016) It was subjective to each music therapist, and music therapists that 

contributed used stories and statements from their own lived experiences (Jackson, 2016). This 

design was chosen in that the understanding of this specific type of work with hospitalized 

children with IDD and their families is a phenomenon that can really only be understood by the 

therapists’ perceptions, constructs, and interpretations (Jackson, 2016). To gain an understanding 

of their beliefs of frequency of visits, goals addressed, interventions used, and impact on patients 

and families, therapists had to be able to use their own beliefs, perceptions, and conclusions. 

Throughout this entire process, it was important to maintain awareness of my own biases while I 

conducted, analyzed, and discussed the research. In order to maintain transparency, it is 

important that I now share about my own personal biases and experiences. I have been working 

in pediatric hospitals in the role of a music therapist for three years. I am in my mid-twenties, 

female, and come from a high middle-class family. My older sister has Down syndrome and has 

had numerous medical experiences throughout her life. As an observer and helper professionally 

and personally, I have my own beliefs that music therapists can, and should, serve the unique 

needs of hospitalized children with IDD and their families. Knowing this and being sure to 

consider how this bias impacted the research throughout the process was vital.  

Participants 

  To recruit adequate participants, social media platforms were deemed to be the best way 

to reach a broad spectrum of potential research participants across the United States. After IRB 

approval (Appendix A), the following statement was posted on the Music Therapy in Pediatrics 
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page, Music Therapy in the Medical Field page, and Music Therapists Unite page on the popular 

social media site, Facebook: “Hello everyone! I am a graduate student through St. Mary-of-the-

Woods, and I am looking for volunteers to participate in my thesis study. I am investigating 

music therapy services and the impact it has on hospitalized children with intellectual and 

developmental disabilities (IDD) and their families. Please direct message me if you are willing 

to participate and meet the following requirements: 1) provide music therapy services for more 

than 20 hours a week at a pediatric hospital, 2) been in your position for greater than 1 year, 3) 

have provided music therapy services in your setting to children with IDD within the past year, 

and 4) are willing to volunteer at least 60 minutes of your time for an interview. Thank you very 

much in advance!” The first five respondents were then asked to complete the following pre-

screening: 

1. How many hours a week do you provide music therapy services to pediatric inpatients? 

2. How long have you been in this position? 

3. In your position, do you provide music therapy services to hospitalized children with 

intellectual and developmental disabilities at least one time every 2-3 months? 

4. Which pediatric hospital do you provide services at? 

5. Which AMTA region is this hospital in? 

When two or more respondents met all the requirements and were from the same AMTA 

(American Music Therapy Association) region, the one who first responded was included and the 

second was excluded. The 6th respondent from the initial post was then sent the pre-screen, etc. 

until five different AMTA regions were represented. None of the participants were personally 

known to me to avoid any conflict of interest. If I personally knew any of the first five 

respondents, they were not sent the pre-screen, they were excluded, and the 6th respondent was 
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then sent the pre-screen, etc. Once all five participants were identified, the following message 

was then posted to the same Facebook pages: “Thank you to everyone who volunteered for the 

study regarding music therapy services for hospitalized children with intellectual and 

developmental disabilities and their families. At this time, the requisite number of participants 

has been identified and the study is full. Again, thank you for your willingness to donate your 

time but no more volunteers are needed and the recruit posting is now void.” 

Following, all volunteers signed an informed consent (see Appendix B) that addressed 

the fact that minimal risk was involved, but they were willing and able to donate their time and 

energy. Participants were made aware that their interview would be recorded, but during 

transcription, the data would be de-identified. At the same time though, participants were also 

made aware that there is always a risk that if published, readers may be able to identify them. 

The participants consented to this while also agreeing to be as open as they possibly could in the 

interview process. It was also necessary to note that the questions were not created in an attempt 

to critique the therapists’ work, but only to gain an understanding of what is occurring. 

Appropriate resources were then provided in case any music therapist felt inadequate in their role 

of these families’ care after the interview (see Appendix C). 

Finally, in the informed consent, the participants agreed to do some preparatory work 

prior to their interview. Participants were asked to compose a list of de-identified case examples 

of their work with families and children previously diagnosed with IDD. Examples of such 

diagnoses were given including autism spectrum disorder, Down syndrome, fragile x syndrome, 

fetal alcohol syndrome, cerebral palsy, attention-deficit/hyperactivity disorder, blindness, hearing 

loss, and chronic seizures, among others. They were reminded of the requirement that the IDD 

had to have been previously diagnosed to reinforce the fact that this study was not investigating 
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those children that may have regressed in development due to a lengthy or complicated hospital 

admission. 

Procedure 

After consent, each participant identified a mutual time frame with the researcher of at 

least 60 minutes. Semi-structured interviews were initially intended to be over a Gmail video 

call, but technological difficulties precluded this. Thus, all five interviews were conducted via a 

phone call. Prior to the start of the interview, participants were given a general verbal overview 

of their signed consent, asked to verbally agree again, and were reminded that they could stop the 

interview at any time if they so chose. Each of these interviews were audio-recorded with laptop 

technology. Subsequently, the interviews were then transcribed (see Appendixes D-H). During 

transcription, the participants’ comments were de-identified. After transcription, the original 

recordings were deleted. Then, a qualitative data analysis program, ATLAS.ti, was used to first 

code key words or statements that were made in the interviews (Jackson, 2016). These codes 

were modified and became more defined as more and more data was considered (Jackson, 2016). 

As the data was grouped and coded, any pieces of information that could not be used without 

assumptions being made was excluded (Jackson, 2016). Once the codes were finalized, they 

were grouped into meaning units, and after further critical thinking, themes emerged (Jackson, 

2016). Afterwards, each piece of data that was originally included in the codes were verified to 

be represented in the resulting themes, in order to preserve integrity of the study (Jackson, 2016). 

I presented the themes in a table, found below, and consequently formulated conclusions 

regarding the music therapy treatment of these children and their families. 
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Interviews 

 Semi-structured interviews were chosen in order to allow the conversation to organically 

unfold while also maintaining some level of consistency between interviews. The following 

questions were asked of each participant: 

1. On a weekly basis, what is your average caseload? About how many children on that 

caseload have been previously diagnosed with an intellectual or developmental 

disability? 

2. Tell me about your work with these children. What are the goals that you tend to address? 

Do these differ in comparison to the goals you tend to address with typically developing 

kids? 

3. What is your understanding of the impact that hospitalization has on these families? What 

shaped this understanding? What kind of goals, if any, are you working towards with the 

families? Does this differ in comparison to the goals you tend to address with typically 

developing kids? 

4. How does staff perceive your work with these children and families? What kind of 

comments or reactions have you seen from staff regarding your music therapy sessions?  

5. How often each week are you able to facilitate sessions with these children? Do you feel 

this frequency is adequate in helping them reach their goals? Does this frequency differ 

from the frequency sessions are facilitated with typically developing kids?  

6. Tell me about your confidence level in working with these children and families. Are 

there certain areas where you wish there was more training available?   

7. Overall, how do you think music therapy impacts hospitalized kids with IDD and their 

families? 
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8. Is there anything else you would like to share about this kind of work? What have I not 

asked that I should have asked?  

Due to the semi-structured nature of the interviews, follow-up or clarifying questions were also 

formulated and approved by the IRB. These included: 

1. Tell me more (about that). 

2. Will you share a specific example/session story? 

3. What is that like for you to see? To hear? To witness? 

4. What is that relationship (those relationships) like? 

The qualitative nature of this study necessitated that I adhered to asking all of the 

questions of each participant. However, if a participant did not want to answer a question, they 

could choose to refrain. Furthermore, the bias I have regarding my belief that these children and 

families do need more individualized and frequent care, was continually monitored throughout 

the process and disclosed to the participants and readers. Finally, direct quotations from 

conversations were used in order to substantiate themes and conclusions drawn from the data. 

Throughout the process, I took great care in adhering to the rigor needed for phenomenological 

work, monitoring and engaging in critical thinking if and when personal bias impacted the 

process, engaging in ethical and representative recruitment of participants, and debriefing with 

the participants at the end of their interviews, which helped to ensure that the reliability and 

validity of the research design was upheld. 
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Results 

 As planned, five participants were recruited and completed phone interviews. After 

transcribing each of the interviews verbatim (found in Appendixes D-H), they were each 

uploaded to the Atlas.ti qualitative data analysis software. I carefully read and re-read each 

interview, assigning codes to the information as appropriate. These codes were then grouped 

together into categories and themes were identified. This can be seen in Table 1.  

Table 1 

Progression of Coding and Extrapolated Themes 

Codes - # of times used Categories Themes 
Caseload – 5 Prevalence  

Caseload: For most music 
therapists, children with IDD 

occupy a significant portion of 
their caseload and display the 

need to be seen at a higher 
frequency, although realities 

of caseloads may preclude this 
from occurring. 

 

Percentage - 6 
Frequency – 14 Sessions per week 

Co-morbidities – 1 

Autonomy – 1  
 
 
 
 

Patient and Family Goals 

 
 

 
Meaningful Goals: While a 
number of goals remain the 
same for patients with IDD 

and their families, areas such 
as coping, development, 
relaxation/de-escalation, 

socialization, sensory 
integration, procedural 

support, familial support for 
respite, and family’s 

perception of their child carry 
additional meaning. 

 
 

Coping – 5 
De-sensitization – 1 

Development – 5 
Expression – 4  

Normalization - 7 
Pain – 1 

Procedural Support – 6 
Relaxation/De-

escalation/Comfort/Safety – 11 
Sensory Integration – 5 

Socialization – 6 
Stimulation – 4 

Stress – 2 
Family Impact – 27 Family Involvement and 

Impact Family Medical Knowledge – 4 
Family Presence – 3 
Staff Reactions – 13  

Positive Staff Impact 
 

Staff Impact: Music therapy Modeling to Staff – 8 
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Human-ness – 4 can be a resource for other 
staff to meet patient goals and 
is generally perceived by staff 
as a positive, effective means 

for patient and family 
engagement.   

 

Collaboration – 6  Effective with Rehab 
Therapies 

Differences from Typically 
Developing Children – 27 

Similarities and Differences  
Unique Effect: While many 

patient and family reactions to 
hospitalization and uses of 

music therapy remain 
consistent between typically 

developing children and 
children with IDD, the 

importance of the use of music 
therapy while a child with 

IDD is hospitalized is 
emphasized even though it is 

difficult to explain why. 
 

Confidence – 11 Growing confidence  
Challenges: Many clinicians 
admit to a lack of confidence 
when first beginning music 

therapy work with this 
population and highlight the 
importance of practice and 

‘just doing it’; they also 
acknowledge that additional 
training is needed in areas 

such as types of goals, 
supporting a child with IDD’s 

communication needs, 
introducing services to these 

patients and families, and 
supporting a positive 

transition from technology. 
 

Additional training – 8 

Overall Impact – 5 Positive impact Overall Impact: Music therapy 
has a tremendous and positive 

impact on hospitalized 
children with IDD and their 

families. 
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Each of these themes can be used to answer the guiding research question of this study 

(how does music therapy impact pediatric inpatients that have IDD and their families?), as well 

as the sub-questions (What is the frequency of visits and what are the goals that hospitalized 

children with IDD and their families engage in during music therapy? Are these patients and 

families prioritized differently than typically developing patients? How can music therapy assist 

these children and families in successfully navigating their hospitalization?  Are there unique 

needs experienced by these children and families that music therapy can assist in addressing? Do 

music therapists feel a need for additional training in order to meet these needs that they 

perceive?). 

Caseload 

For most music therapists, children with IDD occupy a significant portion of their 

caseload and display the need to be seen at a higher frequency, although realities of caseloads 

may preclude this from occurring. 

 Three of the music therapists interviewed reported around 20 pediatric patients on their 

caseload per week. One reported 30-40 and another reported 15. Of those caseloads, 10-50% of 

their patients were children with pre-existing IDDs. However, three of the five interviewees 

reported a percentage of 25-50%, a significant portion of their weekly caseloads. Only two 

reported 10-15%, but they each also reported having a restricted unit where they provide 

services. Interestingly, two of the interviewees identified that they tend to be the one who is more 

likely to get a consult for a child with a developmental delay over their colleagues who are Child 

Life specialists. 

 Frequencies of how often children with IDD are seen were a little more varied. One 

participant reported a frequency of 1x a week, while another reported 1-2 times a week. A third 
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reported “at least twice a week” while a fourth reported a goal of a “minimum of 3x a week.” 

The fifth participant stated at least “every other day” and cited situations such as family teaching 

of take-home skills as a reason where she would see the family more frequently. All stated that 

ideally, they would like to be able to see these children at a much higher frequency. Most of the 

participants would ideally like to see these patients around 3x a week, with one wanting to see 

them 2-3 times a week and two others wanting to see them 3-4x a week and 5x a week, 

respectively. One felt the consistency of visits would be beneficial not only to the family, but to 

the treatment team as well, such as coming “after or before something”, such as a procedure.  

Another participant felt that seeing these children everyday might be a little redundant because 

“there is value in having the novelty of it.” Unfortunately, the ideal world is not possible for 

many clinicians and three stated that they see all of their children at a similar frequency simply 

due to realities of the day, staffing, patient needs, etc. Two are able to see their patients with IDD 

at a higher frequency of around 3-4x a week while seeing typically developing children around 

2-3x a week. All in all, the need for children with IDD is perceived to be greater by most 

clinicians. 

Meaningful Goals 

While a number of goals remain the same for patients with IDD and their families, areas 

such as coping, development, relaxation/de-escalation, socialization, sensory integration, 

procedural support, familial support for respite, and family’s perception of their child carry 

additional meaning. 

 All of the interviewees identified general pediatric music therapy goals that are consistent 

between patients with and without IDD. These included goals areas such as autonomy, 

normalization, pain, positive stimulation, and emotional and self-expression. One interviewee 
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stated “children when hospitalized have to do so many things they already don’t want to do, 

whether it be […] needle pokes or blood draws, taking medicine, getting chemotherapy, even 

participating in rehab when they don’t want to, and music therapy is something they get to really 

have total control over, and, not only if they do it but how they do it.” Furthermore, music and 

music therapy “can create that sense of normalcy in a really abnormal environment” that is the 

hospital for all children, as another interviewee shared. It can help to de-sensitize the 

environment, making it feel more comfortable and safe. It also brings positive stimulation to a 

very sterile environment, which can be very important for someone with “global developmental 

delays”, meaning there’s a delay in speech, cognition, physicality, etc.  

 While the goal areas are consistent between children with and without IDD, the 

participants identified some specific goals areas that carry additional meaning for children and 

families with IDD. First, coping, while important for all pediatric patients, could have a slightly 

different meaning for kids with IDD and their families. One participant noted that some parents 

of children with IDD, not all of course, “have a slight tendency to be better informed” because 

“they have more experience supporting coping” with their child. Parents may come in and know 

how and when they need to communicate what their child needs in order to cope well and be 

successful with what is being asked of them. Therefore, some parents are a huge resource for 

staff, including music therapists, to help the child do the best they can.   

 Second, participants stated that maintaining development and avoiding a decreased 

baseline is a concern for all pediatric patients. However as one participant stated, younger 

children with IDD who may be hospitalized for lengthy periods of time cannot participate in 

early intervention programs that are so important to their development. This interviewee went on 

to say that using music therapy to work on “academic goals […such as…] counting, identifying 
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animals, and animal sounds” are an important part of the role that music therapy services can 

have. Another participant noted that sometimes, music therapy could be the first real interaction 

that a family could have “with their child who has really severe, multiple delays.” They may 

have “been so focused on just staying alive” that until the child was stable enough, the family 

had not engaged in any bonding or developmental activities with their child. Therefore, the 

music therapist has a huge role in providing education to the parents and “giving them take-home 

skills.”  

Third, relaxation and de-escalation are important goal areas for music therapists working 

with children with IDD. One participant cited a session story in the ICU where a patient with 

IDD was very upset and the music was able to calm him down. A doctor observed this 

interaction and vocalized his extreme surprise at how fast the music was able to help the patient 

compared to other times where this doctor had seen him agitated. Many of the participants shared 

similar stories where music therapy has aided a patient to calm and relax. Moreover, children 

with IDD can become over-stimulated and overwhelmed, as noted by numerous participants. 

Unfortunately, medical staff sometimes do not know what to do in order to help these children 

calm down. One participant depicted a time where she walked onto a unit and saw “toys flying 

out of the door” while the nurse was “standing in the hallway, like, yelling at the door.” The 

music therapist was able to go in, perform some breathing exercises with the child, sang familiar 

songs with him, and calmed him down in “5 minutes.” Afterwards, the nurse thanked the music 

therapist and stated, “I just didn’t know what to do.” Many of the interviewees noted that 

medical staff are not necessarily trained in how to interact with these types of patients, so music 

therapists need to be able to respond to calls where staff report that a child is “’freaking out,’ but 

they’re over-stimulated, they’re overwhelmed”. Furthermore, these children can be “really 



 

	

42	

throw[n] off especially if they’re used to a routine and they’re used to seeing and working with 

the same people.” The hospital is “a whole new environment, all new people, all new routine 

[and] it can really, really distress the child which then of course distresses the family.” Therefore, 

relaxation and de-escalation is not only important for the patient, but also the family. 

Fourth, socialization can be a key area for hospitalized children with IDD. Three 

interviewees identified the fact that they have many “frequent flyers”, or children with IDD who 

are hospitalized a lot. Many times, because parents have to work or because they have other 

children to care for, parents are unable to accompany their child during the whole hospitalization. 

Other times, as one interviewee noted, these children may be living in a type of group home and 

may not necessarily have a parental figure in their lives. For any of these situations, socialization 

is key. One music therapist shared a session story about a child with IDD who is often 

hospitalized and placed in isolation due to his infection that brings him in. This child 

communicates through song and “craves socialization and […the…] reduction of isolation, [so] 

he gets very upset when anyone tries to leave the room.” The music therapist was able to 

incorporate transition songs with this child so that he is able to maintain his calm state when 

someone needs to leave the room.  

Fifth, sensory integration may not be considered a common goal area for children without 

IDD, but is very important for children with IDD. One interviewee noted that when focused on 

this goal, sessions might look more like sessions facilitated outside of the hospital environment. 

So, providing tactile stimulation with maybe the cabasa on a patient’s arms and legs or providing 

joint compression and squeezes may be things music therapists can incorporate into their 

practice. Auditory stimulation and increasing the complexity of it from simple acapella singing, 
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to simple accompaniment, to more complex accompaniment is important to increase the patient’s 

tolerance to the hospital environment. 

 A sixth area of significance is procedural support. Only two interviewees identified this 

as a goal area for children with IDD. Two others stated they rarely provide procedural support as 

a result of a large number of Child Life staff that tend to take on this role and responsibility, and 

the fifth did not mention procedural support. However, it is included as an area of significance 

and meaning for children with IDD as a result of the data and experiences that were shared in the 

session stories. The first stated that for children who have “other diagnoses too […] it’s a, always 

call us no matter what or they’re gonna have to sedate them.” This interviewee noted that she 

does a ton of procedural support for children with IDD on a regular basis. She discussed a patient 

who connects extremely well with music and who the music therapist provided support for in 

every procedure, whether that was an “IV, PICC line, blood draw,” etc. This patient “would just 

stay so focused on the music. And they could do, like, any procedure and be totally fine. […] 

The whole medical staff was just like, oh my gosh, we don’t have to sedate her to do […] any of 

this. We can just call you and you can be here, and we can get it done in 10 minutes.” The 

second participant shared about providing music therapy support to a child with an IDD who was 

getting an EVD (external ventricular drain) removed from his head while he was conscious. This 

child was “fascinated” by the guitar and would help the music therapist strum. He was able to 

stay focused on strumming and string “the entire six verses of six little ducks” while the “neuro 

nurse prac [practitioner] removed that EVD.” He “never even whimpered […and…] it didn’t 

bother him at all. We didn’t need to restrain him […] It was beautiful.” The music therapist even 

noted that this child was a “tantrum-thrower, um so it could’ve gone very badly. And instead it 

was absolutely perfect.” She explained that he did not have the cognitive capability to understand 
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that he had to sit still while someone was messing with his head, so they needed to find an 

alternative way, and she was able to do it with music therapy. 

 Families. In terms of family support, similar goals exist between those with children with 

IDD and those with typically developing children. Many of the participants identified positive 

goals such as family connection through music, sibling involvement, and parental involvement 

for hospitalized children with IDD. One participant acknowledged that some families of children 

with IDD are very medically informed and know how to “control the vents or suction them [the 

child] really well”, but this can also be true of parents with typically developing children. One 

interviewee even stated that she has heard from typically developing parents that they do not feel 

like the parent when their child is hospitalized. This is in contrast to parents of children with IDD 

who still feel like the parents because “they’re already so used to being able to advocate and 

address any issues” for their child.  Another participant acknowledged that she has some families 

with children with IDD who have higher anxiety, but that she also has families of typically 

developing children who have similar levels of anxiety. Therefore, similar goal areas exist for 

families of children with and without IDD. Interestingly though, one music therapist stated she 

doesn’t “feel like we have to always connect the dots as much for these families [with IDD] 

because they can sometimes see how quickly [music therapy is] working and the profound 

impact it really can have on [their child]”. Another even stated that when parents of children with 

IDD “find out that there’s a music therapist on staff, more often than not […] they readily seek 

out that service.” 

 The two main reasons that music therapy may be readily sought out by these parents is 

the allowance for respite as well as being able to see their child as their child. Three participants 

highlighted the fact that parents come to trust each music therapist and feel secure enough to step 
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away from the bedside and take a break. One even noted that a mom ran to and from the 

microwave to heat up mac & cheese because she did not want to leave her child; however, she 

felt secure enough to still step out and do that with the music therapist present, even if she felt 

she needed to run there and back. Another noted how she was able to calm a child who was 

having a meltdown, which enabled the mom to sit on the couch and read a book for 20 minutes. 

Others noted it was a time for the caregiver to go and get a coffee, shower, make a phone call, 

etc. Finally, one participant noted the important distinction that it is still considered respite for 

the family when they see their child not in distress. Some families are “so used to running on 

levels of stress that the idea of taking a break [from the bedside] can be so foreign to them”. So 

providing the respite that their child can be engaged in something like music therapy and be 

content can be a world of difference for these families.  

 The final area of meaning for hospitalized families with children with IDD is the fact that 

the music therapist sees the child as the child. One participant stated, “half of the time, there’s 

people […] that come in the room and don’t even say hi to the kid.” However, the music 

therapists are focused on the child and treating the child as they are. They are helping the 

families still interact with their child despite a new environment and maybe new medical 

equipment. They may even be helping the families “feel comfortable at bedside.” One 

interviewee stated, “I think the biggest part that I’ve noticed is […] showing the parents that 

they’re not the only ones that can treat their child like their child.” Another stated, “I think 

having families find something that […] their child maybe already naturally gravitates for, but 

then recognize that there’s a therapy that can pull in some of these strengths their child has, is so 

powerful and meaningful for these families during this time of crisis.” 
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 Overall, numerous goal areas remain consistent between hospitalized typically 

developing children and hospitalized children with IDD. The same is true for their families. 

However, each of the interviewed participants emphasized that a few of the goal areas may carry 

more weight and importance for families and children with IDD. Additional meaning is attached 

to the benefit of the music therapy services provided.  

Staff Impact 

Music therapy can be a resource for other staff to meet patient goals and is generally 

perceived by staff as a positive, effective means for patient and family engagement.   

 All five participants commented on the importance of music therapy in enhancing the 

care of the child and being able to accomplish specific goals. Three specifically stated that a lot 

of medical staff “don’t really know what to do with them [kids with IDD]” or do not know what 

to expect in terms of the child’s responses or interactions. One interviewee described a patient 

who was non-ambulatory and non-verbal who lit up, vocalized, and reached out and played 

instruments during music therapy. This was vitally important for the medical staff to see because 

they finally saw who the patient was. They saw her “personality.” Medical staff are also able to 

get cues, specifically in terms of talking to the patients, from music therapists. One music 

therapist stated that she provides narration and models “for other staff members how to engage,” 

such as introducing things slowly. She has noticed that once she does this when a nurse is in the 

room, the nurse also starts talking and telling the patient what he/she is doing. Another 

participant stated that a lot of the times, staff will be in a room “talking at [the patient], talking 

around them, but not talking to them.” They do not have the training with these patients and they 

are focused on the medical part. So the music therapist is vital in reminding them how to interact, 

especially when the patient is over-stimulated or escalating. 
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 This all aids in the satisfaction of patients and families, but music therapy can also assist 

with addressing specific goals. For instance, music therapy can be a huge asset for procedural 

support. Music therapy can also provide tips to nursing staff regarding soothing or calming a 

patient with IDD. One participant stated that she had to educate staff that a song or lullaby would 

not soothe this particular patient. This patient had to be “actively engaged in [the music] process 

because she [couldn’t] regulate independently”. So, the music therapist showed staff how to 

entrain and pat the child to the music. Additionally, music therapy can be beneficial for reaching 

rehabilitation therapy goals. Three participants mentioned their close collaboration with physical 

and occupational therapists. They discuss what the PTs and OTs are working on and how music 

therapy can add to it and facilitate that progress together. One stated that children with IDD “are 

often so motivated and enjoy music”. So, the rehabilitation therapists realize “how much more 

we can achieve with a co-treat, and how much more motivated patients are, and how much more 

relaxed or engaged [patients] can be through it.” As a result, sometimes the rehabilitation 

therapists will contact the music therapist every time they see the child because they might get 

little participation from the child without the music therapist.  

 In general, staff support and respect the use of music therapy with children with IDD and 

their families. Participants mentioned numerous comments they have received such as “thank 

you for spending so much time with them,” “they looked so relaxed at the end,” “I saw them 

smiling,” “I do my cares [sic] when you’re [the music therapist] in here so I can listen for a little 

bit too,” “look how happy she is,” “how willing she is to participate”, and “how her family” gets 

involved too. Some did discuss the rare occasions where a staff member would interrupt asking 

for their preference of music or disrupt the session in order to accomplish their own goals, but 

they stated that happens occasionally with any child. One participant did state that “it’s a little 
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easier for them [staff] to do it because the patient isn’t able to speak up for themselves”. Finally, 

one music therapist stated that she has found that she gets more referrals from staff for children 

with IDD after they have seen her work and really understand the effectiveness of music therapy 

with these children. Another stated that her work with children with IDD  “gets validated” as a 

result of changed perceptions through the advocacy she has provided for these patients. 

Unique Effect 

While many patient and family reactions to hospitalization and uses of music therapy 

remain consistent between typically developing children and children with IDD, the importance 

of the use of music therapy while a child with IDD is hospitalized is emphasized even though it 

is difficult to explain why. 

When asked about the difference between goals, impact, and frequency of music therapy 

services for typically developing children when compared to children with IDD, numerous 

participants stated that at large, they were very similar. Goals involve continuing and 

maintaining development, although children with IDD may need more assistance and time with 

this. When involved with music therapists, families are able to feel more comfortable at the 

bedside and engage with their child as their child, whether or not IDD is a component. At the 

same time though, like with typically developing children who have frequent hospitalizations 

(perhaps with a cancer diagnosis for instance,) many families of children with IDD become 

“used to hospitalization because of how immunocompromised their child can be.” One therapist 

stated that sometimes, she perceives families of children with IDD to have more understanding 

of how to help their child as they have had experience supporting their child’s coping before. 

Another stated that some families with IDD are more willing to take part in their child’s care, 

because they may be more used to it. This also can affect parents’ willingness and ability to 
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speak up and have a say in their child’s care. Goals for the child, such as procedural support, 

rehabilitation support with physical and occupational therapy, normalization, and autonomy 

remain consistent. However, the interventions themselves look different. More sensory 

integration techniques may be used as well as more time for processing may be allowed. A 

therapist may engage in more hand-over-hand techniques, using the cabasa as tactile stimulation 

on a child’s arms and legs for instance.  

Frequency, of course, depends on the needs of every day such as other patient’s acute 

needs (i.e. pain, anxiety, end of life, etc.), volume of caseloads, meetings, etc. Three of the 

participants acknowledged no difference between children with and without IDD in terms of how 

often they are seen. Two of the five stated they see children with IDD at a higher frequency and 

one of them stated “I think the need is greater for children who are diagnosed with IDD.”  

Similar staff reactions also occur with some staff interrupting sessions and asking for 

their preference of music. However, the therapist’s role in focusing on the child carries additional 

meaning for children with IDD because “it's easier” for staff to interrupt and potentially derail 

the session “because the patient isn’t able to speak up for themselves.”  

Lots of similarities exist, and plenty of research is available regarding the benefits for 

hospitalized children. However, the intricacies involved in the other aspects, such as family 

impact, staff impact, and varied techniques and interventions, are enough to warrant the need for 

more of a specific focus on hospitalized children with IDD. In fact, all five music therapists 

reported that children with IDD and their families are greatly and positively impacted by music 

therapy services and more research is needed.  
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Challenges 

Many clinicians admit to a lack of confidence when first beginning music therapy work 

with this population and highlight the importance of practice and ‘just doing it’; they also 

acknowledge that additional training is needed in areas such as types of goals, supporting a child 

with IDD’s communication needs, introducing services to these patients and families, and 

supporting a positive transition from technology. 

 One participant when discussing her work with children with IDD stated that it is “a 

unique skill set to have”. A few of the clinicians surveyed stated they had worked in special 

education prior to working in the hospital setting. These specific participants did not address 

their confidence level at the start of this work, with one stating that it was difficult to “tease that 

apart”. Two admitted that they started out with low confidence, realizing that they felt under-

prepared. One of them said it helped when she realized “how much of a difference even if it’s 

little, how much that matters to not just the patient but to the family as well.” The other stated 

that she did her internship in geriatrics and did not feel she had been set up for success. She 

worked hard to draw on her experiences in other settings with children, to connect with other 

medical pediatric colleagues, and to push her “intervention set and skill set.” She, and most of 

the other participants, stated that they learned and grew in their confidence with practice and by 

“simply just doing the work”. All five currently feel confident in their work, while one 

acknowledged “some days more than others”.  

 Four of the five interviewees identified specific areas where clinicians could benefit from 

additional training. The one who could not was the one who had specific courses in her 

undergraduate program relating to this type of work, and it was difficult for her to tease apart 

what she had learned there vs. what she had learned in her clinical work. One participant stated 
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that it would have been helpful when she was first starting in this work to know more about 

“what types of goals you can work towards with these patients.” She is currently the internship 

director and a lot of the comments she receives from interns include something along the lines of 

“I don’t know if I’m doing anything because, their vitals are fine and they’re staring at me. Um, 

and maybe that’s a smile?” She stated that a lot of the times, it can be difficult to keep in 

perspective that the single interaction in music therapy might be the biggest thing that happens 

for that patient during the week. Or, the patient did not exhibit a desaturation in their oxygen 

levels during the music therapy session, and this could also be a big deal. She stated that during 

training “we always see these, like, miracle music therapy moments and that’s not the whole 

job.” We need to re-iterate that it is okay and support other pediatric therapists, telling them they 

are doing fine. She stated it is easy to experience “imposter syndrome, especially with mixed 

populations.”  

 Another commented on the need for additional training in supporting communication 

needs for these children. While music therapy is beneficial in expression, how can “we support 

communication in daily life?” Another commented on the fight against technology, which may 

be a hurdle that is present for both children with and without IDD. Many children are hyper-

focused on “this world the iPad created for them” and it can be very difficult to pull them out of 

that without having a meltdown. Therefore, additional training may be needed regarding 

strategies for this. At the same time though, when a clinician is successful in separating the child 

from the iPad, that needs to be acknowledged as a huge win. “Any sort of screen break […is…] a 

big enough success on its own” sometimes. The final participant identified the need for more 

education regarding how to pitch services to families and children with IDD while they are in a 

completely foreign, new environment. In other settings, families are seeking out music therapy 
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services, whereas in a hospital setting, many music therapists are seeking out the families after a 

referral or consult. The roles are a little different and more training on advocating for the services 

that are provided may be beneficial.  

Overall Impact 

Music therapy has a tremendous and positive impact on hospitalized children with IDD 

and their families. 

 When asked about the overall impact that music therapy has on hospitalized children with 

IDD and their families, all five participants reported a great and positive impact. One stated “I 

think that it greatly impact them […] and in a positive way.” She identified the following reasons 

for this: 1) “giving them the opportunity to be a person, 2) being the advocate for them in an 

environment where medical staff were not necessarily trained to interact with these patients, and 

3) they are similar enough to typically developing children who already benefit from music 

therapy. The second participant said she thinks music therapy is “a huge positive resource” 

identifying specifically procedural support, collaborating with rehabilitation therapies to promote 

sensory integration, and providing “overall normalization and [a] positive outlet for expression 

and coping”. The third participant stated that music therapy “makes an incredible difference for 

these families” acquiescing that even though the goals are very similar to typically developing 

families, music therapists are able to “adjust the way we meet those goals”. Music therapists do 

not demand anything from the child; they play. She stated this is an “alternate means of 

expression” and an “alternate means of coping” that is “particularly what our kids with IDD 

need.” The fourth participant stated that music therapy is invaluable in providing a safe space for 

these children and families in an environment “that feels so unsafe and unsteady […] and 

sometimes inconsistent”. It gives the children the “chance to be just be kids again” and 
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sometimes in “more ways than a neurotypical kid does.” This particular interviewee stated that 

hospitalization is “scarier and harder to explain” to children with IDD, so providing them with 

something that is “supportive and expressing and relaxing but engaging” is vital. The last 

participant shared her belief that “music therapy brings a unique aspect of care […] for a child 

with special needs”. She stated:  

It’s something that can be completely personalized, completely person-centered or 

family-centered. Um, it provides an opportunity for sensory input and for outlet. Um, and 

it also just provides the normalcy and also just, this is the one thing that I think 

sometimes music therapists can get a little away from, but it really just brings some 

aesthetic beauty into a place that’s so incredibly sterile. Um, so I think, even on the most 

basic level of just so-, like a child with special needs who likes music, that’s something 

that we should be able to then provide. There’s no reason why that child then can’t 

receive something that brings them joy. 

All in all, every single one of the participants conveyed their beliefs of the importance of 

music therapy services for hospitalized children with IDD and their families. They shared session 

stories and identified all goal areas, staff reactions, and needs for additional training 

independently and without any guiding questions from the researcher. When substantiating the 

themes and ideas, the participants’ exact words were used as much as possible in order to 

maintain validity and reliability. 
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Discussion 

The purpose of this study was to discuss how music therapy impacts pediatric inpatients 

that have IDD and their families. All five participants shared their beliefs that music therapy 

impacts these families greatly, positively, and in a unique way that is deeper and more 

meaningful when compared to typically developing children and their families. While goals are 

largely similar to music therapy goals for typically developing hospitalized children, the impact 

that music therapy can have on children with IDD and their families is particularly meaningful 

when it comes to coping, developing, relaxation/de-escalation, socialization, sensory integration, 

procedural support, familial respite, and familial perception of their child’s care. Furthermore, 

the importance of music therapy services and the assistance it can provide to staff was also a 

shared statement between participants. When music therapy can help with compliance with other 

medical and physical goals, assist with communication needs, be a resource for staff to alleviate 

stress or anxiety, and model appropriate behavior, the impact on that child’s stay and their family 

is palpable. Essentially, the music therapists interviewed agreed to the need and specification of 

providing music therapy to hospitalized children with IDD and their families. They saw the need 

and wanted to be able to provide music therapy services to children with IDD about three times a 

week, but admitted this is often impossible due to volume of caseloads. In general, while many 

aspects of music therapy services can be perceived to be similar to typically developing children 

and families, the need for services with children with IDD and their families is perceived to be 

greater.  

 Due to the consensus in results, this topic is a worthwhile area for continued exploration. 

It could have possible tremendous implications in the future, especially when one considers the 

research that is available now on the topic of hospitalized children with IDD and their families. 



 

	

55	

Risk of regression (Kennelly, 2000), longer and more serious hospitalizations (Ailey et al., 2017; 

Avis & Reardon, 2008; Johnson et al., 2012; Muskat et al., 2015; Peterson et al., 2009; Sharkey 

et al., 2015; Tuffrey-Wijne et al., 2014), high anxiety and communication challenges can all 

compound the difficulties of a hospital admission (Ahmed et al., 2011; Ailey et al., 2017; Ali et 

al., 2013; Doshi-Velez et al., 2014; Gobrial & Raghavan, 2015; Iacono et al., 2014; Johnson et 

al., 2012; Johnson & Rodriguez, 2013; Oulton et al., 2015; Scarpinato et al., 2010). Paired with 

possible self-stimulating and overwhelmed behaviors (Johnson et al., 2012), the perception of 

substandard care (Avis & Reardon, 2008; Iacono et al., 2014; Lewis & Stenfert-Kroese, 2010; 

Oulton et al., 2015; Warner, 2000), staff anxiety and nervousness (Johnson et al., 2012; Sharkey 

et al., 2015), and the sheer number of people entering in and out of a room (Oulton et al., 2015; 

Sharkey et al., 2015), hospitalization can be daunting for these children and their families. It is 

vital to identify and provide those services that can assist them, and this study supports the idea 

that music therapy is one such service.  

Addressing goals as it relates to coping, development, communication, de-escalation, 

procedural support, sensory integration, and family support are strengths within the music 

therapy field, and all of these areas are needs within this hospitalized population (Cameron, 

2017; Choi, 2009; Colwell et al., 2013; Edwards, 2016; Ghetti, 2012; Hallam, 2010; Hendon & 

Bohon, 2008; Hinman, 2010; Hogan & Silverman, 2015; Kain et al., 2006; Kim et al., 2008; Kim 

et al., 2009; Lee & McFerran, 2012; McFerran et al., 2009; Millett & Gooding, 2017; Perry, 

2003; Robb, 2000; Srinivasan & Bhat, 2013; Stegemann et al., 2019; Yates et al., 2018). The by-

products of not only educating but improving the mental well-being of staff and family is also 

important to recognize (O’Callaghan & Magill, 2009; Robb, 2000), as these children often 

internalize others’ stress and anxiety, as shown by the Bowen’s Family Systems Theory (“Eight 
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concepts”, 2012). Providing opportunities for autonomy, socialization, communication, and self-

expression are important to these children and families’ well being while hospitalized. Basically, 

music therapy can have a tremendously positive impact on hospitalized children with IDD and 

their families, and this topic needs to be pursued further. 

 These results align with my own personal experiences providing music therapy services 

to hospitalized children with IDD and their families. Families’ positive comments, such as “I’ve 

never seen him do that before” and “this is the most relaxed she’s been in days” are very 

common. Staff’s positive comments, such as “I wish I could stay in here all day and listen” and 

“you can’t leave today, because he is so calm right now with you!” are also common. 

Furthermore, music therapy allows a connection with the child with an IDD that other modalities 

and other staff members do not have with them. It facilitates a distinct relationship that can 

provide numerous benefits to everyone involved in the child’s care. All in all, the results of this 

study further supports my own experiences of the unique needs that music therapy can help 

address.  

Limitations 

A few limitations presented themselves during the course of this study. While intentions 

were made to facilitate face-to-face conversations via technology, issues precluded this and 

telephone calls had to be made. Three of the participants did have prior experience with children 

with IDD before coming to the hospital they currently work at. Two of them worked in school 

settings specifically with children with IDD and had lots of experience facilitating music therapy 

with this population, which could have impacted their answers. Furthermore, the participants 

were identified through social media and by a volunteer basis. The participants that were 

interviewed may have already been passionate about this work, seeing music therapy as a 
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positive resource for hospitalized children with IDD. This may have impacted their answers and 

possibly introduced bias into the data. Additionally, the units that the music therapists work on 

may have impacted the percentages of caseloads that children with IDD occupy. One last 

limitation with the participants is that they were all white, Caucasian females. (Although 

participants were not asked to identify themselves in terms of gender or race, one might perceive 

them this way.) This may represent a larger issue within the field of music therapy, which is MT-

BCs are predominantly white, Caucasian females. Finally, this was the first time that I was 

extrapolating codes, categories, and themes. While every intention was made to do this work 

authentically and objectively, the possibility remains that it could be skewed.  

Recommendations for Clinical Practice and Research 

This study is a valuable first step in the field of music therapy and literature regarding 

working with hospitalized children with IDD. Above all, a recommendation for clinical practice 

is to put these children of higher priority. Being a medical music therapist myself, I know from 

experience that sometimes these children fall to a lower priority, especially when family are not 

present. However, if family is not present, that is all the more reason why these patients should 

be of higher priority. The research showing the high needs of this population and the positive 

responses that music therapists, families, and staff see and experience as a result of music 

therapy services make these patients higher priority. Frequency of visits and priority level should 

reflect this. For continuing education purposes, courses or workshops regarding sensory 

processing interventions for children with IDD in the hospital, ways to gradually involve the 

whole family when parents may be hesitant to sing along or help their child play instruments, 

and further information about small signs or responses that therapists could look for from 

patients should be identified and offered. Sometimes, these sessions can look very different from 
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any other session, particularly with those patients with multiple and severe disabilities. It can be 

difficult to identify signs that show a patient is with the therapist in the music. This could be 

valuable education for many medical music therapists.  

Finally, recommendations for further research are numerous. Further in-depth research 

could be pursued regarding the types of interventions most often used with these children and 

what the interventions’ and techniques’ efficacy is. More investigation into dosing in terms of 

frequency and how often these children and families should be seen could be pursued. 

Additionally, specifically with rehabilitation therapies like physical and occupational therapies, 

further investigation into the differences of outcomes of sessions between when music therapy is 

used vs. when music therapy is not used with hospitalized children with IDD could be beneficial. 

Finally, further research into how music therapists work to educate staff about the benefits of 

services and specific ways they are able to reach the staff could be very helpful when attempting 

to initiate, build, and grow pediatric programs. 

Conclusion 

This study fulfilled the purpose of exploring and understanding the state of current affairs 

and perceptions of music therapy treatment for hospitalized children with IDD and their families 

at pediatric hospitals. Understanding regarding the various relationships that these children have 

while admitted, as well as the numerous possible stressors, was gained. Music therapy was found 

to be a particularly positive support for these children with IDD and their families, as evidenced 

by five clinicians’ (from five different AMTA regions) experiences and understanding of their 

own work. It is hoped that this provides a stepping-stone for further research into this very 

needed area within our field.  
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Appendix B 

Saint	Mary-of-the-Woods	College	
CONSENT	TO	PARTICIPATE	IN	RESEARCH	

	
Title	of	the	Research	Study:	Music	Therapy	Addressing	Unique	Needs	of	Hospitalized	
Children	with	IDD:	A	Phenomenological	Study	
Principal	Investigator:	Annette	Whitehead-Pleaux,	MA,	MT-BC,	Saint	Mary-of-the-Woods	
College	
Co-investigator:	Kristen	E.	Ney,	MT-BC,	Saint	Mary-of-the-Woods	College	
	
You	are	being	asked	to	participate	in	a	research	study	about	music	therapy	services	for	
hospitalized	children	with	IDD,	intellectual	and	developmental	disabilities,	and	their	
families.	Key	information	for	you	to	consider	is	provided	below.	Please	carefully	consider	
this	key	information	and	read	this	entire	form	to	obtain	more	detailed	information	about	
this	research	study.	Please	feel	free	to	ask	questions	about	any	of	the	information	before	
deciding	whether	to	participate	in	this	research	project.	Participating	in	this	research	
project	is	voluntary.	
	

Key Information 
• Purpose of the researcher study 

: This study is to explore and understand the state of current affairs and 
perceptions of music therapy treatment for hospitalized children with disabilities 
and their families at pediatric hospitals. 

• Procedure and Duration 
: You will be asked to participate in a semi-structured interview about your 
practice, beliefs, and opinions regarding your music therapy work with these 
children and families. The interview will take approximately 60 minutes.  

• Risks and discomfort 
: Risks or discomforts from this research study include insecurity in the services 
you do or are able to provide and consumption of valuable time. If published, 
there is always a risk that readers may be able to identify participants. All efforts 
will be pursued to de-identify data, but please be aware that this cannot be 
guaranteed. If you do agree to this study with this full understanding regarding 
confidentiality, you are encouraged to still be as open as you possibly can. 

• Potential benefits 
: Benefits that may be expected from this research study include None.  

• Participation is voluntary. 
 
	
Purpose	of	the	Research	
The	purpose	of	the	research	study	is	to	fill	a	gap	in	the	music	therapy	literature	regarding	
this	unique	population	of	hospitalized	children	who	also	have	intellectual	and	
developmental	disabilities,	or	IDD.	There	is	a	plethora	of	research	in	other	fields	regarding	
the	unique	needs	these	children	and	families	have,	but	no	research	in	the	music	therapy	



 

	

77	

field.	This	is	interesting	in	that	there	is	music	therapy	research	that	supports	positive	
outcomes	for	children	with	IDD	and	music	therapy	research	that	supports	positive	
outcomes	for	hospitalized	children.	By	gaining	an	understanding	of	the	current	practice	
with	these	children	and	families,	a	future	path	in	order	to	ascertain	best	practices	can	be	
made	clearer.	
You	are	being	asked	to	participate	because	you	have	worked	in	your	pediatric	hospital	for	
more	than	twenty	hours	per	week	for	greater	than	one	year,	and	the	researcher	does	not	
personally	know	you.	
	
Procedures	
After	signing	the	consent	form,	participants	are	asked	to	really	consider	their	work	with	
hospitalized	children	with	intellectual	and	developmental	disabilities	and	their	families.	
Consider	specific	cases/sessions	and	what	occurred	during	them.	It	may	be	helpful	to	
compose	a	list	of	examples	of	this	kind	of	work.	Please	be	vigilant	that	no	identifying	
information	regarding	the	patient	or	family	is	shared.	Also,	please	ensure	that	you	are	
thinking	about	kids	that	have	been	previously	diagnosed	with	an	IDD.	This	study	is	not	
investigating	those	kids	that	may	regress	in	development	due	to	a	lengthy	or	complicated	
hospital	admission.		
	
The	researcher	and	participant	will	then	agree	to	a	period	of	60	minutes	for	the	semi-
structured	interview.	Video	chat	over	gmail	is	preferred	but	if	this	is	unavailable	to	you,	
telephone	call	will	be	acceptable.	These	semi-structured	interviews	will	be	audio-recorded	
and	then	transcribed	by	the	researcher.	Each	participant	will	be	asked	eight	primary	
questions	with	time	and	flexibility	to	converse	and	delve	deeper	into	each	response.	If	at	
any	time,	the	participant	does	not	want	to	answer	a	question	or	needs	to	end	the	interview,	
the	participant	will	be	allowed	to	do	so.	After	the	interviews	and	during	transcription,	the	
researcher	will	de-identify	the	information	and	delete	the	initial	recordings.	These	
interviews	will	be	coded	and	themes	will	be	identified	which	will	help	describe	the	current	
music	therapy	practice	with	hospitalized	children	with	IDD	and	their	families.	
	
Risks	or	Discomforts	
Minimal	risk	is	foreseen	to	the	participants.	Time	that	may	be	considered	precious	will	
need	to	be	set	aside.	Confidentiality,	while	of	utmost	importance,	cannot	be	guaranteed.	If	
published,	participants	may	be	identified	by	readers	despite	all	efforts	to	de-identify	
participants.	Finally,	participants	may	end	the	interview	feeling	uncertain	or	insecure	
regarding	their	music	therapy	practice.	A	follow-up	form	will	be	provided	to	participants	to	
minimize	this	risk	identifying	resources	and	supports	in	case	this	should	happen.		
	
Potential	Benefits	
There	is	no	potential	benefit	to	the	participants	in	and	of	themselves.	However,	the	
participants	will	be	adding	to	the	care	and	treatment	that	hospitalized	children	with	IDD	
and	their	families	receive.	They	could	be	adding	to	the	foundational	knowledge	needed	in	
order	to	ascertain	best	practices	for	this	population.	
	
Confidentiality	
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The	semi-structured	interviews	will	be	conducted	in	the	privacy	of	the	researcher’s	own	
home.	No	one	will	overhear	responses.	Transcription	will	also	occur	in	a	private	room	with	
no	others	present.	During	transcription,	the	data	will	be	de-identified	and	the	original	
audio	recordings	will	be	deleted	in	order	to	maintain	the	confidentiality	of	participants.	No	
one	will	be	able	to	access	the	data	other	than	the	researcher,	as	it	will	be	stored	in	a	
password-protected	folder	on	the	researcher’s	personal	computer.	That	being	said,	it	
cannot	be	guaranteed	that	if	published,	readers	will	not	be	able	to	identify	participants.	
Even	with	this	knowledge,	participants	are	asked	and	encouraged	to	be	as	open	as	possible	
during	the	interviews.	
	
Voluntary	Participation	
It	is	entirely	voluntary	to	participate	in	this	research	study.	You	can	decline	participation	in	
the	study	by	not	signing	the	consent	form.	You	can	withdraw	from	the	study	at	any	time	
without	penalty	by	contacting	the	co-investigator,	Kristen	Ney,	at	Kristen.ney@smwc.edu	
even	if	you	decide	to	be	part	of	the	study	now.		
	
Use	of	Data	for	Future	Study	
Data	that	does	not	contain	information	directly	identifying	you	could	be	used	without	
additional	informed	consent	for	the	following	reasons:	

1. Future	research	studies	by	this	investigator	or	another	investigator	
2. Presentations	
3. Published	papers	

	
	
If	you	have	questions	about	this	research	study,	please	contact	the	principal	investigator	or	
co-investigator.	

Principal	Investigator	
Annette	Whitehead-Pleaux,	MA,	MT-BC	

Awhitehead-pleaux@smwc.edu	
Co-investigator	

Kristen	E.	Ney,	MT-BC	
Kristen.ney@smwc.edu	

	
This	study	was	approved	by	the	Saint	Mary-of-the-Woods	College	Human	Subjects	
Institutional	Review	Board	on	_____________________.	If	you	have	questions	or	concerns	about	
your	rights	as	a	research	participant,	you	may	contact	the	chair	of	the	Human	Subjects	
Institutional	Review	Board.	

Chair,	IRB	
Dr.	Lamprini	Pantazi,	Chair,	Human	Subjects	Institutional	Review	Board	

Saint	Mary-of-the-Woods	College	
Saint	Mary	of	the	Woods,	IN	47876	

(812)	535-5232	
lpantazi@smwc.edu	

	
My	signature	below	indicates	that	I	am	18	years	of	age	or	older,	I	have	been	informed	about	
this	study,	I	consent	to	participate,	and	I	have	received	a	copy	of	this	consent	form.	
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______________________________________  ____________________________ 
 Signature      Date 
 
 
Note:	If	participant	is	under	the	age	of	18,	participant’s	parent	or	guardian	must	sign	the	
consent	form	and	the	participant	must	sign	an	assent	form.	

	
	Updated	01/14/2019	
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Appendix C: Follow-Up to Participants 

 

Thank you for your participation in this phenomenological research study about 

hospitalized children with intellectual and developmental disabilities and their families. Please 

notify the researcher if you would like a copy of the final product. If any feelings of inadequacy 

or insecurity were aroused during or after the interview, please reference the following list: 

1. Engage in self-care practices such as playing music for yourself, songwriting, journaling, 

drawing, etc. 

2. Take note of positive and effective experiences you have during work this week; write or 

draw them out and display them where you can see them regularly. 

3. Seek out supervision, preferably with another pediatric music therapist in your area if 

possible. If this is not possible, seek out supervision with a clinician that serves people 

with IDD. 

4. Pursue any additional trainings that may assist you in your work with these children and 

families. 
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Appendix D: Interview Transcription 1 

Me: Hi is this ____? 

Participant #1: Hi! Yes. Sorry for all of the…confusion and mix-up. 

M: Yeah! I’m so sorry. I don’t like to do things at the last minute so I apologize that things are 

not working! 

P#1: It’s okay. 

M: Umm. I got the second email that you sent with the informed consent. It still looks like it’s 

just blank, so…. 

P#1: That’s so weird! 

M: I know. So, I’m just….I’m…I will need that at some point but as long as you just agree to… 

P#1: Okay. 

M: …. the risks right now, I’m okay with continuing on. 

P#1: Right. Okay, I, I can verbally consent…. 

M: Perfect. 

P#1: …for now. Um, I, I think it’s just because I’ve been doing it on my phone.  

M: Yeah. 

P#1: Um, let me…just try to get that as soon as possible… 

M: Yeah. 

P#1: … on my computer. Okay. 

M: And like I said, if it takes, it’s….I’m not worried about it. I’m sure it’ll be fine. So… 

P#1: Okay. 

M: Perfect. Soooo, well it’s nice to meet you over the phone. 

P#1: Nice to meet you too! 



 

	

82	

M: My name’s Kristen. I’m actually in St. Louis right now, so I work at Cardinal Glennon 

Children’s hospital. 

P#1: Oh, wow! 

M: Ummm, yeah, so this is, that’s kind of what um, insti-…instigated my interest in, kind of, this 

topic because I know what my experiences have been working at a kids’ hospital for like, 2.5 

years now and I’m just curious, kind of, if that’s across the board or if it’s different and things 

like that. So, I’m excited! 

P#1: Yay! Okay, awesome. 

M: So, um I just wanted to reiterate that, like, that there is low to no risk to this. Um, the only 

thing is that even if I….even when I de-identify the information, if I do go to publish it, there is 

always a risk that someone might be able to identify you.  Um, that you can stop the interview at 

any time. You don’t have to answer any question if you don’t want to. And just be really mindful 

that no patient info-…patient information in terms of HIPAA and things like that is shared. Um, 

but other than that, we are talking about right now the patients that come in with pre-identified 

intellectual and developmental disabilities. So like, we all know that kids who are there for a 

long time can regress developmentally. But, I’m talking about things like autism spectrum 

disorder, Down syndrome, fragile X syndrome, fetal alcohol, cerebal palsy, that kind of stuff. So 

I just wanted to make sure! 

P#1: Yeah. 

M: Perfect! Soooo, we can go ahead and just get started. The fir-….I….I know this is kind of a 

hard question sometimes because it can fluctuate. But I’m just curious on average, what is your 

average caseload and about how many children on that caseload have been previously diagnosed 

with an IDD? 
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P#1: Um, so, I think….if I really, like, estimated… 

M: Mmm-hmmm. 

P#1: Um, I probably have an average of like, 30-40 max patients a week. 

M: Okay. 

P#1: Um, and we’re, we’re only able to see them once a week… 

M: Yep! 

P#1: …because of the….amount. Yeah. 

M: Yep. 

P#1: Um, and then, I’m trying…it’s usually at least half, or like, 40% of my kids are patients 

with, um, some type of ID. 

M: Perfect! 

P#1: Um, yes. 

M: Um, and just tell me about your work with these kids. Like, what are the goals that you tend 

to address. Do those differ in comparison to the goals you tend to address with typically 

developing kids? What is, what are those sessions, do they look different?  Just tell me a little bit. 

P#1: Yeah, so, for the most part, it’s like, um, like, the goals are usually music relaxation, 

comfort care, um, and also, um, just providing socialization and stimulation. 

M: Mmm-hmmm. 

P#1: Because, um, most of the time, they’re alone. Um, because, usually, they’re kids from, like, 

uh, facilities in the area. Um, they don’t particularly have immediate family that can be there as 

often. Um, and so, providing them those different things. That’s a little different from, like, 

typically developing kids where we’re, like, continuing development and, um, like, using the 

music for more active self-expression… 
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M: Mmm-hmmm. 

P#1: …um, and songwriting and stuff like that. So it’s, it’s a lot more on, like, the therapist, um, 

to provide, like, narration, um, and to introduce things slowly and to kind of model for other pat-, 

uh, for other staff members, like, how to engage. 

M: Mmm-hmmm. 

P#1: Um, and like, to talk to them! 

M: Yeah! 

P#1: Uh, um, yeah, you probably know too! Um, yeah, so that’s typically what I try to do with, 

with them. But it is definitely different from like, the, the patients who are more typically 

developing. 

M: Perfect. Um, so I know you said that a lot of the times these kids are alone. When there are 

the kids that have family members present, do you think that their - the family is impacted in a 

way that’s different than a typically developing kid? 

P#1: Um, I think so. Um, from, what I’ve seen before, um, at least like, in my own practice, it - 

it’s really…some of the families really appreciate the way that you’re able to treat the patient like 

a person. 

M: Mmm-hmmm. 

P#1: Um, because, because, half of the time, there’s people, that don’t even come, like, they 

come in the room and don’t even say hi to the kid. 

M: Yeah. 

P#1: Um, but like, we’re focused on that and, and really treating the kid as they are.  

M: Mmm-hmmm. 
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P#1: Um, and also, like, um, showing the parents that um, it’s okay to, you know, to still, interact 

with their child, um, and engage. And also, giving them the opportunity to, sometimes for the 

first time in the hospital setting, like, enjoy an experience. Um, or really feel comfortable at 

bedside. 

M: Mmm-hmm. 

P#1: Uh, but I also think that’s kind of similar to typically developing. It’s just in a different 

way. 

M: Different way. 

P#1: Um, but I think the biggest part that I’ve noticed is, um, like, showing the parents that 

they’re not the only ones that can treat their child like their child. 

M: Yep. 

P#1: Um, mmm-hmm. 

M: Um, so, you kind of answered this in terms of showing them that you can treat their child as 

their child. Is there any other understanding that you have about the impact that hospitalization 

has on the families or is that pretty much the extent of it? 

P#1: Um…I mean….. 

M: It’s okay if that’s the extent of it. It’s really okay! 

P#1: Um, No, that’s okay, I’m trying to figure out how, how to say it because a lot of my kids, 

um, who, who, come inpatient with ID are, like, very frequent flyers.  

M: Mmm-hmmm. 

P#1: Um, and so, I guess, for the most part, the families, like, once they’ve been there for awhile, 

they get used to it. 

M: Okay. 
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P#1: Um, and so I don’t know if that really does answer the question of like… well, they end up 

becoming used to hospitalization because of how immuno-compromised their child can be.  

M: Mmm-hmmm. 

P#1: Um, and so that also can play a part in like, the difference in like, the way they are in the 

hospital for the family. 

M: For sure. Yeah. 

P#1: Um, and like, I’ve seen it go both ways where one…usually, the family is like, they know 

more than the nurse might know about their kid. 

M: Mmm-hmmm. 

P#1: Um, they’re really able to like, control the vents or suction them really well. Um, versus 

like, pat-, um, families that like, aren’t there. But, it could be, for, like, a lot of different reasons. 

They could have, like five other kids who…. 

M: Right. 

P#1: ….they aren’t able to take care of if they stay at the hospital. Um, yeah, or nursing care that 

they hire can be at bedside. So, there’s a lot of, there’s a lot of different reasons but yeah for the 

most part, probably like, showing that you can treat them as a child.  

M: Yeah! For sure.  

P#1: Um, yeah. 

M: Perfect. Ummm, so we talked a little bit how...just being a model for staff, um, in terms of 

positive interaction and ways to interact. Um, just curious if you have any perception of how 

staff might perceive your work with these kids and or families and if you’ve had any comments 

or reactions from them about your music therapy sessions? 

P#1: Oh man! That is a great question. I love it! We have interns, um, all the time too, so… 
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M: Mmm-hmmm. 

P#1: They’re always like, what do I do?!  

M: Yeah. 

P#1: Um, so, uh, yes, this is definitely something that…usually, um, I mean, it depends on the 

nurse. There’s great nurses out there that, like, you don’t even have to say anything and they treat 

them just as, we feel, uh…. 

M: Mmm-hmmm. 

P#1: …is appropriate. Um, but there’s people definitely out there that, that don’t necessarily 

have, um, the best bedside manners… 

M: Mmm-hmm. 

P#1: …um, in regards to dealing with these patients, especially when they’re alone but also when 

there’s family there. Um, it’s very interesting to see, like, because, ‘cause, we could be in there 

for like, x amount of time and so many people come in and out of the room, um…. 

M: Mmm-hmmm. 

P#1: …during our session, that, like, we, we see all of the, the interaction. And then they also, 

like, we can….we’ll, we’ll see them after the session and they’ll talk to us. 

M: Mmm-hmmm. 

P#1: Um, for…I’d like to say the majority of the, the staff that I’ve seen, um, when I’m working 

with these kids, they’re usually very grateful. Um, like, “Thank you for spending so much time 

with them.” “I’m pretty sure they appreciated it.” “They looked so relaxed at the end.” “I saw 

them smiling.” Like, those little comments… 

M: Mmm-hmmm. 
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P#1: …Um, which is really nice. Um, and I’ve also noticed that once I…in, in a session, once I, 

uh, initiate, uh, an interaction, um, like, narrate, like, “Oh, your nurse is in the room it looks like 

she’s changing this….” 

M: Mmm-hmmm. 

P#1: Um, then the nurse starts talking to the kid.  

M: Mmm-hmmm. 

P#1: Um, for the most part! Um, and that, that surprises me, but it’s good that’s it’s, like, I think 

it’s a cue of like, hey, you should tell them that you’re here and what you’re doing to them. 

M: For sure. 

P#1: Um, but I think, other…there’s very rare occasions where I’m kind of taken aback, 

where…um…I mean, I think that’s also in our territory of, uh, music therapy, where…where, 

like, an RT would come in and be like, “Oh, it’s rock and roll time, let’s play this song!”  

M: Mmm-hmm. 

P#1: Um, and I’m like, “I don’t think that’s what the patient likes to hear.” And he’s like, “I’m 

pretty sure it is.” And, like, no it’s not. Like, like, bro. 

M: Bro-! 

P#1: Yeah, so you know like, chill! This is like, a 2 year old girl. Like, what are you doing? Um, 

so, there’s definitely those moments. Um, but like, I think that comes with the territory of…it, it 

doesn’t have to technically be for children with ID…it’s just….because the other professional is 

uneducated in what we’re doing. 

M: For sure. 

P#1: Um, but, but yeah, it, it’s a little easier for them to do it because the patient isn’t able to 

speak up for themselves. 
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M: Right. 

P#1: Um, so, yes. So, there’s definitely some of those or, uh, I don’t know if this….I think one of 

them sticks out in my mind, uh, and I think it was just because it was fairly recently. 

M: Mmm-hmmm. 

P#1: Um, where I was in, um, an ICU with a patient who was very, uh,….developmentally, um, 

devastated prior and then had other things coming up. 

M: Mmm-hmmm. 

P#1: Um, he was really upset and then the music helped calm him down. And the doctor, they 

were rounding outside, uh, and the doctor came in and was like, ”What did you do?!” Like, I was 

just…I was just there playing music, um, and singing and talking to the patient. And he’s like, 

”Are you just, playing music?!” Uh, and I'm like, yes, and he like…didn’t say anything and 

walked away. Um, but, the, the, luckily, the nurse was like, on our side and, was able to be like, 

yeah, the doctor was just surprised by like, how he didn’t…how fast he calmed down in 

comparison to other times he’s seen him agitated. Um, and so…it’s strange… 

M: Yeah! 

P#1: … the way people interact, um, in that way. But for the most part, it’s very nice. 

M: Yeah, for sure! 

P#1: Um, and people get cues. 

M: Yeah, definitely! 

P#1: Yeah. 

M: Perfect. So you said sometimes, even…um, at the very beginning when you first started 

sharing about that answer. You said that, sometimes phy-, or staff will act a certain way whether 

the family is there or not there, like, even when the family is at the bedside. So, do you find 
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yourself, when the family is at the bedside, do you find yourself working towards any goals with 

the families or involving them in anyway that’s different than typically address-, typically 

developing kids or the same or what do you think? 

P#1: Um, for the most part, I mean it’s more of, like, a conversation with the family at first. So, 

like, like, obviously, like, assess, um… 

M: Right. 

P#1: …their relationship to music, their preferences, what they do. Like, sometimes, they had, 

they have a music therapist outside of the hospital setting, which is great.  

M: Mmm-hmmm. 

P#1: Um, and then seeing like, how they engage in that and then sharing, like, what they…what 

we can do with them here. Um, and then depending on, like, what we get from assessment… 

M: Mmm-hmmm. 

P#1: Um, some of the times, I’ve, I’ve noticed that the family needs a lot more support. And so, 

it’d be more like, family-centered. 

M: Mmm-hmm. 

P#1: Um, in regards to like, we’re still involving the patient, but more indirectly and more 

directly engaging with the family. Like, oh we’re, um, making a song about your kid and you can 

sing this to him um, or, like, um, encouraging mom or whoever, like, if they have to do exercises 

for them, um, like, showing them different ways they can do that with music. Um, using 

instruments or, um, other types of things. Um, and I mean, this is a little different from, like, 

typically developing kids for the reason that it’s probably more hands-on for the family. 

M: Mmm-hmm. 

P#1: Um, in regards to that type of support for the patient. 



 

	

91	

M: For sure. 

P#1: Um, and, yeah. I’m trying to think of….ugh, I had something and then I lost it. Uh, yeah, 

and I mean, also there’s other times where, um, I’ve had, uh, very, like, frequent flyers who, um, 

actually, the parents have a really hard time leaving the bedside. 

M: Mmm-hmm. 

P#1: Uh, but if they’re there for a very long time, um, like, extended periods of time, um, and 

family refuses to leave bedside, they feel trusting enough with me that they know that that’s their 

time that they can leave, uh, and feel comfortable leaving their child. 

M: For sure. 

P#1: Uh, for like the 30 minutes or hour, however long the session is. So there’s also, there’s also 

that. 

M: Mmm-hmm. 

P#1: Um, I mean that also comes with typically functioning, but for the most part, I’ve noticed, 

um, that…like, usually the mom, um, who are at bedside with the patient, um, who, who is, um, 

delayed, usually feel more, uh, at ease to sit down… 

M: Mmm-hmm. 

P#1: …or to, to go get a coffee if they need to. 

M: For sure. 

P#1: Yeah. 

M: Awesome. Okay, so you said, which is the same with me, um, on average, it’s usually about 1 

time a week just with the… 

P#1: Mmm-hmmm. 

M: …reality of caseloads. Um, do you feel that this frequency is adequate…? 
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P#1: No. 

M: Um, do you - no. Okay! 

P#1: Absolutely not. 

M: How much do you wish you saw them? 

P#1: Um, I mean, it’d be great, I’d, I’d love to see how the effects of music therapy would be if 

you could see them every day. But, I know that that’s like, near impossible. 

M: Mmm-hmm. 

P#1: Just, now. Like, I just wish we could see them everyday.  

M: Yeah. 

P#1: Um, but, probably like, at least like, 2 or 3 times a week if we can. Because I feel like, that, 

that consistency would be very, like, beneficial. Or, like, if anything, coming with, like after or 

before something to help with a specific treatment goal for the team. So… 

M: Mmm-hmmm. 

P#1: Yeah. 

M: Definitely. And then, does that frequency, the one time a week, does that differ from the 

frequency that you facilitate sessions with typically developing kids or is it the same? 

P#1: Um, it, it’s generally the same. 

M: Okay. 

P#1: But, um, I think the, amount of time I spend in the room also varies depending on, like, if 

it’s, unfortunately, if it’s a patient who, uh, isn’t as, active or, um, isn’t as, like, acutely in need, I 

spend less time. 

M: Mmm-hmm. 
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P#1: Um, and so, sometimes, the prioritization of my list comes down to, is family there? Is 

family not there? How much does this patient, like, engage and or appear to benefit? 

M: Mmm-hmm. 

P#1: Like, sometimes, the, the patients are mid- to lower depending on, like, their medical status. 

And that’s, just how, our team works with it. 

M: For sure, yeah.  

P#1: Yeah. 

M: It’s the realities of the day. 

P#1: Yes, oh, yes. 

M: Awesome. Sooo, tell me about your confidence level in working with these kids and families. 

Are there certain areas where you wish there was more training? Or are you super confident in 

so- some areas? 

P#1: Um, I think…well, with this question I think back to when I was an intern _______ 

M: Mmm-hmm. 

P#1: …um, and now I’m a supervisor of the interns.  

M: Mmm-hmmm. 

P#1: So it’s really weird, like, um, full circle type of thing where, I had little to no experience 

from practicum going into internship and so I felt, like, zero confidence, and was soooo lost... 

M: Yeah. 

P#1: Um, in dealing with patients like this. And then realizing like, how much of a difference 

even if it’s little, um, how much that matters… 

M: Mmm-hmmm. 
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P#1: …to not just the patient, but to the family as well. So, I, I would say I’m like, probably 75% 

confident now… 

M: Okay. 

P#1: …compared to the 0 of when I was an intern. 

M: Yeah! 

P#1: Um, I think, I would want…like, if I was a student or, and or intern, I’d want more specific 

training on, like, um, the different types of, like, sharing what types of goals you can work 

towards with these patients. And also reassurance that like, it’s not going to be, like, an 

immediate, uh, like, fulfilling feeling. 

M: Mmm-hmm. 

P#1: If that makes sense. Because that’s what, a lot of the times, um, my, my interns say back to 

me. Like, “I don’t know if I’m doing anything because, they’re vitals are fine and they’re staring 

at me.” 

M: Yeah. 

P#1: Um, and maybe that’s a smile? Well, you know, the interaction might be the biggest thing 

that happens to them this entire week. 

M: Yep.  

P#1: Like, they, they didn’t desat when you were in the room. That’s a big deal, and you just 

don’t see that because that’s not the big picture. So I think like, also, sharing that, those, those 

moments, um, to students and sharing that, like, that’s also part of the job. 

M: Mmm-hmm. 

P#1: Um, because, we always see these, like, miracle music therapy moments and that’s not the 

whole job. 
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M: Yep. 

P#1: Um, and, and, I think, like, and then re-iterating that that’s okay. And, like, it’s not going to 

be like, all the babies go to sleep, like, um, and, not everyone is going to, yeah, just, have that, 

like, quote on quote, feeling of fixing, I don’t know, not fixing, because we don’t want to fix 

them. But, um, yeah, I don’t know if you get what I’m saying….um….  

M: It just looks different. 

P#1: Yes. 

M: Yeah. 

P#1: Yeah, it looks different and I think that that’s something that we….I wish I had, uh, known 

before, because if I knew that it would look different like that, then I wouldn’t have felt as, um, 

like, not confident… 

M: Mmm-hmm. 

P#1: …as an intern, going into it. But I mean, it comes with practice too.  

M: Mmm-hmm. 

P#1: So, I think, just continued support from other therapists, sharing that you’re doing just fine. 

Um, and like, trying to stop that imposter syndrome, especially with mixed populations. 

M: For sure. 

P#1: Um, mmm-hmm. 

M: Awesome. So, my question for this study is, how music therapy impacts these kids. So that’s 

my…my final question- well, second-to-last question to you, overall, how do you think music 

therapy impacts hospitalized kids with IDD and or their families? 

P#1: I think, that it, greatly impacts them, um, and in a positive way. 

M: Mmm-hmm. 
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P#1: Uh, for, a lot of the reasons that I guess I talked about earlier where, um, kind of, giving 

them the opportunity to be a person. 

M: Mmm-hmm. 

P#1: Um, and encouraging that, because, for some strange reason, not all medical fields were 

trained the same in dealing with, um, like, social aspects of everyday life. Um, and, uh, I think, 

for us being the advocate for the patient, um, that can go a long way. 

M: Mm-hmm. 

P#1: Um, even, just being able to say hi to them, um, introducing the services, offering it to the 

family, um, and then providing them with whatever, um, whatever they need, in the moment. 

Um, and, I think that, they’re similar enough to patients who are typically developing, um, I feel 

like, they, they benefit. Yeah. 

M: Perfect. And, is there anything else you would like to share about this kind of work? Is there 

anything that I haven’t asked that I should’ve asked or are there any stories you want to share 

just as a final note?  

P#1: Um, I think it would be, or, I don’t know how your hospital works, um, in regards to 

referrals or who, who you see. 

M: Mmm-hmm. 

P#1: Um, but the way our hospital works is that we, uh, we are ordered by, like, medical staff.  

M: Mmm-hmm. 

P#1: Um, and, and sometimes, they say like, little notes on them. And I’ve, I’ve noticed that 

after, working with, like, a specific unit, um, or, a specific, like, area, um, that, when they see me 

working with patients with developmental delays, they put more referrals in, because they see 

what we do. 
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M: Mmm-hmm. 

P#1: Um, with them, and how it can effect them. So that’d be really interesting, like, if, we are 

able to see more patients like that, does it affect the way that the other staff members, like, uh, 

try to get services for them in different ways? 

M: For sure. 

P#1: Um, I thought it, it was really interesting, after, I think, um, I had…I had like, a long stint 

where, um, we have, like, a respiratory unit and usually patients, who, who, um, that’s, they, use 

vents, sometimes they have trachs. 

M: Mmm-hmm. 

P#1: Um, and so, a lot of our, um, patients with, um, ID also, are on that unit. And so, I think, 

there was a very long time where, just, a good amount of people put referrals in on that unit 

because they saw us on the unit. So I think the visibility of us working with the patients is a big 

deal to the nursing staff and the doctors. So I think it’d be, I don’t know if there’s anything that I 

wanted to say with it, but it’s really interesting to see, um, that like, even just working with one 

patient can help with other patients as well. 

M: Definitely. So it’s almost like, once they see the benefits, they want to extend it to more 

people. 

P#1: Yeah. 

M: Yeah, that’s awesome. Well, perfect! I just want to thank you again for, volunteering and 

donating your time. I really appreciate this. 

P#1: No problem. 

M: And, um, I will be sending a follow-up email, um, just at the, in probably in a couple of days, 

just kind of, re-hashing and thanking again. And in that email, it will also say just to let me know 
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if you would like a copy of the results. Um, so I’m always happy to send that along once, I have 

them all finished. Um, and yeah, so then you can know what you’ve been a part of! 

P#1: Yay, that’s exciting! 

M: Awesome, well thank you so much. I really appreciate it, again, and I hope you have a 

wonderful rest of your day. 

P#1: Thank you so much, I’m trying, I will…send it one more time from my computer and 

hopefully it will get to you so let me know if doesn’t! 

M: Okay, I will for sure. 

P#1: Thank you so much! 

M: Yes, thank you! 

P#1: Good luck! 

M: Thank you! Have a good one!  

P#1: Okay, bye. 

M: Bye. 
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Appendix E: Interview Transcription 2 

Participant #2: Music Therapy, this is ___________. 

Me: Hi _________, this is Kristen Ney. 

P#2: Hey, how are you? 

M: I’m good! I’m sorry for, the ridiculous technology stuff this morning. 

P#2: Oh, no problem! 

M: Oh my goodness. Also, just thank you for setting aside to sti-, setting aside time to still do 

this. I know it’s been crazy the last couple of weeks or so, so I just really appreciate it. 

P#2: Oh, no problem! 

M: Perfect. So, my name’s Kristen, you know that. I'm in St. Louis. I actually work 

______________ at Cardinal Glennon. _____________________. 

P#2: __________________  

M: __________________ 

P#2: ______________________ 

M: _________________. But, I just, want to go ahead and just jump right in so that you can get 

to your day and we can, move on with the craziness. 

P#2: Mmm-hmm. 

M: So, just a really, quick synopsis of kind of what the consent was for, and thank you for 

sending that back. This is low to no risk, the only thing is that if it’s ever published and the 

information is de-identified, it’s still a possibility that someone in the world might be able to 

identify you. You can stop the interview at any time and you don’t have to answer a question if 

you don’t want to. And, just be mindful that no patient information is shared that’s in violation of 

HIPPA or anything like that. And these are patients that come in with previously identified 
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intellectual and developmental disabilities, so things like autism spectrum, Down syndrome, 

fragile x, fetal alcohol, cerebral palsy, that kind of stuff. So, just wanted to make sure we’re all 

on the same page. 

P#2: Mmm-hmm. 

M: Perfect, so I know this can be a hard question sometimes because it can fluctuate. But, I’m 

curious what your average caseload is on a weekly basis and about how many kids on that 

caseload have been previously diagnosed with an IDD? 

P#2: Uh, I’d say usually, my caseload is usually around 20. 

M: Okay. 

P#2: Um, yeah I think probably an average of 20. Um, like….1, 2, 3, 4, 5, 6, 7, 8, 9, 10….18, 

like, I have 18 today. Yesterday, I have 20, I had…21, um, yeah, I’d say probably around, 

around 20. 

M: Perfect. And, how many of, like, what percentage do you think on a weekly basis is the kids 

that have an IDD? 

P#2: Ummm, I would say it’s pro-…I’d say probably maybe 1 or 2. 

M: Okay. 

P#2: Um, average. I mean, some, like right now, like, right now, I don’t have any. 

M: Mmm-hmm. 

P#2: But then, like, there’s other weeks where I have 3. 

M: Yep. I know it fluctuates a lot, so, that’s a hard question. Um, so when you have a patient 

with an IDD, um, I'm just curious to know a little bit about your work with these kids. Are the 

goals, like, let’s start with the goals. So, do the goals that you tend to address, do they differ in 
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comparison to typically developing kids or are they the same? What does your work kind of look 

like? 

P#2: I would say, really, they’re…they’re pretty much the same. Um, I mean it’s, either whether 

we’re doing, you know, procedural, um, procedural support, it’s, I mean, the goals are the same 

as anyone else. To, im-, you know, improve their co-, their coping and compliance with the 

medical procedure. 

M; Mmm-hmm. 

P#2: Um, and with, in regard to, you know, kind of, their, their, quote unquote ‘regular sessions’ 

throughout the rest of their time. Um, I mean, really it’s focused, mo-, the majority of the time, 

it’s focused on their overall coping with being here. 

M: Mmm-hmm. 

P#2: Umm, so, that, you know, obviously the way that we do-, the interventions themselves may 

look a little di-, we may be doing a li-, we may be doing more, like, sensory integration stuff. 

M: Mmm-hmm. 

P#2: Um, but really, I mean, I, the goals are, are pretty, are pretty similar. 

M: Yep! 

P#2: I would say. Um, I also, have a, kind of a, um, I don’t know if it’s a unique, but uh, maybe a 

little bit of a different perspective also, because I worked in special education. 

M: Oh, okay! 

P#2: Um, as a music therapist. But then, also, like, when I was in, um, um, when I was in 

college, I was, um, a substitute teacher. 

M: Mmm-hmm. 
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P#2: Um, for special education. And then also during summer school, I worked in a, um, I 

worked in a special education classroom as a one-on-one aide. 

M: Okay, so you have lots of experience.  

P#2: Yeah, yeah, so yeah, so I have a de-, a, a good amount of experience in, just in special 

education as well. 

M: Beautiful, I bet that’s super helpful. 

P#2: It is. Yeah, um, it’s also, I also do a lot, I find, especially with our, um, with that population, 

um, it’s a lot of also working with the nurses. Because a lot of them don’t really, they may not 

really know how to interact and work with children with special needs. 

M: Mmm-hmm. 

P#2: So, um, like, we have one, we had one kid in particular, he’s a frequent flyer, so he’s in and 

out. Um, and has, um, has autism. Um, but, you know, fairly high functioning, but, you know, 

will escalate and, you know, when he gets, um, over stimulated and overwhelmed. Um, you 

know, and sometimes, there’s been a number of cases where, you know, the nurse will, you 

know, start yelling. And, and, it just, you know, it just escalates everything. 

M: Mmm-hmm. 

P#2: So, so I’ve also, you know, it’s also a decent amount of education and working with the 

staff on how to work with individuals with, um, maybe, sensory processing disorders or, uh, you 

know, like, like, you know, ID or DD.  

M: Mmm-hmm. 

P#2: So, I think a lot of it is education as well. 

M: Great! That, like, answers half my next question! It was about staff! 

P#2: Oh! 
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M: Yeah! So I just didn’t know, obviously you said it’s a lot of education and working with staff 

because they might not know how to interact or the best way to interact. 

P#2: Uh-huh. 

M: So I’m curious if you’ve gotten any additional comments or reactions from staff regarding 

your music therapy sessions. How do they perceive your work other than, like, the education part 

or is that mainly it?  

P#2: Um, no! Definitely, um, like they, I mean, you know we get called for procedural support 

most of the time anyway. 

M: Mm-hmm. 

P#2: But especially with tho-, with, with kids who, who have those al-, dia-, have those other 

diagnoses too, um, it’s like, it’s a, always call us no matter what. 

M: Mm-hmm. 

P#2: Or they’re gonna have to sedate them. 

M: Gotcha. 

P#2: Um, so it’s, so they’re very, very active about making sure that we’re there for any sort of 

procedure. Um, and also just, um, you know, there’s been a number of times where I’ve been, 

you know they’ll call me and say, hey, so and so is, um, is, you know, they, they use the term 

you know, “freaking out,” but they’re over stimulated, they’re overwhelmed. 

M: Mmm-hmm. 

P#2: Um, and yeah, having a, you know, having a tantrum. So they’ll call me to come up and 

help calm them down, because they know, and they’ve seen how effective music therapy can be 

with them. 

M: It sounds like you’re super valued for those kids. For sure!  
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P#2: Yeah. 

M: Awesome! Um, so you mentioned sometimes sessions will be more based on sensory 

integration stuff.  

P#2: Mmm-hmm. 

M: Can you just tell me a little bit more about that? 

P#2: Yeah, so, um, so it would, it, it, looks, um, kind of more like a, it would-, kind of, I guess it 

would look more like a, kind of a session, in like a, you know, out of the hospital setting. 

M: Mmm-hmm. 

P#2: But doing, um, doing, tactile, you know, working, working on, like, tactile sensory input, so 

using, um, using the cabasa, using, um, using, um, you know, joint compression, using squeezes 

along with, along with music. Um, to help with sensory integration. Um, especially for those kids 

who may be nonverbal. 

M: Mmm-hmm. 

P#2: Um, but they still need that sensory input. Um, and obviously, you know, we don’t have 

the, um, you know, we may not have the body compression socks or the, the different, um, uh, 

like, sensory materials that they need, that they’re used to getting. Um, and it’s, it’s also working 

re-, working really closely with PT and OT as well. 

M: Mmm-hmm. 

P#2: And saying, hey, you know, what are things that you guys, um, would like to see? What are 

things that you guys are working on? And how can I help, uh, how can I help with that? How, 

what, what can I add? How can I, you know, how can we facilitate that together? 

M: For sure. Awesome. 
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P#2: So, um, so yeah! So you know, auditory, you know so we’re working on different types, so 

auditory stimulation, so whether it’s just a cappella singing or then starting to add in simple 

accompaniment, um, maybe the wind chime, so if, you know, if they do have movement, they 

can be, um, you know, sti-, you know, they can be playing and actively participating in a, in a 

success-oriented way. That’s why I love the wind chimes for that reason. 

M: Mmm-hmm. 

P#2: Because they’re, you know, they’re so, they’re so reactive and so easy. Um, but, um, but 

yeah, definitely the, definitely the tactile stimulation is important. 

M: Gotcha. And that’s something, I mean at least in my practice, yes tactile stimulation is 

important with, um, typically developing kids, but that’s something that’s a little more 

emphasized with kids with IDD and that makes it a little more unique, would you say? 

P#2: I would think so. Especially when… 

M: Yeah. 

P#2: …we’re talking about, like, the, like, using the cabasa on their arms and legs. 

M: Mmm-hmm. 

P#2: Um, using, like, the joi-, using like, the joint compression and squeezes and stuff. That’s all, 

um, that’s all stuff that, that I, that I learned when, working in special education with, um, more 

severe, um, you know, ID and DD. Especially with like, our nonverbal, um, non-ambulatory 

kids. 

M: Mmm-hmm. 

P#2: Um, um, but, but, but, you know, combining that with, with music too. 
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M: Exactly. Awesome! Um, so, kind of switching gears to the greater family aspect of these kids 

who are hospitalized. So, what, do you have a, understanding, or what shaped this understanding 

of the impact that hospitalization has on the families of kids with IDD? 

P#2: Um, I think it depe-, I think it depends on the kid to be honest with you. 

M: Mmm-hmm. 

P#2: Um, you know, for the kids that, you know, the hospital, the hospitalization is something 

new… 

M: Mmm-hmm. 

P#2: Um, it’s, I see it as being very similar with any, with really any kid who doesn’t, and fa-, or 

any family who doesn’t have experience in the hospital. It’s all a very new, a very novel, kind of 

a scary place. So, um, sometimes music and music therapy is really helpful because it does, it 

can create that sense of normalcy… 

M: Mmm-hmm. 

P#2: …um, in a really abnormal environment. For a lot of our other patients, um, that are more 

of our frequent flyers, they’re, they’re so used to it and it’ s such second nature that it’s just kind 

of a second ho-, you know it’s just kind of a second home for them. 

M: Mmm-hmm. 

P#2: So that really doesn’t, you know, that doesn’t really, have any effect really. Um, it’s more 

for those kids that it’s, um, you know, they come in and it’s a new, it’s a new environment. 

They’re not used to the hospitalization. Um, so, you know, it can, um, it can really throw them 

off because especially, if they’re used to a routine and they’re used to seeing and working with 

the same people, obviously this is a whole new environment, all new people, all new routine. It 

can really, really distress the child which then of course distresses the family. 
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M: Mmm-hmm. 

P#2: So, um, so like I said, I think music therapy can be really important because it is kind of 

that, that sense, it can, it can help provide that sense of normalcy that, that sense of, um, okay, 

here’s somebody coming into my room that’s not going to be hurting me. 

M: Yeah, poking me or whatnot. 

P#2: Yeah, so that can, so that can, provide a really great, um, you know, really great respite for 

the family to not see their child in distress. 

M: Mmm-hmm, so, normalcy, reduction in anxiety, distress, comfort. Are there any other goals 

that you tend to work towards with the families as a whole? 

P#2: Um, I think maybe just, like, the socialization and then the, like, the interpersonal 

connections too. So it’s like, you know, having, having music therapy be something that the 

entire family, that the entire family unit can participate in. They can all, we can all be singing a 

song together or all be playing instruments together. It gives them a positive way to be 

interacting with their child as well. 

M: Mmm-hmm. 

P#2: So it can be a re-, so it can be a really great tool for, uh, you know, for that family 

connection as well. 

M: Beautiful. Um, that sounds…I’m asking kind of like these foundational questions that might 

seem a little bit obvious, because we really don’t have a lot of research in our field about this. 

P#2: Yeah. 

M: Um, so does this differ, it doesn’t seem like it differs much in comparison to goals that you 

tend to address with typically developing families. 

P#2: No, not really. 
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M: Yeah? Okay, awesome. All right, so, how often each week are you able to facilitate sessions 

with kids with ID or DD?  

P#2: Uhhh…. 

M: I know it depends! 

P#2: One of, I know, yes, one of those. Uh, it depends on the week. Um, I’d say usually probably 

once or twice. 

M: ‘Kay. 

P#2: Um, really, and that's really just because of my caseload, and being… 

M: Mmm-hmm. 

P#2: …I have, we have, we do have another full-time music therapist that just started but she’s 

dedicated to the NICU. 

M: Mmm-hmm. 

P#2: So, um, it’s, I’m pretty much, so I’m the only full time in, on the inpatient pediatric units.  

M: Gotcha. 

P#2: So, and unfortunately, if they don’t have, um, you know, if they’re, if they’re not having, if 

they’re you know, if they’re medical acuity isn’t super high, they, you know, they get bumped 

down my list for, um, you know, procedures, pain crises, bereavements, etc. etc. etc.  

M: Realities of the day. 

P#2: Yes. 

M: Um, what, like, if you, if the ideal world was set up, how many times would you see these 

kids? 

P#2: Oh, ideally?!  

M: Yeah! 
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P#2: Probably, I mean, as much as they needed. If they needed it every day, I’d see them every 

day. 

M: Perfect. And, um, uh this is a hard question. It doesn’t seem like these, that frequency really 

differs from typically developing kids. It really depends on the day and what’s needed. 

P#2: Yeah. 

M: Yep. All right, so, because of your past experience with, and plethora of experiences with 

kids with ID or DD, um, I’m sure you have a lot of confidence when you’re working with these 

kids and families. But, are there certain areas where you wish there was more training available 

in the music therapy world? 

P#2: Um, I think, I mean honestly, I think it, it depends on….dep-, mmm….I think it depends on 

the program. So, like, my, like, in my undergrad, which was, uh, in, you know, not going to say 

how long ago now, um, in my undergrad, we had a course on, um, you know, uh, you know 

music therapy with special learners. And we took, you know, so we took a decent amount of 

courses in that and we had, we had a decent amount of practicum experience with that. 

M: Mmm-hmm. 

P#2: Um, but I don’t know, I guess I don’t know enough about specific curricula across the 

country to know if that’s a standard type of course. 

M: Mmm-hmm. 

P#2: Um, and type of, and type of training. Or if that was something just that my, un-, that just 

that my alma mater had. 

M: Gotcha. And you felt like that set you up really well? 

P#2: Yeah. I, uh, I guess it’s hard, I guess it’s hard to say because I, because I had started already 

working in the field before that, like in, like in the, the field of special education. 
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M: Mmm-hmm. 

P#2: So, I guess it’s kind of hard for me to tease that apart. 

M: For sure, I totally understand. Um, curious if you might be able to share a specific example or 

a specific session story of, um, working with a kid with intellectual or development disabilities in 

the hospital setting, maybe recently that you found was, um, a really important session or you 

walked away feeling really good about what just happened?  

P#2: Um, I think, I think really any of the sessions that we have that, especially with those with, 

with severe profound disabilities who are nonverbal, non-ambulatory, I think you know, a lot of 

times the medical, like, the nursing staff, the medical staff don’t really know what to do with 

them, or they, um, you know, they just kind of may not really expect them to respond or in-, 

interact. 

M: Mmm-mmm. 

P#2: And I think, and be-, and being able to have those sessions where, where these children do 

respond and they do interact. And they actively engage in the session, or they smile or they 

vocalize, is, is so important. Um, I had one girl, she was a, uh, a young adult really, she was 19, 

um, but, uh, severe, severe intellectual and developmental disability, um, non-, non-ambulatory, 

um, I would say nonverbal. Like, she made, like, she, she vocalized, um, but not, you know, not, 

not, not able to say any words. Um, but, you know in, but mu-, she loved music. So in music 

therapy she would just, absolutely light up. She would, she would vocalize along with me, she 

would reach out and touch and play instruments. And for the, for the medical staff to be able to 

see that is, was just, was just really important. Because they, it's like they finally see them, like, 

oh, this is, like they’re not just, uh, like a patient. Like, this is who they are. This is their 

personality. 
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M: Mmm-hmm. 

P#2: Which is really cool. Uh, I also did a ton of, ton of procedural support with her because she 

connected so well with music. So, she would be able to com-, like, com-, really comply and 

tolerate, like, any of her, you know, IVs, PICC lines, blood draws, anything. Um, and she would 

just stay so focused on the music.  And, they could do, like, any procedure and be totally fine. 

And, they, the, the whole medical staff was just like, oh my gosh, like, we, we don’t have to 

sedate her to do, to do any of this. We can just call you and you can be here, and we can get it 

done in 10 minutes. 

M: Mmm-hmm. 

P#2: So that’s, that’s definitely a, was like, a really huge win. 

M: That’s amazing. Good work! Um, so you, at the, beginning of that, you said that sometimes 

medical staff don’t really expect um, some of these more severe diagnoses in terms of ID and 

DD, to interact or to engage. Um, what is that like for you to see or to witness? 

P#2: Um, I mean, it’s definitely hard, because a lot of times, like, you know, they’re in talk-, you 

know, they’re talking about the patient, like, right there. 

M: Mmm-hmm. 

P#2: But not talking to them. They’re talking at them, they’re talking around them. But they’re 

not talking to them. So, because they just, you know, they don’t, they don’t, they don’t have the 

training. They don’t understand how to work with children and, um, you know, teenagers, and 

young adults with de-, with developmental and intellectual disabilities. 

M: Mm-hmm. 

P#2: So, a lot of the times, it’s just, that they don’t, they just don’t understand, they don’t have 

the training. And, that’s not what they’re focused on. You know, they’re focused on the medical 
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care. So, it’s, sometimes to be able to remind them, like, no, like, you know, if, if they’re esca-, 

if, if they’re, if they’re becoming over-stimulated and they’re escalating, like, you should not be 

yelling at them because I promise you, that child will always yell louder than you. You will 

never win. Like, you, you will, you won’t win that fight. I promise you! And, it’s, you know, 

I’ve, I’ve, I’ve walked into, like, I’ve walked on to a unit and seen like, the nurse standing in the 

hallway, like, yelling at the door, yelling through the door, and I just see toys flying out of the 

door. 

M: Oh goodness. 

P#2: And I’m just like oh, and I’m just like oh god. And this is a kid I had known, I had known 

for a long time. So, I went in, like, I had certain breathing exercises that I did with him. We had 

certain songs that we sang. So I went in, got him calmed down in like 5 minutes. And the nurse 

was just like, I just didn’t know what to do. And I’m like, okay, let’s do a little, so I had to do, 

like, a, you know a little, mini in-service with her right there. 

M: Uh-huh. 

P#2: Um, but, I’m like, you know, like, I promise you will never, you will never out-yell him. He 

will, he will always beat you there. Don’t even try it. 

M: I love that line. I might take that line. 

P#2: No matter how high you go, he will go higher. 

M: Yep! Awesome. So, my general question here is just, overall, how you think mus-, or, music 

therapy impacts hospitalized kids with IDD and their families?  

P#2: Oh, I think it’s a huge re-, I think it's a huge positive resource. 

M: Mmm-hmm. 
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P#2: Um, I mean, in a number of different ways, espec-, especially during procedural support. 

Um, and, um, it’s, it’s, it’s huge, especially if, you know, these are kids who, you may, they may 

be, you know, 13, 14, 15 years old, have what they have, be, you know, emotional, or, or, 

whatever ca-, you know, whatever you want to call it, capacity of a, of a small child. You can’t 

talk to them. You can’t reason with them. You can’t use, um, you know, even like, the medical 

teaching that child life does, like, you can’t do that with them, because they don’t understand it. 

M: Mmm-hmm. 

P#2: So music therapy can be such, a huge, um, it can be such a significant resource in being 

able to support them through these procedures. Um, for, and then, you know, combining with PT 

and OT for the sensory integration aspect. And, and then again, just over-, just providing that 

overall normalization and positive outlet for, for expression and coping is, is huge. 

M: Mmm-hmm. All right. Is there anything else that you would like to share about this kind of 

work? Or is there anything that I have not asked that I should have asked, just as a final word? 

P#2: Um, I don’t think so! 

M: Beautiful! Well, thank you so much again. This was, I didn’t think it would take an hour, but 

I like to set aside that time just in case. 

P#2: Oh, yeah, yeah, yeah! 

M: But that’s all I had! So… 

P#2: Okay! 

M: …Um, I’ll be sending just a follow-up email, um, just as like, a thank you. And in that email, 

it will say just let me know if you want a copy of, like, the final product when we’re all finished.   

P#2: Okay, yeah, great! 
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M: Um, I’m happy to supply that so you can know what you can be, what you’ve been a part of. 

And, um, good, stay, keep your head above water in this crazy stuff. So, I’m, my, I’m thinking 

about everybody across the nation. So.  

P#2: Yeah. 

M: All right, well thank you again. I hope you have a wonderful rest of your day. 

P#2: Thank you, you too! 

M: Thanks, bye! 

P#2: Bye! 
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Appendix F: Interview Transcription 3 

Participant #3: Music Therapy, this is _____________. 

Me: Hi __________, this is Kristen Ney. 

P#3: Hey Kristen! I thought it probably was. 

M: Yeah! How are you? 

P#3: Thank you for your patience. 

M: No! I didn’t realize you were working this weekend! So, I apologize! 

P#3: No worries, no worries! I’m ___________________, which is actually really nice. 

M: Yeah! 

P#3: Um, so it’s, I am, the Child Life, the aid that we have and I are like, the only ones in the 

department. So we do a lot of miscellaneous stuff.  

M: Mmm-hmm. 

P#3: But, it’s, it’s a whole different feel on Saturdays. So, I kind of like it. 

M: Yeah, I’m, I’m sure it is! I’ve never worked on a Saturday, so I might have to try it one of 

these days. Well, I just wanted to thank you for still setting aside this time. I know it’s, kind of a 

crazy time right now, so I just appreciate you still setting aside this time to talk to me. So. 

P#3: No problem. I’m glad I can do it. 

M: Um, yeah, I’m, just thank you very much. Um, so I don’t want to take you away from your 

day too much, so I would love to just jump right in. 

P#3: Okay! 

M: Um, just kind of a brief overview of what you’ve already signed, um, in terms of the verbal 

consent. So, this involves low to no risk. The only thing might be if I do ever publish the results, 

somebody somewhere might be able to identify you even if it’s de-identified. 
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P#3: Right. 

M: Um, you can also stop the interview at any time. You don’t have to answer any question if 

you don’t want. And I just ask that, um, any patient stories or um, encounters that you share, just 

be very mindful that no information in terms of HIPAA or anything like that is, um, shared as 

well. And then the last thing, um, so we all know that, kids who are hospitalized for a long time 

may regress in development, but we’re talking about those kids who were previously identified. 

So these include things like autism spectrum, Down syndrome, fragile x, fetal alcohol, cerebral 

palsy, all that kind of stuff. 

P#3: Okay. 

M: So, as long as we’re all on the same page, we are ready to go. 

P#3: Let me ask you one quick question. 

M: Yeah! 

P#3: Um, about pre-existing conditions. So, does it count as a pre-existing condition if say, they 

stroked five years ago and when they are admitted this time their development is delayed or are 

we just going with congenital delays? 

M: We are, just going with congenital delays. 

P#3: Okay, just, just wanted to be for sure. 

M: Yeah!  

P#3: Cool. 

M: I haven’t had anyone ask me that question, so thank you! 

P#3: No worries! 

M: All right, so my first question. Um, and some of these questions, might.... I, I also work at a 

children’s hospital. I’m in St. Louis, um, at Cardinal Glennon. 
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P#3: Okay. 

M: Um, and, they might seem a little obvious, but I am kind of getting a baseline for our field 

because we don’t have any specific information about this particular population in our field.  

P#3: Yeah. 

M: Um, so I just wanted to preface it with, preface these with that statement. Um, so, my first 

question, I know it’s hard, I know it fluctuates every day, every week. But, just curious on 

average, what’s your average caseload per week and about what percentage of those kids have a 

pre-existing IDD? 

P#3: Umm, okay, let, let me check, let me peek at my handy-dandy productivity log. 

M: Yeah, sorry! 

P#3: Um, no, you’re good. It was actually the type of question I kind of anticipated but I wasn’t 

sure, but how to prepare for this one. 

M: Mmm-hmm. 

P#3: Um, okay, so, I average 6-7 clients a day. 

M: Mmm-hmm. 

P#3: So, I’m usually seeing 35 kids a week but a lot of those are duplicates.  

M: Mmm-hmm. 

P#3: Um, so do you need me to remove duplicates? Or…? 

M: That works. 35 a week, that’s perfect. 

P#3: Okay, um, and of those 35, I’d say easily a third of them have pre-existing delays. 

M: Okay. Awesome, so, I am curious just to hear a little bit about your work with these kids, um, 

in terms of, goals and what sessions might look like. 

P#3: Okay. 
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M: And, if they differ in anyway with sessions that you have with typically developing kids. 

P#3: Um, usually, the goals, actually, don't tend to differ with these kids much.  

M: Mmm-hmm. 

P#3: Unless we’re also looking at an extended hospitalization, so, we’re looking at decreased, 

um, baseline. 

M: Mmm-hmm. 

P#3: Um, or danger of decreased baseline. So, and still with, with any typically developing child, 

you’re still looking at decreased baseline for an extended, um, hospital stay. So no, I, really, 

we’re working on like, social skills, we’re working on coping, we’re working on maintaining 

development during hospitalization, um, we’re doing procedural support, pretty much the same 

kind of thing that I do with any other child. Um, I co-treat with rehab therapies a lot. 

M: Mmm-hmm. 

P#3: So, some of my kids with multiple medical needs are gonna need more rehab than some of 

my more typical kids. But, it’s still the same kind of goals that I would see, if that makes any 

sense at all. 

M: Yes, it does. 

P#3: Okay. Um, so yeah it really, I don’t think the goals change. I, I will say I tend to get 

referrals for these kids, um, rather than the Child Life staff getting referrals for them because I do 

have a background with them. I worked in the school system for about, I guess close to 10 years.  

M: Mmm. 

P#3: So, um, because I have that extra background, then people tend to refer me directly for 

these children. 

M: Sounds like you have a wide breadth of knowledge. 
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P#3: I, well, my, I tend to think that no experience is wasted. 

M: Mmm-hmm. 

P#3: Um, so, if you gather, knowledge from all the experience of your life, especially if you 

always work 3 jobs or more at a time, then you get some, some diverse knowledge. So! 

M: Fair! All right, um, when a child with IDD is admitted and family also accompanies them, 

what is your understanding of the impact that hospitalization has on the families and what has 

shaped that understanding? 

P#3: This is a good question. Can you ask me that one more time? 

M: Yeah! Um, when kids who are admitted with IDD have families with them, what is your 

understanding of the impact that hospitalization has on the families and what’s shaped that 

understanding? 

P#3: You know, really, I, again, I don’t think it’s that unique to the population. 

M: Mmm-hmm. 

P#3: Um, because, I will see families that, okay, their kid with Trisomy 21 has been in and out of 

the hospital their whole life. They know the ropes, they’re taking charge, they’re making sure 

everybody has the information and so on and so forth. Um, but, also, I have families with kids 

who were diagnosed with diabetes at the age of 2 and they have much the same approach. And 

then I do have families with kids with IDD who are higher anxiety, um, who hover more, who 

trust staff less, but again, I see the same kind of thing in, our other families as well. 

M: Mmm-hmm. 

P#3: So, as far as familial coping, yeah, I, I think I see pretty much the same range of reactions. 

Um, if anything, in the IDD community, I tend to see just a little bit more understanding of how 

to help a child cope. 
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M: ‘Kay. 

P#3: Parents have a slight tendency to be better informed, if that makes sense. 

M: Mmm, yeah! 

P#3: Um, simply because they’re, they know their child has atypical means of coping, 

sometimes. And so, they want to say, you know what, what he really needs is that light to be 

turned off. Whereas, a parent of a more typical 5 year old, might not have had to help them cope 

as much. 

M: Gotcha. So, the parents’ role with the child’s coping may be more necessary, or, more ha-, 

they have more of a role with kids with IDD? Is that what you’re saying? 

P#3: They have more, they have more experience supporting coping. 

M: Okay, there ya go. 

P#3: Things like, um, and, that’s not across the board. 

M: Right. 

P#3: But, I, if there is a difference, then I, I think that’s probably the one I see. 

M: Okay. And when you involve families in sessions, what do those goals look like? What do 

those sessions look like? 

P#3: So occasionally, I will be one of the first, um, therapeutic interactions of, a family will have 

with their child who has really severe, multiple delays. 

M: Mmm-hmm. 

P#3: Um, so, perhaps, up to this hospitalization, they’ve been so focused on just staying alive. 

M: Mm-hmmm. 

P#3: Um, that they haven’t really looked at developmental and, um, bonding, and that kind of 

thing in the way that we can now that they’ve got their new g-tube, or, or, what have you. Um, so 
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sometimes, I’ll, I’ll be approaching a child who, at the age of 3 or 4 has had very little, um, 

developmental interaction. And so in that case, I will sometimes focus on sort of educating the 

parent on things they can do.  

M: Mmm-hmm. 

P#3: Um, giving them take-home skills. Um, because we also serve a fairly, wide, rural 

community here. Um, I’m in _________________________.  

M: Okay. 

P#3: Um, so, they, they don’t tend to have the services that you might be able to get in a larger 

community. So, the more things I can empower them to do with their child, the better. So yeah, 

when I’ve got, in, in an instance like that, then I really do change roles. 

M: Mmm-hmm. 

P#3: Um, with some of our more typical IDD families, if that makes sense… 

M: Mmm-hmm. 

P#3: Um, then, it does-, it’s not that different than any other family. We’re still learning about 

how the port works for cancer and all that kind of thing. 

M: Gotcha. Now, we’re gonna kind of switch gears to staff. So, curious how you think staff 

perceive your work with these kids and families, if you’ve gotten any comments or reactions 

from staff, what those look like. 

P#3: Um, for the most part, our staff here is really supportive. Sometimes, they tend to be 

supportive without really knowing what they’re supporting, but they know it’s a good thing. So, 

you know, go do your good thing. 

M: Mmm-hmm. 
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P#3: Um, I’ve had, um, I’ve had the, the odd respiratory therapist or nurse that will, um, just kind 

of cut short what I’m doing, um, to do their own thing. Uh, especially if it’s with somebody 

who’s got multiple delays, particularly global delays, um, and they don't really know what I’m 

doing. 

M: Mmm-hmm. 

P#3: You know, um, but I’d say 99% of the time, they’re so glad to see somebody who is able to 

work with kids with delays, that they welcome me. 

M: Awesome. 

P#3: Um, I think this population is very underserved, partly because unless, unless a hospital 

staff has prior experience with kids with IDD, um, they just don’t have any training for them 

particularly. Even Child Life staff, they’re very well trained for typical development, but much 

less so for exceptional development. 

M: Mmm-hmm, awesome. 

P#3: And do please, let me know if I haven’t actually answered your question! 

M: Oh, no! You are! I’m just writing notes, so sorry for the pause! 

P#3: Okay, no you’re good. I don’t want to rush you. 

M: No! So how often, about, each week do you facilitate sessions with a child with IDD? 

P#3: More than once a day.  

M: More than once a day. 

P#3: Usually, usually twice or three times a day.  

M: Okay. 

P#3: Um, oh, wait, sorry! Are you talking for the, for each individual child? 

M: I was asking both! Yeah, both! 
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P#3: Okay, um, for each individual child, it kind of depends on how they’re doing with their 

goals.  

M: Mmm-hmm. 

P#3: If I’ve got a kid who is coping beautifully, he is here for a week for his usual chemo 

treatment, tra-la-la, I’ll probably try and see him every other day.  

M: Okay. 

P#3: If I'm seeing a kid who, I know I might not see again real soon and I’m kind of doing 

training with the family and all that kind of thing, I’ll try to see them every opportunity I can 

until they discharge.  

M: Awesome. 

P#3: And then of course, kids who have a higher acuity, I will see more often. But yeah, I, I 

spend, like, today, it’s noon, I’ve seen 3 kids so far with IDD. 

M: Awesome. 

P#3: So, yeah. It…which is, pretty normal for me. 

M: Yeah! For sure! Do you feel that that frequency of every other day, um, let’s just say every 

other day, is that adequate enough? Do you wish you could see them more often or do you think 

that’s great?  

P#3: I think it allows us to address our goals. Um, if I could see them every day, awesome! But 

I’m also the only music therapist here. 

M: Yep. 

P#3: So, and I’ve got NICU, PICU, general peds, and the oncology clinic, and antepartum, 

and…yeah. 

M: Got your hands full! 
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P#3: Pretty much! 

M: All right, so I know that you said you have a background in school settings and have a wide 

breadth of experiences and knowledge with kids, um, with IDD. My, the following question 

might not make a lot of sense to you, but I’m curious in your confidence level in working with 

these kids and if you wish there was more training available or had you wished there was more 

training available earlier in your career? 

P#3: I always want more training. 

M: ‘Kay. 

P#3: Um, I’m actually working on my masters online with ___________ at the moment just 

because, I always want to know more. 

M: Mmm-hmm. 

P#3: Um, I think it’s important to stay on top of current research, um, I think it’s important to get 

expanded perspectives every opportunity you have. Um, I, I just have my bachelors in music 

therapy, um, bachelors in music therapy and music ed. So that helped… 

M: Mmm-hmm. 

P#3: …because I did already have a slightly broader background than just music therapy. Um, 

but when I first started working in the school system, I barely knew what I was doing. 

M: Yeah. 

P#3: Um, there’s not a lot of opportunity for mentorship in our field, um, because so many of us 

work independently. 

M: Mmm-hmm. 

P#3: So, yeah, I, there is definitely a need for more. 

M: Okay. Are there any specific areas where you feel like there is definitely a need for more? 
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P#3: Um, particularly with our kids with IDD, um, supporting communication needs. 

M: ‘Kay. 

P#3: I think is something that we have not, we don’t have the training that we should have. Um, I 

mean, yes, expressive, emotional expression and self-expression through music, sure, but how do 

we support communication in daily life? Um, and that’s something that I don’t think, I don’t 

think I’ve seen adequate training in, in most of the interns that I see either. 

M: Awesome. So, curious if you could share a specific example or a specific session, um, uh, 

that you had with a family or a child with IDD, maybe it happened recently, maybe it’s one that 

sticks out to you because it really benefited them in that moment? Just, wondering if you could 

share something?  

P#3: Mmm, yes, and actually I have permission to share this story.  

M: Okay! 

P#3: So, HIPAA is not a concern here. 

M: Awesome. 

P#3: Um, I had a little boy, who it was actually only my second time working with him. Um, 

he’s an ex-preemie, ex-micro, micro preemie, so lots of issues going on, um, and he needed to 

have an EVD removed from his head. 

M: ‘Kay. 

P#3: Um, and so, before, before they were doing that, I had, I had gone in and we were starting 

to play together. Um, he was fascinated by my guitar.  

M: Mmm-hmm. 
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P#3: He would help me strum it. He loved that guitar as much as anything. He sat on the bed. I 

sat it on the bed. We, we were just strumming the guitar. And our neuro, neuro nurse prac 

removed that EVD while we sang our song. Took, it took the entire 6 verses of 6 little ducks. 

M: What?! 

P#3: Um, but, he never even whimpered. 

M: Wow! 

P#3: Never even whimpered, yeah. Didn’t, it didn’t bother him at all. We did not need to restrain 

him. Um, yeah, it was beautiful. Um, I gave the nurse prac a chocolate bar after that one! Um, 

but yeah, it was, he was not going to understand, okay, I need to lie still and let somebody mess 

with my head… 

M: Mmm-hmm. 

P#3: …when I want to be doing something different. Um, and he’s a tantrum-thrower, um, so it 

could’ve gone very badly. And instead it was absolutely perfect. Um, so yeah. 

M: That’s amazing! Kudos to you! 

P#3: Well, thank you!  

M: That’s awesome! 

P#3: It, well, and kudos to that nurse prac for trying it! 

M: Yeah! 

P#3: I mean, it took time! Um, and he did occasionally move his head around, ‘cause you, you 

can’t not dance during six little ducks… 

M: Yeah. 

P#3: …I mean that’s necessary! Um, but, yeah, she did amazingly with him and he just stayed 

right there with me that whole time. So. 
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M: Did your, did you have a fairly good relationship with that nurse practitioner prior to that? 

P#3: Um, just, casually. We’d never really done procedures together.  

M: Mmm-hmm. 

P#3: Um, she’d seen me work. I’d seen her work, and um, I’d always liked the way she 

interacted with patients. She really connects with them carefully and tries to, to meet them where 

they’re at. Um, but yeah, no, we’ve never really done a procedural support. 

M: That’s amazing. 

P#3: This, this is one of those reasons you’ve got to just, always try something! 

M: Yeah! 

P#3: It’s always worth a try. So. 

M: Definitely. So, in general, how do you feel music therapy impacts hospitalized kids with IDD 

and their families?  

P#3: I think it makes an incredible difference for these families. Even though my goals for the 

families aren’t necessarily that different than typical families, um, because I’m able to adjust the 

way we meet those goals, I think it really, really helps. Um, I’m not going to demand that the 

child tell me where it hurts, or how it hurts, or even if it hurts, we’re just gonna play it out. 

M: Mmm-hmm. 

P#3: Um, and I think, being able to have an alternate means of expression, being able to have an 

alternate means of coping, um, is particularly what our kids with IDD need. Is that vehement 

enough? 

M: Yes! I love it! 

P#3: I feel this strongly! 

M: I do too! So it’s, I’m g-, I’m happy to know that other people feel similarly. 
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P#3: Oh yeah, yeah.  

M: Yeah. 

P#3: Um, and that’s one of the reasons I do take all these referrals for our kids with all types of 

disabilities and delays, because I do have tools that other people don’t have. 

M: Mmm-hmm. 

P#3: So. 

M: So, I actually just really quick want to rewind to the caseload part, the first question I asked. 

P#3: Yes. 

M: Um, you said it was about 35 or so sessions a week but that included duplicates. Would you 

say it’s like… 

P#3: Yes. 

M: …20 kids per week? Or is that, what do you think? 

P#3: Um, I think it’s probably one third or so, uh, kids with IDD.  

M: Right. 

P#3: Oh! Oh, you mean, duplicates? 

M: Yeah. 

P#3: Um, uhhh, probably, maybe 15 once you remove the duplicates. 

M: All right. 

P#3: Because I do have a lot of kids that I’ll see repeatedly. 

M: Yeah, for sure. And you have so many areas, you need to! 

P#3: Right?! Well, and our oncology kids stick around, our PICU kids stick around. 

M: Mmm-hmm. 

P#3: Um, so… 
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M: Cool. 

P#3: We’ve still got kids here from before Christmas. 

M: Yep. 

P#3: So, yeah. 

M: Exactly, same. All right, so just as kind of like a final, final word, final note, um, is there 

anything else that you would like to share about your work with hospitalized kids with IDD or is 

there anything that I didn’t ask that I should have asked? 

P#3: Hmmm. Not really, no. I, I think, I'm interested to see what you find. 

M: Mmm-hmm. 

P#3: I, I hope you’ll share your findings with us, um, because I do think this is under-examined. 

Um, and I, I really expect that music therapists in medical settings do a lot of work with IDD 

especially if they have any background in it and I think it’s really, really necessary. So, yeah, 

I’m, I’m glad you’re doing this, I'm excited about it. 

M: Perfect. And yeah, so, I, exa-, I’m gonna be exactly doing that, so I’m gonna send a follow-

up email, um, probably in about a week or so once I have all of these done, um, inviting you to 

respond if you would like a copy of the results when it’s all finished. I’m happy… 

P#3: Cool. 

M: …more than happy to share, because I want you all to know what you’ve been a part of. Um, 

but yeah, do you have any other comments, questions, concerns? 

P#3: I think that’s it! 

M: Okay. 

P#3: I, are you guys still doing okay in St. Louis? Are, you’re, you’re still seeing patients, right? 

M: We are. 
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P#3: I, I mean you, personally are you able to as a music therapist still see everybody? 

M: Not everybody, so this week… 

P#3: Ugh… 

M: Yeah, so we have 2 music therapists at my hospital, and I have, um, the PICU, gen med 

floors, step-down, step-down unit from the PICU, and then the dialysis outpatient center, and the 

other music therapist has the NICU and the hem/onc population, outpatient and inpatient. Um, 

her areas have been heavily restricted… 

P#3: Ugh… 

M: …in terms of who she can see, um, and I am no longer allowed in the PICU and I, we can’t 

go in to isolation rooms to conserve PPE. So I did a number of sessions from the doorway 

yesterday.  

P#3: Gosh! 

M: So, we’re using our creativity! We are, and I sent some resources and things back to parents 

and kids in the PICU that I’ve been seeing for months and months and months that I can’t go 

back and see anymore. So… 

P#3: Ugh. 

M: ….trying to use our creativity to still meet the needs as best we can. But. 

P#3: Good luck! 

M: Thanks! 

P#3: Yeah, I, we’re, we’re just locked out of isolation rooms because of PPE. And again, if it’s 

an urgent thing, if we’ve got a procedural support with a kid who needs me… 

M: Mmm-hmm. 

P#3: …then I’ll go ahead and gown up. Um, but, yeah that’s, so far that’s our only restriction. 
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M: Yeah. 

P#3: So, um, starting… 

M: It’s crazy times! 

P#3: …starting to look at using uh, teams or Skype to have kind of virtual sessions for my 

isolation kids. 

M: Mmm, yeah! 

P#3: So, you know… 

M: It sounds like a lot of… 

P#3: …whatever we can make happen! 

M: Yeah, it sounds like a lot of people have had some success with, kind of the virtual sessions. 

So… 

P#3: Yeah. 

M: …I wish you the best of luck with that. 

P#3: Thanks. 

M: And, like I said, we’re both still seeing patients… 

P#3: Yay! 

M: It’s not like we’re out of a job, so that’s good. 

P#3: Yep, definitely! 

M: Yeah. 

P#3: Well, best of luck to you! 

M: Thank you. 

P#3: And thanks for doing this! 

M: Yes, have a wonderful rest of your day! Thank you! 
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P#3: Sure. All righty. 

M: All right, bye. 

P#3: Buh-bye! 
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Appendix G: Interview Transcription 4 

Me: Hi, ____________? 

Participant #4: Hey, sorry I missed your call. 

M: You’re totally fine, how are you?  

P#4: I’m doing fine, how are you doing? 

M: I’m good. Is every-, is this, is this still a good time, or do we need to reschedule?  

P#4: Yeah, sorry! I…. 

M: Okay. 

P#4: I totally forgot that we were going to do it tonight. Work has just been chaos. So. 

M: I totally understand. That was part of the message I left. 

P#4: Yeah, so. 

M: Okay, well, have you had… 

P#4: No, this is just fine for me! 

M: Okay, have you had some breather time from work? 

P#4: Yep, this is fine. 

M: Okay. 

P#4: Yep, this is fine. 

M: All right, well I just wanted to thank you. I mean I know that things are crazy all over the 

place and days are chaotic now. Um, so I just wanted to thank you for taking the time to still 

speak to me. Um. 

P#4: Yeah, no problem. 

M: It’s probably not going to take an hour. It’s usually been taking right around half an hour. So, 

um… 
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P#4: Okay. 

M: That can give you an idea as well. And before we start… 

P#4: Sure. 

M: I just wanted to kind of give a little synopsis of what you already signed. So, this involves 

low to no risk. The only thing is that, um, even if I de-, even when I de-identify information and I 

do publish it later, there could be somebody somewhere that might be able to identify you. Um… 

P#4: Sure. 

M: You can stop the interview at any time. You don’t have to answer a question if you don’t 

want to. And when and if you share any patient stories, just be mindful that no patient 

information in terms of HIPAA is shared. 

P#4: ‘Kay. Yep. 

M: And, the last thing is that, um, this, this particular conversation/study is focusing on 

diagnoses prior to hospitalization. So, we…. 

P#4: Yep. 

M: … all know that when somebody is hospitalized for a long time, they can regress. But we’re 

looking at things like autism spectrum, Down syndrome, fragile x, fetal alcohol, cerebral palsy, 

all those things. 

P#4: Okay. 

M: Yeah! 

P#4: Okay, sure. 

M: Perfect! Do you have any questions for me before we get started? 

P#4: No. 
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M: Awesome. So, a little thing about me, so I’ve been in pediatrics, um, I’m in St. Louis working 

at Cardinal Glennon Hospital. Um, I’ve been in pediatrics since my internship, probably like 2.5, 

3 years now.  

P#4: Okay. 

M: Um, and a lot of these questions might seem, maybe a little obvious. Uh, but, I’m starting 

here, because we don’t have anything in our field. So I’m really just looking at, like, a 

foundation for this type of work. So, um. 

P#4: Sure. 

M: Yeah, so they might seem a little obvious. But. 

P#4: Okay. 

M: Just, just a heads up. Okay, so, I know this question is hard because it fluctuates everyday and 

every week. But, I’m curious on a weekly basis, what is your average caseload and how, about 

what percentage of those kids on that caseload have been previously diagnosed with an IDD? 

P#4: Um, so our caseload, so, I guess it’s a 96-bed hospital. 

M: ‘Kay. 

P#4: Um, and our caseload is, well, until this week… 

M: Yeah. 

P#4: Um, was usually sitting about, you know, like, 18-24. 

M: ‘Kay. 

P#4: 24, like, 18-22, is kind of where it’s been, um, but mo-, usually more than 20. 

M: Okay. 

P#4: Um, and for, it’s not a, our census tends to be pretty young. 

M: Mmm-hmm. 



 

	

136	

P#4: Um, like infants. Um, we, we don’t have a NICU, um, or we’re, we’re not actively serving 

our NICU, but maybe, um, 10, 15% of that. It kind of depends. 

M: ‘Kay. 

P#4: Um, but not a huge percentage of our caseload. 

M: All right. 

P#4: Um, but, sometimes, sometimes more than others of course, but. 

M: Perfect. Um, and could you just share a little bit about your work with these kids? Let’s just 

start with the goals, so what kind of goals do you tend to address and do those differ in 

comparison to typically addre-, typically developing kids?  

P#4: Sure. So, um, what’s unique I think about our program compared to other pediatric 

programs is we carry, um, our census is a lot of kids on the blood and marrow transplant unit, 

and the BMT unit. Um, and so within that we have some kids with diagnoses that, um, 

developmental disability is often a comorbidity or a result of the diagnoses they have. 

M: Mmm-hmm. 

P#4: Um, so, within those, um, in addition to just kind of those general, um, pediatric 

hospitalization goals of comfort, um, coping skills, whatever, we do a lot with those kids um, on 

kind of those typical developmental goals. Like, um, school-age type goals, or even those, like, 

early academic goals that, um, they are missing out on because they aren’t able to be 

participating in an early intervention program, because they might be stuck in the hospital 

sometimes for up to 6 weeks. 

M: Mmm-hmm. 

P#4: Um, at least on the BMT unit. Um, so those are just, kind of really the, um, sometimes it’s 

even just comfort with staff. We find that if children are having a difficult time kind of adjusting, 
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or being fearful of practitioners, then we can use music as a safe thing and just helping normalize 

that. Even more so, um, I think of a couple specific boys that I worked with, um, that we used 

music even more so as just like safety and comfort. 

M: Mmm-hmm. 

P#4: So, yeah. But, a lot of kind of early intervention things as we can. Um, our Child, Family 

Life program at our hospital is fantastic. And so we actually don’t do much at all as a program 

because we are so well staffed and well supported by CFL that procedural support is really 

something we do very rarely. 

M: Okay.  

P#4: Mmm-hmm. So, yeah! 

M: Awesome. Um, so when these kids have family members with them, what is your 

understanding of the impact that hospitalization has on their families and what has kind of 

shaped that understanding? 

P#4: Um, I mean, so I guess, so understanding like, what parents think of music therapy for the 

developmentally delayed child in the hospital? 

M: Mmm-hmm. 

P#4: Is that kind of…? Um, so, generally positive. Um, I think we have, we have really 

wonderful feedback from families about, um, sometimes for some of these families, because we 

can get families from smaller parts of the country, because we get kids from all across the 

country to come to transplant or to come, um, for some of our specialized services here. 

M: Mmm-hmm. 

P#4: And so we find, um, that they actually don’t have, they didn’t know what music therapy 

was. They didn’t have it in their community. So for a lot of these families, sometimes this is their 
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first introduction to music therapy. And, we always pitch it, um, I work closely with the rehab 

team, so pitching it as just, as we all mu-, all music therapists do, as just a, a way through music 

to achieve some of those therapeutic goals and rehab. And so, speaking with the rehab team and 

letting them know that we're really part of that care team and collaboration, um, and we just 

really see wonderful investment from these families and value for it, even when their kids are 

sick. And helping them recognize too that music therapy can be both active and passive during 

times of treatment, depending on whatever their child needs, um, which is different than 

traditional rehab. 

M: Definitely. 

P#4: Um, so we get great feedback from families about that. And just, um, those comments 

about, it’s just so nice to see their child be a kid again, seeing them engaged in something. 

______________ a study on caregivers’ perceptions of music therapy while, um, undergoing 

bone marrow transplant. And, one of the big comments was it’s just, it’s so great to see, the 

parents had such an equal benefit from watching their child engage in something like this, and 

that’s, that’s true for both developmentally delayed and also, um, neurotypical kids. But I think 

having families find something that can, their child maybe already naturally gravitates for, but 

then recognize that there’s a therapy that can pull in some of these strengths their child has, is so 

powerful and meaningful for these families in during this time of crisis. 

M: Definitely.  

P#4: Mmm-hmm. 

M: Um, so I know you said, have, having the, or, helping them have the opportunity to see their 

kid as their kid again, and… 

P#4: Yeah. 
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M: …use the strengths of their, of their child. Um, when you do involve families in sessions, are 

there fami-, familial goals that you’re working on to-, working towards and does that differ at all 

with typically developing kids? 

P#4: Um, I don’t think we ever have, like sometimes we just want to, um, we often use music 

therapy as a break for families sometimes because our length of stay can be so long. And 

sometimes, with other children, um, we might not even have families there all the time. 

M: Mmm-hmm. 

P#4: Um, so, for familial goals, we, we, certainly try to engage them as appropriate. But I think 

our families run, our, our caseload’s so acute, um, that our families, I can just think of a session I 

had last week where the kid was having a meltdown when I got there, and the kid was then able 

to calm down and mom just had, like, 20 minutes to herself to read a book on the couch.  

M: Yeah. 

P#4: Um, so I think, we certainly do and, and teach families little things. You know, maybe try 

this, try this song or I’ve noticed that when we do this, this is the response, or things like that and 

helping them make those connections. Um, but, I don’t, we don’t, um, always explicitly pull 

them in because it often is a time of respite where they might step out to shower or step out to do 

a load of laundry or something. 

M: Definitely. Do you feel that that, there’s a difference between the need for respite between 

kids with IDD vs. typically developing kids or are they pretty much the same? 

P#4: Um, it totally depends. Um, but I think sometimes we see, like these families that have a kid 

with, um, with a delay or disability is that they, um, both parents are sometimes already so 

acutely involved in their child’s care. 

M: Mmm-hmm. 
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P#4: Um, and so well tuned in to their child, that they, they also do want to stay and sometimes 

we need them to stay, to help, um, you know, we don’t get to know these kids for the long haul, 

but help us interpret their behaviors and things like that. But, um, it totally, you know I wouldn't 

say it leans either way. Sometimes these parents are so used to be running on levels of stress that 

the idea of taking a break can be so foreign to them. 

M: Mmm-hmm. 

P#4: I just think of this mom of this little 4 year old boy who had a very long recovery. Um, and 

he was diagnosed with something called Hurler syndrome. I don’t know if you’re, encountered 

that. 

M: No, I haven’t. 

P#4: Um, but, they get, um, so, we, that’s a lot of my background is working with, um, children 

with Hurler syndrome, because they require a bone marrow transplant. ‘Cause their body lacks 

the abil-, lacks an enzyme that breaks down, um, like sugars or proteins.  

M: Hmm. 

P#4: Um, and because it doesn’t, they can’t break that down, then with the buildup of that, um, it 

causes just gradual decline in delay, and if, with no intervention death. Um, so it’s, uh, that’s 

where my experience often comes from when thinking through this. But, I just think of this mom 

of this 4 year old boy who like, wanted to go heat up a bowl of mac & cheese and like, ran to the 

microwave and came back, and ran back. And just like that id-, fe-, that fear sometimes you feel 

from parents of never wanting to leave their child alone, to, um, but having you be that safe 

person where they can step out and do something, even if they felt they needed to run there and 

back. 

M: Mmm-hmm. 
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P#4: Um, so, and then I, but other times, it’s, um, when I’ve been able to have maybe like 

neurotypical siblings present or if I have a, sometimes we have young kids with Down syndrome 

who are also diagnosed with ca-, um, like AML, and so having families involved as we can with 

siblings to just help normalize that process for everyone, and just have family members, more 

often siblings when I think of family sessions, um, to normalize that experience and make them 

feel like they’re involved in the stay instead of kind of an outsider to the child’s treatment. 

M: Mmm-hmm. 

P#4: Um, so that’s when I think I do a lot of family sessions is when it is sibling-based.  

M: Gotcha. And then last thing about, just, families, um… 

P#4: Yeah. 

M: What, so we talked about the impact that music therapy has. Is there any unique impact that 

hospitalization in general has for these kids with IDD or is it pretty much very similar to 

typically developing kids?  

P#4: Um, you know I think especially with some of these 4 year olds boys um, or kids with um, 

Hunter, so Hunter syndrome when I keep referring to boys, so Hunter syndrome is similar to 

Hurler syndrome, they all fall into this little like category, but that only affects boys so that’s 

why I say boys. 

M: Gotcha. 

P#4: Um, but they, um, you know there’s certainly I think a greater stress on these kids and in 

general when I’ve worked with across the board with anyone, even teenagers with a 

developmental delay or adolescents, things like that, um that, with, with the inherent, just, their 

inability through no fault of their own, to comprehend why they need to be in the hospital and 

why they need to do things. You can’t rationalize and explain as you would to a neurotypical kid 
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or a typically developing kid. And so I think there is a greater, we often, we don’t, it seems that 

we don’t end up with a ki-, a lot of patients with cerebral palsy. Um, but, we have a, another 

hospital in our area where, that really specializes in that, so I think that’s one of the differences. 

But if we ever have a kid with autism or any sort of even just like, delay, we are more likely to 

get a consult from that, on that fa-, um, for that patient um, just to help with that normalization 

and just, um, making the hospital more comfortable. So I think that’s kind of the greatest 

difference is just, trying to understand the hospitalization and, um, you know, we kind of like to 

describe it as, um, all kids when hospitalized have to do so many things they already don’t want 

to do, whether it be, you know, needle pokes or blood draws, taking medicine, getting 

chemotherapy, even participating in rehab when they don’t want to, and music therapy is 

something they get to really have total control over, and, not only if they do it but how they do it. 

M: Mmm-hmm. 

P#4: Um, so that’s something we really try to empower especially those children with 

developmental delays. 

M: Awesome, I love that. Okay, um, so now we’re gonna kind of switch gears to staff. 

P#4: Okay. 

M: So I’m curious to know, um, if you have any perceptions of how staff might see your work 

with kids with IDD and their families, if you’ve gotten any comments or reactions from them for 

instance?  

P#4: Um, regarding my work or how, how I feel other hospital staff works with them?  

M: Regarding your music therapy work, sessions. 

P#4: Oh, so I think, um, sometimes we give, like I think of a situation of, we had this child with 

a, a very rare disease, um, ______________. Um, so we, um, teaching staff and I was just using 
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given her rather profound delay of just using like, familiar songs and just rhythm and helping her 

calm through, um, just softly patting her and entraining her into the beat and to the music and 

passing that off to staff and letting them know, like, that this child you can’t just sing, you know, 

you can’t just sing a lullaby to her and think she’s gonna calm down, you need to get her actively 

engaged in that process because she can’t regulate independently. Um, and passing that to staff. 

And I think, I get, I’m, I’m really pretty entrenched on this unit and I’ve worked on, so I'm, I’m 

now the hospital director of the program and lead of this program but for the first 3.5 years that I 

worked there I was exclusively BMT… 

M: Mmm-hmm. 

P#4: Um, so within that, I’m pretty entrenched and I know that staff really well. And so thi-, I’m 

fortunate that they have such a respect for the work I do and will always, if they see me ask if I'm 

gonna go see this kid, or I think recognize, um, the work and the goals that sometimes these kids, 

um, are achieving with me or how they might say no to another therapy and yes to me. But I 

think it’s also really well established with these kids with Hurler syndrome or Hunter syndrome 

or, um, that, um, that they, I often co-treat, um, with rehab a lot because they are often so 

motivated and enjoy music. Um, and so therefore, um, the rehab team, physical therapy, 

occupational therapy, and some-, and not as often but speech, recognize um how much more we 

can achieve with a co-treat, and how much more motivated patients are, and how much more 

relaxed or engaged they can be through it. Um, so that’s I think one of the big tie-ins is from that 

rehab staff. Um, and the nursing half, staff certainly recognizes it too, and how it, not only 

impacts like, the patient, but how, they’ll make comments on like, oh I love to be in this room 

whenever you’re here or I like to, sometimes I do my cares when you’re here so I can listen for a 

little bit too. 
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M: Yeah, I’m familiar with that! 

P#4: Yeah! 

M: So I heard, just, checking with you, I heard that it’s a great method to maybe educate staff on 

how to help calm, the best of, most effective ways to help, um, calm or, or… 

P#4: Yeah I… 

M: …engage the patient? 

P#4: Yeah, I think, um, we try as we can but I think there’s this fine line without like, ‘cause I 

feel like there’s a fine line we tread without telling them like, that’s not really an effective way to 

do it. You know how can we kind of shape or just make our comments that, you know, makes 

them feel like that you’re offering just a bit but not like, just throwing stuff at them. 

M: Mmm-hmm. 

P#4: Um, because I think a lot of nurses, and my coworker and I speak about this, but a lot of 

nurses believe that they know how to calm a baby down. But I think we, as music therapists 

know that they can calm the baby down, but there are better and more efficient ways to calm a 

baby down. 

M: Mmm-hmm. 

P#4: Um, and so how we can kind of shape and model that behavior without just telling someone 

they’re doing it wrong, or they could do it better. 

M: Yep. Love it. Okay, um, how often each week do you typically facilitate sessions with these 

kids? 

P#4: Um, so depend-, so usually for developmentally delayed I like to see them a minimum of 3x 

a week.  

M: ‘Kay. 



 

	

145	

P#4: Um, kids are only seen dail-, I, daily visits are only if someone is super acute or super sick 

or if I’m really maybe having just 15 minute touch-down sessions to just help develop a rapport. 

M: Mmm-hmm. 

P#4: But 3 times a week for kind of a substantial session is what I like to aim for. 

M: Awesome. And do you feel that that frequency is the most ideal, most adequate? 

P#4: Um, I think they might be better, I think 5 would be redundant. 

M: Mmm-hmm. 

P#4: ‘Cause there is value in having the novelty of it. 

M: Yep. 

P#4: Um, but it would be nice, to sometimes be able to do 4 times a week, and have just, you 

know, 4 days on, then 3 days off with the weekend. 

M: Yeah. 

P#4: Um, but, I think it’s, it’s what we can do right now. 

M: Exactly. 

P#4: I think we could see them 4 days a week, um, and whether that be, you know I don’t know 

if it’s always appropriate to do like, 4 co-treats a week, but also dividing up and having some 

variability in that too. 

M: Yeah, for sure. Um, and does that frequency differ at all from the frequency that you facilitate 

sessions with typically developing kids?  

P#4: Um, so I think when I try to work with a developmentally delayed kid it’s more like 3-4 

times a week, and typically developing depending on what their acuity is or what’s going on, is 

more of like a 2-3 times a week. 

M: Okay. 
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P#4: Um, depending on where we’re at with things. Um, but I do try to see them more especially 

if we’re recognizing that they’re making gains or they are um, able to engage longer. And if it’s a 

co-treatment, then the rehab ther-, like the physical therapist will contact me every time that they 

see them. 

M: Mmm-hmm. 

P#4: Um, if they can. Um, so I think, yeah. So I, right, so I think, I ca-, I’m sorry, I can’t 

remember why I started there. But, but yeah, I think 3-4 times a week is probably sufficient 

where 5 times a week would certainly be redundant. 

M: Yeah. 

P#4: Um, for it. 

M: Perfect. So I know you’ve kind of, you said you were on this unit for 3 years be-, prior… 

P#4: Mmm-hmm. 

M: …before becoming the team lead so it sounds like you’re really entrenched and really 

confident in your work with these kids. Um, I just am curious, I wanted to ask about the 

confidence level and how it’s changed over the last couple of years. 

P#4: Sure. 

M: And if there are certain areas where you wish there was more training. 

P#4: Um, you know I think where I struggle the most is that my, um, so I’ve been board-certified 

6 years in _____. Um, and, but, my original intent as a music therapist was to work geriatrics and 

hospice. 

M: ‘Kay. 

P#4: Um, so where I feel like, I don’t want to say like, failed myself, but didn’t set myself up for 

great success, was I had a very hyper-focused internship in some ways. 



 

	

147	

M: Mmm-hmm. 

P#4: Um, that was only adults. And so I think when I originally came into this job and this 

opportunity, I, um, had pediatric experience through practicum and I had worked with kids in 

other, in other ways, and had previously worked in a homeless shelter, but I hadn’t, um, and I 

had done a practicum in a, in a pediatric hospital as well. But just the general, um, sometimes 

just, feeling like I need to push my intervention set and my skill set. I’ve learned a lot, um, by 

simply just doing the work and pushing yourself within it. But I think I’m always trying to find 

new interventions and new music. And, unfortunately right now I’m limited, I don’t know how 

this COVID outbreak is impacting your work, um, but I am currently unable to see anyone that 

requires any sort of, um, PPE. 

M: Mm-hmm. 

P#4: Um, as the hospital is trying to save, or like, save them or just…. 

M: Conserve. 

P#4: …maintain, you know….Conserve, right.  

M: Yeah. 

P#4: Um, and so, and right now, my census is the lowest it has been in I don’t even know how 

long. But our hospital census is also low too because they’ve cancelled all these procedures. But, 

um, kind of an odd bright side to this is I'm having opportunities to push my practice and push 

my repertoire forward. 

M: Mmm-hmm. 

P#4: Um, and looking more into some of these early interventions sorts of skills and songs and 

speaking with colleagues. Um, so I feel confident in the work, um, and the population, um, some 

days more than others. 
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M: Mmm-hmm. 

P#4: Depends on what’s happening. 

M: Yeah. 

P#4: Um, but, you know, I’ve recently started, I’ve had two patients that I think of immediately, 

and they also just happened to be back to back with this. Um, one of them had, um, and this is 

probably like too specific so like, you shouldn’t publish this part but had ____(a combination of 

two developmental diagnoses)_______…. 

M: Mmm-hmm. 

P#4: Um, so two pretty profound diagnoses and he, and, he, and then this other boy, he only had 

Hunter but was older, just encountering patients who were so sensory resistant and wouldn’t 

want to hold anything or touch anything or play anything and were so like, technology-focused. 

M: Mmm-hmm. 

P#4: And how to pull these kids out of this world the iPad created for them. Um, I think, 

sometimes with my developmentally delayed kids um, and really, sometimes all the kids… 

M: Mmm-hmm. 

P#4: …but it was really hard to pull these two boys out of the technology without a meltdown. 

Um, and so just trying, and just, sometimes feeling lost of like, he, one time, this little boy 

wouldn’t put down the iPad and like, I just tried to sing songs and his interaction was like, he 

would then pull up the song I sang on the iPad or something. 

M: Yeah. 

P#4: And so there was some, but you’re just like, sometimes you just feel like you’re pulling at 

nothing. 

M: Mmm-hmm. 
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P#4: Um, and so I think that’s kind of one of the biggest struggles is when there was this, such 

this great fearfulness of staff, this inability to comprehend what was happening, combined with 

how awful BMT is and how scary it is to be in this hospital and feeling lousy, um, and just how I 

could have done more to help shape them. But, it’s also, you know, we say this and I say this 

with my CFL colleagues and my so-, the social workers is, you don’t change how someone 

parents when they’re in a crisis. 

M: Yep. 

P#4: And, these parents are in crisis. And I'm not about to be able to convince them that the iPad 

isn’t the right thing for their child. Or watching movies, or the same movie on repeat for hours is 

not what’s right for them. 

M: Yep. 

P#4: Um, because they’re just trying to get by. And so I think that’s one of the bigger issues we 

have is just, this like, sometimes with these developmentally delayed kids, is just that sometimes, 

um, this fight against technology. 

M: Mmm-hmm. 

P#4: And how, like, if we can have any sort of iPad break or any sort of screen break, sometimes 

that is, like, a big enough success on its own which can be really, like, unsettling sometimes. So 

just taking these smaller victories but I think just how we can, push them forward a little bit. But, 

I think that’s kind of my biggest struggle with, with that sometimes is just, what do you do when 

you have a child that’s just, ‘cause that’s not, my background isn’t early intervention, and so if I 

would’ve maybe been in a school district or worked with some of these kids, I maybe would’ve 

felt more confident but I’m reaching out to colleagues or I’m doing things on my own as I can 

when I’m not exhausted from a day at work. 
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M: Right. 

P#4: So, yeah. 

M: Yes, I can, uh, share in the fight against technology. So, you are not alone in that. 

P#4: Yeah. 

M: Yeah. 

P#4: So sick of… 

M: Yeah. 

P#4: So sick of it! 

M: The struggle. 

P#4: Both for neurotypical and for developmentally delayed where you’re just like, I, I can’t, I 

can’t do boss baby one more time. I can’t hear…. 

M: Yep. 

P#4: …about Peppa Pig one more time. 

M: Yep, I feel ya! 

P#4: You know, so I never, I don’t know about you, I, um, really, really, really do not use 

technology in my sessions unless it’s a teenager. And I'm not gonna be worried about them, like, 

going down the YouTube wormhole, you know? 

M: That’s exactly how I practice too, yeah. 

P#4: Um, everything is….yep. Everything’s live, and, ‘cause I’ve learned like, if I pull up a song 

that if I don’t know, like I, I can think of, like, I didn’t know the song from Brave so I pulled up 

the song and suddenly we’ve had to listen to 3 Disney songs on YouTube and you’re like, just, 

we’ve lost it.  

M: Yep. 
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P#4: And, so, I just don’t do it anymore. 

M: Yep. 

P#4: So. 

M: It’s happened many times. 

P#4: Yeah. 

M: Okay, so, I guess you kind of answered this before. My… 

P#4: Okay. 

M: ….my general question for this, um, study is just how music therapy impacts hospitalized 

kids. So that’s kind of my que-, second to last question to you is overall, how do you think music 

therapy impacts hospitalized kids with IDD and their families?  

P#4: Um, I think for kids who use music maybe, not music therapy in their homes but maybe 

they, they love music or they are musically inclined is that it can just be this opportunity for 

patients and families to engage in something that’s familiar and safe. 

M: Mmm-hmm. 

P#4: In an environment that feels so unsafe and unsteady, um, and sometimes inconsistent. 

M: Mmm-hmm. 

P#4: Um, and when, we also do try when we have a child with disabilities, it’s just me and one 

other woman at this time. But, we do try to keep it consistent for staffing, um, for staffing that 

patient so that they always have kind of that familiarity and expectation, ‘cause we all practice a 

little differently, and so if we can try to keep that consistent when their nursing staff is changing 

and when rounding teams change… 

M: Mmm-hmm. 
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P#4: …that can be very helpful too. But I think, um, it just gives them, it just gives them this 

chance to just be kids again, um, sometimes in, in more ways than a neurotypical kid does, 

because there’s so much in the hospital that, um, is scary. It’s scarier and harder to explain to 

them, especially these younger children, um, you know, younger than 6 if they have a, a delay 

such as that of how we can, uh, music can just be supportive and expressive, and relaxing but 

engaging… 

M: Mmm-hmm. 

P#4: …all at once. Um, and so I think just having this opportunity for the families to see their 

child engage in this way is super valuable, um, and just providing a safe space for them. But also 

having the opportunity for the family to see, oh, like, we’re working on, I think of this 3 year old 

who, or she turned 4, um, who was diagnosed with Down syndrome and AML and had to then 

come to transplant, and working on these academic goals, working on, um, counting, identifying 

animals, and animal sounds, and just, having the parents see the child make progress. 

M: Mmm-hmm. 

P#4: Um, while actually having fun and, being willing to get out of bed. And, you know, maybe 

she was the most active with me and physical therapy, but she wouldn’t do physical therapy if I 

wasn’t there. 

M: Yep. 

P#4: Um, so just helping, um, I don't feel like we have to always connect the dots as much for 

these families because they can sometimes see how, how quickly it’s working and the profound 

impact it really can have on them… 

M: Mmm-hmm. 

P#4: …when they’re there. 
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M: Definitely. 

P#4: Yeah. 

M: And then, just as like, a final note, is there anything else that you would like to share about 

this kind of work or is there anything that I haven’t asked that I should have asked? 

P#4: Um, I don’t think you missed anything, but I do think, you know, it is a unique skill set to 

have. 

M: Mmm-hmm. 

P#4: Um, and it’s just something, that I am thinking about where I ended up from where my 

internship was. And, whenever I speak to my interns, or, or, I don’t have interns, but whenever I, 

we are getting to that point but, when I have practicum students applying for internships, I really, 

really encourage them to have a diverse internship experience and to not narrow in on 

something… 

M: Mmm-hmm. 

P#4: …um, because, you never know where you’re going to work and, um, you never have those 

6 months you know, totally focused on something, and, and after you are board-certified, you 

have to pay for all that. 

M: Yep. 

P#4: So, taking advantage of how you can diversify your internship experience whether that’s, 

you know, so many wonderful private practices serve eclectic client bases. Or having that, a 

hospital experience that can be more diverse. But, really trying to encourage, and I mean, it’s 

great if you can get super specialized, like I was able to specialize in you know, hospice and 

things like that, but I’m no longer doing it. Um, and I learned some things from that but, and now 
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I look back and I think I would’ve been better served by having a more diverse and eclectic 

internship.  

M: Mmm-hmm. 

P#4: Um, so that’s something I just always encourage my students when they’re making those 

sort of decisions. Um, but, there’s so much more to, like, it’s really, it can be so, especially for 

some of these long-term stays, is a lot of early intervention and supportive things like that. And I 

don’t have a ton of experience in like, um, I don’t have any experience in psych, um, and so, 

whenever I’m having to deal with some of these more intense behaviors, which, um, I don’t 

encounter very frequently but that is something that makes me just, having to figure out how I’m 

gonna work in that situation… 

M: Mmm-hmm. 

P#4: …or how we can be supportive there. So yeah, that’s just my kind of advice for students is 

don’t get too specialized because, there’s only _______(so many pediatric 

hospitals____________… 

M: Yeah. 

P#4: …_______________________________________, and so, specializing in pediatrics, 

there’s not that many other jobs left in hospitalized pediatrics, and so don't be afraid to go and 

just get general medical experience or general just children experience and those can meld nicely 

together. 

M: Definitely. 

P#4: So, yeah. 

M: Beautiful. Well, thank you so much. I also really appreciate you pulling in the specific patient 

stories all along the way. 
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P#4: Yeah. 

M: That’s really, really helpful. So, thank you so much. 

P#4: Yeah, absolutely. Yeah, don’t be afraid to reach out if you need clarification or any other 

sort of specific examples. I’m happy to help. 

M: Definitely, thank you. 

P#4: Yeah. 

M: Um, I’m just gonna be sending a follow-up email… 

P#4: Sure. 

M: …once I have all of these done, maybe, hopefully in about a week. Um, just thanking you 

again for, for your time as well as encouraging ev-, encouraging you to reach out if you would 

like a copy of the results when they’re all finished. 

P#4: Yeah! 

M: So you know, um, what you’ve been a part of. 

P#4: Mmm-hmm, yeah, I’m certainly interested. 

M: And I……Awesome, perfect. Well, I just wanted to thank you again. And if you don’t have 

any other questions for me, that is the end of our time. 

P#4: All right, great! Hang in there down in St. Louis, hopefully this passes but… 

M: Yes. 

P#4: …it looks like we’re in it for at least a couple more weeks up here. So. 

M: Yes, we are too, and we, I’m in a similar boat as you. Like, I’m not even back, I'm not 

allowed back in the ICUs anymore and… 

P#4: Ohh. 
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M: …I’m not allowed back in any PPE rooms. So, I’m in a similar boat. 

P#4: Okay well, that’s good, I'm, it, so I'm, it seems the other pediatric hospitals here haven’t 

made those changes yet, so I was feeling frustrated. 

M: Mmm. 

P#4: So, at least it’s not just me! 

M: It is not just you! 

P#4: But, yeah, so, thank god we have other projects, but it just makes you, that’s not why I went 

to do this was to like, work on projects, to laminate visuals in my office. 

M: Right, we want to be working with the kids. I feel ya. 

P#4: So, yeah. So, we’re exploring some tele-health options, so we’ll see how that goes this 

week. It should be interesting. 

M: Yeah, good luck with that, we have… 

P#4: Yeah. 

M: …we have enough kids that are not in isolation right now that it keeps my day busy 

enough… 

P#4: Yeah. 

M: ….um, but I anticipate that I will have to start exploring those options here soon. 

P#4: Yeah. Yep, they, our hospital census feels like it’s half of what it usually is. So. 

M: Yeah. 

P#4: But, well, hopefully its, hopefully we’re out of this sooner than later. So. 

M: Exactly well good luck –  

P#4: Well, you have a nice night! 

M: You too, and good luck with everything this week. 
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P#4: Yeah! All right, yeah, take care now. 

M: All right, bye. 

P#4: Bye. 
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Appendix H: Interview Transcription 5 

Participant #5: Hello? 

Me: Hi, _________? 

P#5: Hi! How are you? 

M: I’m good, how are you? 

P#5: Good, thank you! 

M: Um, thank you again for squeezing me in this week. I know it’s been insane the last couple of 

weeks, _____________. So, I just really appreciate you still setting aside this time. 

P#5: Oh, it’s not a problem at all. Can you hear me okay, by the way? I’m on my headphones so 

I just want to make sure. 

M: Yeah! I can hear you great! 

P#5: Okay! Perfect, perfect! 

M: Um, are you guys all still healthy? 

P#5: Luckily, all still healthy. 

M: Okay. 

P#5: Just, uh, you know, taking it day by day. It’s really crazy over here, so…. 

M: Yeah, it seems like it’s…it’s ________________! So! 

P#5: That’s for sure. My goodness, you know what it is, ____________________… 

M: Mmm-hmm. 

P#5: …_____________________. 

M: Yeah, seriously. 

P#5: But, oh goodness! 

M: Oh, goodness. Okay, well, I would love to just jump right in…. 
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P#5: Sure!  

M: …so that you can get on with your work day. 

P#5: No problem. 

M: Um, so, just a couple of things, just a, quick little synopsis of what you already signed. So 

this involves, like, minimal to no risk. The only thing is that if I go to publish it and even if the 

information is de-identified and I’m not including your hospital name or anything like that, um, 

somebody somewhere might be able to identify you. 

P#5: Sure, sure. 

M: Um, you can stop the interview at any time and you don’t have to answer any question if you 

would not like to. And whenever you’re sharing any patient information or stories, just be very 

mindful that, um, you’re considering HIPAA, and making sure no, um, uh, sensitive patient 

information is shared. And, the last thing is, just, to keep in mind throughout this, um, we all 

know that when kids are hospitalized for a long time, they can regress developmentally. But I’m 

talking about, um, kind of those congenital disorders that, and disabilities, that are diagnosed 

prior to hospitalization so things like autism spectrum, Down syndrome, fragile x, fetal alcohol, 

cerebral palsy, all that kind of stuff. 

P#5: Gotcha. 

M: Cool. Do you have any questions for me? 

P#5: Um, I don’t think so. 

M: All right, perfect! So, I also just wanted to give a little bit of background. So, I’ve been in 

pediatrics for 2.5-3 years. And, I’m in St. Louis at Cardinal Glennon. Um… 

P#5: Oh! Are you? 

M: Yeah! ______________? 
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P#5: Uh, _____________! 

M: Yeah! So, ____________! Um… 

P#5: Yeah, that’s awesome! 

M: Yeah! Um, but that’s kind of where my interest in this came from. And a lot of these may 

seem, may be kind of obvious questions. 

P#5: Okay. 

M: But, we don’t have a lot of research in our field so I’m really just trying to get some 

foundational stuff with this. 

P#5: Yeah, there is not a lot of research at all. I… 

M: Yeah. 

P#5: I hear that. 

M: Yeah, so, just preface these questions with that. 

P#5: Great. 

M: All right, so, I know it changes on an everyday basis, on a weekly basis, but I’m curious what 

is your average caseload and about how many kids on that caseload have been previously 

diagnosed with an IDD? 

P#5: So I can say that, my ca-…., my caseload, my caseload completely varies, as I’m sure 

you’re aware. 

M: Mmm-hmm. 

P#5: Um, but what I can say is that my opportunity for caseload, could be, uh, let me just do the 

numbers in my head really quick…. 

M: Mmm-hmm. 
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P#5: …uh…could, um, I cover 3 units and those 3 units are about 68 beds. So, at any point, I 

could get referrals for about 68 patients. But, it, it never actually happens that way. I’d say per 

week, I get about 20 referrals. 

M: Okay. 

P#5: Um, but, I typically see between 4-6 patients a day. Um, and with that, I’d say a quarter of 

the patients per week are diagnosed with, uh, some sort of global developmental delay or 

intellectual disability. 

M: Okay, and you said 4-6 patients per day? 

P#5: Yeah, so I’d say about at least 1 per day, um… 

M: Okay. 

P#5: ….are diagnosed. 

M: All right. And, I’m just curious to hear about your work with these kids. So, let’s just start 

with the goals. Um, what are the goals that you tend to address and do those differ in comparison 

to those that you address with typically developing kids?  

P#5: All right, so first I’ll answer the question about goals. 

M: ‘Kay. 

P#5: So first and foremost, I try to desensitize the environment. So, um, as, I’m sure you’re 

aware, the hospital environment is maybe familiar to these patients but it’s often times not a 

place where the patient wants to be.  

M: Mmm-hmm. 

P#5: Um, so, I try to bring anything that I can. I try to normalize the hospital environment as 

much as I can, and try to bring any experiences that the child may have from outside of the 

hospital inside of the hospital, whether that relates to music or not. 
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M: Mmm-hmm. 

P#5: Um, so first and foremost goals: desensitization to the environment, normalization of the 

environment, um, and then I also just try to address any acute pain, uh, situations that are 

happening. 

M: Mmm-hmm. 

P#5: Um, and then I’d also say that some goals, a-, again depending on the child may, oh we just 

did, I had a whole thing in my head….um, oh goodness, I just had a whole thing in my head and 

it just went out. Definitely desensitization, normalization, pain….and if it comes to me, I, I had a 

whole train of thought. It just went right out the window! 

M: No worries. 

P5: So, um, and then if, do these goals differ? Um, sometimes they do, and sometimes they 

don’t. I think that’s a hard question to answer.  

M: Mmm-hmm. 

P#5: Uh, you know often times, the, the majority of the patients that I see with any type of 

documented uh, disability, are, it’s typically, at least what we have in our health system or at 

least what we have in our documentation is global developmental delay. 

M: Mmm-hmm. 

P#5: And that’s because I work in, primarily in a pediatric ICU. Uh, so we have kids with not 

only just, uh, neurodevelop-, developmental disorders, but also, you know, complete global 

delays. There is no speech, uh, there’s a delay in cognition, there’s a delay in physicality of these 

patients. So for them, oh this is what I was trying to say a goal would really bri-, be to bring 

some sensory stimulation into the room. Um, more often than not, these kids have 
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tracheostomies. They’re being worked up for tracheitis, and with that brings contact droplet 

isolation. 

M: Mmm-hmm. 

P#5: Which just brings social isolation more at the forefront. Um, so I try to bring any 

opportunities for stimulation. 

M: Beautiful! 

P#5: Sorry, that was a long-winded answer! 

M: No, I love it! I love - you gave me so much information, it’s great! 

P#5: Sure. 

M: Um, so, when you think about families, when there are families at the bedside, what is your 

understanding of the impact that hospitalization has on families? 

P#5: From what I’ve heard from, from families is that, um, well fir-, one is that, parents, typical, 

pa-, parents of typically developing children often say they feel they, they are not the parent. At 

least in my experience, they’ve told me that they don’t feel like a parent when they’re here, but 

more like the medical staff is the one who are making decisions and informing them on how to 

make the decisions. Whereas I’ve felt the opposite with um, children who already have an 

underlying, um, uh, condition. 

M: Hmmm. 

P#5: Such as autism or a global developmental day. They really feel like they have a say. At least 

this is what, the, the people in my hospital have told me is that they feel like they have a say 

because they’re already so used to being able to advocate and address any issues for their child 

that they feel comfortable doing so in the hospital. 

M: Mmm, that makes sense. 
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P#5: So, it, it, that’s a little bit of a different thing that I’ve seen between, um, and, and it’s 

interesting because I’ve often felt as though those families are more willing to take part in care 

for their child. Where, whereas parents who may not be used to the hospital environment may 

just want the medical professionals to do all the touching and the changing and the, the what may 

have you. Whereas, the, um, child with a global developmental delay for example, who’s often 

hospitalized, they’re very used to the medical equipment, medical environment, and ready to just 

go in and go there. But, I’ve also had some parents who have said, you know, certain medical 

professionals don’t understand the complex medical needs of my child. And, especially, we’re in 

a teaching hospital, um, that’s something that has to be taught and taught and taught over again 

to new professionals constantly. 

M: Mmm-hmm. 

P#5: I’m kind of contradicting my statement, but it’s, it’s a mix of both. 

M: Yeah. 

P#5: Um, but I would, I would say in, in, in terms of music therapy, I have found that, um, when 

parents find out that there’s a music therapist on staff, um, more often than not, when there’s a 

child with special needs, they readily seek out that service. 

M: Awesome. 

P#5: Yeah. 

M: And, that understanding comes from the parents and comes from your personal experiences; 

does it come from anything else? 

P#5: Um, no, I can only say that’s from personal experience. 

M: Okay. Um, when families are involved in sessions, what kind of goals are you working on as 

a family unit, if any?  
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P#5: Um, really I am just trying to again, desensitize what could be hindering bonding and 

connection. And really trying to break that barrier of, what a med-, what a sterile, medical 

environment could be. 

M: Okay. 

P#5: And bringing it more to, what, how, how can we make it more home-like. Um, so, I really 

try to involve the pa-, the families in all aspects of care. And, you know, my experience is that I 

don’t often get to work with siblings in our ICU.  

M: Right. 

P#5: Our um, age limits are four-, uh, children under the age of 14 that are visitors can’t come in 

to our ICU. So I don’t often get a chance to, to involve them in sessions, but I do get a chance to, 

to involve any, um, any family members that may be there, whether that’s, um, biological 

parents, whether that’s adoptive parents, whether that’s aunts and uncles of, of children, cousins, 

what have you. Um, we also have a very large community of, of, uh Jew-, of children who are 

Jewish and who have a very large support system. So even if the family members are not able to 

be there, there’s always a volunteer that’s able to stay with the child. And I try to involve them as 

much as possible too for them to have a more gratifying experience while they’re, while that, 

um, child is in the hospital. So I, I try to involve as much as possible. But I’ve found with um, 

some of my families that I have known for many years, that they also take this as an opportunity 

for them to take a break. 

M: Mmm-hmm. 

P#5: And they have learned to trust me as the clinician. And we’ve built such a rapport that they 

find that they’re able to step asi-, step away from their child to be able to shower, to be able to 
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get a cup of coffee, to be able to go and make a phone call, um, that’s something that I’ve 

noticed as well with families. 

M: Definitely. And, does that differ in comparison to typically address, typically developing 

kids? 

P#5: Um, that is a great question. I…oooh, does it differ? I don’t know if it do-, I don’t know if it 

does! 

M: Okay! 

P#5: Yeah, at, at least in, a-, again I can only speak from my experience. And I think it’s unique 

in my experience that I’ve been able to follow some of these children for 6, 7 years. 

M: Mmm-hmm. 

P#5: Um, so I, I find that….yeah no, I think I’m gonna stick to my original answer that I don’t 

know if there’s much of a difference. 

M: Beautiful! Love it, and you’re not alone in that so don’t think that you’re wrong of any kind. 

So. 

P#5: I know I’m like ooh, that’s an interesting question! 

M: Um, awesome! So, when you’re working with kids with IDD in a music therapy setting, how 

do you think staff perceives your work with the kids and the families, like any comments or 

reactions or anything? 

P#5: I’ve found that a lot of my work gets validated when I am working with kids who are um, 

who do have some underlying diagnosis. Um, you know often times when nurses part-, I can 

speak particularly to nurses. When nurses are doing their intake assessment, and they’re, you 

know, going through the whole gamut of questions with the family, one of the things that um, is 

asked is what are some leisure activities or what helps this child to cope well. Um, and if they 
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mention music then I either get an electronic referral or it gets mentioned to the Child Life 

Specialist who I work with very closely, or the nurse will just call me, um, and let me know that 

there is a child that, that does have autism or does have a global developmental delay, but their 

parents have spoken on how they love music. Um, from there, I’ll usually take that referral and 

try to dig a little bit deeper of course and find out what medical issues are going on, what, what is 

our, our pain understanding, all of that kind of stuff. Um, but I think the perceptions, I think 

when I first started there was a lot of countertransference. And I was thinking like, goodness 

gracious, these people are probably thinking what is this girl doing in this room? And, you know, 

does she, do I feel like, do people think I'm wasting my time because I am in these rooms? And 

I’ve found through my practice that I’ve been able to advocate more because there is such, so 

much more of a need for these children, because they’re not able to communicate in a way that 

you or I would, or they’re not able to, uh, uh, you know, understa-, they may not be able to 

understand as well as a typically developing child what is happening in their environment. Um, 

so I think perceptions have changed through advocacy. 

M: Beautiful. And, do any like, specific comments or reactions that you’ve gotten from staff 

come to mind right now that you might be willing to share? 

P#5: Um, I don’t know if I can have exacts. 

M: That’s okay! 

P#5: But like, I can, I can remember, there’s one specific child in mind that, like I said, I’ve 

been, I’ve been working with since the day that she was born, and that’ll be coming up on 7 

years. And any time that we have, that we have a music therapy session, the nurses are often 

commenting on how happy she is, on how willing she is to participate because she’s often not 

willing to participate in any of her care, um, without, you know, completely decomposing. 
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M: Mmm-hmm. 

P#5: Um, how her family just seems to, you know, get up off the couch and come near the, their 

child and, and participate more in their care. That, that’s one thing that I can, um, that I can say 

that I’ve heard from nurses. 

M: Awesome. Love it! 

P#5: Yeah! 

M: All right, so, how often each week are you able to facilitate sessions with a child with IDD? 

P#5: I’d say if not once a day, I’d say maybe…it’s, it’s typically at least once a day. You know, 

half of our ICU are, we also have a re-, rehab facility, uh, a sub-acute rehab facility for 

neurologic disorders um, children who were born prematurely that have anoxic brain injuries, we 

have those children come to our hospital. They’re usually filled, they usually fill at least a quarter 

of our ICU. 

M: Mmm-hmm. 

P#5: And those are a lot of the refer-, self-referrals that I make, but they’re also a lot of referrals 

that I get from our Child Life specialists and nurses.  

M: ‘Kay. 

P#5: To put a number on it, it, it’s, it’s hard to say, but I, I would say, again like, a quarter of my 

work, a quarter to a half of my workload is that, is, is that population of children who are 

diagnosed with IDD or some sort of global developmental delay. 

M: Beautiful. And I, I’m not sure if, um, let me re-phrase. 

P#5: Sure. 

M: So, in terms of frequency… 

P#5: Okay. 
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M: ….of how often you see a single patient like, once per week, twice a, twice per week, three 

per week? 

P#5: Oh, gotcha. 

M: What do you think? 

P#5: Um, it all depends on what my caseload looks like, because I am in an acute medical 

facility. 

M: Mmm-hmm. 

P#5: So it, it depends on need. Um, but at least, at least twice a week. 

M: Okay. And, do you think that that frequency is adequate in helping them reach their goals? 

P#5: Um, no. I think that it would be beneficial to have music therapy probably, probably 3 times 

a week. 

M: Beautiful. And, I know you said it depends on need, is that the same, different than typically 

developing kids? 

P#5: Um, no I think, I think the need is greater for… 

M: ‘Kay. 

P#5: …children who are diagnosed with, with IDD. Um, I, like I said before, you know there’s a 

typically developing child who’s able to, who may be able to process the hospitalization better… 

M: Mmm-hmm. 

P#5: Or easier. 

M: Mmm-hmm. 

P#5: Um, whereas a child with an underlying IDD diagnosis, may, may not. 

M: Awesome. So, it sounds like you might see those kids at a higher frequency some da-, some 

weeks, some days? 
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P#5: Yes. 

M: Okay. All right, so you made an awesome statement about how perceptions have changed 

through advocacy. 

P#5: Mmm-hmm. 

M: And, I, one of my questions that I’m just asking everybody is about confidence level in 

working with these kids and families. So, how has your confidence grown or not grown or stayed 

the same, um, since you first started working with hospitalized kids with ID/DD?  

P#5: So I, I think I'm in a unique situation. 

M: Mmm-hmm. 

P#5: So I have, um, so I’ve been working at the acute medical facility for _____ years. 

M: ‘Kay. 

P#5: But prior to working at that facility, I worked at a, at the same sub-acute facility that I had 

mentioned earlier. 

M: Oh okay. 

P#5: Um, so I’ve actually had more experience working with children with an underlying 

diagnosis specifically within a medical setting. 

M: Okay. 

P#5: Um, so I found that, it was already a comfortable uh, setting, or comfortable population for 

me to work with. And I feel like it’s only, with experience, it’s only become more strengthened. 

M: ‘Kay. And, do-, are there any certain areas where you wish there was more training 

available? 

P#5: Yeah! I think, I, I think that, you know, there’s such a unique, there’s such a uniqueness of 

this field, because not only is it, you know in a medical setting, I’m sure you know this, it’s very 
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different than if say, you’re working in a school or you’re working in a center that has um, 

appointments or times specialized for, I’m thinking, I’m thinking if it’s like a, uh, 

__________________ um, where you have your appointment for music therapy at 2 o’clock, or 

Nordoff Robbins, you have your appointment at 2 o’clock, you come in, you have your half an 

hour, 45-minute session and then you leave. 

M: Mmm-hmm. 

P#5: As music therapists in a hospital setting we’re often, you know, going door to door and, 

asking if they would like to be provided with this service. Um, and then, so sorry again, I lost my 

train of thought. What was the question again so I can better answer? 

M: Yeah! Certain areas where you wish there was more training? 

P#5: Oh, yes, so, I think, the medical setting is so unique in that you have to sell yourself and 

you have to go door to door, that I think more training could be used um, specifically because it’s 

not like the parents are seeking this out, it, it’s you having to then additionally be able to 

advocate for the services that you’re providing. 

M: Mmm-hmm. 

P#5: Um, but not only that, it’s so different than if this child was in their regular environment. 

They’re now in a completely different environment, which brings a different need and a different 

skill set and, and a different frame of mind when you’re working with these patients. So, I 

definitely think that additional training could, should be provided. 

M: Perfect. So, I just heard maybe like, in terms of a pitch or like, seeking out families, that 

could be an area where we could be more focused on? 

P#5: Definitely. 
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M: ‘Kay. All right. And, would you be willing to share a specific example or session story, 

maybe it happened recently, maybe it was one you walked away from feeling really good about, 

um just something so we can gain a better understanding of this work? 

P#5: Sure! Um, an-, just anything, in particular or…? 

M: No. Just, any specific session story with a kid with IDD. 

P#5: Um, sure. So I work often with…I’m not going to use the one that I’ve been talking about. I 

have a patient who ha-, is diagnosed with developmental delay. 

M: Mmm-hmm. 

P#5: And that’s, that literally is what the chart says. Um, he does live at home but has many 

other siblings that are typically developing. Um, and when he is at the hospital, he is often here 

alone. 

M: Mmm-hmm. 

P#5: Um, because, just because of, mom is a single mom and she’s taking care of other children. 

Um, but he is often hospitalized um, with conditions that pre-, that make him have to be on 

contact droplet isolation. So he’s not often able to get to the playroom or uh, socialize. But, all 

that he does when he is speaking, is sing. 

M: Oh – I love it! 

P#5: So he loves to sing. That’s how he communicates. Everything is in, through song. You can 

tell that everything, he relates everything to music. So all transitional songs, he teaches me now 

because he’s learned them from school. Um, but one thing that we’ve been working on a lot is, 

because he craves socialization and just like that reduction of isolation, he gets very upset when 

anyone tries to leave the room. 

M: Mmm. 



 

	

173	

P#5: So, we have now, I think one of my best success stories with him was that, he learned the 

song “Rock-A-Bye Baby”. He had heard that once. He loved that song, and we have now used 

that to help him transition better when, um, any medical professional needs to leave the room. He 

now understands when we say all right we’re, instead of saying good-bye, we’re going to sing 

“Rock-A-Bye Baby”. And he takes his blanket, he curls up in his bed, and he closes his eyes, and 

he understands that that’s means someone‘s leaving. And then we usually set him up with 

another coping tool, such as putting on his favorite show or bringing him um, like a transitional 

object that he’s able to have, um, for when people leave. So I think that’s been something, 

especially because he is a frequent flyer. He’s been coming to our hospital for years, um, and, let 

me tell you, this kid if, if you tried to say good-bye to him, he would completely decompensate 

and cry and try to pull out his lines and start to kick and throw. Um, he’s often on constant 

observation because of his tantrums and the, his behavior. Um, so music really helps to, to bring 

that transition for him. 

M: Ugh, I love that. 

P#5: Yeah! 

M: That’s amazing, good work! 

P#5: Yeah! Thank you! 

M: All right, so my overall question for this study is, um, what I’m going to be asking you now. 

So, overall how do you think music therapy impacts hospitalized kids with IDD and their 

families?  

P#5: I think it brings a unique, I think music therapy brings a unique aspect of care to, um, to the 

healthcare, uh, to healthcare for a child with special needs. 

M: Mmm-hmm. 
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P#5: I think it’s something that can be completely personalized, completely person-centered or 

family-centered. Um, it provides an opportunity for sensory input and for outlet. Um, and it also 

just provides the normalcy and also just, this is the one thing that I think sometimes music 

therapists can get a little away from, but it really just brings some aesthetic beauty into a place 

that’s so incredibly sterile. Um, so I think, even on the most basic level of just so-, like a child 

with special needs who likes music, that’s something that we should be able to then provide. 

There’s no reason why that child then can’t receive something that brings them joy. 

M: Mmm-hmm. 

P#5: So, yeah. 

M: I love that. You are the first one to mention the aesthetic beauty. I love it. 

P#5: Oh! I’m so glad. 

M: All right so, just as a final note, is there anything else that you would like to share about this 

kind of work or is there anything that I haven’t asked that I should’ve asked? 

P#5: Um, no. I think that was everything. 

M: Beautiful. Well that’s all I had! 

P#5: Awesome! 

M: Yeah, it’s been taking…. 

P#5: I’m so excited for this to come out! 

M: I am too! I mean, it’s been taking shorter than an hour, but I just like to set aside that time just 

in case. 

P#5: Absolutely. 

M: Um, we-, I, thank you again for participating. And I’ll be sending a follow-up email here in a 

couple of days. Um, just, in it, it will also say that if you would like a copy of the results when 
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they’re all finished, just let me know and I’m more than happy to send them on to you so you can 

know what you’ve been a part of. 

P#5: Oh, I would love that. That’d be great. I would love to hear…. 

M: Awesome. 

P#5: I would love to hear what other people have to say too. That’s, that’s wonderful. 

M: Yeah, beautiful! And, yeah so, good luck with the rest of your day. Stay safe over there. 

P#5: Thank you! You as well. 

M: Yeah! Thank you! Um, and I will, you’ll be hearing from me soon! 

P#5: All right, sounds good. Thanks so much! 

M: Thank you! 

P#5: All right, bye. 

M: All right, bye. 

 

 
	


