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ABSTRACT 

DIANA EARLY 

A FAMILY-DERIVED FRAMEWORK OF THERAPY SERVICES FOR CHILDREN 
WITH DOWN SYNDROME 

 
MAY 2015  

 The purpose of this qualitative study was to develop a family-derived framework 

of therapy services for children with Down syndrome. The researcher used semi-

structured interviews to obtain parental perceptions of therapy services for their children 

with Down syndrome. Seventeen parents and eight therapists took part in individual and 

focus group interviews. Interviews allowed for exploration of elements that affected 

parent satisfaction and roles that parents perceived they played in their children’s therapy 

services. Parents discussed the advantages and disadvantages of the settings, models, and 

service delivery methods; furthermore, they described emotions and factors that affected 

their perceptions of their children’s therapy services.  

 Parents perceived the experience of having a child with Down syndrome as a 

journey in which they faced many unknowns. They valued service provider behaviors 

that are characteristic of family-centered care. Parents valued communication and their 

relationships with their children’s therapists.  Perceiving themselves as advocates for 

their children, parents also recognized the roles they had as learners because they 

expected therapists to teach them what to do with their children with Down syndrome.  
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In general, parents valued a higher frequency of therapy services and choices in therapy 

providers. Although parents wanted therapists to practice principles of family-centered 

care, they did not necessarily see themselves as the experts on their children. Therefore, 

service providers, researchers, and professional organizations may need to re-examine the 

definition of expert in the practice of family-centered care.  

 Because families’ needs and preferences varied according to their unique 

situations, a single, accurate framework of therapy services could not be developed from 

this study. Nevertheless, this qualitative study addressed a gap in the literature related to 

parental perceptions of therapy services for children with Down syndrome. After 

analyzing the parents’ and therapists’ interviews, the researcher was able to offer 

recommendations and clinical applications for service providers. Information gained from 

parents in this study will serve to improve the quality of therapy services that children 

with Down syndrome receive. The perspectives obtained from parent and therapist 

interviews establish a basis for development of a framework of family-centered therapy 

services in the future.  
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CHAPTER I 

INTRODUCTION 

 Family-centered health care originated in the last half of the twentieth century and 

has since grown to become a guiding principle of pediatric health care in the twenty-first 

century. Prior to the 1940s, parents of children with physical or intellectual disabilities 

were considered unqualified to care for their children. Consequently, many parents 

relinquished their parental rights and placed their children in institutions where medical 

professionals made all the decisions about their children’s care. Between 1940 and 1960, 

parent advocacy groups emerged and began to question the traditional methods of 

managing children with disabilities. Gradually a transition took place, and parents began 

to make more decisions about health care for their children with disabilities (Rosenbaum, 

King, Law, King, & Evans, 1998). Families of children with Down syndrome represented 

one group affected by this change of philosophy.   

 Down syndrome, a condition caused by the presence of additional genetic 

material on chromosome 21, affects children and families of all races and ethnicities. 

According to the World Health Organization (WHO), the incidence of Down syndrome is 

from 1 in 1,000 to 1,100 births worldwide (Genes and Human Disease, 2014). Each year 

in the United States, approximately 6000 children are born with Down syndrome with an 

estimated prevalence of Down syndrome in the United States of 25% to 40% (Presson et 

al., 2013). Children with Down syndrome can have various impairments including joint 
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hypermobility, intellectual disability, an increased risk of congenital heart disease, and an 

increased risk of leukemia (Committee on Genetics, 2011). Additionally, they usually 

exhibit a decrease in muscle tone throughout their bodies (O’Keefe, 2012). According to 

the American Academy of Pediatrics, pediatricians should inform parents about early 

intervention services as soon as their child is diagnosed with Down syndrome 

(Committee on Genetics, 2011).  

In the United States, children may receive occupational, physical, and speech-

language therapy services from a variety of providers during the course of their 

development (Ideishi, O’Neil, Chiarello, & Nixon-Cave, 2010). Figure 1 is a simplified 

schematic that shows possible therapy options for children with Down syndrome or other 

special needs in the United States. While the structure of this model may vary from one 

state to another and within a single state, the labels in Figure 1 apply to the Dallas-Fort 

Worth area of Texas.   

 

Figure 1: Services schematic.  
PPCD = Preschool Program for Children with Disabilities 
ECI = Early Childhood Intervention 
 



3 

 Direct therapy involves a therapist working one-on-one with a child. In the 

medical model, direct therapy is the primary means to provide care for children with 

Down syndrome regardless of the setting. In the educational model, direct therapy may 

happen in or out of class. Therapists provide consultative services by assessing children 

in their educational environments and then instructing the teachers or classroom 

personnel in how to carry out specific interventions within the classroom. Therapists may 

periodically update the interventions or clarify activities for the educational personnel; 

however, therapists do not perform “hands-on” therapy with the child (Cole, Harris, 

Eland, & Mills, 1989; Effgen & Klepper, 1994). Early intervention services may include 

direct or consultative physical, occupational, or speech-language therapy along with 

educational services. 

 Children with Down syndrome frequently participate in therapy services in a 

single setting or in multiple settings concurrently at various points in their childhood. For 

instance, a school-aged child with Down syndrome may receive consultative speech-

language services in school, but their parents may also elect to have occupational and 

speech-language therapy services on an outpatient basis to supplement school-based 

therapy. Some children transition from one therapy setting to another as they age and 

may eventually discontinue formal habilitation intervention. Physical therapists 

frequently discharge children with Down syndrome when they can run and jump, which 

may occur before children begin school (Martin, 2013). 
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 The complexity of intervention services for children with disabilities is due in part 

to the fact that a child’s condition may impair his ability to participate at home, at school, 

or in both environments. If a child has medical conditions that impair his ability to 

participate in his home environment, the impairments may have no direct impact on the 

child’s ability to participate in an educational environment. In such a situation, the child 

would receive intervention services within the medical model of health care. Frequently, 

a child meets the criteria for therapy services in the medical model but does not meet the 

criteria in the educational model. For instance, if a child has a sprained ankle, he might 

receive therapy in an outpatient clinic to address muscle weakness and pain; however, if 

the child is able to use crutches at school, he would not qualify for school-based therapy. 

This injury is temporary, and, theoretically, if a child can navigate his school 

environment, then the condition does not impair his ability to obtain an education. In an 

educational model, the objectives and goals of therapy must support a child’s ability to 

obtain an education. For instance, a child who needs to learn to use a power wheelchair to 

navigate his school campus may qualify to receive physical therapy services at school. 

Although the criteria to receive services may vary according to the model of therapy, 

some principles apply across all models and settings. 

 Providers in all therapy models have begun to recognize the value of family-

centered care and are implementing family-centered care in therapy services for children 

(Schreiber, Benger, Salls, Marchetti, & Reed, 2011). Law et al. (2003a) defined family-

centered care as a philosophy and method of service delivery for children with special 
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healthcare needs. This approach is based on the following principles: (a) parents are the 

experts on their children, (b) all families are different and have unique circumstances, and 

(c) a child functions best when he or she is in supportive family and community 

environments. Principles guiding family-centered care include parents’ ideas about how 

involved they wish to be in making decisions for their child with special needs. Parents 

have ultimate responsibility for the care of their child; therefore, they need service 

providers to include them in the plan of care for their child with special needs.  

Service providers who effectively engage in family-centered care demonstrate a 

number of specific behaviors. These behaviors include respecting families’ values, 

listening to their concerns, supporting their beliefs, and communicating with caregivers. 

In addition, therapists who practice family-centered care trust parents and provide 

individualized programs for each child while they assist with decisions regarding a 

child’s care. Rosenbaum et al. (1998) suggested that service providers help parents 

identify the strengths and needs of each child. Family-centered care involves a 

collaborative partnership between therapists and families to establish goals for a child’s 

interventions. Therefore, in developing a plan of care, service providers consider the 

needs and coping techniques of family members. In addition, therapists can inform 

parents about resources in the community to support the family and their child. 

(Rosenbaum et al.)   

Research has shown that family-centered care results in high levels of parent 

satisfaction with therapy services (Carrigan, Rodger, & Copley, 2001; King, Law, King, 
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& Rosenbaum, 1998; Palisano, 2006). In a qualitative study of occupational therapy 

services, parents reported that satisfaction with their child’s care resulted from the way 

that therapists provided information and the manner in which therapists interacted with 

them (Carrigan et al., 2001). Parents who believed that their child’s care was 

individualized also reported higher levels of satisfaction (Caro & Derevensky, 1991). 

These therapist behaviors are elements of family-centered care. Van Riper (1999) found 

that mothers of children with Down syndrome were satisfied with their service provider 

relationships when their providers practiced the principles of family-centered care. In 

order for this type of care to occur, both parents and healthcare professionals need to 

understand the concepts of family-centered care (MacKean, Thurston, & Scott, 2005).  

 Because family-centered care leads to greater parent satisfaction (Carrigan et al., 

2001; Law et al., 2003b; Palisano, 2006), King and associates suggested that therapists 

strive to make family-centered care a core principle of their practice (1998). Healthcare 

professionals who understand which elements of therapy parents value most can be more 

effective in their provision of family-centered care. If parents do not perceive that 

therapists are practicing the principles of family-centered care, then providers are not 

succeeding in implementing those principles.  

Statement of the Problem 

 Previous studies have examined parents’ perceptions of family-centered therapy 

for children with cerebral palsy (Christy, Saleem, Turner, & Wilson, 2010; King et al., 

1998). However, children with Down syndrome have different therapy needs. As a result, 
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research about parental perceptions of family-centered care for children with cerebral 

palsy may not generalize to the population of children with Down syndrome. A limited 

number of qualitative studies describe parental perceptions of therapy services for 

children with Down syndrome. Therefore, a need exists to determine whether parents’ 

perceptions of their children’s therapy services are consistent with the intentions that 

therapists have when they aim to implement family-centered care. 

Purpose of the Study 

 The primary purpose of this study was to develop a family-derived framework of 

therapy services for children with Down syndrome. To achieve this purpose, the 

researcher used semi-structured interviews to obtain descriptions and parental perceptions 

of therapy services their children with Down syndrome received with respect to models, 

settings, and service delivery types. 

 The research questions were as follows: 

1. What do parents expect from their children’s therapy services?  

2. Did therapy services meet parents’ expectations?  

3. What factors influence parents’ satisfaction with their children’s therapy 

services? 

4. What role do parents perceive they have in their children’s therapy services?  

5. What do parents value most about therapy services for their children? 
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Definitions 

  The following italicized words are important terms that are operationally defined 

in this chapter. During this study, parents talked about their children at different life 

stages and the intervention services that their children received. Parents used the terms 

infant, preschool-aged, and school-aged when referring to general time periods in their 

children’s lives. An infant is a child who is less than a chronological age of 12 months. A 

preschool-aged child is a child in preschool, who ranges from three years of age to less 

than five years of age. School-aged children attend public or private school, including 

kindergarten, but not preschool. These children range in age from 5 to 21 years.   

The following operational definitions were used in this study regarding the 

intervention context and services the children with Down syndrome received. As 

described in Figure 1, therapy may be provided in the early intervention, educational, or 

medical models. The early intervention model is a state-and federally-funded program 

that provides free evaluations and assessments to infants and children from ages zero to 

three who have been identified to have developmental disabilities or delays. Infants and 

children who meet specific criteria may receive therapy services free of charge or on a 

sliding scale basis. Although a physician is the typical referral source, family members, 

teachers, or parents themselves can request an evaluation in the early intervention model. 

In Texas, this program is called early childhood intervention (ECI), and a variety of 

agencies provide therapy services in different parts of the state (What is ECI?, n.d.).  



9 

In the educational model a child receives services because he or she has 

impairments that affect his or her participation in school. Therapy provided in the 

educational model is considered a “related service” and should contribute to the child’s 

ability to obtain an education. Interventions are focused on educational goals and 

ensuring a child can function in the school environment. These interventions may include 

a variety of services that preschool-aged and school-aged children can receive when they 

attend school (Effgen & Kaminker, 2012). The Preschool Program for Children with 

Disabilities (PPCD) is the Texas name of the program that ensures children ages 3 to 5 

have access to free and appropriate education as required by the Individuals with 

Disabilities Education Act (IDEA) (Individuals with Disabilities Education Act, 2004). 

Children who receive ECI typically transition into PPCD through the referral process that 

is required to begin at least 3 months prior to a child’s third birthday (Preschool Program 

for Children with Disabilities, n.d.)  

The passage of Public Law 94-142 (Education for All Handicapped Children Act, 

1975) mandated that all children from ages 6 to 21 had the right to receive a “free and 

appropriate education.” In states where public education is available to children at 5 years 

of age, five-year-old children are included in this mandate. School systems in each state 

and district interpret this law differently (Effgen & Kaminker, 2012). Within the 

educational model, parents frequently talked about their children’s “ARD,” which is an 

acronym for admission/review/discharge. The ARD is a school system process in which 

parents and school personnel meet to decide on appropriate goals and expectations for 
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children receiving school-based therapy services. This meeting typically happens twice a 

year and is intended to provide parents with an update of their children’s progress in 

therapy (Effgen & Kaminker).  

 In the medical model, a child receives services because he or she has impairments 

that affect his or her participation in the home or the community. A physician or nurse 

practitioner typically writes a prescription for services, and parents can opt for their 

children to receive therapy in the setting of their choice. In the case of children with 

Down syndrome, medical model settings include home health and outpatient clinics. 

Home health therapy includes services that a child receives in the home or occasionally 

in another setting the parents select, such as a daycare or preschool. Outpatient therapy 

means that a child goes to a particular site outside the home for therapy services. 

Sometimes outpatient therapy clinics are affiliated with hospitals, and sometimes they are 

stand-alone facilities or private practices.  

 Therapy setting refers to the place where a child receives therapy. Settings may be 

in a child’s home (via ECI or home health), preschool (via PPCD or home health) or 

school, outpatient clinic, or in a place of the parents’ choosing, such as their child’s 

daycare facility (via home health). 

 The remaining operational definitions are related to service providers and the 

specific services that children with Down syndrome receive across all intervention 

models and settings. Service providers include individuals or organizations that provide 

therapy services (Figure 1). For the purpose of this dissertation, these individuals include 
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physical and occupational therapists and speech-language pathologists. Organizations 

include health care facilities or agencies made up of these licensed individuals in addition 

to unlicensed persons. Therapy services include physical, occupational or speech-

language therapy services that children receive. Physical therapy for children targets 

development of gross motor skills and functional mobility within their environments 

(Practice Committee of Section on Pediatrics, 2009). Occupational therapy helps children 

engage in their daily activities or “occupations.” The occupations of children include 

learning, playing and interacting with others (American Occupational Therapy 

Association, 2014). Occupational therapists may address fine motor skills in children 

with Down syndrome. When working with infants, physical and occupational therapists 

often overlap in the types of activities that they do with the infants. Speech-language 

therapy for children can target a variety of different realms. Speech-language pathologists 

are trained professionals who evaluate speech and language development and may treat 

any disorders detected (American Speech-Language-Hearing Association, 2014). In 

addition to language, they may work with individuals who have problems with 

swallowing and assist with developing oral motor skills in children. Speech-language 

pathologists may continue to work with older children on the social, cognitive, and 

articulation aspects of language. Articulation refers to a how a child forms his or her 

speech sounds (American Speech-Language-Hearing Association, 2011). Speech 

pathologists may provide articulation therapy to children with Down syndrome to allow 

them to be more intelligible in their verbal interactions with other individuals.  
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 Home exercise program or home program may include a set of exercises or 

activities that a therapist might give a family to do with their child in the home setting. A 

home program is one way that therapists can engage parents in their child’s therapy in all 

models and settings (Hinojosa & Anderson, 1991).  

Assumptions 

 The following assumptions were made as part of this study:  

1. Parents accurately recalled and shared their experiences with and perceptions 

of their children’s therapy services. 

2. Parents honestly shared their experiences and perceptions of their children’s 

therapy services. 

3. Parents provided a sufficient level of detail concerning their children’s 

therapy.  

4. The interviewer was sufficiently equipped and skilled to conduct the 

individual interviews and to facilitate the focus group interviews. 

5. The translator for the interview in Spanish understood and translated the 

researcher’s and parent’s words accurately. 

Limitations 

The following limitations may have influenced the findings of the study: 

1. Parents of older children may have had limited recall of specific 

characteristics or instances of their children’s therapy services.  
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2. Parents who had older children may have experienced a change of perspective 

about their children’s therapy services over time. Therefore, the perceptions 

they described at the time of the interviews may not have exactly reflected the 

feelings that they had when their children were younger.  

3. Because the researcher performed purposive sampling, the findings of this 

study may have limited generalization to a broader population.  

4. One hospital-based clinic (with several locations) was the service provider for 

13 of 15 of the study participants’ children; therefore, a bias may exist toward 

the organization and the therapists who work there.  

Significance of the Study 

With an increased number of women delaying childbirth until after age 40 (Resta, 

2005) and the higher risk of Down syndrome that occurs with increased maternal age 

(Presson et al., 2013), the number of families who have children with Down syndrome 

will increase. Results from this study will help therapy service providers better meet the 

needs and expectations of families of children with Down syndrome. Furthermore, this 

study will provide program development ideas for children with Down syndrome where 

gaps in their care may currently exist. Because individuals with Down syndrome have a 

longer life expectancy than they have had in past decades (Presson et al.), healthcare 

providers have opportunities to help children and adults with Down syndrome increase 

their participation in society. This study suggests ways to improve the quality of services 

for children with Down syndrome throughout their development. In an increasingly 
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competitive healthcare environment, healthcare providers have a need to ensure that they 

are meeting the expectations of the families they serve (Cohen, 1999). Family-centered 

care is one way that therapists can promote parent satisfaction and meet parental 

expectations for their children’s care (Jeglinsky, Autti-Rämö, & Carlberg, 2012b; King et 

al., 1998; Law et al., 2003b; MacKean et al., 2005;). This study will evaluate how well 

therapists currently succeed at practicing family-centered care and identify ways that 

service providers can improve their application of family-centered care principles in 

therapy services for children with Down syndrome.  
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CHAPTER II 

REVIEW OF THE LITERATURE  

 The primary purpose of this study was to develop a family-derived framework of 

therapy services for children with Down syndrome. To achieve this purpose, the 

researcher used semi-structured interviews to obtain descriptions and parental perceptions 

of therapy services their children with Down syndrome received with respect to models, 

settings, and service delivery types. 

 The research questions were as follows:  

1. What do parents expect from their children’s therapy services?  

2. Did therapy services meet parents’ expectations?  

3. What factors influence parents’ satisfaction with their children’s therapy 

services?  

4. What role do parents perceive they have in their children’s therapy services?  

5.  What do parents value most about therapy services for their children? 

 The above research questions contributed to the basis of the literature review 

included in this chapter. Topics covered in the literature review are a reiteration of the 

principles of family-centered care along with general information about therapy services 

and interventions for children with Down syndrome. Following discussion of 

interventions for children with Down syndrome will be a discussion of quality evaluation 

in healthcare services and its relationship to family-centered care. The next section will 
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include research related to parental perceptions of therapy services followed by 

discussion of literature surrounding therapists’ perceptions of therapy services for 

children with special needs. The researcher will then offer comparisons of parents’ and 

therapists’ perceptions of services. Finally, research about parental perceptions of caring 

for children with Down syndrome will be presented at the end of the chapter.  

Background Information 

 Down syndrome results from a duplication of genetic material on chromosome 

21. The condition results in a number of impairments that can contribute to 

developmental delays in children. These impairments can include a decrease in muscle 

tone, joint hypermobility, heart defects, and intellectual disability (O’Keefe, 2012). 

To minimize the functional limitations that may result from these impairments, children 

with Down syndrome may receive physical, occupational, and speech-language therapy 

services at any point in their infancy, childhood, or adolescence. Children with Down 

syndrome may receive several therapy disciplines in a number of settings during the 

course of their development. They may receive physical therapy services until they begin 

ambulating, running, or jumping (Martin, 2013). However, speech and occupational 

therapy services typically continue into their school years with speech therapy services 

extending beyond occupational therapy (Blondie, therapist interview 2; Marion, therapist 

interview 3). Public Law (P.L.) 99-457 (Education of the Handicapped Act Amendments, 

1986) and P.L. 102-119 (Individuals with Disabilities Education Act Amendments, 1991) 

mandated that early intervention services for children with special needs be provided in a 
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coordinated fashion by all disciplines (Chiarello, 2012). Research related to early 

intervention for children with Down syndrome demonstrates the positive impact that 

these services can have on their development.  

Developmental Outcomes in Children with Down Syndrome 

 The following section will summarize research about the effectiveness of 

multidisciplinary therapy interventions for children with Down syndrome. Both 

longitudinal research about early intervention and studies about specific intervention 

techniques will be included in this section.  

 Early intervention services for children with special needs began in the 1970s; 

however, children who received these services had a variety of different diagnoses and 

varied physical characteristics. Therefore, comparing outcomes for children with such a 

wide range of impairments was difficult. Connolly and Russell (1976) reported the results 

of an early intervention program implemented in the 1970s when federal legislation 

initially mandated habilitation for children with physical or cognitive impairments.  

Connolly and Russell presented outcomes specifically about children with Down 

syndrome and therefore helped identify specific approaches that could be effective for 

these children. Although most research about developmental outcomes at the time was 

cross-sectional, Connolly and Russell conducted longitudinal research about the 

effectiveness of early intervention programs at the University of Tennessee’s Child 

Development Center in Memphis. This program involved children receiving direct 

therapy and their parents receiving education about home activities for their children. 
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Forty children were part of the original group who received program services. The 

intervention program included infants and toddlers ages 18 months to three years old. 

Parents brought their children to the center for half-day sessions for 10 weeks in the fall 

and the spring. In the winter and the summer, parents were responsible for carrying out 

home programs, and program personnel regularly visited in the children’s homes. Group 

sessions included interactive therapy time with parents and children as well as direct 

education time with a nurse and a social worker teaching the parents. Children with 

Down syndrome who received the early intervention services attained, on average, gross 

motor developmental milestones earlier than children who did not receive services. 

Fishier’s report of the average age of milestone attainment for children with Down 

syndrome was the comparison the researchers used in their analyses (Fishier, Share, & 

Kock, 1964). The authors attributed the relatively accelerated achievement of motor 

milestones to the intensive motor and sensory interventions that the children in the 

program received (Connolly & Russell). 

Connolly, Morgan, Russell, and Richardson (1980) provided a second report on 

the long-term outcomes of children with Down syndrome who had received early 

intervention services at the Child Development Center in Memphis, Tennessee. The 

follow-up, which took place five years after the initial intervention, focused on the 

children’s cognitive and physical abilities after completion of the intervention. After 

analysis of the outcomes, researchers suggested that the children who received the 

interventions performed better in cognitive and physical development tasks than children 
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who did not receive these services. Although Connolly and associates (1980) 

acknowledged that genetic factors definitely played a role in the outcome differences, the 

authors suggested that early intervention could positively influence outcomes such as 

physical development. (Connolly et al.) 

 Connolly, Morgan, and Russell (1984) reported a third time on the motor, 

cognitive, and adaptive abilities of children with Down syndrome. Nine years after the 

original intervention program, follow-up testing showed that the children with Down 

syndrome who received intervention services did not have the typical intellectual decline 

that researchers had documented prior to mandated intervention. Furthermore, the 

children who took part in the early intervention program had higher adaptive and 

cognitive test scores than children with the same diagnosis who did not participate in 

intervention activities. Children with Down syndrome had gross motor and fine motor 

abilities below the normative values for typically developing children of their same age. 

Nevertheless, the authors concluded that the children who were part of their program in 

the 1970s had a strong basis for future developmental progress.  

 In 1993, Connolly, Morgan, Russell, Fulliton, and Shea provided additional 

details about the developmental history of children who had received early intervention 

services in the 1970s. Ten of the 40 children from the original program were part of the 

final follow-up. At the time of the final data collection, the participants ranged in age 

from 13 to 17 years. The researchers used the Bruininks-Oseretsky Test of Motor 

Proficiency to assess the gross motor and fine motor functional ages of the children. They 
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also used Intellectual Quotient (I.Q.) scores to evaluate cognitive outcomes. The children 

with Down syndrome who had received intervention services had higher average gross 

motor functional ages than fine motor functional ages. The children’s gross motor ages 

were closer to their cognitive ages than their fine motor ages. The children had the 

greatest impairments in their gross motor skills of running speed, reaction time, and 

balance.  The authors found that the majority of adolescents who had participated in the 

original program continued to improve their gross motor abilities; furthermore, their 

motor ages increased at a more rapid rate than their cognitive ages. The children who 

demonstrated the greatest improvement in gross motor skills were those who had 

participated in physical education programs that included involvement in Special 

Olympics. Generally, the children who had received early intervention scored about 10 

points higher on I.Q. tests than children in an age-matched comparison group.  The 

authors acknowledged that many factors could have been a source of this difference. 

However, one important finding was that children in the group who received intervention 

did not experience the same decline in I.Q. with aging as children in the comparison 

group. This discovery demonstrated that early intervention had value extending into 

adolescence for children with Down syndrome. The authors noted that parents often 

became motivated to seek appropriate educational services for their children after 

participation in the early intervention program. This change in parent behavior 

represented another benefit of therapy services that could not be quantitatively measured 

but had value for the duration of the children’s school years. (Connolly et al., 1993)  
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 The significance of Connolly et al.’s research from the 1970s through the 1990s 

(1976; 1980; 1984; 1993) cannot be overlooked. These studies supported the belief that 

early intervention services could positively influence the developmental progress of 

children with Down syndrome. Furthermore, these studies helped justify the 

government’s funding of programs that served children with developmental disabilities. 

Additionally, this longitudinal research provided therapists with evidence that they could 

use to guide parents in the care of their children with Down syndrome.  

 Other authors have provided information about developmental and medical issues 

that children with Down syndrome face as they mature. Block (1991) included three of 

Connolly and associates’ studies (1976; 1980; 1984) in a comprehensive literature review 

about the motor development of children with Down syndrome. In addition to his 

research-based timelines for motor skill development in children with Down syndrome, 

Block described medical conditions that could affect children’s rates of developmental 

progression. He discussed movement impairments commonly present in children with 

Down syndrome and provided recommendations for therapists to address these 

impairments. Block included discussion of older studies that described wide age ranges at 

which children with Down syndrome achieved independent ambulation. Block’s article 

offered a comprehensive picture of implications for intervention in children with Down 

syndrome during their development. (Block)  

 Ten years after Block (1991) published motor development timelines for children 

with Down syndrome, Palisano et al. (2001) conducted a study describing the progression 
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of gross motor skills of children with Down syndrome.  The researchers used a criterion-

based assessment, the Gross Motor Function Measure (Russell et al., 1993) that was 

designed to measure change in gross motor function over time in children with movement 

impairments. The test had been validated for use with children with Down syndrome 

(Russell et al., 1998). Palisano and associates collected gross motor development data for 

121 children with Down syndrome who had received early intervention services and used 

logistic regression to create descriptive curves of their skill development. The authors 

predicted that 92% of children with Down syndrome would achieve independent 

ambulation by 36 months of age. They also found that the children’s rates of 

improvement in gross motor skills slowed over time. In other words, more complex tasks 

required longer periods of time for children with Down syndrome to master, and the skill-

development curve reached a plateau after 3 years of age. Palisano et al.’s work is helpful 

for therapists as they guide parents in what to expect in their young children’s gross 

motor skill progression. Palisano and associates offered an overview of the natural 

progression of gross motor milestones for children with Down syndrome. More recent 

research has focused on specific therapeutic interventions and how they contribute to the 

achievement of independent walking in children with this condition. 

 Recent studies have demonstrated the value of treadmill training for children with 

Down syndrome in infancy to promote accelerated development of ambulation (Ulrich, 

Ulrich, Angulo-Kinzler, & Yun, 2001; Wu, Looper, Ulrich, & Angulo-Barroso, 2010; 

Wu, Looper, Ulrich, Ulrich, & Angulo-Barroso, 2007). Other studies have evaluated the 
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use of orthotics in children with Down syndrome during their development of upright 

mobility skills (Looper & Ulrich, 2010, 2011). In one study, treadmill training beginning 

at 10 months of age contributed to earlier onset of walking in children with Down 

syndrome (Lloyd, Burghardt, Ulrich & Angulo-Barroso, 2010). All of these studies have 

value because they provide evidence that interventions can improve outcomes. Therapists 

can then inform parents about the purpose of current therapy interventions and the way 

that these interventions contribute to their children’s developmental progress over time. 

 Another important role that therapists play is helping parents understand how 

interventions in the present will influence the future well-being of their children. By 

using clinical experience and research evidence, therapists can educate parents about how 

physical activity for their young children with Down syndrome can positively impact 

their health in the future. A study by Shields, Dodd and Abblitt (2009) indicated that 

children with Down syndrome do not achieve the recommended levels of physical 

activity. Promoting active lifestyles early in life could help children with Down syndrome 

remain active as they grow older and thus help them avoid chronic health conditions 

common in adults with Down syndrome (Martin, 2013).  

 Barnhart and Connolly (2007) provided an overview of potential health 

impairments and conditions that individuals with Down syndrome may have as they age. 

One of the common health conditions affecting adults with Down syndrome is obesity. 

One contributor to this problem may be a sedentary lifestyle; therefore, parents may be 

able to reduce their children’s risk of becoming obese by helping engage them in physical 
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activity when they are younger. Physical and occupational therapists can aid parents in 

finding physical activities and recreational opportunities that their children enjoy. 

Engagement in physical activity at a young age may help these children avoid the risk of 

becoming obese or overweight as they mature (Barr & Shields, 2011; Martin, 2013).  

 The above studies have presented information about specific impairments that can 

affect children with Down syndrome as they grow older and outcomes of specific therapy 

interventions and physical activity in young children. Developmental outcomes are one 

way to measure the effectiveness of therapy services; however, other elements contribute 

to the overall quality of care that children receive. The following section will describe a 

model for evaluating quality of care and examples specific to pediatric therapy services.  

Quality Evaluation in Pediatric Therapy Services 

Donabedian’s (1988) model for evaluation of quality in healthcare services 

includes three elements: structure, process, and outcome. Donabedian defines structure as 

the setting and the characteristics of the setting in which services occur. Process 

represents the “how” in the delivery of care to a patient. Outcome, according to 

Donabedian, is the result of the services a patient receives. The structure of therapy 

services includes the location, facility type, equipment available, and personnel resources. 

In pediatrics, one element of structure is the location or setting where a child receives 

services (home, clinic, or school) with the professionals available in these models, such 

as therapists, developmental specialists, and teachers. Not all settings have the same 

equipment available for service delivery. Consultation and direct therapy fall into the 
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category of process, which refers to the way that a child receives services. In all settings, 

the skills of the professional and the interpersonal aspects of relating to caregivers are 

part of the process realm.  

Outcomes for children receiving therapy services may include an increase in their 

independence with functional mobility. Parent satisfaction is also an element of outcome 

and represents one measure of quality evaluation in healthcare services for children. 

Evaluation of parental perceptions of their children’s therapy services can also serve as a 

method for outcome evaluation. Research studies have suggested that family-centered 

care results in more positive parental perceptions and greater parent satisfaction with 

therapy services (Carrigan, Rodger, & Copley, 2001; King, Law, King, & Rosenbaum, 

1998; Law et al., 2003b; Palisano, 2006). The following section will reiterate the 

principles of family-centered care and describe tools that allow service providers and 

researchers to evaluate the family-centeredness of healthcare services. 

Family-Centered Care 

 The practice of family-centered care contributes to parent satisfaction with their 

children’s therapy services and increases parents’ sense of empowerment (Carrigan et al., 

2001; King et al., 1998; Law et al., 2003b; Palisano, 2006). Researchers have conducted 

studies that offer suggestions for providers to improve the family-centeredness of 

children’s health care. Three primary assumptions of family-centered care are that (a) 

parents are the experts on their children, (b) families differ from one another, and (c) 

children function best in supportive family and community environments. These three 
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basic assumptions have implications for the way service providers interact with families 

(Rosenbaum, King, Law, King, & Evans, 1998). 

 When practicing family-centered care, therapists treat parents as the experts on 

their children. Recognition of the diversity and uniqueness of families requires a therapist 

to respect, support, and listen to families, to offer services specific to the individual child, 

and to trust and believe in parents. Rosenbaum et al. (1998) acknowledged the need for 

research supporting multiple perspectives of family-centered care as well as research 

about outcome measures documenting the value of family-centered care. In their 

recommendations for professionals, Rosenbaum and associates directed healthcare 

providers to seek partnerships with families and to provide parents with more information 

about their children. Furthermore, the researchers recognized that service providers’ 

supportive and caring behaviors are vital elements that families cannot extract from 

written resources. 

 Rosenbaum and associates (1998) identified the need for more research about the 

effectiveness of family-centered care. Researchers have access to several tools to assess 

the family-centeredness of care for children with therapy needs. The Measure of 

Processes of Care (MPOC) is an assessment tool developed by the CanChild Center for 

Disability Research in Canada (Measure of Processes of Care-56 and Measure of 

Processes of Care-20 [MPOC-56 & MPOC-20], 2014.). This questionnaire allows parents 

to offer input about how effectively service providers implement the principles of family-

centered care. CanChild Center researchers validated this tool with parents of children 
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ranging from birth to 17 years of age who had a variety of neurodevelopmental diagnoses 

or craniofacial disorders. The MPOC-56 has 56 items on five scales: (a) enabling and 

partnership, (b) providing general information, (c) providing specific information about 

the child, (d) coordinating comprehensive care for the child and family, and (e) providing 

respectful and supportive care. The MPOC-20 is a 20-item version of the MPOC-56 that 

has been translated into several languages (King, Rosenbaum, & King, 1995; MPOC-56 

& MPOC-20, 2014).  

While the MPOC allows parents to rate the family-centeredness of the care they 

receive, the Measures of Processes of Care for Service Providers (MPOC-SP) is a self-

assessment tool that service providers can use to evaluate their own delivery of family-

centered services (Measure of Processes of Care-Service Providers [MPOC-SP], 2014). 

This tool allows providers to evaluate their perceptions of their own behaviors (MPOC-

SP, 2014; Woodside, Rosenbaum, King, & King, 2001). The MPOC-SP consists of four 

scales with 27 items. Healthcare professionals can use this tool along with the MPOC-56 

or MPOC-20 to comprehensively evaluate the family-centeredness of services for 

research or program evaluation purposes (MPOC, 2014; MPOC-SP, 2014).  

Researchers have used the MPOC-56, MPOC-20, and MPOC-SP in a number of 

quantitative studies as a measure of parents’ and/or therapists’ perceptions of the family-

centeredness of services (King, Cathers, King, & Rosenbaum, 2001; Schreiber, Benger, 

Salls, Marchetti, & Reid, 2011; Stewart, Law, Russell, & Hanna, 2004). Organizations 

and researchers can also use measures such as the Client Satisfaction Questionnaire 
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(Stewart, Law, Russell, & Hanna, 2004), the Satisfaction and Control Scale (Broggi & 

Sabatelli, 2010), or internally developed surveys to evaluate parental perceptions of and 

parent satisfaction with healthcare services that their children have received. The 

following section will summarize research evidence about family-centered care and 

parent satisfaction with children’s therapy services. 

Parental Perceptions of Therapy Services for  
Children with Special Needs 

 
 Research related to family-centered care suggests that parent satisfaction is based 

more on the process aspect of service delivery than on the outcomes of therapy services 

(King et al., 2001; MacKean, Thurston, & Scott, 2005). One element of the therapy 

process is the relationship between parents and service providers. Researchers have 

evaluated the impact that therapist-parent relationships can have on parents’ satisfaction 

with their children’s therapy services, and a summary of these studies follows. 

Parent-Therapist Relationships: Influence on Parent Satisfaction 

 Hinojosa (1990) conducted a qualitative research study in which he interviewed 

mothers of children with cerebral palsy to determine how occupational and physical 

therapists influenced their families’ lives. Hinojosa used in-depth interviews and a variety 

of qualitative analysis methods to extract eight themes related to therapists’ influence on 

family life. One of the themes that emerged was the importance of mothers’ relationships 

with their therapists and the way that their therapists provided support and sometimes 

assumed the role of a “third parent” (p.144). Hinojosa also discussed the important role 

that therapists played for mothers of children with cerebral palsy, and some mothers 
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suggested that they valued the support they received from their therapists as much or 

more than the therapists’ direct interactions with their children. Several mothers talked 

about the desire to be friends with their children’s therapists. (Hinojosa) 

Broggi and Sabatelli (2010) evaluated interpersonal relationships between parents 

and early intervention professionals and how they affected parent satisfaction with their 

children’s services. The authors’ purpose was to gain an understanding of what parents 

valued in their relationships with service providers. Furthermore, they sought to 

determine if the quality of relationships between parents and therapists affected the 

outcomes of therapy. Broggi and Sabatelli used several surveys to gain a broad 

perspective of parents’ impressions of early intervention services in the Connecticut area. 

From the results of the survey data, the authors developed a model that showed an 

association between ecology, therapist-parent relationships, and early intervention 

outcomes. Surveys used in the study were the Parenting Stress Index, the MPOC-56, the 

Family Resources Scale, the Satisfaction and Control Scale (Broggi & Sabatelli, 2010) 

and a calculation of the percentage of goals that children achieved in their Individualized 

Family Service Plan (IFSP). The authors discovered four typologies of parents based on 

the responses provided on the four surveys. These typologies were categorized as 

collaborative, distant, discordant, and traditional. The researchers concluded that the 

parents who fell into the collaborative typology experienced less maternal stress, felt 

more competent as caregivers, and had a more family-centered perception of early 

intervention services than parents in the distant category. The types of relationships 
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between parents and therapists influenced outcomes; therefore, the researchers identified 

the influence of the interpersonal aspects of care in parental perceptions of service 

delivery. (Broggi & Sabatelli)  

In addition to the quality of parent –therapist relationships, several elements of 

family-centered care contribute to parent satisfaction with therapy services. The research 

studies describing the elements of family-centered care that affect both parent satisfaction 

and dissatisfaction with services are presented below. 

Family-Centered Care: Relationship to Parent Satisfaction 

 Respectful and supportive care. Service providers who practice family-centered 

care demonstrate respectful and supportive behavior toward parents and children. Several 

studies have confirmed that parents are more satisfied with therapy services when their 

providers demonstrate these behaviors. For instance, King, Cathers, King, and 

Rosenbaum evaluated the perspectives of both very satisfied and very dissatisfied parents 

in their 2001 study. The aim of the study was to identify the elements of rehabilitation 

services that resulted in parent satisfaction and dissatisfaction with therapy services in 

Canada. King and associates (2001) found that the level of support and the degree of 

respect shown to parents were major elements of parent satisfaction with children’s 

therapy services. The group of 231 parents who took part in the study had participated in 

three other studies in which they completed the MPOC-56 questionnaire. The children of 

these parents had received services through several rehabilitation centers or programs in 

Ontario, Canada. The researchers selected the parents with extreme responses to include 
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in their follow-up study: 130 highly satisfied and 101 relatively dissatisfied parents. 

Participants answered open-ended questions about their experiences with therapy 

services. The authors used Donabedian’s (1988) framework of quality (structure, process, 

and outcome) to code parent responses to the questions about their likes and dislikes of 

therapy services. Elements in the categories of structure (such as frequency and 

accessibility of services) and process (the way care was delivered) had the greatest 

influence on satisfaction with services. Parents infrequently discussed therapy outcomes 

as a component of satisfaction with their children’s care, and parents discussed the 

process of care more than the structure of care. Parents valued respectful and supportive 

care as positive aspects of their children’s therapy. King and associates’ findings support 

the idea that parents value the interpersonal elements of care more than the structure of 

services. (King et al.) 

 Darrah, Magill-Evans, and Adkins (2002) also found that parents valued service 

providers who demonstrated supportive and caring behaviors. These researchers used the 

qualitative method of constant comparison to develop themes from interviews of 

adolescents, and young adults with developmental disabilities, and their parents. The 

researchers used both a demographic and a satisfaction questionnaire to collect general 

information about participants and then followed up with semi-structured interviews in 

families’ homes. Parent satisfaction was influenced by caring and supportive people who 

had made some of their children’s life experiences positive. (Darrah et al.)  
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Schreiber, Benger, Salls, Marchetti, and Reid (2011) also found that the 

supportive nature of family-centered care contributed to parent satisfaction with therapy 

services. Schreiber and associates (2011) used both quantitative and qualitative research 

methods to describe parental perceptions of therapy services for children with disabilities. 

The study involved both inpatient and outpatient populations. Investigators included 

parents of children with a broad range of diagnoses whose children received therapy at a 

single facility. Two hundred forty-six families completed the MPOC-20. Eleven parents 

took part in individual interviews comprising the qualitative component of the study. In 

general, the MPOC-20 results showed that parents were satisfied with the care their 

children received. The researchers coded the individual interviews and confirmed that 

parents were generally satisfied with their children’s services in part due to the support 

they received from relationships with their therapists. (Schreiber et al.)  

 Rosenbaum and associates (1998) described service provider behaviors that are 

critical elements in the positive aspects of interpersonal relationships between parents and 

therapists. Therapists who practice family-centered care show respect for families, 

support them in decision making, and listen to their concerns. Therapists also 

communicate clearly with parents and provide them with information about their 

children. These behaviors all characterize collaboration in parent-therapist relationships 

(Rosenbaum et al.). Several researchers have described how collaboration of care can 

impact parent satisfaction or dissatisfaction with their children’s therapy services. 
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 Collaborative care. Darrah et al. (2002) recognized that lack of collaboration of 

care can cause parents to have negative perceptions of their children’s therapy services. 

Parents in their study identified problems with communication in all types of services that 

their children received, including medical, rehabilitation, and dental. Parents also 

believed that professionals who interacted with their children did not recognize the needs 

or abilities of their children. (Darrah et al.)    

 In Egilson’s 2011 study, a lack of coordination of care also contributed to parent 

dissatisfaction with therapy services. Egilson conducted a qualitative study that addressed 

parental perspectives of therapy for their children with physical disabilities in Iceland. 

The author used open interviews with 17 parents whose children were currently receiving 

services in school-based settings. At one time in Iceland, special agencies or institutions 

delivered therapy services; however, the medical system has moved toward more 

community-based services. The researcher explored parental perceptions of both physical 

and occupational therapy received by their children over their life spans. Several themes 

emerged from Egilson’s interviews with these parents. Regarding therapists’ roles, 

parents expressed a need for therapists to monitor their children’s use of assistive devices 

and wished that community-based therapists did a better job of considering their 

children’s school environments when recommending devices. Such consideration would 

involve collaboration of care between therapists in community settings and school 

settings. Preparing children for the future was important to parents, and they expressed a 

desire for better coordination of care for their children. The author also described that 
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parents in this study grew more critical of therapy services as their children got older. 

Parents of school-aged children noted that they often had to assist with the 

communication between therapists and schools. Parents also said that this role often 

caused conflict, and they considered it a difficult responsibility. (Egilson, 2011) 

 Given Egilson’s initial 2011 findings, Arnadottir and Egilson (2012) used the 

MPOC-20 along with open-ended survey questions to assess the perspectives of Icelandic 

parents about therapy services that their children with special needs received. Arnadottir 

and Egilson obtained MPOC-20 responses from 88 parents. The authors also conducted a 

focus group interview with a smaller number of parents as part of this study. Five 

mothers and one father took part in the focus group. Parents indicated that they wanted 

more coordinated care for their children with physical disabilities. They wished that they 

could have one person who could help provide information and who could advocate for 

their children’s needs. Coordination and communication between therapists and schools 

were particularly important in times of transition, such as when children started school. 

Parents believed that services were organized to best suit professionals and communities, 

not necessarily to meet the needs of families. Focus group participants also felt that their 

children’s therapists did not communicate enough with their children’s schools. Parents 

believed that their children’s therapists respected them, and they felt valued when 

therapists acknowledged them as the experts about their children. The authors also noted, 

like Egilson (2011), that parents of older children criticized their children’s services more 

than parents of younger children. Arnadottir and Egilson identified the value of 
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collaborative care between parents and therapists. Therapists can work with parents by 

recognizing them as important team members in their children’s care since families 

represent the primary support system for children. (Arnadottir & Egilson) 

 Accessible services. Rosenbaum et al. (1998) described accessible services as a 

vital element of family-centered care. Studies using the MPOC have found that lack of 

accessibility to services can cause negative perceptions and parent dissatisfaction with 

their children’s care. For instance, parent participants in King et al.’s (2001) study 

recognized a lack of continuity of care and limited access to services as contributors to 

their dissatisfaction. Additionally, Darrah et al. (2002) recognized that families did not 

have unrealistic expectations and agreed that they should not have to fight as hard as they 

did to receive the services that their children needed and deserved. Darrah and associates 

stated that many societal barriers still existed for individuals with disabilities.  

 Information provision. Rosenbaum et al. (1998) identified provision of 

information as an important element of family-centered care. Several studies have shown 

that this realm is one in which service providers have room for improvement. For 

instance, Schreiber and associates (2011) found that parents wished to have more written 

information about their children’s diagnoses and about their progress in therapy. 

Arnadottir and Egilson (2012) also found that parents did not feel that they received 

sufficient information about their children’s conditions from their healthcare providers. 

The authors recognized the value of service providers offering information in a timely, 

situation-specific, and relevant manner using both oral and written formats. Wiart, Ray, 
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Darrah, and  Magill-Evans (2010) found that parents desired to have more information 

from their therapists about goal setting and wished that therapists would provide more 

leadership in that area of their children’s care.  

Stewart, Law, Russell, and Hanna (2004) were Canadian investigators who 

presented parents’ positive experiences with information provision and collaboration of 

care. These researchers analyzed program outcomes by using both quantitative and 

qualitative methods to assess a transitional therapy program for children moving from 

preschool into kindergarten. The transitional program was part of an outpatient children’s 

rehabilitation center in Ontario. Both physical and occupational therapists were part of 

this program, and rehabilitation staff members provided education sessions for parents. 

Evaluation of the program consisted of several components, including a chart audit of 

services provided to the children, the MPOC-20, the Client Satisfaction Questionnaire 

(CSQ), Goal Attainment Scaling (GAS), and qualitative interviews of parents. The Client 

Satisfaction Questionnaire is a 9-question survey with a 4-point scale. Goal Attainment 

Scaling (GAS) provides an objective way to measure achievement of therapy goals. In 

the GAS process, therapists and parents work together to set goals for their children’s 

therapy, and the measurement of achievement is based on a scaled rating of the outcomes. 

In this study, parents’ ratings on the MPOC-20 for the transitional program were higher 

than a national study of general services that the CanChild Center for Childhood 

Disability Research conducted in 1999. Scores on the GAS indicated that children met 

goals at the expected level for the time frame of the study.  



37 

 In addition to quantitative information gathered from surveys, the researchers 

conducted interviews as a qualitative component of the study. Interviews specifically 

addressed parental likes and dislikes about the therapy program and what factors in the 

new program format influenced the families most. Information drawn from the qualitative 

component of the study matched the results obtained in the quantitative portion. Parents 

noted that the program provided them with strong service coordination and partnerships 

with their therapists. In the interviews, parents said that the education they received as 

part of the program equipped them to have more effective parenting skills. Parents who 

took part in the transitional program indicated that they had received education that they 

would not have otherwise had without the services and training offered by the providers. 

The authors concluded that the pilot program had succeeded in assisting families with 

their children’s transitions from preschool children to kindergarten. (Stewart et al., 2004) 

Parental Perceptions of Home Exercise Programs  

 Home exercise programs are a specific method that therapists can use to provide 

parents with information and to practice collaboration of care. In the following section, 

studies about parents’ experiences with implementing their children’s home exercise 

programs will provide further insight into parental perceptions of therapy services. 

 In Hinojosa’s 1990 study about parent and therapist relationships, mothers 

revealed that they did not necessarily implement the home programs provided by their 

therapists; however, they often incorporated therapy techniques into their mothering 

duties. A more focused study by Hinojosa and Anderson (1991) used qualitative research 
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methods to explore mothers’ perceptions of home exercise programs for their children 

with cerebral palsy. Their study included eight mothers of preschool-aged children who 

had received occupational and/or physical therapy services for at least one year; however, 

the authors did not indicate the exact setting in which the children received services. 

Hinojosa conducted intensive interviews two times with each of the eight mothers. 

Themes that emerged from the interviews included that mothers often did not implement 

the home programs that therapists had prescribed for their children. Because of their 

caregiving responsibilities for other children in the family, mothers had difficulty 

carrying out home programs and often described them as frustrating or time-consuming. 

Additionally, mothers said that observing therapists during their children’s treatment 

sessions enabled them to integrate therapy activities into their daily lives. In the 

discussion of their study, the authors noted the importance of allowing caregivers to 

observe therapy sessions and the value of providing home activities that mothers could 

incorporate into their daily routines. (Hinojosa &Anderson)  

 Novak (2011) also used qualitative research to gather parental impressions about 

implementation of home programs for their children with cerebral palsy. The researcher 

conducted semi-structured interviews with parents who had taken part in a randomized 

controlled trial of home programs involving partnerships in Australia. The control group 

initially had no home program, and the experimental group worked with therapists to 

develop home programs with a five-step process. These five steps included a 

collaborative relationship involving parents, a child, and the therapist in which parents 
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and children set goals for their therapy. Activities in their therapy focused on 

achievement of the goals set by the collaborative parent/child/therapist team, and 

therapists served as supports for families to achieve the goals and implement the home 

exercise program. The final component was the evaluation and comparison of outcomes 

using partnership home programs and therapist-established home programs. Parents who 

were part of this study described their perceptions of implementing their children’s home 

programs. The author used grounded theory to describe and categorize parents’ 

impressions from the transcribed interviews. Parents believed that they needed the 

guidance of therapists, the “experts,” to help their children achieve their optimal 

potential. By having professionals who guided them in carrying out their children’s 

programs, parents felt more confident in their parenting abilities. (Novak)  

 Another theme in Novak’s study was that continued practice of the home program 

allowed children to progress toward achievement of goals. Furthermore, parents believed 

that the use of home programs maximized their children’s progress, and they appreciated 

encouragement from therapists about the progress their children had made. Parents felt 

that home programs needed to be part of their children’s daily lives. Some parents 

described the exercise program to their children as homework since other children in the 

house also had to do homework. Labeling their children’s exercise routine this way made 

it a more normal activity and a required activity in the house. Finally, parents said that 

having a home program helped them manage the time demands of their schedules. Rather 

than having to go to a clinic for a therapy appointment, parents could take care of other 
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children and have their children with special needs do a home program simultaneously. 

As with other studies about parental perceptions of therapy services, this study reinforced 

the principles of family-centered care. The partnership home program allowed parents 

and children to decide on goals for therapy, and therapists treated parents as the experts 

because parents assumed the lead role in implementation of the home program routines. 

Therapists then served as supporters and encouragers for parents in the implementation of 

home exercise programs. (Novak, 2011)  

 Peplow and Carpenter (2013) also identified the importance of parents’ and 

therapists’ collaboration in the design of home exercise programs. Their qualitative study 

explored parental perceptions of home exercise programs for children with cerebral palsy. 

They conducted interviews with four parents and found several common themes. The 

parents wanted to be equipped to carry out their children’s home exercise programs. They 

also wanted more training opportunities in the way to do their children’s home programs, 

either through a structured course or through informal teaching from therapists. Parents in 

Peplow and Carpenter’s (2013) study valued having realistic therapy goals for their 

children and home programs that were easy to implement. The participants’ children 

attended school, and parents described their frustration about not knowing school 

therapists’ expectations for their children’s home programs. Furthermore, parents 

described that frequent turnover of therapists disrupted their children’s care. Parents in 

this study were also aware of their roles as advocates for their children. Peplow and 

Carpenter concluded that therapists could best meet parents’ needs by including them in 
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the planning and execution of home programs and that these programs should fit into a 

family’s lifestyle. Additionally, home programs ideally would consist of activities that 

could be incorporated at school. Peplow and Carpenter’s findings were similar to those of 

other authors who found that parents wished to be engaged in their children’s care, and 

they valued service providers who practiced the principles of family-centered care. 

Therapists’ Perceptions of Family-Centered Care 

 Service providers who effectively implement family-centered care have a firm 

understanding of its principles. The following research will summarize studies related to 

therapists’ perceptions of family-centered care. 

 One way to determine how well therapists grasp the principles of family-centered 

care is to allow them to assess their own behaviors toward the families they serve. O’Neil 

and Palisano (2000) studied therapists’ attitudes toward family- centered care and how 

therapists in early intervention settings made decisions about the duration and frequency 

of services they provided. The authors used two surveys: the MPOC-SP and the Physical 

Therapist Questionnaire. The Physical Therapist Questionnaire was a survey developed 

specifically for purposes of their study. Results of the survey of 25 physical therapists in 

the Pennsylvania area revealed a relationship between family-centered care and attitudes 

toward direct intervention. The therapists surveyed indicated that the most important 

factors in determining the level of service were the needs of the child, and administrative 

factors were least important. Therapists’ attitudes toward family-centered care and direct 

intervention suggested that the therapist participants used a systems approach in their 
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decisions about service delivery. The authors pointed to a need for further studies to 

evaluate therapists’ perceptions in different geographical regions. The researchers also 

recognized the need to determine the influence that child characteristics, family issues, 

and administrative factors have on parents, therapists, and agencies’ perspectives in 

service delivery. (O’Neil & Palisano)  

 O’Neil and Palisano’s (2000) study assessed of therapists’ perceptions in the 

United States and thus provided a picture of American therapists’ perceptions of family-

centered care. However, therapy service delivery occurs in different forms in different 

countries because of variations in healthcare systems. Consequently, therapists in 

different countries may have different perspectives of family-centered care. One way of 

ensuring that parents receive family-centered care is be certain that service providers 

understand how to implement family-centered care. While surveys can accomplish this 

type of evaluation, qualitative research allows for exploration of service providers’ 

perspectives in a way that questionnaires cannot. Litchfield and MacDougall (2002) 

conducted a qualitative research study and interviewed Australian physiotherapists who 

practiced in community-based settings. The purpose of the study was to evaluate the 

current practice of family-centered care by physiotherapists and the perceived advantages 

and disadvantages of family-centered care that these therapists identified. The study 

participants’ experience ranged from new graduates to seasoned therapists. While 

participants recognized the value of family-centered care, they also felt that they were 

practicing in more of a “family as consultant” role as opposed to the “family-as-director” 
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role (p. 106). Therapists identified the importance of having family goals and respecting 

family values. However, they did not believe that policy and resources available through 

government-managed agencies allowed them to fully implement family-centered care. 

Therapists felt uncomfortable about having parents completely control their children’s 

therapy plans, and they identified a need to combine the professional-centered and 

family-centered approaches. Therapists expressed discomfort about the completely 

family-directed approach, and the authors suggested this discomfort might represent a 

threat to therapists’ professional skills and their roles as experts in their fields. 

Furthermore, therapists sensed a conflict between the need to practice in an evidence-

based manner and the need to simultaneously keep families’ goals and values in mind. 

Therapists discussed the dilemma of having families who wanted to continue their 

children’s therapy services even when they showed little or no evidence of progress. 

Interview participants also noted that they felt uncomfortable when parents asked them to 

use techniques without research evidence to support their effectiveness. Litchfield and 

MacDougall also identified the need for more qualitative studies to provide evidence for 

the value of family-centered care. The authors argued that randomized controlled trials, 

considered the gold standard of research evidence, do not necessarily provide the 

necessary information to support the multi-faceted benefits of family-centered care.  

 The previous study described therapists’ perceptions of their practice patterns and 

their implementation of family-centered care, which are part of the process of care. Other 

researchers have evaluated therapists’ perceptions of the structure of therapy services, 
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one element of which is accessibility of therapy services. Provision of accessible services 

is one element of family-centered care (Rosenbaum et al., 1998). A 2006 study by Mazer, 

Feldman, Majnemer, Gosselin, and Kehayia described therapists’ perceptions of the 

availability of services for children with disabilities. The researchers surveyed 

occupational and physical therapists in Canada working in a variety of settings. They 

used a Service Delivery Questionnaire (developed specifically for their study) and the 

MPOC-SP to collect data regarding the quality and quantity of services provided by 

Canadian therapists. Additionally, the investigators collected information about the 

characteristics of clients and the length of waiting time to obtain therapy. The authors 

reported that waiting times for therapy at community-based rehabilitation centers were 

longer for speech and occupational therapy than for physical therapy. Physical therapists 

rated the quality of their services the highest when compared to other disciplines. 

Therapists who had the most experience and who stayed current with continuing 

education rated the quality of their own services higher than therapists with fewer years 

of experience or those who were not up-to-date on continuing education. Respondents 

also noted that long delays existed for children who were waiting for rehabilitation 

services in this province in Canada (Quebec). The factor that therapists reported as 

having the greatest impact on their ability to provide high-quality services was their 

ability to work as a team member. Factors limiting the provision of the highest quality of 

services were the workload, the environment, and administrative issues. (Mazer et al.) 
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 Researchers have also used the MPOC-SP in other countries to conduct studies 

about therapists’ perceptions of family-centered care. Jeglinsky, Autti-Rämö, and 

Carlberg (2012a) conducted a study to evaluate the family-centered behaviors of 

rehabilitation professionals working with children with cerebral palsy. This study 

included service-providers only and used a translated version of the 20-item MPOC-SP. 

These Finnish researchers found that, in general, rehabilitation team members positively 

rated their own practice of family-centered care. The authors discovered that physical 

therapists who worked on a multidisciplinary team rated their family-centered behaviors 

higher than physical therapists who worked in isolation. The more experienced 

professionals reported more apprehension about providing family-centered care. The 

authors confirmed findings from previous studies and identified the most-neglected 

component of family-centered care as a lack of written information to families. Jeglinsky 

et al. suggested that one reason physical therapists practicing in isolation rated 

themselves lower on the MPOC-SP than those working in multidisciplinary teams was 

that they might have difficulty generalizing their physical therapy recommendations into 

families’ everyday lives. The authors concluded that multidisciplinary teams can enhance 

the family-centeredness of care; furthermore, coordination of the provision of 

information allows for family-centered care to be effective across all disciplines. 

 Other researchers have provided information about therapists’ perspectives of 

family-centered care, one element of which is collaboration of care. Ideishi, O’Neil, 

Chiarello, and Nixon-Cave (2010) used the qualitative method of focus groups to 



46 

evaluate therapists’ perspectives  about their care-coordination roles between early 

intervention and medically based services. This qualitative study used a community 

participatory action research method to gather therapists’ perceptions and to make 

recommendations for the improvement of practice.  The authors identified six stakeholder 

groups consisting of parents/caregivers, pediatricians, therapists in hospital programs; 

and therapists, service providers, and other personnel working in community-based early 

intervention programs. Structured questions used in the focus groups facilitated 

discussion among participants and allowed them to feel more comfortable about 

expressing their opinions. Using constant comparison for data analysis, the researchers 

compiled themes about facilitators and about barriers to care coordination for children 

with special needs. In general, the researchers discovered that therapists in medical 

models and therapists in early intervention models have different ways of meeting 

parents’ and families’ social and emotional needs. The authors identified attitudes of 

mistrust between therapists in medical models and those in early intervention models. 

Additionally, therapists said that they often had to serve as a communication bridge 

between healthcare professionals by translating information from other providers. Despite 

having feelings of mistrust for one another, therapists both in medical models and in early 

intervention models discussed ways that they practiced family-centered care. The 

researchers acknowledged the complexities of care delivery in both models and identified 

the need to integrate care across all systems in order to improve the services that children 

with special needs receive. (Ideishi et al., 2010) 
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Comparison of Parents and Therapists’ Perceptions of Therapy Services  

  Family-centered care is only as family-centered as parents perceive it to be. Even 

if therapists know the principles of family-centered care, parents must perceive that 

therapists are practicing the principles of family-centered care in order for therapy 

services to be truly family-centered. Studies that compare parents’ and therapists’ 

perceptions of family-centered care allow healthcare organizations to clarify whether 

therapists’ intentions match parents’ perceptions. The following studies offer 

comparisons of parents’ and service providers’ perceptions of therapy services and 

family-centered care. 

 King, Law, King and Rosenbaum (1998) recognized the need to determine how 

effectively rehabilitation professionals were delivering family-centered services for 

children in Canada. These researchers used the 56-item version of the MPOC to survey 

parents whose children received services at rehabilitation centers in two provinces. 

Additionally, the authors used the MPOC-SP to survey service providers.  King et al. 

utilized another instrument, the Family-Centered Program Rating Scale (FamPRS). It has 

a parent and a service provider version; however, the researchers in this study used only 

the parent version. The FamPRS includes 11 subscales with 50 items and describes what 

services children receive as well as how these services are delivered. Survey results from 

both parents and service providers revealed the same areas of perceived strengths and 

weaknesses of the care delivered. Parents and rehabilitation personnel rated the 

relationship aspects of care positively: the Enabling Partnership and Respectful and 
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Supportive Care sections of the MPOC-56 and MPOC –SP had relatively high scores. 

The FamPRS results indicated that parents believed that service providers were doing 

well with communication and with treating parents as the experts on their children. The 

areas of weakness that both parents and service providers identified in both measurement 

tools were those related to the provision of information. Parents’ responses on the 

MPOC-56 indicated they had a limited amount of both general and specific information, 

about their children’s therapy. The authors summarized their findings by making 

suggestions to improve the family-centeredness of care in therapy service delivery. They 

recommended the establishment of methods that allowed families to obtain information 

about their children through resources in the community and networks of other parents of 

children with special needs. The authors pointed to the paucity of studies comparing 

views of service providers and parents but emphasized the importance of obtaining the 

perspectives of both groups. Such comparisons allow rehabilitation centers to that ensure 

they are meeting the needs of caregivers and are truly following family-centered service 

principles. (King, Law et al.)  

 King and associates’ (1998) survey research provided valuable information about 

parents’ and service providers’ perceptions of therapy services. MacKean, Thurston, and 

Scott (2005) conducted a qualitative study in which they interviewed parents of children 

with developmental disabilities and learned about their expectations and values related to 

their experiences with healthcare services. The children had received therapy services 

through a children’s hospital in Canada. As part of this study, the authors also 
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interviewed healthcare providers including physical therapists, occupational therapists, 

speech-language pathologists, physicians, nurses, and social workers. Parents respected 

their healthcare providers and wanted information from them. However, parents often felt 

that therapists gave them information but then left parents with the responsibility of 

finding services for their children. Parents stated that they often felt overwhelmed and 

that healthcare talked to them in language that was too technical. Parents initially wished 

for healthcare providers to tell them what to do for their children, but over time, parents 

realized that they played the role of advocate for their children.  Parents also recognized 

the impact of healthcare providers who demonstrated what the authors identified as 

“relational competencies” (p. 78). Parents described healthcare providers who were 

compassionate and caring and who communicated openly as most influential. Healthcare 

providers recognized technical competence and information provision as important to 

parents. However, therapists did not necessarily acknowledge the significance of the 

interpersonal elements and relationships with parents and children (MacKean et al.). 

Hence, in this study, a discrepancy emerged between the facets that therapists perceived 

were valuable to parents and what parents actually valued in their children’s therapy 

services. 

 MacKean and associates (2005) used qualitative research methods to compare 

parents’ and therapists’ perspectives of therapy services at one children’s hospital. Other 

researchers have used qualitative research methods to compare parents’ and therapists’ 

perceptions of specific types of therapy formats. One type of program that service 
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providers have begun to use is intermittent, intensive therapy. Intermittent, intensive 

therapy consists of children having several hours of therapy a day for several days in a 

row for a short period of time. Physical therapists have begun to use this type of 

intermittent, intensive therapy intervention as a means to promote improvement in 

functional mobility in children with neuromotor impairments. Rapid improvements in 

functional abilities are favorable outcomes; however, the process and structure of therapy 

delivery differ markedly from traditional approaches (Christy, Saleem, Turner, & Wilson, 

2010). Christy et al. conducted a qualitative study using phenomenological research 

methodology to obtain the perceptions of parents and therapists about an intensive 

physical therapy program offered at the University of Alabama in Birmingham. The 

researchers interviewed five parents and five therapists about their experiences with 

children with cerebral palsy who had received intensive therapy intervention at least six 

months prior to the interview. Semi-structured interviews and questionnaires revealed 

that both parents and therapists observed gains in the children’s motor abilities. Further, 

parents and therapists identified an increase in children’s confidence and improvements 

in their abilities to participate in the community. Negative factors were the time demands 

on the families’ lives and the fatigue caused by the therapy during the intensive 

intervention. Nevertheless, the parents and therapists commented on the children’s 

abilities to rapidly achieve goals because of the extended time spent in therapy sessions. 

In general, parents and therapists both had positive perceptions regarding the changes 

they saw in children’s physical abilities after the intensive intervention. The authors 
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noted that the program measured improvements in gross motor function and in attainment 

of physical therapy goals; however, they were not able to measure improvements in 

children’s confidence and their involvement in community activities. The researchers 

indicated that therapists still need to consider non-quantifiable factors in designing 

interventions for children and families. (Christy et al., 2010)  

 Therapists who practice family-centered care include parents in the design of 

children’s interventions and care plans. However, if parents do not perceive that 

therapists have included them in the care plan, then therapists have not successfully 

implemented family-centered care. In Australia, Dickens, Matthews, and Thompson 

(2010) recognized the need to determine whether parental perceptions of the family-

centeredness of their children’s care matched what service providers perceived they were 

practicing. The researchers used the MPOC-20 to determine the extent to which parents 

perceived their children’s therapy services were family-centered. Therapy service 

providers rated their own practice of family-centered care by using the MPOC-SP. Of the 

100 parent respondents, the majority gave positive ratings to the family-centeredness of 

services. The lowest ratings were in the category of information provision; whereas, the 

highest area was the category of respectful and supportive care. Professionals who 

answered the survey rated their provision of information lowest, and they rated the area 

of treating people respectfully highest. An additional component of the professionals’ 

survey was an extended section in which providers described their understanding of 

family-centered care. In this qualitative component of the study, the primary theme the 
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researchers discovered was that the provider met the needs of the family and the child 

during provision of service. Dickens and associates’ study identified areas for 

improvement in the provision of therapy services for the population of children with 

special needs. They also discovered relative agreement between therapists’ opinions of 

the care they provided and what parents perceived about the care their children received. 

 Therapists can practice family-centered care in any setting, including in a child’s 

home, a school, or an outpatient clinic. Although principles do not change, characteristics 

of different settings may affect parents’ perceptions of family-centered care. Doig, 

Fleming, Cornwell, and Kuipers (2011) published a qualitative study evaluating patients, 

caregivers, and therapists’ perspectives about the differences between clinic-based and 

home-based occupational therapy programs. The 14 patients, both adults and children, 

experienced both home-based therapy and outpatient therapy for six weeks each. The 

researchers interviewed patients, caregivers, and occupational therapists as part of the 

data collection process. The themes that emerged included perceptions about 

surroundings, feelings in a particular environment, feelings surrounding a particular 

therapy process, and feelings about relationships with other people. In general, the 

patients and caregivers found the clinic-based environment more restrictive; whereas, 

therapists believed that patients had difficulty generalizing activities from the clinic 

setting to the home setting. Both patients and therapists believed that the home 

environment facilitated more patient-centered goals and better rapport-building between 

therapists and family members. In general, both groups of participants expressed a 
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preference for home-based therapy over clinic-based occupational therapy. The authors 

pointed to the need for more research comparing parents’ and therapists’ perceptions 

about therapy services in different settings. 

 In Finland, Jeglinsky, Autti-Rämö and Carlberg (2012b) also sought to determine 

that parental perceptions matched provider intentions in the endeavor to deliver family-

centered care. These researchers used questionnaires to survey both families and service 

providers about the degree to which they believed they experienced and practiced family-

centered care. The authors translated the MPOC-20 into Finnish and distributed it to 

families and providers at two university-affiliated hospitals. Parents of children with 

cerebral palsy were asked to complete the MPOC -20 to evaluate the amount of family-

centered care they received in the previous year’s time period. Professionals at the same 

two hospitals also took part in the study and used the Finnish version of the MPOC-SP to 

rate how well they implemented family-centered care. Healthcare providers who took 

part in the study included physical therapists, occupational therapists, speech-language 

pathologists, psychologists, nurses, physicians, and social workers. In general, both 

parents and providers rated their experiences of family-centered service from fair to 

moderate. The areas of respectful treatment and provision of information had the lowest 

scores on the MPOC for both groups.  The survey revealed that parents wished to receive 

more written information and more information about community resources than what 

they currently received. Professionals in this study gave themselves relatively low ratings 

in their practice of family-centered care. The researchers suggested that perhaps 
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professionals have difficulty transitioning from the expert-nonexpert attitude of care to 

the partnership approach inherent in family-centered care. Jeglinsky and associates also 

noted that evaluation of services by both service providers and parents/caregivers should 

be an integral part of quality assessment in health care. 

 The MPOC is not the only questionnaire available to compare parents’ and 

therapists’ perceptions of therapy services. Some researchers have developed their own 

tools to compare parents’ and therapists’ ideas about services. Fiss, Westcott, Chiarello, 

and the Move and PLAY Study Team (2012) used the Services Questionnaire 

(specifically developed for the study) to compare caregivers’ and therapists’ perceptions 

of therapy services for children with cerebral palsy. The purpose of this questionnaire 

developed by researchers was to gather information about services for children with 

cerebral palsy. Components of the questionnaire included questions about the type and 

intensity of therapy, availability of services, coordination of care, the degree to which 

services met a child’s needs, and the focus of the therapy. Fiss et al. used the section of 

the questionnaire about the focus of therapy to compare parents’ and therapists’ 

perceptions. A statistical analysis of the survey results showed few correlations between 

parents’ and therapists’ understanding of the focus of therapy. The authors found that 

parents did not necessarily have sufficient participation in choosing or implementing 

activities in their children’s therapy programs. Nevertheless, in the questionnaire section 

related to the family-centeredness of care, both providers and parents acknowledged that 

the providers’ behaviors were family-centered. The authors suggested that perhaps 



55 

communication between parents and therapists was not enough to allow parents to 

understand the focus of their children’s therapy. This study included the parents of 

children receiving services in multiple settings (schools, clinics, or early intervention). 

Fiss and associates noted that the parents of children receiving services at school did not 

have as many opportunities to communicate with their therapists. The authors 

recommended that school therapists be more intentional about informing parents of their 

children’s therapy plans. Another positive finding of the survey was that parents felt that 

they could easily integrate home program recommendations into their children’s daily 

routines. The authors acknowledged the need for further research comparing parents’ and 

therapists’ perceptions of therapy and indicated that qualitative research could allow 

deeper exploration of information needed to enrich relationships between therapists and 

parents. 

 The preceding studies offered an overview of family-centered care, including both 

quantitative and qualitative studies that evaluated perceptions of family-centered care 

from parents’ and therapists’ perspectives. Several of the studies described how family-

centered care leads to increased parent satisfaction with therapy services. Donabedian 

(1988) identified the value of patient satisfaction as a vital element of quality evaluation 

of outcomes in health care. According to Donabedian, quality assessment should also 

involve evaluation of patient satisfaction, which includes parent satisfaction and parental 

perceptions of their children’s care. The preceding discussion focused on the therapy 

services for children with a variety of conditions. While this research holds value for 
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service providers in evaluating the quality of care, these studies may not necessarily 

generalize to the population of families who have children with Down syndrome. The 

following discussion will present research evidence specifically about parental 

perceptions of caring for children with Down syndrome.   

Parental Perceptions About Caring for  
Children with Down Syndrome 

 
  A limited number of research studies address the topic of parental perceptions of 

caring for children with Down syndrome. Service providers who understand the general 

experiences of parents who have children with Down syndrome can better empathize 

with families. Van Riper’s 1999 study involved mothers of children with Down 

syndrome and perceptions of their relationships with their children’s healthcare 

providers. Van Riper used several questionnaires to gather impressions about parent-

provider relationships. Scores on one of the questionnaires indicated that mothers were 

satisfied with their children’s care and that they had positive relationships with their care 

providers. Mothers who were more satisfied with their service providers had lower levels 

of depression. Higher levels of psychological well-being emerged in mothers who felt 

that they had positive, family-centered relationships with their providers. Van Riper 

observed that while researchers frequently described the value of family-centered care, its 

principles may not be practiced as much as it is conceptualized in theory. Van Riper’s 

study, however, demonstrated that most mothers perceived their care to be family-

centered. The author noted that her study was one of the few exploring relationships 

between providers and parents in families who had children with chronic conditions. The 
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author confirmed that when caregivers experienced family-centered care, they were more 

satisfied with their providers and had higher levels of psychological well-being. Van 

Riper indicated that parents’ relationships with service providers can impact parents’ 

experiences of raising a child who has Down syndrome. If a discrepancy existed between 

the relationships a mother desired to have with her care providers and what the actual 

relationships were, mothers were not as satisfied with the care they received. Van Riper 

confirmed that when the principles of family-centered care were put into practice, parents 

not only were more satisfied with healthcare services but also had a greater sense of well-

being. (Van Riper, 1999)  

 Van Riper (1999) presented her research results using the framework of family-

centered care. In a 2006 study, Sari, Baser, and Turan used the theoretical framework of 

Family Systems Theory as the basis of their research. Sari and associates conducted a 

study with parents in Turkey to develop an understanding of mothers’ experiences raising 

children with Down syndrome. Family Systems Theory proposes that a disorder in any 

one part of the family unit will affect another part of the family. Mothers of Turkish 

children with Down syndrome noted that they experienced social isolation as well as 

negative reactions from friends and family, particularly when their children were 

teenagers. When their children were younger, some mothers had not told family members 

or others in their community that their children had Down syndrome. These mothers also 

felt that they did not give their other children sufficient attention because of the time they 

spent caring for their children with Down syndrome. Furthermore, the mothers worried 
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about what might happen to their children with Down syndrome as they got older. 

Mothers observed that they were more tolerant and loving toward their children with 

Down syndrome than their other children. Sari et al. concluded that Turkish society 

needed more support systems for families of children with Down syndrome, including 

case management services, respite care, and parental support groups. Sari’s study 

evaluated perceptions of mothers living in Turkey. Because the Turkish healthcare 

system differs from that of the United States, the results may not necessarily generalize to 

American families.  

 The above studies presented general parental perceptions about caring for children 

with Down syndrome. One of these studies was more than 10 years old; however, limited 

research on the topic of caring for children with Down syndrome is available. Therefore, 

these studies are important because they provide insight for therapists who are trying to 

understand and empathize with families of children with Down syndrome. The following 

research studies will provide information specifically related to therapy services for 

children with Down syndrome.  

Parental Perceptions of Therapy Services for  
Children with Down Syndrome 

 
 A limited number of research studies have addressed parents’ general perceptions 

of caring for children with Down syndrome. Additionally, a paucity of evidence 

addresses the topic of parental perspectives about therapy services for children with 

Down syndrome.  Sayers, Cowden, and Sherrill (2002) conducted a qualitative study to 

evaluate parent satisfaction with a home-based pediatric strength intervention for children 
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with Down syndrome. Adaptive physical education professionals and students 

administered the program. Eleven families took part in semi-structured interviews in 

which the researchers gathered information about parents’ feelings about the intervention 

program, their expectations of the program, and their suggestions for improving the 

quality of the program. Families indicated that after being in the program, they felt more 

empowered to care for their children. One of parents’ primary expectations of the 

program was to see their children’s motor abilities improve. All of the families offered 

examples of ways in which their children with Down syndrome improved their motor 

performance. The participants also indicated that they liked the home-based nature of the 

intervention.  Overall, the parents’ impressions were positive; however, they suggested 

ways that the researchers could improve the program. Involvement of all family members 

in interventions, improved program organization, and communication between 

administrators and service providers were elements that families recommended as 

improvements. Further, families acknowledged the need to have a balance of individual 

interaction and interaction with other families in the program. (Sayers et al.)  

  Hanson (2003) interviewed families of children with Down syndrome who had 

participated in an early intervention program between 1974 and 1977. These children 

were part of the first group of individuals to receive therapy services as a result of federal 

legislation. Hanson’s interviews took place 25 years after the families had received 

intervention. Because of the semi-structured interview format, parents were able to 

express both positive aspects and sorrows or difficulties that they had experienced while 
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raising their children with Down syndrome. Two primary themes emerged from these 

interviews. One was that parents felt the need to be advocates for their children; the other 

was that parents believed that having their children involved in early intervention services 

was imperative to their developmental progress. Participants also discussed their 

children’s educational placements. Additionally, the researchers interviewed the adult 

children who had been part of the intervention in the 1970s in order to gain a perspective 

on their present lives and their involvement in the community. These adults with Down 

syndrome described their leisure activities, employment situations, and their activities of 

daily living. In general, parents had positive experiences with the intervention program 

and felt more empowered in the care of their children. Nevertheless, parents reported a 

lack of community resources for their adult children with Down syndrome. (Hanson)  

 Barr and Shields (2011) conducted an exploratory qualitative research study about 

parental perceptions of barriers and facilitators of physical activity for their children with 

Down syndrome. Using a phenomenological theoretical framework, the researchers 

analyzed transcripts from parent interviews. The interview questions focused on the topic 

of physical activity for children with Down syndrome. Factors that promoted children’s 

engagement in physical activity were the family structure, availability of organized 

programs, and children who had motivation to succeed in performing physical tasks. 

Parents also made positive comments about the opportunities for social interaction that 

resulted when their children were involved in physical activity programs. Barriers to 

physical activity participation for children with Down syndrome included competing 
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family demands, limited physical abilities, characteristics inherent in the physical makeup 

of children with Down syndrome, and lack of accessible programs. The researchers found 

that many Australian children with Down syndrome did not engage in sufficient levels of 

physical activity. The authors recognized the need for healthcare professionals to 

understand barriers to physical activity for children with Down syndrome. The authors 

suggested that recognizing and addressing gaps in available programs would enable 

professionals to provide opportunities for children to be active. Organized physical 

activity programs could help prevent children with Down syndrome from developing 

sedentary lifestyles. (Barr & Shields, 2011)  

Summary and Conclusions 

 In summary, the research evidence supports the effectiveness of therapy services 

and the positive outcomes of interventions for children with Down syndrome. These 

outcomes include higher levels of intelligence for children who received intervention at a 

young age (Connolly et al., 1980; Connolly & Russell, 1976); earlier onset of walking 

(Ulrich et al., 2001, 2008); and evidence of accelerated joint kinematic development (Wu 

et al., 2010). According to Donabedian’s model of quality evaluation in healthcare 

delivery, outcomes represent a single component of quality (1988). Whereas motor skill 

achievements are one way to assess outcomes, measures of parent satisfaction provide 

another method of quality assessment. Structure and process also play important roles in 

the quality of services provided. Some research suggests that for parents of children with 

special needs, the components of structure and process play a greater part in parent 
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satisfaction than the actual outcome of their children’s therapy (King et al., 2001; 

MacKean et al., 2005). Although surveys and questionnaires provide insight into parent 

satisfaction with therapy services, these instruments do not always allow respondents to 

express ideas beyond the questions presented to them. Some qualitative researchers have 

addressed parent satisfaction with and parental perceptions of their children’s therapy 

services; however, the vast majority of these studies have targeted children with varied 

diagnoses. One qualitative study has evaluated parental perceptions of an adapted 

physical education program offered for children with Down syndrome less than three 

years of age; however, the study addressed intervention in a single setting. Furthermore, 

many of the studies related to parental perceptions of therapy for children with special 

needs are more than 10 years old. The healthcare system has changed over time; 

therefore, parental perceptions from a decade ago may not match those of parents who 

are navigating the healthcare system of the present. Consequently, a gap exists in the 

research literature related to parental perceptions of therapy services for children with 

Down syndrome. The researcher in this study obtained a broad perspective of parental 

experiences with therapy by conducting interviews with parents of children with Down 

syndrome who had experienced different therapy settings. Furthermore, interviews with 

parents who had children of various ages allowed for broader representation of 

perspectives. From these parental perceptions, the researcher sought to develop a 

framework of therapy services from the perspectives of parents and learn what they 

desired from the therapists caring for their children with Down syndrome. The methods 
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of data collection the researcher used to obtain parental perceptions are presented in 

Chapter III. 
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CHAPTER III 

METHODS 

 The primary purpose of this study was to develop a family-derived framework of 

therapy services for children with Down syndrome. To achieve this purpose, the 

researcher used semi-structured interviews to obtain descriptions and parental perceptions 

of therapy services their children with Down syndrome received with respect to models, 

settings, and service delivery types. 

 The research questions were as follows:  

1. What do parents expect from their children’s therapy services?  

2. Did therapy services meet parents’ expectations?  

3. What factors influence parents’ satisfaction with their children’s therapy 

services? 

4. What role do parents perceive they have in their children’s therapy services?  

5. What do parents value most about therapy services for their children? 

 This chapter includes a description of the study design, the researcher, the 

participants, data collection and analysis methods, and a discussion of how the researcher 

established methodological rigor in this qualitative study.  

Study Design  

 The researcher used the qualitative research methodology of grounded theory to 

describe parental perceptions of therapy services received by their children with Down 
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syndrome. The researcher also collected descriptive information about the models, 

settings, and service delivery methods of children’s therapy from parents. From this data, 

the researcher initially intended to develop a family-derived framework of therapy 

services for this population of children. Since limited research evidence exists about 

parental perceptions of therapy services for children with Down syndrome, grounded 

theory offered a method to explore parents’ experiences and impressions of therapy 

services (Holloway & Wheeler, 2002). Additionally, the researcher obtained information 

about parents’ values, opinions, and beliefs surrounding their children’s therapy services.  

The Researcher 

  The researcher was a physical therapist with 24 years of work experience, 19 of 

which were exclusively in the field of pediatrics. She had participated in one qualitative 

research study prior to the present study in which she interviewed individuals, recorded, 

transcribed, and coded the interviews. Two of the dissertation committee members had 

extensive experience in the field of pediatrics. Three of the committee members were 

physical therapists, and one member was an occupational therapist. Two of the 

researcher’s dissertation committee members had qualitative research experience, and the 

two peer reviewers (a nurse and a counselor) had previous qualitative research 

experience. These four individuals assisted with coding of transcripts in the present study. 

Because therapist interviews included physical therapists, occupational therapists, and 

speech-language pathologists, having committee members and peer reviewers of different 

healthcare disciplines mitigated potential profession-centric bias.  
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Participants 

 The Baylor Research Institute (BRI) Institutional Review Board (IRB) and the 

Texas Woman’s University IRB approved the study prior to the initiation of data 

collection (Appendix A). The BRI-approved consent forms served as the consent forms 

for both institutions, and the individual parent interview consent form was translated into 

Spanish for any potential Spanish speakers (Appendix B). Participants signed consent 

forms specific to the phase of the study in which they took part: the individual parent 

interview, the parent focus group interview, or the individual therapist interview.  

 The population of interest for this study included parents or caregivers of children 

with Down syndrome whose child had received therapy at any point in childhood. The 

researcher recruited participants through word of mouth and an IRB-approved flier 

distributed on paper and through electronic mail to parents, to local home health and 

early intervention settings, and to other hospital-based therapists. In qualitative research, 

participants must have had experiences in the realm under investigation (Holloway & 

Wheeler, 2002); therefore, to participate, the adult parent or caregiver had a child 6 

months or older with a diagnosis of Down syndrome who currently received or at some 

point in the past received therapy services in any setting. The minimum duration of 

therapy services had to be at least three months so that they had had time to form 

impressions about therapy services. Parents who had children with Down syndrome older 

than 21 years of age were excluded from participation in the study as they would likely 

have had limited recall of their children’s therapy experiences earlier in life. In addition, 
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intervention services prior to the implementation of programs related to the Education for 

All Handicapped Children Act (1975) and the Individuals with Disabilities Education Act 

(1991) were not relevant to the purposes of this study. 

 In addition to individual interviews, the researcher obtained parental perspectives 

of therapy services through focus group interviews with parents of children with Down 

syndrome. Inclusion and exclusion criteria and recruitment methods for focus group 

participation were the same as those for individual interviews. In addition, recruitment 

through snowball sampling happened when parents who knew about the study told other 

parents in the Down Syndrome Guild of Dallas about the study and encouraged their 

participation in focus groups.  

 The researcher also interviewed physical, occupational, and speech-language 

pathologists working in home health, outpatient clinics, and school-based settings to 

obtain perspectives about the perceived strengths and weaknesses regarding the settings 

in which they practiced. Therapists lived in the Dallas-Fort Worth area and had 

experience providing care to children with Down syndrome and their families. Therapists 

from all three disciplines (physical therapy, occupational therapy, and speech-language 

pathology) were necessary because of the nature of service delivery to children with 

Down syndrome in the United States. Children with Down syndrome do not always 

receive physical therapy. Additionally, children with Down syndrome tend to receive 

speech and occupational therapy for a longer time period than they receive physical 

therapy. Therefore, occupational therapists and speech-language pathologists had 



68 

valuable information about older children with Down syndrome. Therapists with less than 

one year of work experience were excluded from the interview process because they had 

limited experience working with children with Down syndrome and thus less time to 

form opinions about therapy services for this population. The researcher recruited 

therapists for interviews by word of mouth, electronic mail, and paper or electronic mail 

distribution of the IRB-approved flier.  

Sampling 

 Qualitative researchers generally choose a small sample size to study in detail. 

Guidelines for qualitative sampling are not rigid; however, when the sample is 

homogeneous, six to eight participants for each subset of the total sample is adequate 

(Holloway & Wheeler, 2002).  Purposive sampling allowed the researcher to include 

parents of different ethnicities, ensure that they had cared for children with Down 

syndrome throughout childhood, and had received therapy in multiple different 

intervention settings and models. The variety of participant backgrounds allowed the 

researcher to gain a broad perspective of experiences with therapy services.  

 

 

 
Figure 2: Interview process  
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 The researcher purposively sampled a total of 25 people for this study. Interviews 

for the study took place in three phases, illustrated in Figure 2. In the first phase of the 

study, the researcher conducted individual interviews with eight parents. In phase two of 

the study, the researcher conducted focus group interviews with nine parents. Three focus 

groups of three parents each comprised the focus group interview phase. In phase three of 

the study the researcher individually interviewed eight therapists who had worked with 

children who had Down syndrome in a variety of models and settings and through 

various methods of service delivery. Member checking occurred when two parents (one 

from an individual interview and one from a focus group interview) participated in 

therapist interviews.  

Procedure 

 In qualitative research, researchers concurrently perform data collection and data 

analysis. Additionally, initial data collection informs future data collection and analysis 

(Holloway & Wheeler, 2002). This study was conducted in three phases as described in 

Figure 2. The procedures for each phase and the data analysis procedures throughout all 

phases are described in the following sections. 

Phase One: Parent Interviews 

 After parents agreed to participate in the study, the researcher scheduled 

interviews by telephone, by electronic mail, or in person. Prior to the interviews, the 

researcher was available to answer any questions about the study and participants signed 

a consent form (Appendix B). Interviews took place in families’ homes, at the Dallas 
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location of Our Children’s House at Baylor, and at other locations that were convenient 

for the participants and afforded privacy. Interviews, which lasted between 45 minutes 

and 75 minutes, included the collection of demographic information including the age of 

the child with Down syndrome, the family structure, parents’ age, and the type of therapy 

the children had previously received. The researcher asked questions about past and 

present therapy in order to document the variety of service settings and therapy models 

that parents and their children might have experienced. (Appendix C, Parent Question 

List). Semi-structured questions provided direction and consistency across the interviews 

yet allowed the researcher to ask follow-up questions or probes. This interview format 

enabled parents to elaborate on their responses as needed (Holloway & Wheeler, 2002).  

The researcher recorded interviews via digital audio recording. Parents self-selected 

pseudonyms for themselves and their children during the interviews to maintain 

participant confidentiality.  

Phase Two: Parent Focus Groups  

 After identifying initial codes and themes based on the original list of parent 

interview questions and after consulting with her research advisors, the researcher 

conducted three focus groups that included three parents each. The focus group 

interviews took place in families’ homes and were held in rooms that minimized 

distractions. Focus group procedures were similar to individual interview procedures. 

Participants had the opportunity to ask questions about the study and signed consent 

forms (Appendix B). Parents self-selected pseudonyms for their children and themselves 
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to maintain their confidentiality. Participants provided the same types of demographic 

information as participants in individual interviews provided. One research assistant 

assisted with the first two focus group interviews to aid the researcher in audio and video 

recordings of the interviews. The addition of video data allowed the researcher to 

correctly identify who was speaking, facial expressions, and body language. Questions 

asked in the focus group interviews were based on the Parent Question List (Appendix 

C). The researcher expanded on the original question list based on themes that arose in 

individual interviews that needed clarification or further exploration. 

Phase Three: Therapist Interviews 

 The third and final phase of the study included individual therapist interviews. 

The researcher interviewed eight therapists in their homes, a private room at Our 

Children’s House at Baylor clinics, or other convenient locations for the participants. 

Prior to signing the consent form (Appendix B), the therapists had the opportunity to ask 

questions and self-select pseudonyms which were used in the recording and transcription 

of the interviews.  Therapists provided background information about their work 

experience and about the therapy settings or models in which they had worked.  The 

researcher digitally audio recorded and included questions based on the original parent 

question list. Questions related to information that parents provided and themes that 

emerged in the individual and focus group interviews.  
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Data Management and Analysis Throughout the Study 

 The researcher immediately transcribed all the individual parent, focus group, and 

therapist interviews verbatim for analysis. Following the transcription in phase one, the 

researcher manually coded the data to identify repeated themes or ideas that needed 

further development. The researcher, along with her qualitative research advisors, 

reviewed the individual parent transcripts and the audit trail up to that point in order to 

determine the direction for the next phase of the study. This process was repeated for 

phase two and three data with the addition of NVivo (QSR International, 2012) software 

for data management. Both manual and NVivo coding involved a constant comparative 

analysis to look for significant phrases, expressions, and ideas. The researcher also noted 

expressions or phrases that occurred in two or more interviews. The researcher then 

identified how ideas expressed in the interviews answered the research questions and 

developed themes that would contribute to the development of a framework using 

grounded theory (Charmaz, 2006; Glaser & Strauss, 1967). Following analysis, a 

thorough review of the literature was conducted to further framework development based 

on emergent themes. 

The Study’s Rigor and Trustworthiness  

 Similar to quantitative researchers who must employ methods to ensure the 

validity and reliability of study findings, qualitative researchers also do so, using different 

terminology to describe similar concepts. While different opinions exist about what 

comprises rigor in qualitative research (Munhall, 2012), the term trustworthiness is 



73 

widely accepted to identify sufficient and sound methodology in qualitative studies 

(Holloway & Wheeler, 2002). The rigor of this qualitative study was achieved in several 

ways, primarily by using strategies to ensure the trustworthiness of the findings. These 

strategies include credibility, transferability, dependability, confirmability, reflexivity, 

member checking, peer review, and triangulation (Munhall, 2012). The following section 

briefly defines and these elements of trustworthiness. The ways in which these strategies 

ensured trustworthiness are discussed in Chapter V.  

Credibility 

 Holloway and Wheeler (2002) identified credibility as the most critical aspect of 

trustworthiness. In qualitative research, credibility serves the same purpose as internal 

validity in quantitative research (Munhall, 2012). Credibility means that research 

participants recognize their unique situation and that the “truth” applies to them in their 

own context (Holloway & Wheeler). The researcher ensured credibility by allowing 

interview participants to describe their unique situations and preferences. Furthermore, 

therapists recognized that each professional has unique approaches to practicing therapy. 

Transferability  

 Transferability represents the equivalent of generalizability or external validity in 

quantitative research (Holloway &Wheeler, 2002; Munhall, 2012), meaning that the 

findings in a qualitative research study can apply to individuals in similar situations. The 

element of transferability emerged in this study because the researcher interviewed 

parents who lived in different suburbs of Dallas. Therefore, they had different 
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experiences with school therapy and early intervention services. Additionally, 

interviewing parents who had children in a broad range of ages helped establish 

transferability. Finally, interviews with therapists of different disciplines and who had 

practiced in different settings contributed to the study’s transferability. 

Dependability  

 Dependability in qualitative research corresponds to consistency and reliability in 

quantitative research (Holloway &Wheeler, 2002; Munhall, 2012). A detailed description 

of the research process and the use of an audit trail help future researchers who might 

wish to reproduce a study. The audit trail allows outsiders to trace the decisions that the 

researcher made in each step of the research process (Holloway and Wheeler, 2002). In 

this study, the researcher maintained an audit trail of the decision-making process and her 

reflections throughout the course of the research. The audit trail was available for the 

researcher’s dissertation committee members to review throughout the study. 

Confirmability 

 Holloway and Wheeler (2002) and Munhall (2012) compared confirmability to 

objectivity or neutrality. The researcher must ensure that study findings are not merely 

the result of his or her own opinions, assumptions, or preconceived ideas. Readers of a 

study must be able to identify the sources of data in order to establish confirmability. The 

researcher’s use of an audit trail in this study allows readers to follow the decision-

making path throughout the study.  
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Reflexivity 

Qualitative researchers are immersed in the research process and participants in 

such a way that bias cannot be avoided (Mays & Pope, 2000). Rather than seeking to 

remove all bias, in qualitative methodologies, the researcher recognizes and reflects on 

her biases, assumptions and preconceptions, and how these affect research decisions. 

Reflexivity is the process of examining both oneself as a researcher and the research 

relationship. Reflecting on the research relationship involves examining one's 

relationship to the participants and how the relationship dynamics affect responses to 

questions. In this study, the researcher’s use of an audit trail to record reflections, 

impressions and biases provided reflexivity throughout the study. 

Member Checking  

 A member check is one strategy qualitative researchers use to increase the 

trustworthiness of the research findings. Member checking is when a researcher 

summarizes or paraphrases what participants have said in order to ensure accurate 

understanding and then repeats it to them for confirmation (Holloway &Wheeler, 2002). 

Member checking allows the researcher to ensure accurate interpretation of what study 

participants contributed (Holloway & Wheeler, 2002). Member checking took place in 

this study by focus group interviews occurring after individual interviews. The researcher 

presented ideas or impressions gleaned from individual parent interviews to parents who 

participated in focus group interviews, and the focus group participants’ responses were 

similar to those that parents had expressed in individual interviews.  Furthermore, two 
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mothers who took part in individual and focus group interviews were also therapists. 

Their dual roles offered a unique method of member checking.  

Peer Review 

 Peer review is another strategy qualitative researchers use to increase the 

trustworthiness of the research findings (Holloway & Wheeler, 2002). A peer review 

enables a researcher to minimize bias that could have influenced the qualitative research 

process. When peer reviewers identify similar themes in the coding process, their 

findings confirm the researcher’s analysis. For purposes of this study, the researcher 

provided interview transcripts to four peer reviewers with qualitative research experience. 

The peer reviewers identified similar significant statements and themes in the interview 

transcripts.  

Triangulation  

 Triangulation in qualitative research refers to a researcher’s evaluation of a topic 

from different perspectives. As a strategy to increase the trustworthiness of the research 

findings, triangulation can refer to the data or the investigator. Data triangulation occurs 

when researchers use different sources to obtain data; investigator triangulation denotes 

that a researcher has more than one person evaluating data throughout the study 

(Holloway & Wheeler, 2002). This study included both data triangulation and 

investigator triangulation. Triangulation of the data occurred because the researcher 

conducted both individual and focus group interviews. Also, conducting therapist 

interviews after the individual and focus group interviews provided yet another 
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perspective of therapy experiences.  Investigator triangulation occurred through inclusion 

of dissertation committee members with different qualitative research backgrounds.  

Summary 

 This chapter described the methods used in this qualitative research study to 

collect and analyze data. The participants, the researcher, the sampling process, and the 

sequence of interviews were explained. Additionally, the researcher offered a brief 

explanation of the concepts of rigor and trustworthiness used in qualitative research and 

how they were employed. Chapter IV will present the results of the data collection and 

analysis process described in Chapter III.  
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CHAPTER IV 

RESULTS 

 The primary purpose of this study was to develop a family-derived framework of 

therapy services for children with Down syndrome. To achieve this purpose, the 

researcher used semi-structured interviews to obtain descriptions and parental perceptions 

of therapy services their children with Down syndrome received with respect to models, 

settings, and service delivery types. Toward this end, the results of the study will be 

presented in this chapter beginning with an overview of the demographics of all parent 

participants, their children, and the therapy services and settings in which children 

received services. In addition, the researcher will describe the therapist participants 

because their varied work experience allowed the researcher to minimize the bias she had 

from her own experience in a limited number of settings. The next section in this chapter 

contains a description of the researcher herself. This is necessary since in qualitative 

methodologies, the researcher is considered the study’s primary instrument and results 

are judged based on the researcher reflexivity. 

 Despite the primary purpose of this study, Chapter IV does not contain a family-

derived framework of therapy services for children with Down syndrome. After coding 

and extracting themes from the interview transcripts, the researcher and committee 

members concluded that the data did not provide enough information to develop an 

accurate and complete family-derived framework of therapy services despite clear 
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saturation of codes and themes that arose from the data. Because families had unique 

experiences and preferences, the researcher could not identify a singular route that 

families of children with Down syndrome could follow to have an ideal experience with 

therapy services. Therefore, instead of a comprehensive framework of therapy services 

for children with Down syndrome, the researcher chose to offer recommendations and 

clinical applications to service providers for this population of children. These 

recommendations and clinical applications that emerged from the data are discussed in 

Chapter V and were designed to improve the family-centeredness and overall quality of 

care in different therapy models and settings. While future research with more 

participants from each therapy model and setting may allow for the development of a 

single, family-derived framework, the phenomenon of family-centered care may preclude 

such a singular outcome. Nevertheless, the following five research questions remain:  

1. What do parents expect from their children’s therapy services?  

2. Did therapy services meet parents’ expectations?  

3. What factors influence parents’ satisfaction with their children’s therapy 

services? 

4. What role do parents perceive they have in their children’s therapy services?  

5. What do parents value most about therapy services for their children? 

Therefore, this chapter includes the results as they pertain to the research questions. In 

addition to answers to the research questions, this chapter includes a discussion of 
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parents’ perceptions of the advantages and disadvantages of different therapy settings. A 

summary of findings is the concluding section in this chapter.  

Demographics of the Participants, Their Children, and  
Therapy Services Received 

 
 A total of 17 parents took part in 11 interviews. Table 1 summarizes the 

demographic information about the participants who were interviewed; whereas, Table 2 

describes the participants in the focus groups. Two fathers took part in two of the focus 

group interviews along with their wives. The remaining 15 parents (88.2%) were 

mothers. The researcher interviewed one parent who was Spanish speaking, using a 

telephone translation service. The average age of parents who participated in individual 

interviews was 40.8 years; the median age was 41.5 years. The average age of parents 

who took part in focus group interviews was 38.1 years; the median age was 40 years.   
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Table 1 

Individual Interview Participants 

Participant 
number  

Parent 
pseudonym  

Participant 
age  

Child 
age  Household contexta  Race/Ethnicity  

2 Samantha 38 23 months Mother, father, 3 children  Caucasian/non-Hispanic  

3 Will  41 3 years  Mother, father,  2 children 
African-American/ 

non-Hispanic 
4 Kris 40 3 years   Mother, father, 1 child  Caucasian/non-Hispanic  

1 Sara 25 3.5 years  
Mother, grandmother,  

aunt, 1 child  
Caucasian/non-Hispanic  

7 Mary  48 5 years  Mother, father, 1 child Caucasian/  Hispanic 
8 Fannie   42 8 years   Mother, father, 3 children  Caucasian/  Hispanic 
5 Kim  45 16 years  Mother, father, 2 children Caucasian/non-Hispanic  
6 Susan  47 20 years  Mother, father, 3 children Caucasian/non-Hispanic  

aHousehold context means individuals living in the house with the child and are named by relationship to child. 
Children are listed as total in house and thus include the child with Down syndrome.   
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Table 2 

Focus Group Participants 

Focus group 
number 

 Parent 
pseudonym  

Participant 
age  

Child 
age Household contexta  Race/Ethnicity  

1 Leigh 33 3 years Mother, father, 2 children Caucasian/non-Hispanic 
1 Baxter 35 3 years Mother, father, 2 children Caucasian/non-Hispanic 
1 Marie 43 3.5 years Mother, father, 3 children Caucasian/non-Hispanic 
2 Anna 41 31 months Mother, father,  2 children Caucasian/non-Hispanic 
2 Pete 45 31 months Mother, father, 2 children Caucasian/non-Hispanic 
2 Marie 40 30 months Mother, father, 2 children Caucasian/non-Hispanic 
3 Carolyn 40 3 years Mother, father, 2 children Caucasian/non-Hispanic 
3 Christina 37 4 years Mother, father, 2 children Caucasian/non-Hispanic 
3 Kelly 29 4 years Mother, father, 1 child Caucasian/non-Hispanic 

aHousehold context means individuals living in the house with the child and are named by relationship to 
child. Children are listed as total in house and thus include the child with Down syndrome.   
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Table 3 

Characteristics of Parent Participants’ Children 

Parent 
participant 

number  
Child 

pseudonym  
Child 
age 

Therapy 
disciplines 
received 

Therapy Settings by Model 
Early 

intervention Education Medical 
2 Joshua 23months PT, OT, SLP ECI PPS HH, OP, IP 

FG2 David 30 months PT, OT, SLP ECI  HH, OP 
FG2 Gus 31months PT, OT, SLP ECI PPS HH, OP 

3 Dill 3 years PT, OT, SLP ECI  OP 
4 James 3 years PT, OT, SLP ECI PPS OP 

FG1 Jake 3 years PT, OT, SLP   HH, OP 
FG3 Harrison 3 years PT, OT, SLP ECI PPCD OP 

1 James 3.5 years PT, OT, SLP ECI PPCD HH, OP, IP 
FG1 Andrew 3.5 years OT, SLP ECI PPCD  
FG3 Zachary 4 years PT, OT, SLP ECI PPCD OP 
FG3 Alex 4 years PT, OT, SLP ECI PPCD OP 

7 James 5 years PT, OT, SLP ECI School OP 
8a Brian 8 years PT, OT, SLP ECI PPCD, School OP 
5a Brittney 16 years PT, OT, SLP ECI PPCD, School OP 
6 Jessica 20 years PT, OT, SLP ECI PPCD, School OP 

FG = Focus Group; PT = Physical Therapy; OT = Occupational Therapy; SLP = Speech Language Therapy;  
ECI = Early Childhood Intervention; HH = Home Health; OP = Outpatient; IP = Inpatient; PPS =  Private 
Preschool; PPCD = Preschool Program for Children with Disabilities; School = School Environment  
aParent had limited recollection of settings where her child had received therapy. 
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Table 3 contains information about participants’ children with Down syndrome  

(n = 15). The average age of the children at the time of the individual interview or focus 

group was 5.5 years (median = 3.5 years). The therapy disciplines listed include those 

received at any time in the child's development. Settings include those in which children 

received therapy at any time since birth.  

 All but one child with Down syndrome received therapy in multiple models. 

Some children (n = 9) were still receiving therapy in two or three different settings at the 

time of the individual interview or focus group interview. Parents had children (n=3) who 

attended the same private preschool based on a peer-modeling program. The school 

places typically developing children and children with Down syndrome in classrooms 

together. A small proportion of children in the school have other developmental 

disabilities and are integrated into classrooms with typically developing children and 

children with Down syndrome. This private preschool provides group physical, 

occupational, and speech therapy for children who attend there. Group therapies include 

typically developing children, children with Down syndrome, and children with other 

developmental disabilities. Figure 3 provides an overall description of therapy settings 

where children with Down syndrome received services up to the date of the interviews. 

Children typically started with Early Childhood Intervention (ECI) but then changed to 

other settings as they aged out of that program. Some children received services in 

different settings at the same time. For instance, one child at the time of the interview 

received physical therapy through a home health agency and occupational therapy in an 
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outpatient clinic. The same child was also receiving speech, therapy, occupational 

therapy, and physical therapy in his PPCD setting.   

 

Figure 3: Participants’ children’s therapy experiences by setting.  
Overlapping items indicate that some children received therapy in both educational and 
medical models at the same time. Some children also received different disciplines in 
different settings. One child received therapy only in a medical model.  
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Table 4 

Therapist Interview Participants 

    Therapy settings by Modela 
Participant 

number 
Therapist 

pseudonym Discipline 
Total years 
in practicec 

Early 
intervention Education Medical 

 2b Blondie SLP 5 Schoolb HH 

 7 Kathleen PT  8 PPS IP, OP, HH 

 8 Clara  PT  8 ECI IP, OP, HH 

 4 Jewel  PT 15 School  

 6 Anna  SLP 18 ECI  School  HH, OP  

 3 Marion SLP  20 School  OP  

 5 Susan  PT  25 ECI HH, OP 

 1 Green Tea OT 35 ECI School, PPS  OP  

PT = Physical Therapist; OT = Occupational Therapist; SLP = Speech Language Pathologist;  
ECI = Early Childhood Intervention; HH = Home Health;  OP = Outpatient Clinic; PPS = Private Preschool;  
PPCD = Public Preschool Program for Children with Disabilities 
aTherapy settings indicate pediatric settings in which therapists worked at time of interviews or had  
worked in the past.  
bParticipant 2 had worked as a special education teacher prior to becoming an SLP. Years in practice represent only 
the time she had been an SLP.   
cYears in practice represents the time therapists had been licensed therapists, not their years of experience working 
with children with Down syndrome.  
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 Demographics of Therapist Participants Serving Children with  
Down Syndrome 

 
 Given that family-centered care involves collaboration between families and 

health care providers, the researcher conducted therapist interviews for the purpose of 

triangulation. By interviewing therapists, the researcher obtained perceptions of therapy 

for children with Down syndrome from a perspective different from parents. Table 4 

summarizes information about participants who are therapists serving children with 

Down syndrome, including years of experience as a licensed therapist and settings in 

which they worked. The average number of years of experience of therapist participants 

was 16.8; the median was 16.5 years. One of the speech pathologists interviewed was a 

bilingual therapist and had considerable experience working with families who were 

primarily Spanish speaking. She provided some cultural insights that balanced and 

supported the two Hispanic parents who participated in the study’s first phase. Some 

therapists had additional life experience with the target population outside their 

profession. As mentioned earlier, three therapists (Green Tea, Susan, and Anna) were 

also mothers of persons with Down syndrome. In addition, therapist participant 2, 

Blondie, had worked as a special education teacher prior to becoming an SLP.  

Researcher Reflexivity 

  In qualitative research, the researcher serves as the instrument for measurement; 

therefore, the results of the study are affected by the reflexivity or characteristics of the 

researcher. The researcher was a therapist with 24 years of experience with 19 of those 

years being in pediatric settings. The settings in which the researcher worked included 
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primarily medical models: inpatient hospital acute care and post-acute settings, a private 

practice, hospital-based outpatient clinics, and an overseas residential facility. The 

researcher had very brief experience (3 months) working in schools and in an early 

intervention model as part of a contract with the private practice. The researcher had 

never met seven of the parent participants prior to the study. However, at some point in 

time, six of the 15 children of the parent participants had received therapy from the 

researcher. At some point in time, all but two of the participants’ children had received 

therapy or were receiving therapy at one of the eight outpatient clinics affiliated with the 

facility where the researcher works. After conducting the interviews, the researcher 

transcribed all interviews in order to immerse herself in the data. The researcher was the 

primary coder and extracted themes from both parent and therapist interviews. The 

results of the coding and analysis as they pertain to parental perceptions of therapy 

services follow in the next sections.  

Parental Perceptions of Therapy Services 

 The five research questions enumerated at the beginning of this chapter focus on 

parental perceptions of therapy services for children with Down syndrome. Results 

presented here include paraphrases, direct quotations, and summaries of responses that 

the researcher obtained during individual, focus group, and therapist interviews. First, 

parents’ expectations of their therapy services are presented. Both expectations for their 

children and for themselves are described. Second, examples of situations in which their 

expectations were met and occasions when they were not met are also described. Next the 
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researcher will offer responses to the question of what factors influenced parents’ 

satisfaction with their children’s therapy services. A presentation of the advantages and 

disadvantages of the different settings is followed by a section describing parents’ 

perceived roles in their children’s therapy services. The final section summarizes the 

aspects of their children’s therapy that parents valued most.   

What Do Parents Expect from Their Children’s Therapy Services? 

 Parents’ expectations for their children’s therapy services changed as their 

children grew and as they gained more familiarity with the “system” that served their 

children. Parents had expectations for what therapy could do both for them and for their 

children. A majority of parents implied that they had received what they expected from 

their children’s therapy services and from their children’s therapists. Several parents 

conveyed that if their children’s services did not meet their expectations, they looked for 

other for therapy providers. Figure 4 is a coding tree for the research question “What do 

parents expect from their children’s therapy services?” Parents expressed expectations 

that concerned the child, therapy in general, or the therapists.  
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Figure 4: Coding tree for research question 1 
 
Parental Expectations for Their Children with Down Syndrome 

 Parents said they wanted their children to do the things that other children do. One 

parent noted that she wanted her child to be as normal as possible. A majority of parents 

acknowledged that they knew their children would achieve their motor milestones but not 

necessarily at the same ages as typically developing children. Samantha remarked, “I’m 

learning to accept that he’s gonna do things at his own pace” (individual interview 2). 

One parent described this slower progress of skills as “ . . . being on the scenic route” 

(Carolyn, focus group 3).  

 Parents of younger children initially indicated they were very focused on their 

children’s achievement of motor milestones. One mother remarked that at first, all she 

wanted was for her child to have “purposeful movement” (Marie, focus group 1). Two 

other parents noted that when their children were young, they wanted them to have some 
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form of independent mobility. Some parents were concerned about their children’s 

crawling ability or form. However, walking appeared to be a universal concern.  

 Parents of children who were not yet ambulating were very concerned about their 

achievement of this milestone. One mother remarked, “Everybody else has been walking 

for a long time” (Anna, focus group 2). Two parents in different focus group interviews 

described the walking milestone as a “separator” (Leigh, focus group 1; Pete, focus group 

2). One mother noted that the fact that her son could not walk separated him from his 

peers. She also described the social aspect of her child not having achieved that 

milestone. Her family had occasionally made choices not to attend particular social 

functions because she knew that her son would not be able to play on the jungle gym with 

other children. One father noted that when people asked whether their son was ever going 

to walk, “ . . . it just stings, . . . it’s a soft spot, you know?” (Pete, focus group 2). Another 

mother whose son was more than two years of age said that she did not want to tell 

people her child’s age because then they would know how far behind he was 

developmentally. “Because the fact that he is not walking, that is huge, that makes you 

look at him and think he is so behind” (Carolyn, focus group 3). Parents in one focus 

group noted that walking was the most obvious skill for a child to achieve. “You know 

you shouldn’t care about what anyone else thinks, but we do. People are . . . judgmental” 

(Kelly, focus group 3). Christina (focus group 3) commented, “I understood the world 

around us would perceive him differently once he walked.”  
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 Four parents expressed that at some point in their children’s early motor 

development, they had specific dates by which they wanted their children to walk. One 

mother stated, “There was a date for awhile. I don’t know where it got into my head but 

at one point I said by two years old I want him to walk . . . . I was focused on it. And then 

I found I was like, ‘What are you doing, Samantha? … Let it go. He’s gonna walk when 

he’s gonna walk’” (Samantha, individual interview 2). She realized that she should not be 

disappointed if her son did not walk at the age she had expected.  Another mother related 

that when her son was born medical professionals told her that her son would not walk 

before two years of age. She took that information as a challenge and determined that her 

son would walk by the same age that a typically developing child would. She joyfully 

described that her son took his first unsupported step the day before he turned 18 months 

of age. Two other parents described how therapy services or therapists influenced their 

expectations of when their children should walk. Leigh (focus group 1) whose child 

received outpatient physical therapy said, “We did the treadmill training, and that 

[research] paper said they will take their first steps at a certain month, and I expected it.” 

Another parent had a therapist tell her that if she wanted her son to walk by the time he 

was two, he needed to wear orthotics. This mother had her child fit for orthotics, and her 

son walked after 2 ½ years of age. She expressed her disappointment about his not 

achieving independent ambulation at the age the therapist suggested he would.  

Parents whose children had difficulty with feeding skills also expressed the desire 

for their children to be able to eat by mouth. Other parents discussed the importance of 
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their children learning to communicate. Parents who made the most frequent reference to 

communication skills were those with older children. One mother of a teenager indicated 

that she wanted her daughter to be able to speak so that she could be understood by 

everyone (Kim, individual interview 5). 

Parental Expectations for Intensity of Therapy 

Because parents expected their children to meet developmental milestones, they 

expected therapists to work with their children at a certain level of intensity and 

frequency. Although parents wanted therapists to challenge their children, they did not 

like therapists to push their children to the point of frustration. Mothers indicated that 

they thought their children should enjoy therapy. One parent best remembered her 

daughter’s therapists who pushed her daughter and who assured her that as a mother she 

should also push her daughter: “They didn’t allow me to coddle, and so they went ahead 

and kept pushing her to hit the milestones when she was supposed to” (Kim, individual 

interview 5). 

 Some parents identified intensity, frequency, or both as an expectation of their 

children’s therapy. One mother stated that she felt a therapist should use every minute of 

her son’s 30-minute treatment session. Another mother whose son received outpatient 

therapy and had 30-minute sessions wished that his time in therapy had been longer. She 

believed he could tolerate exercise and pay attention for longer than 30 minutes at a time. 

Two parents whose children were in an inpatient feeding program acknowledged the 

value of daily therapy for their children because of the frequency. Samantha noted, 
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“Inpatient, you know . . . speech, OT, and PT was wonderful . . . five days a week. How 

could that not be helpful?” (individual interview 2). Nevertheless, one mother shared that 

she felt her son could handle only 30-minute therapy sessions. She believed he would 

“shut it down” if his therapy sessions were longer than 30 minutes (Carolyn, focus group 

interview 3). She related that she would rather drive to the clinic twice a week and have 

more frequent visits than to have longer visits in which her child became frustrated or 

simply stopped working for a therapist.  

 Therapists also discussed intensity as it related to their perceptions about therapy. 

They wanted to ensure that children worked hard during their sessions. One speech 

pathologist noted, “I mean I want my kids to be . . . a little bit worn out by the time 

they’re done because I’ve worked them” (Blondie, therapist interview 2). One physical 

therapist talked about trying to gauge how hard to work a child. She said that she 

typically had a goal that she worked toward in her sessions, but she did not like to have a 

standoff with a child. Therefore, she indicated that if a child demonstrated difficult 

behavior, she tried to incorporate some therapeutic activity into whatever held the interest 

of the child at the time. Several therapists pointed to the importance of the repetition 

needed for children to learn new skills. Repetition was necessary within a session and 

over time.  

 Therapists acknowledged that learning how to push a child just enough could be a 

difficult process. One therapist used the cues of the child and the cues of parents to 

determine when she should stop challenging a child in a therapy session. Another 
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therapist informed parents when they began therapy together that their sessions would 

involve their children’s learning new skills. She acknowledged to parents that the 

learning process could be “scary and stressful” and that she would take children “out of 

their comfort zone and then bring them back.” She also assured parents that their children 

would never cry for the entire hour of a therapy session. Nevertheless, this therapist also 

educated parents that even typically developing children had periods of irritability when 

they were making progress in a facet of their development (Green Tea, therapist 

interview 1). 

Parental Expectations of Therapists 

 In addition to wanting their children to advance developmentally, parents 

expected certain behaviors from therapists. Parents expected therapists to be professional, 

to provide information, and to communicate with them. They described the frustration 

they experienced when therapists did not come when they said they would or when they 

repeatedly cancelled appointments without rescheduling them. One parent whose child 

was receiving outpatient services for which she and her insurance company were paying 

indicated that she expected her therapist to make the most of the time that her son had in 

therapy. “I’m paying. I want them to completely use every single minute of every single 

half hour or hour visit” (Christina, focus group 3). Another parent expressed that she 

believed most parents expected a licensed professional to come to their houses when their 

children began ECI services. However, many times a staff member with a bachelor’s 

degree came to work with their children instead of a licensed therapist.  
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Parents expressed that they wanted therapists to educate them. “We want 

information. I haven’t met one parent who hasn’t been like searching for information to 

help their child” (Leigh, focus group 1). The majority of parents explicitly stated that they 

expected therapists to teach them what to do with their children at home. Parents 

understood that they had a responsibility to help their children progress developmentally, 

and they wanted therapists to guide them in that process. Several therapists said that they 

tried to educate parents about things such as orthotics and therapy techniques.  

 Parents expected therapists to educate them in the “why” and the “how” of 

therapy. Several parents indicated that they wanted to know the reason why they should 

do a particular activity with their children, what purpose it would serve, and why it would 

be important in the future. One father felt more motivated to do home program activities 

with his child when he knew why he had to do them. Parents also appreciated guidance in 

goal-setting. A number of parents expressed that they really did not know what to say 

when therapists asked about goals for their children. Instead, several parents expected and 

wanted therapists to tell them what they as therapists thought their children’s goals 

should be. If parents did have goals, they appreciated therapists who helped them 

understand how they could help their child achieve the building blocks for their final 

goal. Leigh (focus group 1) remarked about walking: “ . . . that was my big goal, but 

there were about thousands of steps before getting to that, of things that, you know, had 

to be accomplished. I didn’t know those things.”  
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 Several parents expressed that they felt it was the pediatricians’ responsibility to 

inform them about their options for therapy. However, if a child received only one 

therapy discipline (physical, occupational, or speech therapy) as a young infant, parents 

looked to therapists to notify them when they should start another therapy service. For 

instance, one child initially had only occupational therapy, and the parents expected the 

occupational therapist to suggest when a physical therapist should evaluate their child. 

Similarly, parents of toddlers and preschool-aged children who were no longer receiving 

physical therapy spoke of how they looked to their occupational therapist or speech-

language pathologist to suggest when they might need a physical therapy re-evaluation.   

 Because parents’ expectation that therapists would educate them was often not 

met, a number of parents expressed disappointment that they did not know about other 

therapy options until their children were older. Often, friends or parent support groups 

were the sources of information about other therapy providers. Even parents who had 

backgrounds in education were not initially aware that they could seek therapy outside 

their homes and believed that ECI was the only available service. Kelly (focus group 3) 

said, “I’m a teacher, so I knew that ECI . . . I knew that was what you have to do. That 

would be the first step.” Another parent who was a therapist herself expressed that she 

was not aware of all the types of therapy techniques within each discipline that were 

available to help her child. Anna (focus group 2) remarked, “I know . . . in general it’s all 

the same basic principles, but you know there are these specialty things that, you know, 

even someone in the field didn’t know about.” 
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 Anna, the parent of a 31-month-old child with Down syndrome and a speech 

pathologist, had found specific oral-motor therapy techniques that worked well for her 

son. She made a point of telling the parents of children with Down syndrome whom she 

saw for therapy that they should also seek out someone trained in that technique to work 

with their children. Anna also sought to educate parents about all of the therapy options 

for their children. This was a practice that she adopted after she had her son. As the 

parent of a child with Down syndrome, she became aware that not all parents know or 

understand all of the options available for their children’s therapy. Anna strongly 

believed that she needed to help parents make informed choices.  She was also a speech-

language pathologist who worked with families whose first language was Spanish. She 

described the inequality she continually observed between parents she encountered in her 

professional life and in her personal life. She noted that her “mom friends” had an 

abundance of information and resources to help their children with Down syndrome; 

whereas, the parents of the children she saw for therapy did not have access to the same 

resources. Information was often available on the Internet in English but not in Spanish.   

Because parents wanted to know what to do with their children, they expected 

communication from their therapists. Leigh (focus group1) shared, “Most parents expect 

to be taught what to do, like different exercises and specific things that are catered to 

their child . . . . They want like specific things that they can check box and say, ‘We’ve 

done that.’” Parents of younger children appreciated face-to-face communication and 

demonstration of therapy techniques. They also wanted the opportunity for hands-on 
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practice with performing activities that involved facilitation of movement. Parents also 

indicated that written communication, even when they were present for a therapy session, 

was very helpful. They expressed the desire for specific activities to do each week, and 

they noted that having ideas written down enabled them to share with their spouses what 

they could also be doing at home. Written communication was critical in situations in 

which only one parent could attend a therapy session.  

 All of the therapists interviewed agreed that communication with parents was 

important. They often used a variety of methods to communicate with families. The 

setting in which a therapist practiced influenced the mode of communication they used 

most frequently. Therapists who worked in home settings or who saw children in 

outpatient clinics used face-to-face communication or demonstration of activities to teach 

parents what to do at home with their children. Sometimes if therapists had questions 

about appointment times or were writing reports and needed specific information, they 

used email or text messaging to communicate with families. Therapists indicated that 

sometimes they wrote things down for parents to do at home, and at the time of 

discharge, they often provided parents printed lists of community resources. One 

therapist noted that if she and her colleagues anticipated that the discharge process might 

be difficult for a family, the team of therapists included the clinic manager in the family’s 

meeting about discharge. She said that this situation did not arise very often, but she 

noted that having a person with authority present gave therapists more credibility with 

parents.  
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 The bilingual speech pathologist said that many times, the parents with whom she 

worked were not able to read their native language; consequently, face-to-face 

communication, demonstrations, or hand-drawn pictures were crucial to use in 

communicating with these families. She said that sometimes when she was working in 

the home, she would recruit a sibling to help carry out a home program. She also noted 

that parents who were very invested in their children’s therapy would bring in a neighbor 

or a friend to help them follow through with home activities.  

 Therapists in the school system often used phone calls to contact parents. 

Occasionally, if parents came to the school to pick up their children, therapists might 

have the opportunity to communicate in person. School therapists sometimes used a 

communication notebook that traveled through the school day with a child to suggest 

home activities to parents. Therapists, teachers, and parents could record information 

about the child and what he did each day in the notebook.  One therapist indicated that 

she tried to make a point of recording positive things that the child could do. She said that 

she had had an experience as a mother in which one individual only wrote negative 

comments about her son during the day. She was certain that her son must have done 

something positive during the day, and she had to educate this staff person to make her 

realize the importance of recognizing her child’s strengths. This therapist, therefore, was 

very intentional about using positive language and pointing out children’s strengths in her 

written communication.  



101 

 Although therapists in the school system often had difficulty communicating with 

parents directly, they said that they often communicated with parents via the teachers. 

Parents in the peer–modeled private preschool said that their teachers reported to them 

what therapies their children had done each day when the parent came to pick them up 

after school. One therapist who worked in the public school system said that she relied 

heavily on the teachers to communicate with parents. Two speech pathologists who had 

experience working in the school system said that if they sent activities home from school 

with children, they quite often did not bring them back completed. These therapists said 

that sometimes they could tell that the papers had not been removed from the folder in 

which they had been placed. Communication breakdowns could happen at any point in 

the communication chain.    

Did Therapy Services Meet Parents’ Expectations? 

 

Figure 5: Coding tree for research question 2 
 
 Figure 5 represents the coding tree for the research question “Did therapy services 

meet parents’ expectations?” The following section will present discussion of parents’ 

met and unmet expectations in different therapy settings.  
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Unmet Expectations in Early Childhood Intervention  

 Marie, (focus group 2) who had a prenatal diagnosis, noted that she read a great 

deal about Down syndrome before her son was born. She stated, “I think I remember 

when David was born, I figured therapists would rush into the hospital and start working 

with him.” She was thus surprised when ECI told her that a therapist would come to the 

house only twice a month. Her expectation was that her young infant would have daily 

therapy. She therefore chose to drive to an outpatient clinic for therapy services but opted 

to keep her special skills professional that the ECI program provided in her district.  

 One mother of a preschooler described ECI in her school district as “a disaster” 

(Kelly, focus group 3). She did not believe that her child had sufficient consistency in his 

therapy, and she therefore took her son to private therapy. She noted that her son was not 

sitting up at one year of age, but after he started private therapy, his developmental skills 

accelerated, and he began walking independently by the time he was two years of age. 

Another family had an experience in which a provider came to the house and expressed 

surprise at how small their infant was. The therapist asked the family if a child that young 

even needed therapy.  The father said he decided at that moment that he did not want that 

provider working with his child, and he sought another provider. The parent interviewed 

who was Spanish-speaking described how one provider was supposed to come to her 

home for three to six months. She recalled that the therapist came only two or three times 

and repeatedly cancelled appointments. When this mother went to a Down syndrome 

clinic for an appointment, she learned of an outpatient provider and instead chose to take 
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her son there for an evaluation. She expressed that she wanted her son to make more 

progress developmentally and knew that he needed more consistent therapy in order to do 

so.  

 Two mothers who lived in the same suburb had very different experiences with 

their ECI services, which influenced their perception of whether their expectations had 

been met. One mother’s family had moved to Texas from Illinois, and because her child 

had qualified for all early intervention services (physical, occupational, and speech 

therapy) in Illinois, he was automatically eligible to receive all of the services in Texas. 

Another mother in the same district started only with occupational therapy. Eventually, 

after “pushing for more” services, he had physical and occupational therapy along with 

special skills therapy by the time her son was almost three (Carolyn, focus group 3). She 

expressed frustration that it took so long to get all the services that she felt her son 

needed.  

Met and Unmet Expectations: Outpatient Therapy Services 

Parental expectations of outpatient therapy services often related to therapists’ 

using specific techniques or having training that they believed would be effective for 

their children. One mother of a child who attended kindergarten took her son for 

outpatient therapy to supplement what he received at school. When she saw that the 

therapist did not use a specific oral motor technique, she decided to change therapists. 

She firmly believed in the effectiveness of certain oral motor activities: “We think 

everybody should be working on this since day one on a baby” (Mary, individual 



104 

interview 7). Another mother whose son had treadmill training in an outpatient setting 

said she was not sure how much it had actually helped him. She was aware of the 

treadmill-training research protocol for children with Down syndrome. In the outpatient 

setting, her son had used the treadmill only two times per week; whereas, children in the 

research studies had used the treadmill five days per week. She attributed her son’s 

independent ambulation to aquatic therapy instead. Another mother whose child received 

services in the Preschool Program for Children with Disabilities (PPCD) took her child to 

an outpatient clinic for an occupational therapy evaluation so that he could receive 

services in the summer. This mother said that the therapists at the clinic exceeded her 

expectations because they discovered that the reason he was not drawing lines properly 

was because he had some visual-motor deficits. She was very pleased that they helped 

her learn why her son was struggling with drawing. 

Met and Unmet Expectations: Preschool Therapy 

All of the parents who were interviewed about their children’s experiences at the 

private preschool with peer models expressed how well the school program lived up to 

their expectations. They indicated that they had consistent written communication with 

their therapists on at least a weekly basis. Therapy-specific communication was in the 

form of “fridge goals,” which consisted of a piece of paper with three activities from each 

discipline (physical, occupational, and speech-language therapy) to work on at home each 

week. These parents also noted that they received indirect communication from therapists 

through their children’s teachers. Additionally, they had access to cameras within their 
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children’s classrooms that allowed them to log into a computer and view their children 

any time of day. One parent indicated that she and her husband had had a hard time 

connecting to the system; however, in general, parents had very positive experiences with 

their children’s preschool curriculum and their school therapy at this private preschool. 

 Another mother was concerned about sending her child to school because she 

assumed that the teachers would have low expectations because he had Down syndrome. 

However, after initiating the admission process for the public preschool program for 

children with disabilities (PPCD), she realized that this was her own stereotype about 

schools and was pleasantly surprised to find that her son thrived in the educational 

environment.  

 Two parents who took part in focus group interviews had children in the same 

school district and PPCD classroom. They expressed that they were very pleased with the 

communication they had with their school therapists. One mother often had face-to-face 

contact with her speech-language pathologist when she came to pick up her son at school. 

The second mother also said that she was happy with the communication she had with 

her school therapists. She acknowledged that at the end of the year her communication 

with her therapists had decreased. However, she had been a teacher and understood how 

communication efforts might wane at year’s end.  

 Only one mother of a child in a PPCD program indicated that she had no idea 

what her child’s school therapists did with him because they did not communicate with 

her. This situation was very frustrating for her because her preschool-aged child did not 
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yet have the language skills to tell her what had happened that day at school. Kelly (focus 

group 3) related, “He doesn’t have those words yet so that’s why communication is so 

paramount in every aspect.”  

Met and Unmet Expectations: School Therapy 

In general, parents believed that the services for their school-aged children did not 

provide enough individualization to meet parents’ goals. Parents whose children were 

school-aged at some point had chosen to have additional outpatient services. One parent 

of an adolescent indicated that she took the speech-language evaluation from her school 

to an outpatient clinic. She requested that the speech-language pathologist work on the 

articulation deficits that the school had identified. This mother believed that group 

therapy in school, which was the only option available, was not sufficient to improve her 

daughter’s speech intelligibility. Kim, whose child was 16 years old, remarked, “I’ve just 

never been real impressed with school speech. I don’t feel as involved as you do when 

you’re in private” (individual interview 5). Kim believed that in group therapy, her 

daughter did not get the individual attention that she needed to improve her articulation 

skills. Having her child be able to talk so that others could understand her was a high 

priority for this mother. Susan (individual interview 6), whose daughter was 20, 

commented, “I have always been frustrated with the lack of communication with any of 

the school therapies.” She had frequently asked her therapists for activities to work on 

with her daughter at home but rarely had responses. She lamented that she never knew 

what progress her child made with her therapy goals until the end of the year. Mary 
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(individual interview 7) described several times how she had to repeatedly “fight” to get 

the therapy or classroom placement she felt that her son needed. For the most part, 

parents of school-aged children indicated that they rarely communicated with their 

children’s therapists. Often, communication took place in the form of a face-to-face 

meeting at the Admission/Review/Discharge (ARD) meeting or occasionally in the form 

of written communication in a notebook.  

 All of the therapists interviewed acknowledged that medical model and 

educational model therapies were different. Unfortunately, the parents they encountered 

believed that their children’s therapy in an educational model should look the same as 

their children’s therapy in a medical model. Therapists acknowledged the need to educate 

parents about the differences between the medical and educational models of therapy. 

Therapists who worked in the school system said that they typically had to provide this 

education during children’s ARD meetings. One therapist who worked in an outpatient 

setting said that she tried to explain the differences to parents. Another therapist provided 

parents with information and attempted to explain the educational model to them; 

however, she admitted, “ . . . and then I kind of leave it up to the school to dig their way 

out” (Susan, therapist interview 5).  

Met and Unmet Expectations: Medical Community 

Some parents felt as though their pediatricians were knowledgeable about issues 

for their children with Down syndrome. However, other parents perceived that their 

children’s pediatricians did not know very much about Down syndrome. One mother 
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expressed that she had come to realize that physicians did not really receive that much 

specific training about children with Down syndrome. She described the experience of 

going to an emergency room where the physician referred to her son as a “Down’s baby.” 

She was very disappointed that even though her pediatrician made a point of using 

people-first language, this physician was not aware of proper “etiquette” (Kelly, focus 

group 3).  

What Factors Influence Parents’ Satisfaction with 
Their Children’s Therapy Services?  

 
 Figure 6 depicts the coding tree for the research question “What factors influence 

parents’ satisfaction with their children’s therapy services?” This section will present 

results that affected parent satisfaction with therapy services.  
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Figure 6: Coding tree for research question 3 

 For the most part, parents expressed they were satisfied with the services their 

children received. Quite often, when they were not pleased with their services, they 

changed providers or added additional providers. Parents were not satisfied with their 

child’s therapy services if they had unmet expectations. For instance, parents expressed 

greater satisfaction with services when their expectations about therapy frequency 

matched what therapists recommended. One mother who had an evaluation by ECI heard 

that her infant son would receive therapy services only once a month, and she said that 
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she and her husband decided to take their son to outpatient therapy immediately. Parents 

whose children were school-aged chose to receive additional therapy services because 

they had specific goals that they wanted their children to achieve, and they knew these 

goals could not be addressed in the school setting. One parent, although expressing 

satisfaction with her child’s preschool services, decided to use her insurance benefits to 

obtain outpatient speech therapy and occupational therapy services for her son in the 

summer when he was not attending his public preschool. 

 A resounding theme was the variation in satisfaction that parents had with ECI 

services in different areas of the Dallas Metroplex. Some parents lived in counties where 

they were pleased with their services; however, other parents expressed that they did not 

feel the therapy provided met their needs and/or their child’s needs. Factors that affected 

parents’ level of satisfaction included the response time from an organization and the 

ease of establishing contact with an organization. One parent who had moved to the 

Dallas area from Illinois related the difficulty she had with contacting her ECI providers 

after she moved. She believed that the system in Texas was confusing because ECI 

providers had different names depending on the county in which a family lived. Two 

parents commented that in their suburb they perceived that their ECI providers were not 

very organized.  

 Wait time to begin services or lapses in therapy due to loss of staff were also 

factors that affected parent satisfaction with therapy providers. One mother indicated that 

her son had to wait to get an evaluation because her ECI provider had a limited number 



111 

of therapists available: “ . . . they have a lot of patients to treat and only so many 

workers” (Kris, individual interview 4). Another mother described her frustration about 

continually having new therapists and waiting as long as two months to resume therapy 

after therapists left. Will (individual interview 3) said, “I think it’s good . . . to have some 

type of stability, and when you did have a therapist and they get to know your child and 

you get to know the therapist and then two months later we have to do it all over again. 

That was a little frustrating.” One mother also remarked, “ . . . it’s rare that you do get to 

have the same therapist for, you know, more than six months.” The reason for parents’ 

frustration was often that their children had to start over “ . . . at square one again because 

they have to get to know each other and get comfortable with each other” (Anna, focus 

group 2). 

 Parents also expressed frustration with the inconsistency or turnover of providers. 

Several parents remarked on the high rate of turnover, sometimes with therapists, but 

more often with unlicensed personnel (developmental specialists or special-skills 

therapists, as they are called in some school districts). Multiple families described the 

experience of having therapists with whom they were extremely satisfied. One mother 

described her positive experience with speech therapy services through ECI: “We just so 

happened to . . . win the lottery when it came to therapists through ECI with, with speech. 

She was wonderful . . . got us through different hurdles, was always very helpful . . . even 

though . . . we didn’t see her weekly” (Kris, individual interview 4). Additionally, one 

mother indicated that her special skills therapist was her favorite provider because she 
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saw “the big picture” (Marie, focus interview 2). However, in some cases, favorite 

individuals at some point stopped working with the agency providing services.   

 A few parents described experiences with therapists who they felt did not meet 

their children’s therapy needs. Sometimes personality conflicts limited their satisfaction 

with services. Marie (focus group 1) commented, “Our first speech therapist was not 

positive at all. And that was our first time with a therapist that it just didn’t click.” Marie 

felt that the therapist’s training was in working with older children, not with children who 

were her son’s age. Another mother described a similar experience in which she felt that 

her therapist expected her child to be able to do things that were too difficult for a child 

of his age. Another mother described having a therapist who was a new graduate and had 

a very “laid-back” personality. Although she explicitly stated that she did not have a 

problem with his having just finished school, her primary desire was that this therapist 

take action to try new things with her son. She indicated that she often felt like she had to 

provide this therapist with ideas about what to do in therapy.  

Several parents had positive feelings about their children’s transitions from ECI to 

PPCD. One mother described how ECI personnel had to convince her to send her son to 

PPCD; however, she indicated that her case manager walked with her through each step.  

The case manager’s presence helped ease this mother’s fear and anxiety about her child’s 

transition into a school environment. One mother of an adolescent also recalled how 

smooth her transition from ECI to PPCD was because “They . . . held your hand through 

it . . . ” (Susan, individual interview 4). Three parents in three different school districts 
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described how their ECI therapists or case managers accompanied them to their 

evaluations for PPCD programs. They acknowledged that they valued having someone 

present who knew their children as they made the transition process. Parents whose 

children received therapy both at school and in outpatient settings said that they 

appreciated when therapists communicated with each other as their children made the 

transition to school. However, this exchange did not often happen.  

 Therapists who worked in home health settings or in outpatient settings described 

occasions when they might attend an ARD meeting with a parent or when they guided 

parents in interpreting their children’s evaluations from the schools. One therapist in a 

preschool said that she had interacted with public school therapists who came to the 

private preschool to observe children when they were preparing to transition into the 

public school system. This therapist also described times when she communicated with 

children’s outpatient therapists about home programs or about concerns she might have 

about children’s functional abilities. This therapist was also very likely to refer children 

for outpatient or home health services if she had concerns about their skills that she could 

not address in the preschool setting. She also offered to help parents set up outpatient or 

home health services if they wanted assistance with the process.  

 Parents did not describe transitions from one setting to another as problematic if 

they had initiated the change. For instance, one parent was very frustrated with the 

frequent turnover of therapists in ECI. Therefore, she sought advice from her son’s 

godmother, an occupational therapist, about what to do. This individual recommended 
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that she try outpatient therapy, and after looking on the Internet, this mother sought out 

services at a hospital-based facility. Although parents described the constant change from 

one therapist to another within one setting as difficult, they did not mind when they 

changed or added therapists in order to receive more frequent therapy. Another couple 

was not happy with the therapists who came to their house initially, and they switched to 

an outpatient clinic. They were very positive about that change because at the new setting 

their son could receive therapy more frequently.  

 The topic of discharge was one that parents talked about in their interviews that 

represented a transition of another type. In general, children with Down syndrome finish 

physical therapy services by the time they are six years of age (Martin, 2013). Many 

times, they are discharged from physical therapy as soon as they have achieved the 

milestone of walking. A number of parents who participated in interviews had children 

who had been discharged from physical therapy services. Some participants talked about 

being happy that their children had achieved their goals of walking, running, and/or 

jumping. Other parents feared not receiving physical therapy anymore. They worried 

initially that their children might regress and wondered how they would know whether 

their children were still developing appropriately. Because some children with Down 

syndrome achieve independent ambulation and require additional time to master that 

skill, they often do not receive ongoing therapy during the interval between independent 

ambulation and the time when they are ready to run or jump. Parents described 
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alleviation of their fears about discharge when physical therapists assured them that they 

could bring their children back for re-evaluation of their gross motor skills if necessary. 

 Therapists noted that sometimes parents resisted discharge from therapy services. 

They therefore tried to help prepare parents for discharge by talking about it well in 

advance of when it would happen. One therapist noted that she often brought parents into 

a therapy session, showed them all the things that their children could do in the clinic, 

and demonstrated that she had no other ways to challenge their children in that setting. 

Other therapists provided parents with community resources for recreational 

opportunities for their children. Often these resources were programs specifically 

designed for children with special needs. One speech pathologist who worked in the 

school system indicated that she often “tapered” children’s therapy by gradually seeing 

them less frequently. She also informed teachers that if they had any concerns about 

children after she had discharged them from therapy, they could contact her. Physical 

therapists typically talked to parents about the importance of finding physical activities or 

recreational activities which their children would enjoy and would engage in on a regular 

basis. Some therapists wished that more adapted sports activities were available for 

children with Down syndrome.  

Advantages and Disadvantages of Different Therapy Settings  

In both individual and focus group interviews, parents described changing service 

providers if their needs were not met. They sought therapists and settings that met their 

expectations and satisfied their children’s therapy needs. Even if they changed providers, 
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they still recognized the advantages and disadvantages of the settings where their children 

had received therapy. The following sections elaborate on the findings by setting. 

Home Based Therapy (ECI or Home Health)  

A resounding theme that emerged from parents who had had ECI or home health 

services for any length of time was the convenience of having someone come to their 

houses. They also felt that having therapists teach them in their home environments with 

the resources they had available to them every day was very helpful. Parents indicated 

that having therapy in their own homes offered a familiar and comforting environment 

for both them and their children. However, they noted that the lack of equipment 

available for their children’s therapy was a disadvantage of having therapy in their 

homes. One mother commented that when her child received therapy at home, he often 

did not cooperate with his therapists. His mother would then have to leave the room in 

order for him to have a productive therapy session.  

 Parents described several positive aspects of receiving ECI in their homes. Three 

mothers in the focus group acknowledged that ECI did not cost them anything. In 

addition, ECI programs often provided services in addition to therapy. For instance, 

parents whose children received ECI services expressed how much they appreciated 

having access to a social worker. Two mothers in particular took advantage of social 

work services to help them deal with family situations and/or personal issues that 

occurred while their children with Down syndrome were very young. Some parents 

described how helpful their developmental specialists or special skills therapists were for 



117 

their children. These individuals were typically not licensed, but they visited the 

children’s homes on a recurring basis and conducted activities that therapists had 

recommended for the children. Parents who lived in different counties shared their 

frustration with the high turnover of therapists or with having to wait some period of time 

to begin therapy. One mother’s early intervention speech-language pathologist told her 

that her son did not need therapy any longer. This parent, being aware of staffing 

shortages, suspected that the recommendation to discontinue therapy occurred because of 

a lack of personnel. One mother whose son received therapy in multiple settings felt that 

ECI involved redundant paperwork and observed how frazzled therapists seemed as they 

tried to complete required documentation.  

 Therapists who had worked in ECI or home health valued being in children’s 

homes because they could better understand families’ situations. They observed that 

engaging families in their children’s plans of care was easier in the home setting than in 

the school setting. Another positive aspect therapists described about working in home 

health was that the paperwork was more streamlined and concise than in other settings in 

which they worked. Some therapists expressed that sometimes they were concerned about 

their safety when they had to travel to less-safe areas of town. The cleanliness of some 

families’ homes was sometimes an issue for them. However, home-based therapists liked 

being able to provide parents with activities to do in the home with the furniture and toys 

they had available to them. On the other hand, they also said that they missed having 

access to equipment in an outpatient setting.  
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Outpatient Therapy  

Parents whose children received outpatient therapy noted that access to multiple 

types of equipment, large spaces, and adjuncts to therapy (such as a therapy dog) were 

positive aspects of such settings. One mother noted that when her son was at an 

outpatient clinic, seeing other children in therapy motivated him. She also observed that 

her son was more cooperative with his therapists when he was in an outpatient clinic than 

when he was at home. Some parents valued increased frequency over convenience and 

chose to change from ECI to outpatient settings. One mother liked having her therapists 

in the same building together. She felt that they were able to collaborate about her son’s 

care because they saw each other during the day and could discuss his progress regularly. 

This mother shared the story of the day that her son walked independently in therapy at 

the outpatient clinic. All of his therapists and even others who had not worked with him 

spoke to her about his achievement and shared her excitement about his reaching that 

milestone.  

 Negative comments also emerged in the discussion of outpatient services. One 

disadvantage parents recognized about outpatient settings was the inconvenience of 

having to drive to the clinics. Parents valued their time, and they described the frustration 

of having to deal with traffic. The cost of therapy, with or without insurance coverage, 

was something else that several parents noted as a negative aspect of receiving outpatient 

services. Another disadvantage was the issue of “transferability.” Parents observed that 
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having their children do activities in clinics did not necessarily mean that they would be 

able to replicate them in their homes. 

Preschool Therapy 

Parents whose children attended the peer-modeled preschool had the most 

positive comments about school therapy. They appreciated therapists’ interactions with 

the teachers and that therapists taught the teachers what to do with their children. Parents 

also believed that having typically developing children in the classroom provided their 

children with Down syndrome both motivation and models to facilitate their 

developmental progress. As reported earlier, mothers indicated that they received regular 

communication from both teachers and therapists at the private preschool.  

 The therapist who worked at the peer-modeled private preschool conducted group 

therapy sessions with all the students she saw. Group therapy consisted of typically 

developing children doing motor activities alongside children with Down syndrome who 

were in the same class. This therapist also valued the way in which typically developing 

children modeled activities for the children with Down syndrome. Nevertheless, she 

acknowledged that since she had previously worked in a medical model, she felt 

frustrated because she wanted to do direct, individual therapy with every child who had 

the need.  

 Even though some parents indicated that they were very satisfied with their 

children’s PPCD programs, they admitted that because of privacy laws, they had “missed 

connections” (Carolyn focus group 3) with other parents whose children who were close 



120 

in age and also had Down syndrome. Carolyn said that she had gone for several years 

without knowing that another family who had a child with Down syndrome lived within 

five miles of her family. The family’s son differed in age by only a few weeks from her 

son. She wondered why a doctor or a therapist had not connected them. One mother 

described volunteering at a school and wanting to go outside with her son’s class to 

watch them play, but a teacher prohibited her from doing so because she was afraid the 

mother might ask questions of children who were not in her son’s class.  

School-Based Therapy  

Parents reported that their school-aged children received speech-language services 

in the schools, and all of the children received group speech-language therapy. None of 

their children qualified for physical or occupational therapy in the school setting. Parents 

had some positive comments about the school setting. One mother whose son was in 

public kindergarten valued his having speech-language therapy in the classroom setting 

because her child’s class included both typically developing children and children with 

special needs. She thought that the presence of typically developing children in the 

classroom was beneficial for him. She also felt that group therapy in small groups was 

helpful for him as he worked on his reading comprehension skills. The participant who 

was Spanish-speaking indicated that she received communication from her son’s public 

school therapists twice a year. Their primary methods of communication were the yearly 

written reports and communication through his teachers. This mother did not indicate 

directly that she was dissatisfied with her son’s services at the school; however, she 
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elected to bring him for outpatient speech services to supplement his school therapy. 

Therapists who worked in the schools acknowledged that they often had difficulty 

communicating with parents. One therapist commented that because many parents of 

children she saw in school were Spanish-speaking, the language barrier caused 

communication problems. Furthermore, she noted that if she tried to call parents, many 

times their phones had been disconnected.  

 Therapists had a considerable amount of positive input about the school setting 

for therapy services. Speech-language pathologists in particular saw the value of group 

speech-language therapy for older children since they needed to learn to communicate 

with their peers. These therapists believed that their role in facilitating communication 

between adolescents was more useful than communication between students and adults. 

The occupational therapist described the value of group therapy for modeling fine motor 

skills. Also, taking turns was another skill that the speech-language pathologists and the 

occupational therapist said was possible to address in a group setting. Therapists 

acknowledged that they valued the flexibility of scheduling in the school. When students 

were not available at a previously planned time, the therapist had access to them all day 

long or had the entire week to reschedule their therapy. One therapist who worked in the 

schools felt that the teachers carried out her recommendations more consistently than 

parents could do at home.  

 Therapists who worked in school settings spoke of how valuable the teachers 

were for them to communicate with parents and in supporting carryover with children’s 
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therapy programs. One school therapist prioritized her time so that she got to know the 

children on her caseload first, then she taught the teacher what to do with them, and 

finally, she sought the parent involvement. Her reason for this prioritization was the 

difficulty she had with contacting parents to talk to them about their children’s therapy. 

Also, she knew that the teachers were with the children all day long and had multiple 

opportunities to target their language development. This therapist wished that she could 

have more interaction with and more opportunities to educate parents, but because of the 

size of her caseload, she had to determine how she could be most effective in the time she 

had available. One therapist observed that she had to remind herself that special 

education teachers were not therapists. She realized that the preschool teachers did not 

know as much about children’s therapy needs as she expected. Nevertheless, she enjoyed 

educating teachers about therapy. This therapist noted that if the school did not have 

therapists present, the teachers would not have the tools to help the children in their 

classroom.  

 All of the therapists who currently worked or had worked in school settings 

described how large their caseloads were and how this workload limited the amount of 

communication they could have with individual parents. Therapists who worked in the 

school setting commented on the importance of being thorough in completing evaluations 

and paperwork for the children they saw. They explained that sometimes parents sued 

school districts in order to obtain therapy services they believed their children needed. 

Therefore, they had to meticulously document their rationale for their therapy 
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recommendations. In general, therapists observed that when they worked in a larger 

school system, they had to deal with these concerns about legal action more often than 

when they worked in smaller school districts.  

 Therapists who had worked in schools concurred that the school district in which 

they worked had a significant impact on their perceptions of and satisfaction with 

working in the educational model. Two therapists said that in larger districts, speech-

language pathologists often have the primary responsibility for doing paperwork and 

supervising speech-language pathologist assistants. Therefore, they primarily played a 

case management role in those school systems. One physical therapist who had worked in 

several districts observed that the mindset of people in school districts determined how 

much direct therapy she was able to do with children. She also noted that in some 

districts she was not allowed to evaluate children for wheelchairs or to recommend 

orthotics. She remarked that parent involvement was almost too great in another district 

in which she had worked.  

 Parents of older children identified gaps in the care of their children with Down 

syndrome, and therapists echoed this lack of continuity of care. Because children with 

Down syndrome typically complete therapy services by age six, their engagement in 

physical activity depends on their physical education at school and their parents’ 

encouragement to remain active. One mother noted that her daughter with Down 

syndrome had slowed down as she got older. She said that their family had put in a 

swimming pool for their daughter because she enjoyed swimming. However, she said that 
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she and her husband often had to encourage her to engage in physical activity. Although 

parents of school-aged children said that their children took part in Special Olympics, 

these programs were often only for part of the school year and varied from school district 

to school district. Special Olympics programs did not necessarily offer ongoing physical 

activity opportunities for their children.     

What Role Do Parents Perceive They Have in Their  
Children’s Therapy Services?  

 
 Figure 7 is a graphic illustrating the coding tree for the research question “What 

role do parents perceive they have in their children’s therapy services?”  

 

Figure 7: Coding tree for research question 4  
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Parents’ Perceptions of Themselves as Experts 

 In the family-centered care model, parents are considered the experts on their 

children. The researcher asked parents whether they believed they were the experts on 

their children, and the vast majority of the parents of younger children said that they did 

not feel that they were the experts.  They described that especially when their children 

were infants, they did not know what to do. They looked to therapists to give them 

instructions on how to work with their children, and then they gradually saw that they 

could become the experts on their children. Nevertheless, even though parents believed 

that therapists were the experts, parents did not feel that therapists treated them as less 

than experts. One mother and father who took part in a focus group interview indicated 

that they felt treated as equal team members when they interacted with therapists. Pete 

(focus group 2) said, “I’ve never felt they didn’t think that we were the expert or that they 

didn’t think that they were the expert. I think it was just a mutual respect and 

understanding.” One parent summarized what many shared, “I think I am the expert for 

my child but not for Down syndrome” (Will, individual interview 3). She acknowledged 

that over time, she learned more about how to work with her son, and she commented,     

“Just thinking about it now, I think if I met a new mother she would probably view me as 

being the expert.”  

 Even though some parents denied feeling like the experts on their children, they 

often acted in ways which demonstrated that they knew their children best. One mother 

described her experience asking a speech-language pathologist about a language program 
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for her child. The speech-language pathologist responded that she believed that the 

program was too hard for her child. This mother did not believe that the speech-language 

pathologist should assume that her child could not do things; the mother always at least 

attempted new activities with him. Therefore, she went home and used this program with 

her child in spite of the speech-language pathologist’s advice. The mother later returned 

and showed the speech-language pathologist how the program had helped her son begin 

identifying colors, and the speech-language pathologist was astounded at the results this 

mother had achieved. Another mother in a focus group said that she did not feel that she 

was the expert and that she looked to her therapists to teach her what to do with her son at 

home. Later in the interview she said, “I just know what he needs, and I know what his 

skills need to be by next year . . . . not that I know. I just know what I want him to be able 

to do by next year” (Christina, focus group 3).  

 Most parents knew things about their children and intuitively did things with their 

children that demonstrated their knowledge of them, but they did not perceive that they 

were experts on their children. One mother, whose child had received ECI services, 

pointed out that her therapists did not have frequent face-to-face interaction with each 

other. Therefore, she identified herself as the expert in that situation. She updated her 

son’s therapists on what her child was doing and what he had accomplished in his other 

therapies. She also said that she felt more like the expert when she was in the physician’s 

office. She acknowledged how short her doctor’s visits were, and she said that the 

pediatrician relied on her to report what her child did at home. Because her son’s 
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therapists spent longer intervals of time with him than the physician, she perceived that 

they were more knowledgeable about her son’s skills and abilities (Marie, focus group 2).  

 Therapists acknowledged that they understood why parents might not feel like the 

experts on their children. They believed that parents often felt overwhelmed by the fact 

that they had a child with Down syndrome, especially if their child with Down syndrome 

was their firstborn. Therapists made efforts to help parents identify how they were the 

experts on their children. They affirmed things that parents noticed their children were 

doing or asked them questions about what motivated their children. Other therapists 

showed parents skills that children could perform and then reminded the parents that they 

could help their children practice those skills at home. Some therapists speculated that 

parents might feel as though they were paying their therapists to work with their children; 

hence, the therapists were responsible for children’s developmental progress.  

Parents as Learners 

Although parents generally did not perceive themselves as the experts on their 

children or experts on Down syndrome, they viewed themselves as learners. They looked 

to therapists for specific activities to implement with their children that would advance 

their developmental skills. Parents also wanted to make sure that they were executing 

those activities correctly. They valued different methods by which therapists taught them. 

Many parents wanted written instructions so that they could remember what to do and so 

that they could give the written instructions to the parent who did not come to therapy 
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with their child. Particularly in regard to carrying out motor activities, parents wanted to 

be able to do the activity with the child in the presence of the therapist.  

 Parents wanted to learn not only specific activities to do with their children, but 

they also wanted to learn about resources available to their children outside of therapy. 

Therefore, many parents used the Internet to search for materials, toys, and information 

about Down syndrome. Parents also expressed that they often learned about community 

programs or services from other parents. Some parents talked about the information they 

received at the hospital when their children were first born. One father commented that a 

notebook he and his wife received from the Down Syndrome Guild was very helpful 

because it was comprehensive and was divided into sections for specific needs. This 

couple could refer to specific sections at different times when they needed information. 

The father’s comment about this notebook was, “ . . . that book was good too because it 

was big picture, and it was about Down syndrome itself. It was like, here’s what it is, 

calms you down a lot. The brochures are not . . . I mean if it’s just a little brochure, the 

ones I’ve seen are not very helpful or happy” (Pete, focus group 2).  

 Parents’ roles as learners focused on their learning as much as they could to help 

their children; however, they also acknowledged the need to have information in 

manageable doses and at the right time. One mother received information at the hospital 

when her child was born and she first learned of his diagnosis. She said she was not able 

to look at the resources for the first several months of her son’s life. This mother 

remarked that her husband was the one who began researching on the Internet and then 
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brought her into the process. Another mother commented that she had many books at 

home about development and about Down syndrome that she had not read. Parents in 

focus group 2 agreed that they did not necessarily feel that reading research articles was 

helpful. However, other parents indicated that they valued research related to Down 

syndrome.  

 Therapists recognized their roles in educating parents. One therapist made certain 

that she explained the reasons why she was making specific recommendations. School 

therapists noted that they tried to ensure that they educated parents about the differences 

between the medical and the educational models when their children started school. One 

therapist’s school district had printed material that she used to help parents understand 

the difference between the two service delivery models. Another school therapist tried to 

specifically explain the criteria necessary for children to qualify for school services. A 

therapist who had worked in early childhood intervention, in outpatient clinics, and in 

schools believed that part of her role was teaching parents to be advocates for their 

children.   

Parents as Advocates 

A role that parents repeatedly mentioned during the interviews was that of being 

advocates for their children. Initially, this role often involved advocating for their 

children to receive more frequent therapy visits. After learning about other provider 

options, the parents often changed settings so that their children could have more frequent 

therapy sessions. One mother of a child less than three years old had already realized that 
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she was her son’s advocate. When she was not happy with the progress her child was 

making in therapy, she requested a new therapist from her service provider. Other parents 

who reported negative experiences with individual therapists advocated for their children 

by asking to change therapists. In the school setting, parents had to ask for services for 

their children or repeatedly request communication with their children’s therapists.   

 Therapists agreed that one of parents’ roles is to be an advocate for their children. 

Anna, a bilingual speech-language pathologist, said that she had become more assertive 

and felt a responsibility to guide parents in how to be advocates for their children. She 

perceived that parents who did not speak English were at a great disadvantage in both the 

medical and the educational models. Although she felt that making calls for parents was 

not productive, she saw value in helping guide them to whom they should call about 

certain needs. Anna observed that parents frequently encountered difficulty contacting 

people because they were dialing an incorrect phone number. The therapist who has an 

adult son with Down syndrome commented that being a child’s advocate is a lifetime 

role.  

 The two mothers of older children talked about how they served as facilitators of 

programming in the community for their children. One mother helped organize a parent 

support group for children with Down syndrome in their suburb. Although she no longer 

served as the primary coordinator, she maintained contact with some of the parents who 

had been part of the group many years earlier. A parent from another suburb shared that 

she had helped organize some recreational activities through the local YMCA. One of the 
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activities she helped arrange involved typically developing children participating 

alongside children with special needs. Both of her daughters, her older child with Down 

syndrome, and her younger typically developing child, were able to engage in this 

community-based program.  

Parents as Teachers 

Although parents felt that they needed to learn what to do with their children, they 

also recognized their responsibilities to practice the activities that therapists provided for 

them to do with their children. Some parents acknowledged that they knew parents who 

took their children to therapy and felt that therapists had the primary responsibility of 

working with their children. They observed that these parents did not believe they should 

have to do activities with their children at home. However, all the parents who took part 

in the interviews agreed about the role they had in executing the therapists’ recommended 

activities at home.  Additionally, several interview participants noted that their spouses 

also wanted to help their children with Down syndrome. Therefore, parents who attended 

the therapy sessions felt strongly about understanding exactly how to do the 

recommended home activities so that they could then teach their spouses to do them. 

 Finally, parents in one focus group talked about their role of educating their social 

communities about Down syndrome. Sometimes this process was painful because people 

unknowingly made hurtful comments to these parents about their children’s development. 

One mother and father said that people asked them if their child was ever going to walk, 

and they had to assure these individuals that, yes, their child would walk. Nevertheless, 
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these comments were painful for parents to hear. They acknowledged that no one 

intended the comments to be hurtful, but they noted a lack of awareness in the 

community about Down syndrome. One mother said that she believed she was an 

educated person; only after her son was born did she realize that she knew nothing about 

children with Down syndrome. In one focus group, parents described using a website that 

a father had developed in order to educate the public about Down syndrome. His website 

depicted his family’s everyday life with their son. It included videos of his son’s therapy 

and articles in simple terms about issues that might affect families who had children with 

Down syndrome.  

What Do Parents Value Most About Therapy Services for Their Children? 

 Figure 8 illustrates responses that emerged from the research question “What do 

parents value most about therapy services for their children?” The paragraphs that follow 

provide discussion of those ideas.  
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Figure 8: Coding tree for research question 5  
 
Anticipatory Guidance  

Anticipatory guidance is a term used in pediatric health care to refer to 

information provided by health professionals to parents. Such information allows parents 

to manage situations of everyday life related to the health of their children. Anticipatory 

guidance may relate to issues of health promotion, illness prevention, or role transitions 

as children mature (Pridham, 1993; Reisinger & Bires, 1980). Because many parents 

viewed having a child with Down syndrome as a journey, they valued knowing where 

they were going and how they were going to get there. Knowledge about their journey 
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could also be classified as anticipatory guidance. For instance, many parents wanted 

therapists to tell them what was going to happen next or to explain the order in which 

their children’s developmental skills would occur. When the researcher asked parents if 

they wanted a timeline, such as a guide with specific dates about when their child would 

achieve specific milestones, most of them acknowledged that this type of resource would 

be difficult to develop because children achieved milestones on their own unique 

timeline. Parents in focus group interviews agreed that instead of an itinerary of specific 

times and ages when a child might accomplish skills, they would prefer something 

similar to a road map. They wanted to know in what order things would happen for their 

children and what the building blocks of their children’s developmental milestones were. 

However, they did not feel the need to have specific ages at which their children would 

achieve milestones. One mother stated, “I think that it would be healthier to have a road 

map, and say, you know, this is what you should expect next” (Christina, focus group 3). 

Additionally, many parents wished that they had a guide for when they should start each 

therapy discipline (physical therapy, occupational therapy, and speech-language therapy). 

 Several therapists gave examples of how they provided parents with anticipatory 

guidance. When explaining the purpose of orthotics, one therapist said that she tried to 

tell parents to consider their children’s future and the potential adverse effects of their 

feet being misaligned from a young age. Another school therapist intentionally educated 

parents about the importance of physical activity and regular exercise. She and another 

physical therapist who worked in an outpatient setting emphasized to parents the value of 
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finding physical activities that their children enjoyed doing. These therapists commented 

that if children are motivated to participate in physical activity, they are more likely to 

engage in it regularly.  

 Even though therapists often asked parents about their goals when they performed 

initial evaluations, many parents did not know what goals they wanted, or they did not 

know what realistic goals would look like. Several parents had ideas of their “big goals,” 

such as walking, but they needed guidance from their therapists on how their children 

would meet them. One mother compared being asked about goals to being in a job 

interview: “I always think like when you go to a job interview and they say, ‘What are 

your strengths and what are your weaknesses?’ And I always think like, I don’t know, I 

don’t know . . . That’s sometimes how I feel when people say, ‘What are your goals?’” 

(Carolyn, focus group 3). Many parents preferred for therapists to provide them with 

ideas of appropriate goals for their children and then allow parents to add to the 

therapists’ suggestions.   

 Several parents expressed how much they appreciated therapists who collaborated 

with them and helped them prioritize their goals. One mother was most concerned about 

her child’s ability to eat by mouth. Her son could not sit down and eat a meal with their 

family, and he could not cook and enjoy food with her. This mother felt that eating was a 

social activity and that her son was missing out on an important part of life. Even though 

this preschool-aged child was not yet walking independently, he could move about in his 

environment independently with an assistive device. Nevertheless, this mother had 
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greater concern about his oral motor skills than about his ambulation skills. This mother 

wanted all of her therapists to appreciate that her most important goal was for her child to 

be able to eat. She felt that if all of her son’s therapists knew her highest priority, 

everyone could work to the same end to help him achieve it. Parents whose children 

received ECI services indicated that therapists in that setting excelled at acknowledging 

parents’ priorities for their children’s goals. In other settings, parents did not necessarily 

report that anyone had asked them which goals were most important to them. 

 Parents valued having “real-world” goals for their children. One mother said, 

“He’s not going to live in a Down syndrome world; he will live in the typical world, so 

he needs to function and . . . not be compared to but just know how to function in that 

world” (Carolyn, focus group 3). In like manner, parents much preferred having therapy 

activities to do at home that easily fit into their daily routines. Parents expressed that 

having to use a therapy ball to do their children’s exercises was much less practical than 

being able to sit their children on their lap to work on balance reactions. One mother said 

that her least favorite therapists were the ones who asked her to buy special tools or 

equipment for her son’s home exercise programs.  

Frequency of Therapy Visits  

Parents placed a high value on the frequency of their therapy sessions, and the 

majority of parents believed that more therapy was better. None of the parents who were 

interviewed complained about having too much therapy. Only a handful of parents felt 

that what they did at home was effective enough to help their children. Those parents did 
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not believe that they needed more therapy visits for their children to make progress. One 

of the parents who did not feel that her son needed more frequent therapy was also a 

therapist herself. Parents viewed therapists as professionals, as the experts. Any more 

time that their children had with their therapists was absolutely beneficial, from the 

perspective of the parents. When the researcher asked parents what they might have 

changed about their children’s therapy services, many of them said they wished that their 

children could have had more frequent therapy sessions.  

 Because parents valued frequency of therapy sessions, they also did not mind 

having two different therapists work with their children if it meant that their children 

could have more frequent sessions. In fact, most parents valued having more than one 

therapist of each discipline work with their children. They liked having different 

perspectives and “another set of eyes” (Susan, individual interview 6). Parents strongly 

believed that if their children regularly had two different therapists in the same setting, 

the therapists should communicate with each other frequently about what they were doing 

with their children.  

 Many parents desired a certain frequency of therapy; therefore, parents valued 

having choices of therapy providers if one provider could not offer the frequency parents 

expected. They believed that having education about the various options for therapy not 

only gave them more control but also allowed them the opportunity to get perspectives 

from several individuals. One therapist who had experience in multiple settings observed 

that therapists have different personalities, and parents might not always find the best 
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match in therapists for their children the first time they have therapy. She noted, 

“Everybody’s different, and so variety, it’s . . . it should be a menu out there because each 

one of us is so unique” (Green Tea, therapist interview 1).  

Therapist Characteristics 

Some parents valued having experienced therapists work with their children. One 

father, Baxter (focus group 1) said, “The older the better for me . . . I think . . . you just 

value wisdom and you . . . you just like anything, people who do it longer, you value 

that.” Several parents explicitly stated that they did not mind having students work with 

their children, and they were not opposed to having new graduates work with their 

children. However, they also acknowledged that they had more confidence in less 

experienced therapists if they knew that mentors were available for consultation. Marie 

(focus group 1) agreed, “I think what experience brings is the . . . the perspective, and just 

the people skills with your little people and with the parents . . . you’re gonna know and 

develop where that line is in terms of pushing the child.”  

 Parents strongly valued their therapists’ professional advice and opinions. One 

couple related that whenever a therapist used a toy in therapy sessions with their son, one 

of them would purchase that toy. Even if the therapist did not explain the purpose of the 

toy or why she had used it in a session, the parents assumed that because the therapist 

used it, the toy would help their son improve his developmental skills. Parents liked 

therapists who had a variety of treatment strategies and who were willing to try new 

things with their children. Some parents had very specific treatment techniques they 
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believed were effective for their children, and they looked for therapists who were trained 

in those methods. Parents also looked to therapists to guide them about the need to use 

orthotics or assistive devices. One mother described how her therapist had essentially 

guaranteed her that her son would walk by age two if he used orthotics. This mother 

respected and trusted this experienced therapist; therefore, she was very disappointed 

when her son did not achieve independent ambulation at 24 months. Leigh (focus group 

1) remarked about therapists providing specific ages at which they believed children 

would achieve milestones, “ . . . but if you hand over specifics, parents are gonna expect 

that. But if you don’t meet that, I think therapists will be seen as a failure.”  

 Therapists also recognized that they had their own opinions regarding therapy, 

orthotics, or specific interventions, and they acknowledged the influence that their words 

could have on parents. One therapist stated, “I think as a profession in just different 

settings, we have to kind of manage each other up” (Clara, therapist interview 8). She 

realized the impact that the words of therapists could have on parents and indicated that 

each therapy setting complemented the other. One therapist working in a preschool 

setting believed that every therapist had his or her own personality and had unique 

approaches to making recommendations for children with Down syndrome.  

Communication 

Parents desired open and honest communication with their therapists. Anna (focus 

group 2) appreciated that even if therapists had disappointing or negative things to tell 

parents, she preferred therapists presenting that information in a nice way instead of 
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“glossing everything over.” Parents valued communication but wished for the 

communication and instruction from therapists to be in simple, understandable terms. 

Pete (focus group 2) observed:   

  . . . as you get farther in your career as a therapist, you start to use buzz words 
that mean a lot to you that don’t mean a lot to somebody that’s new to it, to parents, or 
that sort of thing. So that’s always, sometimes what I do, I’ll look back, and you realize 
somebody’s not getting it, and you stop and you know, you just say, this is what it means. 
You don’t ask them because it’s embarrassing. I mean it may be embarrassing to say, you 
just kinda go into it. But . . .  you’ve gotta be able to step back and realize that not 
everybody knows what you know necessarily.  
 
 Samantha (individual interview2) felt that sometimes therapists talked over her 

head, and Marie (focus group 2) sometimes felt intimidated if her son’s therapists 

explained therapy sessions by using very technical language. She felt that she could not 

effectively carry out a home program if the therapists gave complicated instructions. 

Most parents remarked that they usually stopped and asked the therapists to simplify their 

language if they did not understand what was being said. Parents also valued instruction 

that was individualized for their children. Parents who had received large volumes of 

information about general developmental milestones did not use the information because 

it was not specific enough for their children’s needs.  

 Therapists identified the need to be sure that they communicated with parents in 

understandable terms. The most experienced therapist interviewed stated that she wrote 

her reports in such a way that her husband, who had no medical background, could 

understand them. One outpatient therapist often called parents when she was preparing an 

evaluation or a re-evaluation to explain their children’s standardized test results. Often 
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when therapists conduct certain development tests with children who have Down 

syndrome, the scores may be very low. For some parents, seeing multiple low scores on a 

written report could be very discouraging. This therapist, therefore, made a point to call 

and explain to parents the reason why their children scored as they did.  

Adjuncts to Therapy Services 

Several parents mentioned adjuncts to therapy that they considered very helpful 

for them or for their children. Two mothers expressed how much they appreciated having 

access to a social worker through their ECI program. They had difficult family situations 

or just needed someone to help them cope with postpartum depression and were very 

grateful to have access to a social worker. Three parents shared how adjunct personnel in 

ECI were very helpful. One mother described her service coordinator: “She came and she 

taught me how to do baby massage and just kinda was here to take the pulse of how 

things were going with the family” (Marie, focus group 1). Another mother believed that 

her case manager was the key to having all the services her child needed in ECI 

(Christina, focus group 3). Another parent also indicated how valuable she felt music 

therapy was for her child. She said that the inclusion of music in his other therapy 

sessions motivated him in a unique manner.  

Relationships with Therapists 

Parents placed a high value on the relationships that they had with their children’s 

therapists. The themes of “relationship” and “trust” emerged repeatedly in parent 

interviews. They respected their children’s therapists and wanted therapists to respect 
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them and to be respectful of their time.  They wanted therapists to see their children as 

individuals with unique strengths and areas to develop. Even though most parents did not 

perceive themselves as experts on their children, they wanted therapists to consider them 

valuable and equal members of the team. Parents were willing to do whatever they 

needed to do to help their children. They wanted therapists to validate what they were 

doing with their children. Some parents stated that the repeated validation was one reason 

they valued having more frequent therapy sessions. They needed someone to tell them 

that they were doing things right and doing the right things.  

 Parents described the value that they placed on therapists’ relationships with their 

children. They wanted their children to enjoy therapy and did not want them to become 

overly frustrated. They wanted therapists to invest in their children and to be committed 

to seeing their children succeed. Parents wanted therapists to know and understand their 

children so well that they would know when they could push them to the next level and 

when they needed to stop pushing them. One parent remarked that their child’s therapists 

became almost like family members.  

 A resounding theme in the therapist interviews was the relationships that they 

developed with parents and their children. Therapists acknowledged parents’ needs to be 

assured and validated in what they were doing with their children. The occupational 

therapist shared, “I think by example therapists can help parents understand what they’re 

doing and why they’re doing [it]and how powerful it is, and it isn’t what we’re doing in 

the clinic, it’s what we’re doing every day in our lives . . . . This is where the important 



143 

part is to really be reinforcing our families like you did that just great, you know?” 

(Green Tea, therapist interview 1). Kathleen (therapist interview 7) stated, “I think we 

always want more affirmation just as anything in life that we’re doing is the right thing.” 

Kathleen also said that she tried to continually remind parents of the importance of 

practicing activities at home as well as the importance of repetition with proper form in 

children’s learning new skills.  

 Parents desired empathy from therapists. One parent described a time when she 

called to cancel her son’s appointment because he was very sick. She felt that the 

therapist just thought of it as another missed appointment. She wanted her therapist to 

acknowledge her concern for her son and to understand the difficulty of dealing with a 

child who was ill. Marie (focus group 2) said, “I have hard days. I have hard weeks . . . I 

feel like the therapists sometimes lose how hard it is for the parents and that, just 

knowing that would go a long way.”  

 Parents openly shared that they were scared, overwhelmed, and fearful because so 

much about their children was unknown to them, especially when their children were 

very young. Parents looked to therapists to give them direction and to assure them that 

they and their children would be okay. One therapist who had more than 30 years of 

experience and who has an adult son with Down syndrome validated what parents 

expressed. “I think parents cling onto therapy programs when they’re afraid and when 

they’re not educated. Fear and lack of education, and when we educate properly, we 

empower them” (Green Tea, therapist interview 1). Parents agreed that their children’s 
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therapists helped empower them to become experts on their children, even if they did not 

feel that way in the beginning. One of the most moving remarks made by a father 

summarized parents’ perspectives: “You just want someone who …is a light in the 

darkness to help you kinda see your way” (Baxter, focus group 1).  

Summary 

 In this chapter, the researcher presented the answers to the research questions that 

emerged in parent interviews. The questions asked of parents in the semi-structured 

interviews were about parents’ general perceptions of their children’s therapy services, 

not necessarily the specific research questions. The answers that emerged from the 

interviews provided answers to the research questions. Generally, parents of children 

with Down syndrome interviewed for this study were satisfied with their children’s 

therapy services. If their children’s therapy services did not meet their needs or 

expectations, they changed or added service providers. The majority of parents believed 

that more therapy was better. Parents’ expectations for their children’s therapy services 

generally described the principles of family-centered care. They wanted information, 

collaborative care, and recognition of their family’s situation (Rosenbaum, King, Law, 

King & Evans, 1998). Parents in this study recognized that their children had unique 

therapy needs; therefore, the settings and models that worked best for one family did not 

necessarily work for other families. 

 Because of the diverse preferences parents described in this study, the researcher 

was not able to develop a single framework of therapy services from the analysis of 
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results. Although an “ideal” path for therapy services did not emerge, the parent and 

therapist interviews provided a wealth of information about the therapy that the children 

with Down syndrome received. The researcher was therefore able to develop 

recommendations and clinical applications for service providers to help them meet 

parents’ expectations of their children’s therapy services. These recommendations arose 

from factors that influenced parents’ satisfaction with and expectations of their children’s 

therapy services. Furthermore, recommendations emerged from the elements that parents 

described they valued in their children’s therapy services, and parents’ perceived roles 

allowed the researcher to make suggestions for service providers. Clinical applications 

emerged from parents’ and therapists’ observations about gaps in care for children with 

Down syndrome. These recommendations and clinical applications will be presented in 

the discussion, which follows in Chapter V.  
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CHAPTER V 

DISCUSSION 

The primary purpose of the study was to develop a family-derived framework of 

therapy services for children with Down syndrome. To achieve this purpose, the 

researcher used semi-structured interviews to obtain descriptions and parental perceptions 

of therapy services their children with Down syndrome received with respect to models, 

settings, and service delivery types. After coding and extracting themes from all of the 

interview transcripts, the researcher and committee members concluded that the data did 

not provide enough information to develop an accurate and complete family-derived 

framework of therapy services. Because families had unique experiences and preferences, 

the researcher could not identify a singular route that families of children with Down 

syndrome could follow to have an ideal experience with therapy services. Nevertheless, 

the following five research questions remain:  

1. What do parents expect from their children’s therapy services? 

2. Did therapy services meet parents’ expectations?  

3. What factors influence parents’ satisfaction with their children’s therapy 

services? 

4. What role do parents perceive they have in their children’s therapy services?  

5. What do parents value most about therapy services for their children? 
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The results as they pertain to these research questions were presented in Chapter IV.  

Although a conclusive family-derived framework of therapy services for children with 

Down syndrome did not emerge from the data, the researcher was able to delineate 

themes that were common in parents’ perceptions of their children’s therapy services. 

After the presentation of themes, the researcher will offer clinical applications for 

individual therapists, for organizations providing therapy services, and for professional 

organizations serving therapists. These clinical applications include specific actions that 

providers can take to empower parents in the care of their children with Down syndrome 

and to improve their practice of family-centered care. The researcher will also suggest 

program development ideas to target gaps in the care of children with Down syndrome. 

 The final portion of the chapter presents the study’s limitations and the 

methodological rigor that was part of this study. The steps to ensure rigor served to 

minimize the limitations of the study. Finally, opportunities for future research and 

general conclusions of the study will be presented.   

Research Themes  

 The following sections present a discussion of themes that arose from individual 

parent and focus group interviews. These themes include factors that affected parents’ 

perceptions of their children’s therapy services: the analogy of the journey of having a 

child with Down syndrome, changing needs over time, parents’ view of themselves as 

“experts,” stereotypes, and emotions affecting parents’ perceptions. Because parents in 

all of the interviews described how important communication was to them, the theme of 
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communication and its related aspects are also presented. These related aspects of 

communication included information provision and anticipatory guidance (Pridham, 

1993; Reisinger & Bires, 1980). Anticipatory guidance is the provision of information 

that helps parents make decisions that will positively influence their children’s future. 

Because parents faced so many unknown variables about their children’s futures, they 

wanted this anticipatory guidance from their therapists.  The last related aspect of 

communication discussed in this chapter is collaboration in that true communication is 

between two or more parties and involves an exchange of information. While parent-

therapist relationships are dependent on communication and the quality of 

communication affected parents’ interactions with their children’s therapists, the theme 

of relationships will be presented as the last major theme.  

Factors Affecting Parental Perceptions of Therapy Services  

 Although similar themes emerged from the parent and therapist interviews, 

several factors affected how parents perceived their children’s therapy services. These 

themes colored parents’ expectations, values, and perceived roles in their children’s 

therapy. As illustrated in Figure 9, the five themes appeared to influence parental 

perceptions of therapy and each is elaborated and discussed below. 
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Figure 9: Factors influencing parental perceptions 
 
The Journey  

 Parents talked about their experiences of having a child with Down syndrome 

metaphorically as a journey. Parents described this theme in individual interviews and 

confirmed it in the focus group interviews. Parents’ perceptions about the journey were 

unique to each family and varied with respect to a number of factors including the age of 

their children, their family situations, and their educational backgrounds. Furthermore, 

parents’ values and expectations for their children’s therapy were influenced by these 

same factors. Parents’ perspectives at the beginning of their journey differed based on 

whether they had a prenatal diagnosis of Down syndrome. In contrast to parents with a 
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prenatal diagnosis, parents who had a postnatal diagnosis for their children conveyed a 

sense of having to “make up time” as they began their journeys of having children with 

Down syndrome. While all parents at the time of diagnosis researched Down syndrome 

on the Internet, conferred with other families who had children with Down syndrome, 

and/or read books on the topic, parents with a postnatal diagnosis felt the need to “catch 

up.” Nevertheless, all parents had an emotional limit to the amount of information they 

could absorb immediately after their children were born. 

Parents described other circumstances that affected the nature of their journey. 

For instance, mothers and fathers whose child with Down syndrome was their first child 

had different experiences than those parents who already had other children. For 

example, these first-time parents had a somewhat more intense experience of the 

unknown since they had not yet observed typical development in a child.  Additionally, 

interactions with other parents of children with Down syndrome influenced the choices 

parents made for their children. Parents often educated one another about therapy options 

and about adjuncts to traditional therapy services such as music therapy and 

hippotherapy. Parents’ experiences with school-based therapy programs depended on the 

school district in which they lived. Parents recognized that their therapy experiences were 

unique because of their family’s needs and because of the individual needs of their child.  

The journey metaphor was expanded as parents talked about the destination, 

route, and driver on this journey. They described being fairly certain that their children 

would reach the same developmental milestones as other children – the destination. 
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However, parents also knew that their children might progress a little more slowly than 

other children and do things in their own time. Parents in one focus group interview 

described this phenomenon metaphorically as “the scenic route” (focus group 3). Parents 

of younger children especially looked to therapists for guidance in their journeys, 

wanting the therapists to “drive the car” (Baxter, focus group 1) and trusting that they 

knew the way to the family’s and the child’s destination. Yet parents also “took the 

wheel.” Parents indicated that they wanted the best for their children and that they took 

whatever steps were necessary to help them.  Parents of older children had more 

confidence about the direction of their journey. Because of the dynamic and unique 

nature of each child and his or her family journey, the perceived needs of parents and 

children changed over time.  

Needs Changing Over Time 

 Even though parents of older children had more confidence about the direction of 

their journeys, they wished that some elements of their children’s services were different. 

Parents whose children were already walking talked more about speech and language 

development than parents whose children were not ambulating independently. These 

different concerns and goals pointed to the unique and changing needs that parents 

perceived that they and their children have over time. The variation in situations and 

perceptions as parents traveled the journey and the fact that the route and waypoints 

changed over time made the establishment of a single framework of therapy services 

difficult to develop. However, parents did recognize that their therapy experiences were 
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unique because of their family’s situation and because of their child’s individual needs. 

This universal recognition represents the element of credibility that lends trustworthiness 

to the research findings.  

Parents’ Perceptions of Themselves as Experts 

 Parental views of their own role in their child’s care influenced parents’ 

perceptions of therapy.  In family-centered care, parents are considered the experts on 

their children (Rosenbaum, King, Law, King, & Evans, 1998; Law et al., 2003a).  The 

parents who felt most comfortable with the term expert were those who had older 

children or who had received Early Childhood Intervention (ECI) services for the longest 

period of time. As one mother noted, she was responsible for relaying information about 

her son’s developmental progress to the other therapists who came to the house because 

the therapists often did not communicate with each other. She described herself as an 

expert in this situation when she was a link between all of her son’s therapists. She also 

perceived herself as the expert at her son’s pediatrician visits because the doctor relied on 

her to report what her son was doing and how he was changing. A mother and father 

whose son had received ECI services noted that they felt that they were treated as experts 

and did not feel that the therapist acted like the expert about their child. Rather, this 

mother-father team believed that they were part of a team of equals that included 

therapists. One mother who transitioned from ECI to the Preschool Program for Children 

with Disabilities (PPCD) remarked that she always felt that she was treated like the 

expert on her son. Although this mother expected therapists to behave professionally and 



153 

to know her son’s skills, she noted that her therapists regularly solicited information from 

her about the direction of her son’s therapy, and she viewed herself as competent to 

provide that information.  

 Nevertheless, several parents interviewed in this study emphatically described 

how, when their children were infants, they did not feel that they were the experts on 

their children. Instead, parents looked to therapists as the experts on their children with 

Down syndrome because they believed therapists knew about Down syndrome. As 

mentioned earlier, parents wanted the therapists to “drive.” This finding echoes those in 

other studies such as that of Hinojosa (1990) who concluded that parents believed 

therapists had skills and knowledge they did not have. MacKean, Thurston, and Scott in 

their 2005 study reported similar findings: parents did not necessarily perceive 

themselves as experts because they often felt overwhelmed. They expected information 

from therapists and assistance in decision-making about their children’s care. Parents’ 

lack of ownership of the expert title raises a question: Are therapists failing in their 

attempts to practice family-centered care if parents do not perceive themselves as experts 

on their children? McKean et al. (2005) noted that perhaps family-centered care was a 

theoretical model that researchers developed; yet, parents and therapists had 

responsibility for executing it. The authors suggested revisiting the model of family-

centered care and making it more practical so that it would allow parents and caregivers 

to have more collaborative relationships. Both MacKean and associates’ study and the 

present study convey the idea that parents want to work together with therapists in order 
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to care for their children with special needs. The present study also suggests that perhaps 

service providers need to re-define the word expert in the practice of family-centered 

care. Although parents acknowledged knowing about their children, they definitely did 

not sense that they were experts on Down syndrome. All of the parents interviewed in 

this study took an active role in their children’s therapy by carrying out therapists’ 

recommendations at home. None of these parents placed sole responsibility for their 

child’s developmental progress on their therapists. If the majority of parents in this study 

did not perceive themselves as experts, then parents who are not as involved in their 

children’s therapy may feel even less empowered in their children’s care.   

Stereotypes 

 Although parents acknowledged the unique personalities and abilities of their 

children, they also recognized stereotypes that they or others might have about children 

with Down syndrome. Sara noted, “I know this is stereotypically true of people with 

Down syndrome. They are strong willed, and James especially so . . . ” (individual 

interview 1). Kim, a mother of an adolescent noted, “They [children with Down 

syndrome] all have the same attitudes, very stubborn, they’re happy when they wanna be 

happy, but they’ve got a . . . they’ve got some temper. They have a lot of personality, you 

know, and most people wanna believe that they’re happy all the time, but they’re not” 

(individual interview 5). In discussing her child’s developmental progression, one parent 

noted, “He’s just stubborn,” because her son started standing before he was able to sit 

independently (Kelly, focus group 3). Therapists also had comments about the strong-
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willed nature of some children with whom they had worked. However, Samantha noted 

that having therapists who were knowledgeable helped her break the stereotypes she had 

about children with Down syndrome (Samantha, individual interview 2). 

Parental Emotions Affecting Their Perceptions 

 In addition to acknowledging stereotypes about children with Down syndrome, 

interview participants expressed a range of emotions that they experienced while 

parenting children with Down syndrome. These emotions included joy but also negative 

feelings of fear, being overwhelmed, frustration, and insecurity. In speaking about 

positive feelings experienced as they were on the journey, parents described how they 

celebrated when their children achieved their developmental milestones. One mother 

referred to the time that she had with her child and the therapist in her home as “intimate” 

and “magical” (Marie, focus group 3).  

Many parents described feeling fearful and overwhelmed at some point during 

their journey. Parents frequently used the word “scary” in both individual and focus 

group interviews. The fear sometimes related to the unknown; not knowing the future.  

Parents mentioned frequently in both individual and focus group interviews the element 

of the unknown and the emotions tied to the concept. Two parents who participated in 

individual interviews had children with feeding tubes, and they consumed little if any 

food by mouth. These parents expressed the most uncertainty about their children’s 

development, not knowing whether they would ever be able to eat like other children did. 

One mother was fearful that her son might have missed a “window of opportunity” (Sara, 
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individual interview 1) and that he might never be able to eat by mouth. Parents felt that 

they did not know what to do for their children with Down syndrome, but they wanted to 

learn what to do.  Fear sometimes stemmed from wanting to make sure they correctly 

executed their children’s home programs. Specifically, parents of younger children 

expressed fear of the unknown and fear that they might be doing exercises incorrectly 

with their children. Parents with older children were more confident but still were 

concerned about the future of their children.   

Fear about the unknown future was combined with feeling overwhelmed in the 

present.  One mother, whose second child was born with Down syndrome, described 

herself as “buried” (Carolyn, focus group 3). Some parents said that they sometimes felt 

frustrated when their children did not progress with their developmental skills as quickly 

as they had hoped. Parents also expressed that they felt insecure at times when they 

compared their choices for therapy with those made by other families. One mother 

expressed regret because she did not request more therapy for her son when he was 

younger. Thus, the comparison of their children to typical developing children or to other 

children with Down syndrome often evoked negative emotions. 

Communication  

 In the theoretical model of family-centered care, therapists who practice family-

centered care strive to communicate clearly with parents about their children’s strengths 

so that they can guide parents in decision-making for their children (Rosenbaum et al., 

1998). Consistent with this theoretical model, the second major theme that emerged from 
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individual parent and focus group interviews was the central role of communication. 

Parents identified the importance of communication in every aspect of their children’s 

therapy services. Aspects of communication were important in the parents’ perceptions of 

therapy services and central to parent relationships with therapists, the third major theme 

presented in this chapter.   

Parents in this study described how communication globally affected their 

perceptions of and satisfaction with their children’s therapy services. One father 

appreciated the open communication lines that he and his wife had with their child’s 

therapists, and he valued therapists who asked them to describe their child’s capabilities. 

Parents who were dissatisfied with their therapy services commonly expressed limited 

communication as a factor in their dissatisfaction. Mothers of children in public 

preschool programs (PPCD) generally noted a decrease in communication with therapists 

that occurred when their children moved from an ECI to a PPCD program. Parents of all 

but one school-aged child described being very frustrated that they did not have more 

communication with their children’s school therapists. They seemed to have an attitude 

of resignation that they would never change the system. These parents simply sought 

additional outpatient therapy services to address their concerns. The mother who was 

Spanish-speaking said that she did not communicate with her son’s school therapists 

during the year, and the primary time that she interacted with them was at her son’s ARD 

meetings. She did not speak as though she were unhappy with this situation; however, she 

did take her son to additional outpatient speech and occupational therapy. Was her lack of 
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frustration compared with that of the other parents of school-aged children due to the fact 

that she did not realize her rights as a parent? Did she have lower expectations of the 

school system than the other parents? Did the language barrier cause knowledge gaps in 

regard to navigating the system? Was this knowledge gap part of the reason she conveyed 

less frustration with the schools? The perceptions of therapy services of parents whose 

first language is not English is an area that deserves further study in light of the 

increasing diversity of American society.  

 Therapists who worked in the school system echoed the fact that they did not have 

as much communication with parents as they desired. They often viewed teachers as 

primary communication avenues to reach parents. However, parents of school-aged 

children did not relate that they received much information about therapy from teachers. 

This discrepancy, of course, could have occurred because the therapists interviewed were 

not the same individuals as those with whom the parents received school services. The 

discrepancy also could have resulted from the fact that therapists might have 

communicated with teachers, but this information was not passed on to parents. If 

teachers had an abundance of information to convey at the end of a school day, details of 

a therapy session may have been lost among other educational concerns. Parents of 

school-aged children who were interviewed acknowledged their role in implementing 

home activities. However, they did not indicate that their school therapists offered them 

many activities to do at home. Therapists, however, had a different perspective. They 

acknowledged that they provided home activities to families but that these activities 
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frequently were not completed. Again, this discrepancy could result from the fact that the 

therapists interviewed were not the same individuals as those who had worked with 

interview participants’ children. Also, the therapists could have been referring to parents 

who were not as engaged in helping their children as the interview participants were.  

 Parents and therapists described many modes of communication. Electronic mail, 

text messaging, written reports, face-to-face interaction, and informal written instructions 

were some of the methods mentioned. In general, parents said that particular types of 

communication were appropriate in certain circumstances; however, they had definite 

personal preferences for the mode of communication in certain situations. One mother 

described notifying her therapist that her child had a high fever, and the reply was simply 

“okay” via text message. This mother wished that her therapist had demonstrated more 

compassion for her child and her situation than simply responding with a one-word text 

message. In that situation, a phone call might have been a better way for the therapist to 

display her concern for the child and his mother.  

 Many parents wanted specific written instructions to communicate home activities 

parents were to perform with their children. Some parents were willing to write these 

down themselves. Two reasons emerged as important for having these activities in 

written form. One was that the parents felt that they could remember the suggestions 

better if they were written. The other was that they could more easily share therapists’ 

instructions with the spouse who had not been at the therapy session. Parents occasionally 

conveyed a negative perception of formal reports they had received about their children. 
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One parent described them as “scary” (Marie, focus group 2), and one parent said that the 

reports seemed to remind her that her child’s motor skills were behind those of typically 

developing children. Although many parents had negative perceptions of formal written 

reports, parents whose children were at the private preschool offered a different 

perspective. These parents noted how therapists used terms with a positive slant, 

“strengths” and “areas for development,” rather than words with negative connotations. 

They discussed that they liked having a report with a global perspective that evaluated 

their children holistically. The difference in perception for these parents related to the 

manner in which information was communicated to them.  

Within the theme of communication, three facets of communication that emerged 

from the data will be presented in the following discussion (Figure 10). 

 

Figure 10: Research themes surrounding communication 



161 

 As discussed earlier, the “unknown” evoked fear and uncertainty. Part of parents’ 

experience of the unknown was likely their perceived lack of knowledge about Down 

syndrome. Hence, parents expressed a desire for information to help them navigate the 

unknown territory along their journey. All parents experienced information gaps and had 

expectations that therapists and other professionals would communicate information to 

fill those gaps. Even parents with backgrounds in education indicated that although they 

knew about development of older children, they had a knowledge gap about younger 

children’s development. Furthermore, parents in focus groups who had been teachers 

noted that when their children with Down syndrome were infants, they did not know 

about all the options for therapy. Other parents said that they did not realize how many 

therapy techniques were available for their children. They described their frustration 

about wishing that they had known about the techniques earlier in their children’s 

development. Several parents who had college-level educations emphasized that they 

simply did not have any knowledge of Down syndrome. Parents realized only after their 

children were born the information gap that they had about Down syndrome.  

Information provision is an expected behavior from therapists in the model of 

family-centered care (Rosenbaum et al., 1998). Parents in this study valued this behavior 

in their service providers. Parents recognized that in order to become experts on their 

children they had to obtain information and understand what would happen next in their 

children’s lives. Several parents expressed the desire to have a road map of the order of 

developmental milestones. They also wanted to know how their children would achieve 
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these skills, the building blocks of their developmental milestones, and the sequence in 

which they would occur. Most parents acknowledged that they knew their children would 

be able to do what other children could do but at a slower pace. Parents described their 

tendencies to compare their children with Down syndrome to other children, either their 

own or other children with Down syndrome. Therefore, they felt that having estimates of 

dates or ages at which their children would develop skills would not be helpful.  

 The parents in the present study wanted written information, particularly for their 

children’s home program activities. These results are consistent with Schreiber, Benger, 

Salls, Marchetti, and Reed’s (2011) study in which researchers found parents wished to 

have more written information. Parents in this study spoke of how an information 

notebook from the Down Syndrome Guild was very helpful because it offered a 

comprehensive picture of their children’s needs over their life spans. Parents’ needs for 

information changed over time as did their ability to process information. Some parents 

talked about their difficulty coping with the idea that their children had Down syndrome 

when they were first born. Even though parents received written information at the 

hospital after their children were born, they could not digest the information.  

 Another theme consistent with principles of family-centered care was that parents 

wanted information individualized to their children and their families’ situations. Parents 

did not perceive that a large amount of general developmental information given at one 

time was helpful. Information delivered in this manner was too overwhelming and too 

difficult for them to implement. Parents wanted to know what to do with their children to 
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advance their development; they also wanted to know why they needed to do those 

things. Parents felt that knowing the rationale, or the why of activities, was important to 

their motivation to implement home exercise programs. They wanted to know why doing 

something in the present would help their children succeed or avoid problems in the 

future. To phrase this concept concisely, parents cared about both the mechanics and the 

meaning of their children’s home activities.  

 Just as parents’ abilities to process information changed over time, a theme of 

changing information needs for both therapy and life skills emerged from parents of 

different-aged children. Parents’ views about gross motor skills and physical activities 

reflected the idea of changing information needs over time. Parents of younger children 

more frequently discussed basic functional mobility skills such as walking, running, and 

playing with other children their age. The parents of younger children made no mention 

of their children being inactive or overweight in the future. The parents of the two oldest 

children described their concerns about their adolescents’ physical activity level and the 

difficulty they had engaging them in exercise. They expressed concern about their 

teenage girls’ risk of obesity. Perhaps parents of younger children either were not aware 

of this risk or were very much focused on their children’s immediate gross motor 

milestones. One parent of a preschool-aged child noted that she knew she needed to get 

her son on a waiting list for benefits when he was older. However, few other parents of 

younger children mentioned needs for their children in the distant future. Does this lack 

of discussion of the future suggest a lack of awareness of long-term issues or does the 
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issue merely reflect parents’ prioritization of needs over time? One therapist observed 

that parents of a child who is not yet walking are not concerned about their child’s fitness 

level at a later time (Kathleen, therapist interview 7). 

 Parents provided specific examples of how their information and service needs 

changed over time. One mother of an adolescent said that her daughter’s weight gain 

during puberty came suddenly and unexpectedly, and she wished that she had had access 

to a dietician while her child was growing. She had seen a dietician only one time when 

her daughter was very young. Parents of younger children, especially parents whose 

children had difficulty eating by mouth, did not discuss concerns about excessive weight 

gain. They had greater concerns about the possibility of their children having to use 

gastrostomy tubes indefinitely. These parents whose children could not eat by mouth 

probably could not fathom that their children could possibly have a problem with being 

overweight in the future. Although parents can deal with a limited number of issues at 

one time, therapists can increase parental awareness of ways to positively influence their 

children’s future health. This type of anticipatory guidance is valuable for maximizing 

children’s quality of life in the long-term. Service providers have a responsibility to 

educate parents by providing anticipatory guidance about future issues that may be a 

concern for their children. 

Therapist participants described ways that they provided parents with anticipatory 

guidance. For instance, physical therapists discussed how they tried to make parents 

aware of the need for their children to find physical activities they enjoyed as they 
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prepared families for discharge from their services. By educating parents in this manner, 

therapists provided anticipatory guidance for parents. However, many parents may have a 

different focus for their children when they are discharged. For example, children with 

Down syndrome typically receive speech-language services for a longer time than 

occupational or physical therapy. Consequently, although physical therapists may direct 

parents toward community resources that would allow their children to engage in 

adaptive sports, parents may choose to prioritize their time and financial resources by 

focusing on speech-lanugage therapy for their children. Parents whose children are not 

yet communicating verbally are probably not concerned about their children getting jobs 

at age 20. Nevertheless, one speech pathologist described her experiences with high 

school students who had Down syndrome. She observed that adolescents with Down 

syndrome tended to have the same social concerns as typically developing teenagers. For 

example, they talked about relationships with individuals of the opposite sex and about 

who was in trouble at school. Knowledge that their children may eventually have the 

same social issues that other children have may assure parents who are worried about 

their younger children’s language skills.  

 Anticipatory guidance involves preparing parents and children for the future 

(Pridham, 1993; Reisinger & Bires, 1980). Parents of adolescents as well as therapists 

who had worked with older children with Down syndrome identified gaps in services for 

children with Down syndrome that occurred as they matured. Parents in Hanson’s (2003) 

qualitative study also reported a lack of community support for their adult children with 
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Down syndrome. Although the transitional process begins early in students’ high school 

years, parents and therapists acknowledged society’s lack of resources for children with 

Down syndrome when they graduate from high school, even though they often remain in 

school until age 21. Two speech-language pathologists noted that when they worked in 

the schools, they went on field trips with older students who were in life skills 

classrooms. The primary focus of these classrooms was not on traditional academics but 

on students’ gaining skills that would allow them to function as independently as possible 

in society. The field trips that the speech-language pathologists described involved 

having students shop, use public transportation, and interact with other adults. The 

speech-language pathologists felt that these types of practical cognitive and social 

activities were helpful for the children with whom they had worked. The therapists 

expressed disappointment that many of these programs and opportunities had been 

eliminated from schools.  

 Communication between parents and therapists enabled them to work together in 

caring for children with Down syndrome. Family-centered care is characterized by 

collaboration between parents and service providers (Rosenbaum et al., 1998). Parents in 

the present study conveyed an underlying sense of satisfaction that came from being part 

of a collaborative effort in their children’s care. Parents valued having therapists ask them 

what their goals were; however, they sometimes did not know how to respond. Parents 

preferred having therapists offer ideas about appropriate goals for their children and then 

having the opportunity to add to or revise these goals. Parents believed this guidance in 
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goal-setting helped them understand the building blocks and the sequence of 

developmental skills that their children should achieve. Several parents described feeling 

that they and their therapists were part of a team who were working together to help their 

children. Therefore, they sensed that their service providers were successfully executing 

family-centered care even though they did not state this viewpoint explicitly. The parents 

of younger children more frequently made positive comments about the collaboration of 

care for their children. One parent of an adolescent wished that her daughter’s outpatient 

and school therapists had communicated more with one another.  

 Some parents valued having all of their children’s therapy services in one location 

because they believed that therapists could more easily collaborate in setting goals for 

their children. However, other parents did not mind having different service providers; in 

fact, they intentionally chose to have providers in different locations. One mother 

expressed concern that perhaps her child’s care was a bit more fragmented because he 

received services from different agencies. This preschool-aged child had physical, 

occupational, and speech-language therapy in both home health and outpatient settings 

along with therapy at his preschool. This mother and other parents recognized their roles 

in collaborative care by providing information to their children’s service providers if 

different agencies were involved. Law et al. (2003c) found that parents had higher levels 

of satisfaction if their children had more consolidated services. In the present study, 

however, parents valued having multiple options for therapy providers. Some parents 

preferred having several different providers so that their children could have a specific 
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therapy frequency or so that they could work with a therapist who had training in specific 

therapy techniques. Parents and therapists both noted that having multiple choices of 

providers gave parents an increased sense of control over their children’s care.  

 Sometimes children experienced a change of providers that required collaboration 

of care. When therapists or service coordinators from ECI went with parents to their 

children’s PPCD evaluations, parents described how much they valued having someone 

beside them for moral support as they began this transition. This parental perception 

suggested that collaboration of care not only across disciplines and settings but also 

during times of change may be one way to help increase parent satisfaction. Again, 

because parents repeatedly referenced the unknown element of their journey, having some 

element of the known (a familiar therapist) as they enter a new situation may provide 

comfort and confidence for them. Collaborative communication ultimately influenced 

parents’ relationships with their children’s service providers; therefore, the topic of 

relationship is the final theme discussed in this section. 

Parent-Therapist Relationships 

 Collaboration, communication with timely information provision to meet current 

needs, and guidance for the future of their children with Down syndrome were all 

important to parents as they described interactions with their children’s therapists.  

Consequently, the theme of relationship emerged throughout the interview process. Some 

parents directly stated the importance of their relationships with their children’s 

therapists. Other parents made comments that alluded to the high value they placed on 
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these relationships. Parents described the disappointment and difficulty of having to 

change therapists frequently. Parents recognized how therapists came to know their 

children and the difficulty that they and their children had in “starting over” with a new 

therapist. Particularly in young children whose skills and abilities are continually 

changing, disruptions in relationships have the potential to hinder their developmental 

progress. In ECI, therapists work with children in their “natural environment” (Chiarello, 

2012), which is most often the home. The therapist’s presence in the home creates an 

additional connection in a relationship that is broken when a therapist stops seeing a child 

for therapy.  

 Another element of relationship was the emotional support that therapists either 

knowingly or unknowingly provided to parents. Both mothers and fathers recognized the 

importance of encouragement, assurance, and validation that they received from their 

children’s therapists. Many parents who shared these feelings were receiving fairly 

frequent therapy services (twice a week in multiple disciplines). One parent even 

acknowledged in retrospect that she felt a need to take her infant to therapy twice a week 

because she needed affirmation from his therapists. This insight parallels Hinojosa’s 

(1990) finding that parents valued their interactions, even their friendships, with their 

therapists as much as they valued the help that therapists provided their children.  

 In addition to valuing emotional support, parents placed a high value on both the 

instruction and the opinions they received from their children’s therapists. One mother 

described that a therapist in one setting spoke negatively about another therapy setting to 
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her. This mother commented that therapists probably don’t realize the influence that their 

words have on parents. This therapist’s opinion somewhat influenced the mother as she 

decided to initiate services somewhere else. One therapist also acknowledged the 

importance of professional behavior and how therapists in each setting needed to 

“manage each other up” (Clara, therapist interview 8). Therapists may not have a great 

enough appreciation of the weight of the words that they share with parents. 

 Many of the previously presented elements of relationship affected parents’ 

satisfaction with their children’s therapy services. In this study, parental perceptions 

about their relationships with their children’s therapists paralleled what King, Cathers, 

King, and Rosenbaum (2001) learned in their study. In assessing parent satisfaction, the 

researchers used Donabedian’s model of quality evaluation (King et al., 2001; 

Donabedian, 1988). King et al. discovered that parents valued the process of therapy 

more than the outcome of their children’s therapy. Having therapists who provided 

respectful and supportive care was a critical component of parent satisfaction both in this 

study and in King and associates’ study. Parents in the present study did not often 

mention developmental outcomes as factors in their satisfaction or dissatisfaction with 

their children’s therapy. The absence of discussion of outcomes suggests that this aspect 

of quality is not as significant to parents as therapists might perceive it to be. 

Furthermore, the factors that dissatisfied parents identified as problematic both in King et 

al.’s study and in the present study were issues of structure in their children’s therapy: 

lack of continuity of care, lack of collaborative care, and difficulty accessing services.  
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Clinical Applications 

 The following sections will offer clinical applications including recommendations 

for individual therapists, organizations providing therapy, and professional organizations 

serving therapists. These recommendations will include suggested behaviors as well as 

concepts of program development that have potential to target gaps in the care of children 

with Down syndrome. Table 5 offers a summary of the clinical applications and 

recommendations that emerged from parent and therapist interviews. 

Recommendations for Individual Therapists 

 Parents do not necessarily perceive themselves as the experts on their children as 

MacKean et al.’s (2005) study and the present study revealed. Therefore, when dealing 

with parents, therapists can help parents realize what they do know about their children: 

their strengths, their preferences, and motivating forces for them. Some therapists in this 

study reported that they tried to make parents aware of what they already inherently knew 

about their children. Parents felt overwhelmed because they believed they lacked 

knowledge; however, when parents talked about their children, they conveyed that they 

knew their children and were experts on their children in some capacities. Perhaps when 

service providers write therapy evaluations for children with Down syndrome, they could 

include not only a section about a child’s strengths but also a section about parents’ 

strengths. Seeing positive remarks about their relationships with and knowledge about 

their children may help parents feel more empowered to care for their children with 

Down syndrome. Therapists could even intentionally use the term expert when they talk 
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to parents and specifically acknowledge parents’ roles as experts. Specific use of the 

word may help parents realize in what ways they are experts on their children.  

 Along with parents being the experts on their children in family-centered care 

(Rosenbaum et al., 1998), this approach states that children function best in a supportive 

family environment. Therefore, therapists practicing family-centered care consider not 

only the needs of the child but also the needs of the family when they make 

recommendations and/or provide home programs. Therapists can individualize children’s 

care by offering parents education that is targeted to their children and their families. 

Furthermore, when parents cannot implement the suggestions that therapists provide, 

being nonjudgmental and seeking ways to enable participation in home programs will 

maintain open communication and maximize parent engagement. 

 Parents in other studies (Hinojosa, 1990; King et al., 2001; Schreiber et al., 2011) 

conveyed the idea that the interpersonal aspects of their therapy services were more 

important to them than the outcomes of their children’s therapy. Parents in this study 

rarely mentioned outcomes in their discussion of satisfaction with therapy or what they 

valued about their services. Parents in MacKean et al.’s (2005) study spoke more about 

interpersonal relationship competencies than about technical skills; whereas, therapists in 

the same study rarely mentioned their relationships with the children they saw. Rather 

than strictly focusing on the achievement of developmental milestones of children with 

Down syndrome, therapists can strengthen their relationships with parents by 

demonstrating compassion and empathy. Parents in this study specifically stated that they 
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valued validation and affirmation that they were doing the right things for their children. 

Therapists interviewed as part of this study also recognized that parents had this need. 

Identifying what parents are doing well and the ways in which they know their children 

best will aid therapists in meeting parents’ expectations for their children’s therapy 

services.  

 In addition to demonstrating empathy and compassion, therapists who work with 

infants can educate parents by explaining the different therapy models and settings to 

them. By having this information early in their children’s development, parents can make 

educated and informed choices about their children’s therapy. Ideally, parents could 

receive written information about all the models and settings for therapy when their 

children are first born, and then they could refer to it later. Often, parents are not ready to 

hear all the information given to them when they first learn that their children have Down 

syndrome; therefore, having a reference that they can review repeatedly may help them 

understand and feel more empowered about therapy choices for their children. A regret 

expressed by parents in this study was that they were not aware of all the available 

therapy options when their children were first born. Typically, they learned about various 

avenues for therapy from other parents, not from their service providers. Open and honest 

communication and information provision are behaviors that are important elements of 

family-centered care; these behaviors build trust and respect between parents and 

therapists.  
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Table 5 

Clinical Applications for Individuals, Service Providers, and Professional Organizations  

Clinical Applications 

Individual Therapists 
Therapy Service Provider 

Organizations  
Educational Programs and 
Professional Organizations  

Identify what parents know about 
their children  

Educate employees and parents 
about principles of family-
centered care  

Educate students early in 
programs about family-centered 
care 

Use the term expert when talking 
to parents about their children 

Translate information about 
family-centered care into other 
languages 

Educate organization members 
on principles of family-centered 
care so that they can model for 
students 

Provide information about all 
options for therapy services and 
community resources  

Inform parents about services 
available through organization 

Organize professionals (nurses, 
physicians, therapists) to re-
examine theory of family-
centered care 

Provide individualized home 
exercise programs 

Provide "orientation" for parents 
when children begin receiving 
services through organization. 
Offer online viewing option 

Support longitudinal research 
related to interventions for 
children with Down syndrome  

Allow parents opportunities to 
practice home exercise program 
in therapy session 

Create resource list for parents of 
trusted websites and equipment 
used in therapy 

Develop clinical practice 
guidelines for occupational 
therapists and speech-language 
pathologists 

Offer empathy  and compassion 
to parents  

Seek grant funding to offer 
adaptive sports programs 

  

Provide validation and 
affirmation of what parents are 
doing with their children 

Assist with community 
development of adaptive sports 
opportunities 

  

Collaborate with other therapists 
and parents in children's care  

   

Assist with transitions by 
explaining how other models and 
settings operate 

  

Provide information about future 
health needs in reasonable 
quantities 
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 When therapists communicate in a manner that is sensitive to families’ situations, 

they strengthen the trust and respect in their relationships with parents. Many modes of 

communication exist in today’s world of technology, and therapists have different 

communication options depending on families’ situations. Demonstrating compassion 

and empathy may mean that a therapist takes time to make a call to a family whose child 

is ill or who has missed several sessions due to a family crisis. Text messages or 

electronic mail do not allow therapists to convey the same concern that they can by using 

voice-to-voice communication. Communication about other therapy settings and models 

is also important for therapists to do in a professional manner. One therapist described 

this type of communication as “[managing] each other up” (Clara, therapist interview 8). 

Because parents highly value therapists’ professional opinions, therapists have a 

responsibility to positively portray other therapy settings and therapists who work in 

other settings. Negative comments about other settings could set the stage for parents’ 

dissatisfaction with future services. One therapist noted how negative comments about 

other settings may increase parents’ fear of transitions into that setting when their 

children are ready to change service providers.  

 In communicating about other settings and offering anticipatory guidance, 

therapists can help parents understand and prepare for the differences in the “appearance” 

of therapy that their children will experience as they transition from one setting or model 

to another. For instance, therapists who work with parents in ECI can help prepare them 

for the unique nature of group therapy that may occur in a PPCD setting. Ideally, 
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therapists could also help parents identify other avenues for their children’s therapy after 

they “graduate” from ECI if they do not feel their children’s PPCD intervention is 

sufficiently individualized. If therapists can attend PPCD evaluations as children prepare 

to discontinue ECI services, their presence may provide assurance and confidence to 

parents as they travel through this change. Having therapists present who know their 

children may help parents feel more confident about new therapists being able to identify 

their children’s full capabilities.   

 To assist parents in making transitions, therapists who work in the outpatient or 

home health setting or with children in PPCD could explain to parents the differences 

between the educational models and the medical models of therapy. Parents would likely 

benefit from these explanations on a repeated basis, and these conversations would take 

place well in advance of their children transitioning into the school system. If therapists 

can help parents set appropriate expectations of their children’s school therapy, parents 

may feel more empowered. It is expected that a greater sense of empowerment would 

help improve parents’ levels of satisfaction with their children’s school therapy. 

Therapists can point out the value that group therapy has for children, including factors 

such as modeling from other children and developing social skills. Parents may then 

realize that their children can benefit from therapy that does not resemble their children’s 

current therapy models, settings, or service delivery types. This type of dialogue with 

parents represents a type of anticipatory guidance.  
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 In the realm of anticipatory guidance and information provision, therapists 

preparing to discharge children from therapy services can prepare parents for the 

transition by discussing it with parents well before it happens. Identifying goals and 

milestones that children have achieved will provide confidence for parents about their 

children’s abilities. Many parents who participated in the present study expressed the 

relief they sensed because therapists told them that they could have their children re-

evaluated if they had future concerns about their children’s development. Physical 

therapists often see children with Down syndrome only until they achieve running and 

jumping skills (Martin, 2013). Therefore, when children approach the completion of 

physical therapy services, physical therapists can provide parents with written 

information about community resources that will give their children opportunities to 

participate in physical activity after they finish therapy. Additionally, offering parents 

anticipatory guidance about the risk that children with Down syndrome face of becoming 

obese or overweight as they mature will increase parents’ awareness of this common 

problem. 

 In addition to information provision, therapists can improve their practice of 

family-centered care by working collaboratively in the care of children with Down 

syndrome. Because of the value parents in this study placed on collaborative care, 

therapists could enhance their collaboration by networking with other therapists in the 

community. For instance, one therapist who worked in an outpatient setting made a 

concerted effort to have parents sign the appropriate paperwork so that she could discuss 
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their children’s care with school therapists. Because this therapist lived in a relatively 

small community, she had developed a standing relationship with the school therapist in 

that town. Over time, communication between therapists in different settings can help 

break down barriers of fear and intimidation that might exist because of a lack of 

knowledge about other settings. In the present study, parent participants who were asked 

about the burden of signing additional paperwork did not mind this extra step if it meant 

that their children’s care would be better collaborated.  

 Collaborative care involves therapists not only collaborating not only with other 

therapists but also with parents in the design of a child’s therapy care plan (Rosenbaum et 

al., 1998). One element of this plan that makes therapy most effective is to engage 

parents in home programs with their children. Parents in this study echoed what parents 

in Peplow and Carpenter’s (2013) study expressed when they acknowledged the 

importance of faithfully practicing their children’s home programs. Parents wanted to 

have written home exercise programs, and they valued activities that they could 

incorporate into their families’ daily routines. They did not like when therapists talked to 

them in highly technical language. Therefore, when therapists design and explain a home 

program, parents mat benefit from having something in writing that uses basic language 

to describe the activity. One parent indicated that she would prefer to have an itinerary 

for the week; she used this term to indicate that she wanted her therapist to write down 

three things that she and her husband could practice with their son each week. For this 
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mother who had two children in her household, a very short list of activities was realistic 

for her to incorporate into her child’s daily routine.  

 Parents also wanted activities that they could do with the resources they had 

available in their houses. Although some parents were willing to buy resources to use 

with their children, many parents said that they did not like to have to purchase special 

equipment or tools. Therefore, therapists may find that giving parents home program 

activities that use objects readily available in families’ homes may allow more consistent 

implementation of home exercise programs.  

 In addition to providing a limited number of activities for parents to do at home 

with their children, therapists can maintain open communication by conversing with 

parents on a regular basis about their implementation of home programs. Therapists 

might fear that parents would feel intimidated about practicing home program activities 

in front of their children’s therapists. However, the parents in this study expressed a 

desire to have hands-on practice with home program activities. Parents feared that they 

might not do things correctly at home; therefore, they appreciated the opportunity to 

practice activities in the presence of their children’s therapists. This finding is similar to 

that of Peplow and Carpenter (2013) who found that parents wanted specific training in 

implementing their children’s home programs. Parents in the present study noted that 

activities that involved moving their children through space were especially helpful to 

practice before leaving therapy sessions. By allowing parents to practice home program 

activities during therapy sessions, therapists can give parents the opportunity to gain 
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confidence in doing the activities. Furthermore, therapists can ensure parents understand 

what they are being asked to do with their children.  

Recommendations for Organizations 

 The above recommendations focused on recommendations that individual 

therapists could implement to improve their practice of family-centered care and to better 

meet parents’ expectations of their children’s therapy services. The following clinical 

applications will relate to organizations that provide therapy services to children with 

Down syndrome. A multi-faceted approach to improvement of care has potential to affect 

the perceptions families have of therapy services.  

 Family-centered care is a guiding principle for the majority of pediatric service 

providers in the twenty-first century (McKean et al., 2005; Schreiber et al., 2011); 

however, both therapists and parents need to have an in-depth understanding of the 

principles of family-centered care in order to practice and participate in its execution. 

Therefore, organizations that offer therapy services for children may benefit from 

providing parents with written information that explains family-centered care. If service 

providers can translate written information about family-centered care from English into 

other languages, they will empower families who have previously been marginalized 

because of unfamiliarity with the healthcare system. If organizations educate employees 

about family-centered care, therapists can then have concrete examples of the steps that 

are necessary to increase their practice of these principles.  
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 Educating parents about family-centered care is one way that service providers 

can empower families. Another way that they can educate and empower parents is to help 

them understand how their organization functions. Parents in this study wished that they 

had a better understanding of the ways that their service providers operated. Parents 

believed that this knowledge would have been helpful as they navigated the therapy 

journey. Parents in focus group two suggested that each service provider offer an 

explanation of the way the organization operated as well as a timeline in which things 

would occur during their children’s courses of therapy. For instance, these parents 

proposed that an orientation take place any time children began receiving services at a 

new facility or organization. This orientation could include written information, a 

diagram of the admission process, the frequency of re-evaluations, and the additional 

services available through the organization. The parents in this focus group also 

suggested having in-person meetings periodically to complete this orientation. Because 

parents often have busy schedules and may not always be able to attend meetings at 

specific times, this orientation could also be video-recorded and issued to parents when 

their children began receiving services. Alternatively, the orientation video could be 

provided on the Internet through a secure link from the organization’s website.   

  Organizations could help parents by making them aware of all the services their 

facility offers and encouraging parents to take advantage of these services. Two mothers 

were very appreciative of the availability of social workers through their early 

intervention programs. According to the principles of family-centered care, children 
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function best in a supportive family environment. Having parents who are emotionally 

stable and who have the resources that they need to help their children with Down 

syndrome can strengthen the family environment.   

 In addition to receiving information about service providers’ operational 

processes, parents would benefit from organizations offering information about other 

resources. Organizations could provide parents with information about trusted materials 

or tools used in therapy. Parents frequently described how they used the Internet to learn 

about their children’s therapy or to find toys or tools that their therapists used in their 

children’s sessions. When asked what would be helpful, several parents agreed that 

having a list of trusted resources (such as DVDs, books, and therapy equipment vendors) 

would be valuable. Also, a list of reputable websites would be useful for organizations to 

develop so that parents do not have to search the Internet or to rely on Internet sites with 

poor credibility.  

 To further address gaps in the care of children with Down syndrome, 

organizations may also consider having therapy camps for children during the summer. 

These camps could serve school-aged children and include speech, occupational, and 

physical therapy activities. The camps could include emphasis on motor activities and 

development of more advanced balance, strength, and coordination skills. This brief, 

intense focus on gross motor skills would provide individualized attention that children 

with Down syndrome may not receive in school if they no longer receive direct physical 
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therapy services. Speech and occupational therapy activities could also be incorporated 

into such camps in order to give children a multi-disciplinary experience.  

 One therapist observed that the community had limited availability of adaptive 

sports or recreational activities geared specifically to children with Down syndrome and 

children with special needs. Through a collaborative effort of therapists in the 

community, organizations could develop programs that would allow children with Down 

syndrome exposure to recreational sports activities. Such programs would help families 

explore other options for physical activity as their children get older. The physical 

therapists who participated in this study acknowledged the importance of finding physical 

activity options that children enjoy and will engage in on an ongoing basis. If parents do 

not have access to sports equipment, they may not feel equipped to help their children 

explore recreational sports options. Also, some families may not have the necessary funds 

to allow their children to participate in community-based recreation leagues. Grant 

funding or donations of volunteers’ time may offer a low-cost avenue to aid families in 

exploring a variety of recreational activities that could help children remain physically 

active as they grow older.  

Recommendations for Professional Education and  
Organizations Serving Therapists  
 
 Both individuals and therapy service organizations can implement strategies that 

will improve the family-centeredness of care they deliver. Furthermore, therapists’ 

educational programs and professional organizations have opportunities to affect the 
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quality of therapy services that children with Down syndrome receive across their life 

spans. Some suggestions for such opportunities are presented in this section.  

 If therapy students learn about family-centered care in the beginning of their 

educational process, they can better understand the value of these principles as they 

interact with families and children. Educators can help students realize the effectiveness 

of family-centered care; this understanding may motivate students to incorporate these 

principles into their personal practice. If therapists’ professional organizations offered 

more education to their members about the concepts of family-centered care, clinicians 

could then model the principles of family-centered care for students.  

 Although steps at the professional organization level could improve therapists’ 

understanding of family-centered care, other measures to re-examine the philosophy of 

family-centered care have potential to improve the implementation of its principles. 

MacKean et al. (2005) identified the gap between the theory of family-centered care and 

the actual practice of it. A collaboration involving parents, researchers, physicians, 

nurses, and rehabilitation professionals could permit a re-examination of the theory of 

family-centered care and help resolve the current discrepancies that emerged in the 

present study and in MacKean and associates’ study. A joint evaluation of the current 

practice of family-centered care and an adjustment of concepts to focus on parents’ needs 

from family-centered care may help reorient both service providers and parents. Then the 

practice and the theory of family-centered care could more closely match families’ 

expectations.  
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  In addition providing therapists with education about family-centered care, 

professional organizations could improve the long-term quality of life for individuals 

with Down syndrome by supporting longitudinal research about therapy services across 

the life span. Therapists who understand current research and its practical interpretation 

can guide parents as they make decisions for their children’s care. Unfortunately, a 

limited number of studies provide longitudinal perspectives of the therapy progression for 

children with Down syndrome. Two physical therapists in the present study discussed 

that they would like to see more longitudinal research about orthotics to determine what 

best practice would be so that they could have evidence for recommendations to parents. 

One speech-language pathologist wished that a care path existed to guide therapists in the 

care of children with Down syndrome over time. This therapist, also the parent of a child 

with Down syndrome, acknowledged the uniqueness of each child with Down syndrome 

and the need for individualized approaches to therapy. However, she also recognized 

similar characteristics in children with Down syndrome that could allow for a relatively 

standardized approach to their therapy services. 

 In August 2014, the American Physical Therapy Association released clinical 

guidelines for physical therapy treatment of children with Down syndrome (Martin, 

2013). These guidelines, which are based on research studies, provide therapists with a 

wealth of information so that they can guide parents in decisions about therapy needs for 

their children. Having similar guidelines for speech-language pathologists and 
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occupational therapists would give service providers a well-rounded research base for 

offering anticipatory guidance to parents.  

Addressing Gaps in Care for Children with Down Syndrome 

 Although some research exists that physical therapists can apply in their 

interventions for children with Down syndrome, gaps in care still exist, especially for 

older children with Down syndrome. The following section will offer suggestions to 

target under-developed areas of therapy services for children with Down syndrome. 

 Physical therapists typically see children with Down syndrome until they achieve 

the milestones of walking, running, and/or jumping (Martin, 2013). However, many 

children with Down syndrome decrease their physical activity levels as they get older and 

are thus at risk for obesity (Barr & Shields, 20110). A number of children with Down 

syndrome have access to Special Olympics programs in their schools or communities 

(Martin, 2013). Physical therapists may have an opportunity for health promotion by 

offering annual fitness assessments to children in these Special Olympics programs. 

These assessments could take place through partnerships between medical model and 

educational model therapists. School, outpatient, and home health therapists could 

combine forces and seek grant funding so that they could offer this service to children 

who take part in Special Olympics. Children with Down syndrome are required to have 

periodic physician examinations in order to participate in Special Olympics. Therefore, 

the fitness assessments could be an adjunct to medical examinations and would offer 

parents more information about their children’s overall health. Grant funding for such a 
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project might also include nutrition assessments by registered dieticians. These 

individuals could help identify any dietary issues that would put children at risk of being 

obese or overweight as they get older.  

 Partnership with Special Olympics programs would allow physical therapists to 

target children’s fitness needs; however, children with Down syndrome face other issues 

with participation in society as they mature. Program development opportunities may be 

available for professionals in other disciplines to meet these areas of need. Both parents 

and therapists expressed concern about what happens to children with Down syndrome 

after they graduate from high school. Their ability to participate in the community is 

often affected by limited funding of programs for adults with developmental disabilities. 

These programs vary considerably from state to state, and some individuals have a higher 

chance of finding employment after high school if they live in an area with adequate 

resources. Speech-language pathologists and occupational therapists could play a greater 

role in the transitional component of school programs for children with Down syndrome 

both during and after high school. For instance, the occupational therapist who had an 

adult son with Down syndrome suggested having an occupational therapist help 

coordinate or consult with the day program her son attends in a Dallas suburb. The role of 

an occupational therapist would be to help a young adult with Down syndrome find 

“occupation” and gain confidence in performing daily tasks such as commuting on public 

transportation (Green Tea, therapist interview 1). One of the speech-language 

pathologists interviewed explained how individuals in her profession could help young 
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adults learn to interact with customers and supervisors in job settings. She also saw an 

opportunity for speech-language pathologists to help adolescents with Down syndrome 

learn social skills so that they could engage with coworkers. She also acknowledged the 

opportunities available in community settings for speech-language pathologists to meet 

the needs of adults with Down syndrome.  

Limitations of the Study 

 A number of recommendations and clinical applications emerged from parent 

interviews; however, because of the study’s relatively small scope some limitations exist. 

An explanation of these limitations follows with a discussion of ways in which the 

researcher minimized study limitations through methodological rigor. 

 Qualitative research typically involves smaller sample sizes than quantitative 

research. This study included 25 participants and therefore provided a very small picture 

of the perceptions of therapy services for children with Down syndrome. The children of 

most of the study participants had received either home health or outpatient services in 

addition to or instead of early intervention services. Furthermore, 13 of the 15 parent 

participants’ children had received services through one of the clinics affiliated with the 

organization where the researcher worked. Consequently, their association with the 

researcher’s employer could have influenced the information that they shared in 

interviews. Finally, the researcher had provided direct therapy at some point in time to six 

of the parent participants’ children. These participants’ relationships with the researcher 

also could have created a potential bias. 
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 Other limitations arose from additional characteristics of the parents and the 

therapists. The participants in this study lived in one urban area of the United States, 

Dallas-Fort Worth. Because early intervention and school therapy programs can vary 

from state to state and even from county to county, the perceptions of parents and 

therapists in this region of the country may differ significantly from those of parents and 

therapists who live in different states or countries. Also, experiences with therapy may 

depend on whether families live in a rural or in an urban area, partly because choices of 

therapy providers may be more limited in rural regions. Examining the perceptions of 

parents who live in rural areas may also offer another perspective of therapy services for 

children with Down syndrome. Additionally, the majority of parents who participated in 

this study were Caucasian. Although three parents were not of this ethnicity, the ethnic 

distribution of this study’s participants may not reflect the true racial and ethnic 

distribution of children with Down syndrome in the Dallas-Fort Worth area. Seventeen of 

the parent participants were mothers and two were fathers; therefore, fathers’ perceptions 

were a very small part of this study.  

 Finally, interviews with therapists who were also parents of children with Down 

syndrome provided a member check and added to the trustworthiness of this study. 

However, these individuals could not necessarily remove themselves from their roles as 

mothers of children with Down syndrome during their therapist interviews. 

Consequently, their perspectives were not purely as parents or as therapists, and their 

dual roles could have affected their responses in both interviews.   
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The Study’s Rigor and Trustworthiness 

 Although this study had several limitations, strategies built into the study design 

contributed to the rigor and trustworthiness of the results. The following section will 

review the terms related to rigor and trustworthiness in qualitative research and describe 

how these strategies were incorporated into this study’s design.  

Credibility 

 Credibility means that research participants recognize their unique situations and 

that the “truth” applies to them in their own contexts (Holloway & Wheeler, 2002). The 

element of credibility emerged in this study when individual interview and focus group 

interview participants specifically observed that their perceptions were a result of who 

they were and of their family contexts. Additionally, in focus group interviews, 

participants commented about their experiences with therapy and acknowledged that their 

family’s needs at a particular time had influenced their therapy choices. Furthermore, 

therapists recognized that each professional has unique approaches to practicing therapy.   

Transferability 

 The researcher established transferability by purposively sampling parents whose 

children were in a wide age range. Additionally, interviewing parents whose children 

received services in multiple settings and different school districts in the Dallas area 

produced a broad representation of experiences, supporting transferability. Interviewing 

only families who lived in a single county in the Dallas area would have limited the 

transferability of the study’s findings.  
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Dependability 

 Dependability in qualitative research corresponds to consistency and reliability in 

quantitative research (Holloway &Wheeler, 2002; Munhall, 2012). In this research study, 

the detailed description of the research process and the use of an audit trail will help 

future researchers who might wish to reproduce the study trace the steps used by the 

researcher. Throughout the planning, data collection, and analysis process, the researcher 

maintained an audit trail of decision-making that took place as interviews progressed. 

The audit trail consisted of a description of the researcher’s impressions and decisions 

made throughout the data collection and analysis process (Holloway &Wheeler, 2002).  

Confirmability 

 In order to establish credibility, the researcher must ensure that study findings are 

not merely the result of his or her own opinions, assumptions, or preconceived ideas 

(Holloway & Wheeler, 2002; Munhall, 2012). The researcher’s use of an audit trail in 

this study could allow readers to follow the decision-making path throughout the study. 

Additionally, having peer reviewers with various backgrounds allowed the researcher to 

gain perspectives outside those of her own.  

Reflexivity 

Qualitative researchers are immersed in the research process and participants in 

such a way that bias cannot be avoided (Mays & Pope, 2000). Rather than seeking to 

remove all bias, in qualitative methodologies, the researcher recognizes and reflects on 

her biases, assumptions, and preconceptions, and how these affect research decisions. 
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The process of examining both herself as researcher and the research relationship 

surfaces in the audit trail maintained by the researcher. Reflecting on the research 

relationship involves examining one's relationship to the participants and how the 

relationship dynamics affect responses to questions. Describing the researcher and her 

relationship with the participants in this chapter allows readers to assess for themselves 

the factors that may have influenced the researchers’ observations and analyses (Mays & 

Pope, 2000).  

The researcher’s observations and analysis resulted because of her unique 

experiences in a limited number of therapy settings, and her recognition of her scope of 

experience was part of the reflexivity in the research process. This scope of experience 

included providing physical therapy to children with Down syndrome. The researcher’s 

observations about therapy services for children with Down syndrome were a driving 

factor for conducting the study. Information emerged from parent interviews that the 

researcher had never heard parents express when she had worked with their children.  

Member Checking 

 Member checking is the element of trustworthiness that occurs when a researcher 

summarizes or paraphrases what participants have said in order to ensure accurate 

understanding (Holloway &Wheeler, 2002). Member checking took place in this study by 

focus group interviews occurring after individual interviews. The researcher presented 

ideas or impressions gleaned from individual parent interviews to parents who 

participated in focus group interviews, and the focus group participants’ responses 
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resonated with what parents had expressed in individual interviews. Furthermore, two 

mothers who took part in individual or focus group interviews were also therapists. 

Therefore, while repeat interviews were not conducted, these two individuals took part in 

second interviews as therapists. Their participation from the therapist perspective served 

as an additional member check because they lived both roles—mother and therapist. 

They validated the impressions that the researcher had gleaned from the parent focus 

group and individual interviews. Member checking helped the researcher ensure accurate 

interpretation of what study participants had contributed (Holloway & Wheeler, 2002).  

Peer Review 

 A peer review enabled the researcher to minimize bias that could have influenced 

the qualitative research process (Holloway & Wheeler, 2002). For purposes of this study, 

the researcher provided interview transcripts to four peer reviewers with qualitative 

research experience. Peer reviewers included an occupational therapist, a physical 

therapist, a registered nurse, and a counselor. The peer reviewers identified similar key 

statements and themes in the interview transcripts. Because the peer reviewers had 

different backgrounds than the researcher, they allowed the researcher to limit the bias 

that could have resulted from her background as a physical therapist.  

Triangulation 

 Triangulation in qualitative research refers to a researcher’s evaluation of a topic 

from different perspectives. As a strategy to increase the trustworthiness of the research 

findings, triangulation can refer to the data or to the investigator (Holloway & Wheeler, 
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2002). This study included both data triangulation and investigator triangulation. 

Triangulation of the data collection methods occurred because the researcher conducted 

both individual and focus group interviews. Having parents discuss their therapy 

experiences in a group provided different perspectives than those that emerged from 

individual interviews. Furthermore, triangulation of data sources was achieved by 

purposively selecting parents whose children were different ages and had received 

therapy in multiple different settings. Participants living in different school districts in 

Dallas had different experiences, and that variation provided additional triangulation. 

Also, conducting therapist interviews after the individual and focus group interviews 

provided yet another perspective of therapy experiences. As a physical therapist, the 

researcher naturally entered the interviews with her experience influencing the feedback 

she heard from parents. Interviews with therapists having wide array of experience 

allowed the researcher more objectivity in the data collection and analysis process. 

Finally, having research committee members with extensive qualitative research 

experience allowed for investigator triangulation. The researcher consulted dissertation 

committee members for decision-making assistance and guidance throughout the study. 

Committee members experienced in qualitative research reviewed and confirmed the 

themes that emerged from the study’s three phases. All of these design decisions allowed 

for robust data triangulation and ensured rigor of the research findings. 
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Opportunities for Future Research  

 Although the methodological rigor of this qualitative research helped minimize 

the limitations and bias of this study, the researcher was not able to develop a family-

derived framework of therapy services from this study. Future research could include a 

broader representation of parents and contribute to development of such a framework. 

The majority of participants’ children in this study had received outpatient clinic services. 

Therefore, studying the perceptions of parents whose children exclusively received early 

intervention services would be valuable to gain more information about that model and 

setting for therapy. Including more fathers as participants would also allow for deeper 

exploration of parental perceptions since this study included mostly mothers of children 

with Down syndrome. Future studies could address the perceptions of parents who live in 

different areas of the country in more rural settings. Additionally, although two parents in 

this study were Hispanic, only one parent did not speak English as her native language. 

The speech-language pathologist who worked with families who spoke Spanish as their 

primary language identified a large disparity of care between parents who were native 

English speakers and those who were not. Exploring this gap in care represents another 

area for study. Furthermore, including participants of more ethnicities and socioeconomic 

backgrounds would allow for a broader representation of parent perspectives. Increasing 

the equity of healthcare across cultural and language barriers is critical considering the 

increasingly diverse nature of American society.  
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 In addition to the cultural gap that exists for children and families of different 

races and ethnicities, gaps in the care of children with Down syndrome occur as they 

transition into adulthood. Because children with Down syndrome are at risk for multiple 

medical complications as they get older (Barnhart & Connolly, 2007; Martin, 2013), 

future studies could evaluate interventions that target problems such as obesity, decreased 

physical fitness, and cognitive decline (Martin, 2013). Longitudinal research about these 

interventions would offer more evidence so that therapists can provide parents with 

anticipatory guidance.  

Conclusion 

 This qualitative research study addressed a gap in the literature related to parental 

perceptions of therapy services for children with Down syndrome. In this study, semi-

structured interviews with parents allowed the researcher to glean information from 

caregivers that could not have been obtained through surveys or quantitative research. 

Parents who took part in this study expressed overall satisfaction with their children’s 

therapy services. Parents acknowledged the value that they placed on their relationships 

with their children’s therapists. When parents were not satisfied with their children’s 

therapy services, they sought providers who could meet their needs and expectations. 

Parents who participated in this study described expectations for their children’s therapy 

services that matched the principles of family-centered care. Few of the questions that the 

researcher asked parents were specifically about the family-centeredness of their care. 
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Nevertheless, the themes that emerged from the individual and focus group interviews 

contained elements of family-centered care. 

 Although parents wanted elements of family-centered care incorporated into their 

children’s therapy services, they did not necessarily believe that they were the experts on 

their children. One of the primary tenets of family-centered care is that parents are 

considered the experts on their children (Rosenbaum et al., 1998). Therefore, parents, 

service providers, researchers, and professional organizations may benefit from re-

examination of the definition of the term expert in the practice of family-centered care.  

 Although parents valued family-centered therapy services, not enough common 

factors were identified from parent interviews to create a complete and accurate family-

derived model of therapy services for children with Down syndrome. Parents valued 

principles of family-centered care; therefore, therapists and service provider 

organizations can promote parent satisfaction by incorporating these principles into their 

practices (Carrigan, Rodger, & Copley, 2001; King et al., 1998; Palisano, 2006;). 

Parents’ perceptions of therapy services that emerged from this qualitative study offer 

therapists ideas of how they can better meet the needs of children with Down syndrome 

and their parents. Information gained from parents in this study will serve to improve the 

quality of therapy services that children with Down syndrome receive across their life 

spans. Additionally, the themes that emerged from this research study will provide the 

basis for future research to develop a family-derived model of therapy services for 

children with Down syndrome.  
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 This qualitative research study provided a unique perspective from parents of 

children with Down syndrome. Researchers can use a variety of methods to convey the 

outcomes of qualitative research. One of these methods is poetic transcription (Glesne, 

1997). The following poem is directed to therapists and represents a summary of parental 

perceptions and themes that emerged from this qualitative study. 

 

Route 321 

We’re going on a trip 

Down route 321 

We don’t really know where we’re going 

Or when we’ll be done. 

 

We want you in the driver’s seat 

As we start down the road 

Because we just don’t know what to do 

Or how to manage the load. 

 

We feel a lack of knowledge 

But we’re willing to learn 

We need you to come with us 

And hear all our concerns 



199 

We don’t really feel like experts 

 As we first start out 

This journey is new to us. 

We don’t know what it’s about. 

 

We’re scared and uncertain 

But want to take the best route 

We’ll do whatever it takes 

To help our children out. 

 

We need assurance and affirmation 

To know we’re doing things right 

And want future direction 

Because we think you have better sight. 

 

Maybe as we practice on this journey 

We’ll know better how to find our way 

And we can help others on this trip 

Know how to face each day. 
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We want people to understand our journey 

And know all the things we do. 

Therapy needs to fit into our lives, 

Practical things will get us through. 

 

We start this trip in the dark 

On this scenic route at night 

As our partners to help our children, 

You lead us to hope and light. 
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Parent Question List 

 

How old is your child? 

Does your child currently receive therapy ? If so, what therapies does your child receive, 
and how often does he/she receive them?  
 
Has your child received or does your child currently receive physical therapy? 

Where does your child receive his or her therapy (at home, at a clinic, at a school)? 

If your child does not currently receive physical therapy, where did he or she receive 
therapy in the past? (at school, at home, in a clinic, all of these? None of these? Some of 
these?) 
 
How long did your child receive physical therapy ?(or has she/he received physical 
therapy if still receiving PT services?) 
 
Did you feel like physical therapy helped your child? 

 What about the physical therapy do you feel was most helpful? 

 What was least helpful?  

What was the most difficult part of receiving physical therapy services? 

 In the different environments, what was most difficult?  

If you could change anything about the therapy services you receive/received, what 
would you change?  
 
Do you feel that your therapists empowered or are empowering you to take care of your 
child and provide for his/her future?  
 
Do you feel like your therapist included you in the care decisions for your child and the 
treatment planning for your child?  
 


