
Early Intervention Programs: Preemie Parents'
Perceptions and Barriers to Participation

Item Type text; Electronic Dissertation

Authors Garcia, Cristianna

Publisher The University of Arizona.

Rights Copyright © is held by the author. Digital access to this material
is made possible by the University Libraries, University of Arizona.
Further transmission, reproduction or presentation (such as
public display or performance) of protected items is prohibited
except with permission of the author.

Download date 16/05/2023 14:31:41

Link to Item http://hdl.handle.net/10150/560818

http://hdl.handle.net/10150/560818


EARLY INTERVENTION PROGRAMS: PREEMIE PARENTS’ PERCEPTIONS 

 

AND BARRIERS TO PARTICIPATION 

 

 

 

by 

 

Cristianna Garcia 

 

 

 

 

________________________ 

 

 

A DNP Project Submitted to the Faculty of the 

 

COLLEGE OF NURSING 

 

In Partial Fulfillment of the Requirements 

For the Degree of 

 

DOCTOR OF NURSING PRACTICE 

 

In the Graduate College 

 

THE UNIVERSITY OF ARIZONA 

 

 

 

 

 

 

2 0 1 5 



 

 

 

2

THE UNIVERSITY OF ARIZONA 

GRADUATE COLLEGE 

 

As members of the DNP Project Committee, we certify that we have read the DNP Project 

prepared by Cristianna Garcia entitled “Early Intervention Programs: Preemie Parents 

Perceptions and Barriers to Participation” and recommend that it be accepted as fulfilling the 

DNP Project requirement for the Degree of Doctor of Nursing Practice. 

 

_________________________________________________________ Date: April 16, 2015 

Sheila Gephart, PhD, RN 

 

 

_________________________________________________________ Date: April 16, 2015 

Gloanna Peek, PhD, RN, CPNP 

 

 

_________________________________________________________ Date: April 16, 2015 

Lorri Phipps, DNP, RN, CPNP 

 

 

 

Final approval and acceptance of this DNP Project is contingent upon the candidate’s submission 

of the final copies of the DNP Project to the Graduate College. 

 

I hereby certify that I have read this DNP Project prepared under my direction and recommend 

that it be accepted as fulfilling the DNP Project requirement. 

 

_________________________________________________________ Date: April 16, 2015 

DNP Project Director: Sheila Gephart, PhD, RN 

 



 

 

 

3

STATEMENT BY AUTHOR 

This DNP Project has been submitted in partial fulfillment of requirements for an 

advanced degree at The University of Arizona and is deposited in the University Library to be 

made available to borrowers under rules of the Library. 

 

Brief quotations from this DNP Project are allowable without special permission, 

provided that an accurate acknowledgment of the source is made. Requests for permission for 

extended quotation from or reproduction of this manuscript in whole or in part may be granted 

by the head of the major department or the Dean of the Graduate College when in his or her 

judgment the proposed use of the material is in the interests of scholarship. In all other instances, 

however, permission must be obtained from the author. 
 

 

 

 

SIGNED: __Cristianna Garcia__________________ 

 



 

 

 

4

ACKNOWLEDGMENTS 

I would like to acknowledge my committee members, Dr. S. Gephart, Dr. G. Peek, and 

Dr. L. Phipps for their support in completing this project. I would especially like to thank Dr. 

Gephart, my committee chair and advisor for her academic guidance, and for her patience and 

understanding while I completed this project. 

 



 

 

 

5

DEDICATION 

I would like to dedicate this project to my family who supported and encouraged me 

through this arduous process called graduate school, especially to my mom, who did everything 

she could to help me persevere through it, and to my friends, for sticking by me and reassuring 

me when I thought I couldn’t do it. 



 

 

 

6

TABLE OF CONTENTS 

LIST OF TABLES ...........................................................................................................................8 

ABSTRACT .....................................................................................................................................9 

CHAPTER 1: INTRODUCTION ...............................................................................................11 

Background ..................................................................................................................................12 

Premature Birth .................................................................................................................12 

Description of Early Intervention Programs ...................................................................13 

Early Intervention Benefits ...............................................................................................14 

Health Disparities ...............................................................................................................16 

Conceptual Framework ...............................................................................................................17 

Knowledge Gaps...........................................................................................................................18 

Purpose of DNP Project ...............................................................................................................19 

Specific Aims .......................................................................................................................19 

Significance to Healthcare and Nursing ....................................................................................19 

Significance to Advanced Practice .............................................................................................20 

Summary .......................................................................................................................................21 

CHAPTER 2: LITERATURE REVIEW ..................................................................................22 

Literature Search .........................................................................................................................22 

Literature Review ........................................................................................................................23 

Current State of Science and Practice .......................................................................................25 

Summary .......................................................................................................................................26 

CHAPTER 3: METHODS  .........................................................................................................27 

Design and Methods .....................................................................................................................27 

Setting............................................................................................................................................27 

Participants ...................................................................................................................................28 

Recruitment and Consent............................................................................................................28 

Procedures ....................................................................................................................................28 

Data Management and Privacy ..................................................................................................29 

Protection of Human Subjects ....................................................................................................29 

Risks and Benefits to Participants ..............................................................................................29 

Cost and Compensation ...............................................................................................................30 

Data Analysis ................................................................................................................................30 

CHAPTER 4: RESULTS ............................................................................................................31 

Participant Characteristics .........................................................................................................31 

Quantitative Analysis...................................................................................................................33 



 

 

 

7

TABLE OF CONTENTS – Continued 

Qualitative Analysis .....................................................................................................................35 

Non-EI Parent Reasons for Nonparticipation .................................................................35 

Barriers to Participation in EI ..........................................................................................35 

EI-Parent Perceived Benefits of EI ...................................................................................35 

EI-Parent Opinion of Their Child’s EI ............................................................................36 

EI-Parent Recommendations to Improve EI ...................................................................37 

Additional EI-Parent Comments on EI ............................................................................38 

Themes of Dissatisfaction ..................................................................................................39 

CHAPTER 5: DISCUSSION ......................................................................................................40 

Summary .......................................................................................................................................40 

Relation to Other Evidence .........................................................................................................41 

Limitations ....................................................................................................................................41 

Conclusions ...................................................................................................................................43 

Implications for Advanced Practice ...........................................................................................44 

Policy Implications .......................................................................................................................45 

APPENDIX A: EARLY INTERVENTION PARENT SURVEY ................................................46 

APPENDIX B: SOCIAL MEDIA RECRUITMENT POSTS .......................................................51 

REFERENCES ..............................................................................................................................54 



 

 

 

8

LIST OF TABLES 

TABLE 1. Participant Characteristics. .........................................................................................31 

TABLE 2. Residual Medical Issues. ..............................................................................................32 

TABLE 3. Population. ...................................................................................................................32 

TABLE 4. EI Frequency and Referral Source. .............................................................................33 

TABLE 5. EI Therapy Location and Payment. .............................................................................34 



 

 

 

9

ABSTRACT 

Infants born prior to 37 weeks gestation are at risk for countless medical problems and 

developmental delays. In order to help minimize these delays and improve the child’s potential, 

the Individuals with Disabilities Education Act, Part C, funds Early Intervention (EI) Services. 

These services may include speech, physical therapy, occupational therapy, or developmental 

therapy, among others. 

Purpose and Objective: While numerous studies show the benefits of EI therapies, little 

is known about barriers to EI participation, what the parents of these children who participate in 

EI think, or how to improve EI services. This study attempts to answer these questions. 

Methods: Surveys regarding EI were posted to three preemie parent organizations social 

media pages, and 140 surveys were returned. These surveys were analyzed for both quantitative 

and qualitative answers. Qualitative answers were coded and themes were garnered. 

Results: A total of 148 participants took the survey, and 76% had children that had 

participated or currently participate in EI. Of the parents who answered their child did not attend 

EI, most state there was no EI services near them, their child did not qualify, or the EI services 

were of poor quality. Of the EI parent surveys, most parents (73%) were happy with their child’s 

EI and their child’s progress, and would recommend EI to others. Most children had EI therapy 

at least weekly, and were referred to EI prior to leaving the NICU. Parents felt as though their 

child benefitted in nearly all domains. In addition to the benefits to their child, EI parents also 

felt as though therapy helped decrease their stress level, gave them a benchmark to measure their 

child’s progress and connected them with other professionals for their child. Some parents also 

provided recommendations to improve EI: decrease eligibility requirements, improve 
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communication with parents, provide continuity of care, and create a bridge program for children 

three and up until they reach school age.  

Conclusions: With these suggestions, providers can help improve current EI services. 

Primary care providers should ensure children who are at risk for delays are referred, and EI 

services should improve communication with parents and enhance continuity of care. 



 

 

 

11

CHAPTER 1: INTRODUCTION 

Prematurity is defined by the Centers for Disease Control and Prevention as a birth prior 

to 37 weeks of gestation (Centers for Disease Control and Prevention [CDC], 2013). Each year 

in the United States, 11.5% of babies are born preterm (March of Dimes, 2014). Depending on 

the severity of prematurity, numerous health problems can arise shortly after birth and can persist 

throughout the child’s life (Garcia & Gephart, 2013; Kelly, 2006). These problems may include 

developmental delays, behavioral problems, and/or other complex medical issues (CDC, 2013). 

In order to mitigate developmental delays, and improve functioning and potential quality of life, 

early intervention (EI) programs are encouraged for preterm infants and those at high risk of 

delay (Spittle, Orton, Anderson, Boyd, & Doyle, 2012). Early intervention programs are services 

which attempt to minimize developmental delays by incorporating various therapies (e.g., 

speech, occupational and/or physical) based on the needs of the child. Research, including a 

meta-analysis of 21 studies has shown short term benefits in multiple domains of benefit for 

preterm infants which tend to be increasingly evident with earlier gestational age at birth (Spittle 

et al., 2012). While the long term benefits have not been demonstrated in all studies, they have 

been shown in others, and suggest that these benefits may persist up to age 18 (McCormick et al., 

2006). 

Early intervention services are provided by the Individuals with Disabilities Act and are 

available for all children under age 2 (United States Department of Education [USDE], n.d). 

While early intervention is encouraged for these high risk children, the services may not be 

utilized due to various factors. The reasons for non-referral are unclear. Reasons may include 

lack of access, parental refusal or lack of referral by their primary care provider. Until now, no 
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studies are available to identify why infants do not receive EI services as reported by their 

parents. Parental perceptions of effectiveness of EI, access to EI services and perceived 

facilitators and barriers will be explored in this project. In chapter one, the background, problem 

statement, purpose, research questions and significance to nursing will be described.  

Background 

Premature Birth 

As of 2013, 11.5% of all babies born in the U.S. were born premature, with nearly 2% 

born before 32 weeks gestation (March of Dimes, 2013). Although this rate is at an all-time low, 

the U.S. still has the highest rate of preterm births of all developed nations; the preterm birth rate 

in Europe ranges from 5-9% (Goldenberg, Culhane, Iams, & Romero, 2008; March of Dimes, 

2013). Premature babies are at risk for numerous health problems, which tend to be more severe 

with a lower gestational age at birth (Bakewell-Sachs & Gennaro, 2004; Kelly, 2006). These 

complications can include breathing problems, feeding problems, neurodevelopmental delays, 

cerebral palsy, vision problems, hearing impairment, and a range of problems which may have 

occurred during their Neonatal Intensive Care Unit (NICU) stay (CDC, 2013; Kelly, 2006). 

While the gestational age of viability is decreasing, with earlier gestation, the possibility of 

severe medical problems and neurodevelopmental delays increases (Kelly, 2006). 

Preterm birth results from spontaneous labor (contractions) with intact membranes, 

premature rupture of membranes (PPROM), or induction/caesarean delivery for maternal or fetal 

indications (i.e., intrauterine growth restriction, severe preeclampsia, abruption, etc.) 

(Goldenberg et al., 2008). These situations can be as a result of numerous risk factors including 

social and economic characteristics, health behaviors, or maternal/pregnancy factors (CDC, 
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2013). Modifiable risk factors for premature birth include avoidance of drugs, alcohol or 

cigarettes during pregnancy, early prenatal care and limiting stress (CDC, 2013). Non-modifiable 

risk factors include maternal age, race, history of prior preterm birth and multiple gestations 

(CDC, 2013). While one might argue that with a history of preterm birth, interventions can be 

done which helps minimize the risk of a second preterm birth, such as cerclage, bed rest, and/or 

tocolytics, however, research has not shown these interventions to be definitively helpful 

(Muglia & Katz, 2010; Smith, Devane, Begley, Clarke, & Higgins, 2009). Partially modifiable 

risk factors include socioeconomic status, infections, and blood pressure during pregnancy 

(which includes appropriate management) (CDC, 2013). The exact cause of preterm birth has not 

been identified; however there is evidence to suggest that pathways of inflammation and 

infection (e.g., chorioamnionitis, periodontal disease, bacterial vaginosis or urinary tract 

infection) may trigger preterm labor (Goldberg et al., 2008; Muglia & Katz, 2010). 

In the U.S., the highest incidence of preterm birth occurs in mothers who are Black, (e.g., 

African-American & Afro-Caribbean), and lower incidence is noted in Hispanic and East Asian 

mothers (Goldenberg et al., 2008). Acculturation appears to impact risk for preterm birth. For 

example, among immigrants to the U.S., the longer the time spent in the country, the greater the 

incidence of preterm birth (Goldberg et al., 2008).  

Description of Early Intervention Programs 

Early intervention programs are essential services which provide assistance to children at 

risk for delay, or who have already been identified as delayed. These services may include 

speech therapy, occupational therapy, psychological services, family counseling or training, 

identification of providers, and coordination of care for identified delays and more. These 
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therapies attempt to minimize delays in these children and maximize their future potential/level 

of functioning (Spittle, Orton, Doyle, & Boyd, 2007; USDE, n.d). Consistent scientific research 

has shown that early childhood is a time of rapid development and growth and the development, 

or lack thereof, established at this age has lasting and significant consequences in their future 

(Ramey & Ramey, 2004).  

Early Intervention is funded by the Individuals with Disabilities Act, Part C. This ensures 

that all children up to age three who have developmental delays are eligible to receive EI 

services if needed, which will help prepare them for preschool and kindergarten, provide a 

grounds for their success in the future, and maximize their future abilities (USDE, n.d). 

Furthermore, it recognizes the immense development which occurs between ages 0-3, and 

attempts to reduce the deficits in these children so that when they reach school age, they are less 

likely to need special education classes (USDE, n.d). From a public health aspect, these 

interventions attempt to lessen the strain on the Nation’s schools when these children reach 

school age (USDE, n.d).  

Early Intervention Benefits 

The benefits of early intervention services can vary in their domain and the length of time 

which they manifest and/or persist (Garcia & Gephart, 2013). Early intervention therapies are 

personalized to the developmental needs of each baby and their families. Because their services 

vary based on the help provided to each child, it can be difficult to measure the benefits of early 

intervention when comparing between children. Oftentimes, early intervention services are 

compared using various developmental scales such as the Bayley Psychomotor Developmental 
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Index, the Motor Development Index or other validated instruments (Garcia & Gephart, 2013; 

Msall, 2006).  

The results of some studies show significant benefit for cognitive and/or motor skills, 

while others show minimal or no difference in cognitive or motor outcomes (Kyno et al., 2012; 

McCormick et al., 2006; Spencer-Smith et al., 2012; Teti et al., 2009). While these results may 

disagree as to the benefit of EI programs, a Cochrane Review of 10 randomized clinical trials has 

shown significant benefit to preterm infant enrolled in EI programs in both the motor and 

cognitive domains in early childhood, which persist until at least preschool age (Spittle et al., 

2012).  

While these scales provide a way of measuring progress and improvement, there are 

possible limitations including lack of sensitivity and other concerns. In regards to motor 

development, the scales used are to evaluate for large motor developmental issues, and they may 

not be sensitive enough to find the minor improvements (Orton et al., 2009). Furthermore, the 

range of tools used, and the lack of comparison at older ages limits the ability to compare 

between studies the outcomes of EI (Orton et al., 2009). Regarding cognitive outcomes, similar 

issues arise. Surprisingly, some studies which found no improvement on cognitive outcomes at 

one year, found a significant improvement in intervention groups at two years; this may be due 

to unreliability and/or validity of the measuring tool, or may be because the effects of EI are not 

yet seen at one year, but are significant at two years (Orton et al., 2009). 

The effects of EI on cognitive and motor outcomes are debated in some studies; however, 

multiple studies have shown a significant decrease in behavioral, attention and aggression issues 

in the preterm child in EI (McCormick et al., 2006; Nordhov et al., 2012; Spencer-Smith et al., 
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2012). Some of these benefits persisted even into early adulthood (McCormick et al., 2006). 

Children in these programs were less likely to internalize problems, demonstrate aggression or 

engage in risky behaviors, and were more likely to have greater attention spans (McCormick et 

al., 2006; Nordhov et al., 2012; Spencer-Smith et al., 2012). 

Furthermore, numerous studies have shown that early intervention services greatly 

benefit the parents of the infant and can significantly decrease stress levels (Kaaresen et al., 

2008; Nordhov et al., 2012; Teti et al., 2009). Having a child is stressful, especially when born 

preterm and including an extended hospital stay or multiple medical issues (Kaaresen, Rønning, 

Ulvund, & Dahl, 2006). The NICU experience is known to be a stressful, even traumatic 

experience for parents and recovery can include symptoms so severe that post-traumatic stress 

disorder is diagnosed (Pelchat, Lefebvre, & Levert, 2007). Early intervention programs include 

family assessment, counseling, and can provide parent training as well (USDE, n.d.). These 

services can help relieve parental stress and can help promote a positive infant-parent 

relationship (Kaarsen et al., 2008; Nordhov et al., 2012; Teti et al., 2009) 

Health Disparities  

A health disparity is a “health difference” which is linked to a social or economic 

disadvantage (United States Department of Health and Social Services [USDHSS], 2011). These 

differences detrimentally affect people due to their race or ethnicity, socioeconomic status, 

religion, gender, disability, geographic location, or a range of other characteristics which have 

been linked to discrimination or exclusion (USDHSS, 2011). The presence of these disparities is 

well documented, and persists due to multiple factors including lack of funding, lack of access, 

socioeconomic status, and other factors.  
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Children of mothers with a lower socioeconomic status (SES) and/or lower education 

level are more likely to be born premature, have intrauterine growth restriction (IUGR), or have 

low birth weight (USDHSS, 2011). Each condition or combination thereof sets them up for 

poorer health outcomes, decreased academic achievement and a lower adult SES (USDHSS, 

2011). These perhaps are the most vulnerable children. 

A goal of Healthy People 2010 was to reduce health disparities, and while there has been 

some improvement, there is still much improvement to be made (USDHSS, 2011). The most 

glaring disparities are SES and lack of access to care (Adler & Stewart, 2010). 

Both SES and lack of access to care may play a part in participation of EI services. 

Sontag and Schat (1993) note that a child who is an ethnic minority, poor, living in a rural area 

and disabled may have four times the risk for failure to attain early intervention services. 

According to the 2011 National Health Interview Survey, poor Hispanic children were less likely 

than poor non-Hispanic white or non-Hispanic Black children to received EI services (USDHSS, 

2012).  

In rural areas or those without many resources, EI services may not be available. While 

EI services may be located in near areas with a larger areas with a higher population, availability 

of transportation or issues with scheduling may preclude their use (Adler & Stewart, 2010). 

These issues may be further complicated by a low SES (Adler & Stewart, 2010).  

Conceptual Framework 

Arcia, Keyes, Gallagher and Herrick’s (1992) conceptual model of service utilization, 

was used to guide this project. This conceptual model of service utilization was developed 

specifically for early intervention services, and asserts that a family’s willingness to enter a 
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service program is determined by the interplay between three factors: 1) predisposing family 

factors; 2) the family’s view of the problem; and, 3) enabling factors for services that can address 

the problem (Arcia et al., 1992). Predisposing factors are characteristics of the family or 

individual which shape the perceptions and interpretation of the diagnosis, and can include: 

ethnicity, parental education and age, family composition, size and values. The family’s view of 

the problem and the perception that the “problem” or “deficit” can be improved depends on the 

family’s knowledge of the accessibility of programs for it, and their perceived ability to access 

those services. When they are aware of these resources, they are willing to allocate resources to 

them to the extent which they consider them beneficial (Arcia et al., 1992). Finally, enabling 

factors are the meeting of the family and the service sector. The most elemental ones are the ratio 

of finances available for the family to pay for the services, the amount of the family’s time 

required for the services, the availability of the services in relation to distance, and contact with 

the service sector (Arcia et al., 1992).  

The service utilization model was used to parent’s use of EI and the underlying factors 

which shape those behaviors. 

Knowledge Gaps 

While there is currently an abundance of studies and research involving preterm infants 

and EI, parental perceptions of EI, perceived facilitators and barriers to participation, and 

perceived parental benefit are unclear (Sarimski et al., 2004). When parents have a positive 

impression and clear expectations of EI therapies, they are more likely to be satisfied with their 

child’s progress and the benefits of EI (McNaughton, 1994). Identifying and addressing why 
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children are or are not in EI, identifying their parents’ expectations and the perceived benefits of 

therapy can help clinicians and EI programs address these issues. 

Purpose of DNP Project 

The purpose of this study is to determine the barriers and facilitators to enrolment and 

participation in early intervention programs by premature babies as described by their parents, 

and the parental perceptions of the benefits of EI programs.  

Specific Aims 

1. Explore parental perceptions of early intervention programs for their preterm baby and its 

benefits. 

2. Identify facilitators and barriers to enrollment or continuation of EI programs. 

Significance to Healthcare and Nursing 

As representatives for their patients, nurses are at a unique position to advocate for EI 

therapies to the patient’s healthcare provider, explain the benefits of EI to families, and empower 

patient’s families to ask for EI for their child. This can occur in the NICU, in primary care, or in 

specialty services. Neurodevelopmental delays in preterm children can be numerous, and tend to 

be more severe in children who were born at an earlier gestational age and/or those who had a 

long NICU course (Kelly, 2006). These delays may have been caused by their prematurity, or 

may be secondary to events which occurred after their birth (i.e., interventricular hemorrhage, 

prolonged hypoxia, periventricular leukomalacia, etc.). These delays have the potential for long 

term effects on behavior, aptitude and motor outcomes (Spittle et al., 2009). The purpose of EI 

therapies is to optimize the potential for infants and toddlers with delays or potential for delays, 
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maximize their ability to live independently in the future, and enhance the ability of their 

families to care for them (USDE, n.d).  

This has the potential to impact nursing and healthcare in that it improves the patient’s 

capacity to care for themselves and attempts to minimize delays. As representatives for their 

patients, nurses are at a unique position to advocate for EI therapies to the patient’s healthcare 

provider, explain the benefits of EI to families, and empower patient’s families to ask for EI for 

their child. This can occur in the NICU, in primary care, or in specialty services. 

Significance to Advanced Practice 

As previously discussed, the goal of EI is to optimize functioning and abilities of the 

infant or toddler in the long term. This impacts advanced practice in that advanced practice 

nurses (APRNs) see these patients in their clinics and have to manage significant behavioral 

issues and/or developmental delays which impact school performance (Karande & Kulkarni, 

2005). Children with developmental delays and behavior problems are more likely to have issues 

academic failure, exclusionary discipline practices and dropout, all of which have been named as 

risk factors in the “school to prison pipeline” (Christle, Jolivette, & Nelson, 2005). This route is 

even more evident in minority students (Christle et al., 2005). Furthermore, research has also 

shown that children with a speech or language delay are more likely to have behavioral, social or 

emotional issues, which may be associated with conduct and other antisocial behaviors, although 

these issues may not be realized until late adolescence or early adulthood (Brownlie et al., 2004).  

Many APRNs (especially pediatric) use best practices and screen for developmental 

delays using tools, or may simply employ developmental surveillance (Bailey, Hebbeler, 

Scarborough, Spiker, & Mallik, 2004). When an issue of concern is noted, it is common practice 
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to refer to EI for a more thorough investigation, and therapies and needed. It is therefore 

important for APRNs to know how parents respond to EI for their child, their perceptions of EI, 

and if they think it is beneficial for their child (Bailey et al., 2004). Parents who have positive 

experience and/or are satisfied with their child’s progress are more likely to continue with the 

therapies provided in EI (Bailey et al., 2004).  

Because of the potential for, or actual delays, and behavioral or disciplinary issues in the 

long-term, it is imperative that APRNs who see pediatric patients who were born preterm screen 

for these concerns, and refer these children to EI to promote their highest level of functioning. It 

is also important for APRNs to be aware of the benefits and outcomes of EI for the child, as 

perceived by their parents to determine the need and usefulness of EI therapies.  

Summary 

In this chapter, I have discussed the significant problem of prematurity in the U.S., the 

possible causes of premature birth, the potential long-term developmental delays as a sequela of 

prematurity, and the federally funded programs which attempt to minimize these delays and 

deficits. While some studies and meta-analyses have shown significant long-term benefit, others 

have not shown the benefit to persist; however, the scales used to measure progress do not 

necessarily capture all of the benefits of EI programs. Unfortunately, not all children who could 

benefit from these therapies are using EI services, for various reasons. It is also not known if the 

parents of premature babies feel as if their child is benefiting from EI. This DNP project will 

attempt to determine parental perceptions of EI programs, and barriers and facilitators to 

participation in EI. 
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CHAPTER 2: LITERATURE REVIEW 

This chapter discusses the literature search performed and the results of findings garnered 

from the review of the topic. This author published an evidence based practice brief targeted at 

neonatal nurses in August 2013 (Garcia & Gephart, 2013). That paper supplements what is 

written here.  

Literature Search 

An electronic literature search at the Arizona Health Sciences Library (AHSL) was 

performed using the databases: PubMed, Cumulative Index of Nursing and Allied Health 

Literature (CINAHL), and Google Scholar. The terms searched were “preterm,” “early 

intervention,” “parent satisfaction,” “parent perception,” and combinations thereof. The articles 

were limited to English articles from the last 10 years. The Google Scholar search yielded nearly 

16,000 articles, the CINAHL, 207, and the PubMed search found 65. While these searches 

returned numerous results, the results were further narrowed by relevance to the topic. 

Unfortunately, the searches yielded few results in regards to parental perceptions of early 

intervention programs; demonstrating the lack of literature and research on this topic. There were 

however a large number articles regarding early intervention and prematurity, NICU 

interventions, and parental perceptions of early interventions for children with other disabilities. 

Due to the scarcity of research in the realm of parental impressions of EI, two articles which 

were written prior to the 10 year cut off and are considered relevant were included as well and 

will also be discussed here, in addition to two more recent articles.  
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Literature Review 

In the review done by McNaughton (1994), an evaluation of the literature regarding 

parental perceptions of EI was completed with studies 14 from January 1986 to December 1992. 

In his review, he addressed the methods used to evaluate parent satisfaction, the importance of 

parent satisfaction, how measurements could be improved, and what further questions should be 

asked of parents in future research (McNaughton, 1994). He notes the importance of asking the 

same questions or using the same tool in each study so that the results can be compared evenly, 

and differences in studies are not due simply to the questions. He also suggests that parents 

should be involved in the formulation of the questions so that they may truly address the areas 

with which they are satisfied, and those which need improvement. Additionally, he suggests that 

the tool employed should assess the degree to which the intervention met the parents’ 

expectations for the therapy. Overall, the parents in all of the studies did report satisfaction 

(either “somewhat satisfactory” or “very satisfactory”) with the EI program their child was 

involved in (McNaughton, 1994). He suggests further research be done in the tools used for 

measurement, the methods used (i.e., interview, questionnaire, etc.) and the validity of the tools.  

The second study included parental perceptions in their first experience of EI. Bailey et 

al. (2004) assert that although prior research had shown parents to be overall satisfied with EI, 

the participants were not nationally representative sample, and therefore the results were not 

generalizable. Additionally, prior research had not explored the first experience with EI. In this 

study, they interviewed a “nationally representative sample of 3338 parents of young children 

with or at risk for disability” between September 1997 and November 1998 (Bailey et al., 2004). 

The authors found that the average time lag between parental developmental concerns and 
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diagnosis of a delay was only 1.5 months; however, it often took nearly five months from 

diagnosis of delay to referral to EI agency (Bailey et al., 2004). The reasons for this gap are 

unclear. During this timeframe, the child may fall even further behind peers developmentally. 

Fortunately, when the child was referred to EI, most parents reported minimal effort on their part 

to establish EI therapy, although more difficulty was reported by families who were minority, 

had a low education level or low SES (Bailey et al., 2004). Just over 20% of the families wanted 

to play a larger part in the decision making for the individualized therapy plan for their child, 

while the remainder felt as though they were adequately involved. Those who desired more input 

tended to be ethnic minorities, and of a lower SES (Bailey et al., 2004). In spite of this, nearly all 

families felt as though the therapies their child was getting were individualized and appropriate 

(Bailey et al., 2004). Overall, this study found that most parents were satisfied with their child’s 

EI therapies. 

A study of 125 parents of special needs children (not necessarily preterm) in Germany 

was conducted and looked at not only parental perceptions of EI, but child and family related 

stress, family characteristics and the relationship between the three concepts. Sarimski, 

Hintermair and Lang (2013) surveyed these parents regarding parent-child stress, family stress, 

parental self-efficacy, parenting competence, social resources, child competence and parent 

satisfaction with EI services. While the majority of parents felt as though they were “very” or 

“rather” satisfied with their child’s EI, a significant amount were not. The majority of 

dissatisfaction was in regards to amount and quality of family support, family quality of life, and 

impact on social support and optimism (Sarimski et al., 2013). There was however a high level 

of satisfaction in regards to child services provided and child development. Parents who felt 
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competent in their abilities and self-efficacy were more likely to be satisfied with the support 

received in EI. These results support the involvement of parents in their child’s EI services to 

promote self-efficacy and competence. 

The study conducted by Mahoney and Filer (1996) surveyed 357 mothers from 63 

different programs in the Southeastern United States on their involvement in EI services, the 

responsiveness of the EI to the family’s needs, and the characteristics of the family and child. 

The survey also included the location of the services provided (i.e., home or center based). The 

majority of parents felt as though the EI program was doing a good job addressing the 

development and functioning of their child, and additionally was increasing awareness and 

access to other community-based resources which could be utilized after their child was no 

longer eligible for EI (Mahoney & Filer, 1996). Respondents noted that home-based therapies, 

and center based therapies with a home component were more responsive to their needs than 

center based only therapies. Due to the changing landscape of EI services and family centered 

theory from the mid-1990s, more recent research may reveal differences in parent opinions at 

this time.  

Current State of Science and Practice 

As mentioned before, there has not been very much research on parents’ thoughts and 

satisfaction with their child’s EI program, especially not in the recent past. Because of this, it is 

difficult to determine how these programs can be modified to better meet the needs of the child 

and their family, or if parents are completely satisfied with their current program. Because there 

are currently not any standardized measurement or satisfaction tools, it can be difficult to 

compare programs against one another. It is suggested that parents have input in the development 



 

 

 

26

of this tool. Parents who are more satisfied with the program are more likely to continue their 

child’s involvement in it, therefore ensuring the child gets the appropriate individualized 

therapies. The studies discussed above show overall parent satisfaction with their EI programs, 

especially those which are home based, or center based with an additionally home component, 

those that included parent participation in the decision making and planning for their child, and 

those which help coordinate care and connect parents with other community resources which can 

provide further services for their child.  

It would be beneficial to determine what parents are least satisfied with and how they feel 

EI could better address these issues. These results can help both EI services modify their 

programs to address the needs of the child and family, and can help ACNPs determine barriers to 

participation in EI services.  

Summary 

Overall, parents seem to be satisfied in the child’s EI services, however, there is not a 

consistent way to measure their satisfaction across programs or address their dissatisfaction. 

Furthermore, recent research in this area is lacking. There has not been very much research done 

to determine why parents whose children are not participating in EI and who are eligible, are not 

participating, or the impact health disparities and access to care have on EI participation.  
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CHAPTER 3: METHODS 

This chapter includes a description of the research, the setting, participants included, and 

procedures employed to obtain the information. Furthermore, it includes the way in which the 

data were managed, human subject protection, potential risks and/or benefits to the participants, 

and a description of how the data was analyzed.  

Design and Methods 

The design of the study was a descriptive, mixed-methods design using a questionnaire. 

Information was collected by an online survey of preemie parents regarding their experience 

with their preterm child, including involvement in early intervention programs. The content of 

the open ended questions was developed by the principal investigator (PI), screened for face 

validity by three parents of preemies and evaluated for recurring themes regarding parental 

perceptions of EI and its benefits, as well as their insights of facilitators and barriers to 

participation in EI. 

Setting 

The study was conducted online, with parents recruited via social networks (Facebook) 

and email listserves (Preemie Parent Alliance, Preemie World and “It’s a Preemie Thing”). The 

PPA is a support organization of parents of premature babies for other parents of premature 

babies. It was formed in 2010 and is a compilation of 23 independent, non-profit support 

organizations across the United States. On their website (preemieparentalliance.org), they 

provide information, educational resources and support for other preemie parents. Preemie 

World (PW) is a website which provides support and education for preemie parents, and 

education for professionals who work with premature infants. It’s a Preemie Thing (IAPT), is a 
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clothing shop which provides items made especially for premature babies and their parents. Their 

website provides not only items for sale, but useful information links and support for preemie 

parents. Beyond providing products for preemie parents, the listserve and social network site is a 

common place for preemie parents to share experiences and elicit support from others. 

Participants 

Participants included parents of premature babies who were active on the Facebook or 

Twitter pages of PPA, PW and IAPT. As the survey was provided only in English, this limited 

the participants to English-speaking only. The survey included basic demographic data regarding 

the participant’s current country of residence, and only data from those children who were born 

in the United States and lived there (or are living) for the first three years of life was included. Of 

those who were eligible, the surveys were evaluated for demographics, quantitative data, and 

qualitative responses.  

Recruitment and Consent 

Participants were recruited by a posting on the Facebook and/or Twitter pages of each 

organization, and by an email sent through the listserves of each group. When participants 

clicked on the link for the survey, they were taken to a page where they were informed of the 

risks and benefits to them by taking the survey, and where they provided or declined their 

consent to participation. Participants were able to disallow their consent at any time by exiting 

the survey.  

Procedures 

The survey link (Appendix B) was posted on the Facebook and/or Twitter pages of each 

organization and sent through the organization listserves beginning on February 3, 2015 and was 
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available until February 27, 2015. The survey was closed once a total of 148 participants were 

reached. This number was chosen because the number of participants taking the survey daily had 

sharply decreased, demonstrating a waning interest. The data was then analyzed by the PI.  

Data Management and Privacy 

The survey was conducted using Qualtrics, an online, password protected software 

program which allows users to conduct online data collection and analyze data securely. The 

University of Arizona hosts a subscription to Qualtrics. No personally identifiable data (i.e., 

name, child’s date of birth, address, etc.) was collected on the participants, and all responses 

were anonymous. No further personal information was collected. If participants provided extra 

information which could identify them, the PI removed names, places, and other identifiers from 

the analysis file. During and after completion of the study and analysis of the results, the data 

was retained on a password protected computer, with a secondary password protected file. 

Protection of Human Subjects 

Prior to the distribution of the surveys, the study was approved by the University of 

Arizona Office of Nursing Research, and by the University of Arizona Institutional Review 

Board (IRB). This was done to ensure the research was ethical and did not place undue stress on 

groups who are at risk or are considered a vulnerable population. 

Risks and Benefits to Participants 

The risks for the participants were minimal, and included the potential for emotional 

distress from thinking about/discussing potential developmental delays of their child/children. 

Although no direct benefits were afforded to the survey participant, the survey results have the 
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potential to benefit future premature children and impact the use of EI services. Even so, no 

direct benefits to participants were identified. 

Cost and Compensation 

The participants of this study did not incur any monetary cost by participating, only the 

use of their time. Participants did not receive any compensation.  

Data Analysis 

After completion of the study period, the data was compiled and analyzed for basic 

demographic information and recurring themes of questions by the PI. Descriptive statistics 

(means, minimums and maximum) were calculated by Qualtrics, and were collected and 

reported.  

The evaluation of the qualitative data included removal of any personally identifiable 

information provided (unsolicited) by the participant. Each category was then evaluated line-by-

line, with keywords and categories noted. After all the surveys had been coded in this manner, 

themes were garnered. The outliers were also recorded. An audit trail and reflective notebook 

was maintained during this process. This process was repeated by a secondary investigator. The 

investigators convened during the evaluation process to review and discuss the results. 
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CHAPTER 4: RESULTS 

This chapter discusses the results of the survey including a description of the participants, 

and a quantitative and qualitative analysis of the results. This chapter addresses the results 

related to the aims of the study: 1) parental perceptions of early intervention and the benefits for 

their child; and, 2) identify facilitators and barriers to enrollment of EI. 

Participant Characteristics 

A total of 148 participants began the survey, and one declined to consent and was 

excluded. Furthermore, four (3%) of the 147 participants were excluded because their child did 

not live in the U.S. for the first three years of life. The majority of parents had children between 

1-3 years (46%), followed by 4-6 years (32%), under one year (19%), and over six years (9%) 

(Table 1). Of the participants, 64% of the preemies were a singleton birth, 19% were a multiple, 

15% of were a triplet birth, 2% were a quadruplet, and none were a higher level multiple (Table 

1). The child/children of the participants spent time in the NICU (99%), with the average length 

of stay of 10.8 weeks. The maximum length of stay was 37 weeks, the minimum two weeks, and 

the mode was eight weeks (Table 1).  

TABLE 1. Participant Characteristics 

Participant Characteristics 

Current Chronological 

Age 

Singleton or Multiple 

Birth 

NICU Length of Stay 

(Weeks) 

< 1 year 19 13% Single birth 89 64% Average 10.8 

1 – 3 years 65 46% Twin 26 19% Mode 8 

4 – 6 years 45 32% Triplet 21 15% Min 2 

> 6 years 12 9% Quadruplet 3 2% Max 37 

> Quintuplet 0 0% 
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Fewer than half of the children have residual medical problems (43%). Of those that do, 

the most common are respiratory issues, and many children have more than one medical problem 

(Table 2).  

TABLE 2. Residual Medical Issues 

Residual Medical Issues 

 n % 

No significant medical problems or issues 76 57 

Neurological problems (epilepsy, cerebral palsy, history of intraventricular hemorrhage 

[brain bleed], hydrocephalus, etc.) 

22 17 

Vision or hearing problems (retinopathy of prematurity, etc.) 22 17 

Heart problems (congenital heart disease or defects, history of heart surgery, etc.) 13 10 

Respiratory/breathing problems (BPD, apnea, oxygen requirement, chronic lung 

disease, etc.) 

38 29 

Gastrointestinal problems (“short gut,” malabsorption, etc.) 12 9 

Other 23 17 

The population area of the participants varied, with the participants somewhat evenly 

distributed in both smaller and larger communities (Table 3); the majority lived in an area of 

10,000-50,000 people (27%); followed closely by 100,000-500,000 people (25%), and more than 

500,000 people (21%). Of those who consider themselves in a rural area, nearly 50% have to 

travel less than 20 miles to a major city, and only 4% have to travel 100-200 miles (Table 3).  

TABLE 3. Population 

Population 

 n % 

Less than 10,000 people 16 12 

10,000 – 50,000 36 27 

50,000 – 100,000 21 16 

100,000 – 500,000 34 25 

More than 500,000 28 21 
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Quantitative Analysis 

Quantitative analysis involved descriptive statistics, focused on answering how many 

children received EI therapies and of those that did not, what the reasons were. Just over three-

quarters of participants (76%) currently have or have had their child in EI. Of the 24% whose 

child is not currently in and never has participated in EI, 29% of respondents did not know about 

EI, 6% did not have EI in their area, 45% had children whose delays were not significant enough 

to qualify for EI, and 19% had other reasons for nonparticipation, which are discussed later in 

this paper.  

For the parents whose child has been in EI, 38% are currently still in EI. Most of the 

children receive therapy at least weekly (68%), followed by monthly (15%), another frequency 

(9%), and bi-weekly (8%) (Table 4). The majority of referrals for EI came from a NICU staff 

member (63%), a doctor, nurse practitioner or physician’s assistant (19%), parental/self-referral 

(15%), and other (3%). 

TABLE 4. EI Frequency and Referral Source 

EI Frequency and Referral Source 

Frequency of Therapy  Referral Source 

 n %   n % 

Weekly 59 68  MD/RN/PA 17 19 

Bi-weekly 7 8  NICU referral 56 63 

Monthly 13 15  I suggested 13 15 

Other 8 9  Other referral 3 3 

Among respondents, distribution of payment for EI is mainly by state or federal funding 

(57%), but is also paid for by multiple sources, including insurance (52%), 

Medicare/Medicaid/Social Security (24%), and by parents through direct payment (19%). Some 



 

 

 

34

participants were unsure (8%) or preferred not to answer (1%) how their child’s therapy was paid 

for (Table 5). 

TABLE 5. EI Therapy Location and Payment 

EI Therapy Location and Payment 

Location  Payment 

 n %   n % 

Home-based 61 69  My insurance 46 52 

Center-based 12 13  State/Federal funding 51 57 

Center-based with home 9 10  Medicare/Medicaid/SS 21 24 

Other 7 8  I pay 17 19 

    Unsure 7 8 

    I prefer not to answer 1 1 

More than two-thirds of EI therapies were home-based (68%), only 13% were center-

based, and 10% were center-based with some home visits (Table 5) and 8% were based in some 

other place. For parents in rural areas, the most common travel distance was 15 miles to EI 

therapy, however many EI programs were home-based, as mentioned above.  

Most parents felt as though their child had definitely benefitted from their EI services 

(73%), some thought they probably had (21%), a few were not sure (4%), and even fewer said 

no, they definitely did not benefit (none said probably not).  

In addition to the direct benefits to their child (discussed later in this paper), parents also 

felt their family benefited from EI by an improved professional support system (73%), improved 

access to resources (67%), decreased parental stress level (58%), and enhanced access to other 

families with similar needs (16%).  
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In regards to expectations for EI for their child, 58% say it has definitely met their 

expectations, 33% say it has mostly met their expectations, 4% say it has not really met their 

expectations, and 3% say it definitely has not met their expectations. The remaining 2% did not 

provide an answer.  

Qualitative Analysis 

Non-EI Parent Reasons for Nonparticipation 

Of the parents who answered that their child did not participate in EI, the main reasons 

for nonparticipation included poor quality of EI services in the area, ineligibility for EI (not 

“enough” delay), or they simply chose not to participate. A few participants also noted that their 

child was going to start EI soon.  

Barriers to Participation in EI 

The most common barriers to participating in EI were a lack of EI services in their area, 

or a poor quality of EI services. Again, some parents noted that their child was not delayed 

“enough” to qualify for EI.  

EI-Parent Perceived Benefits of EI 

In the parents who reported that their child was currently in EI or had participated in EI in 

the past, the majority noticed significant benefit to their child in the gross and fine motor 

domains, in speech and feeding issues, and/or emotional and behavioral domains. A large 

percentage stated they noted benefit in all areas, and EI helped their child catch up to their peers, 

and stay on track as well. In addition to the direct benefits of EI to their child, parents also felt EI 

provided them helpful anticipatory guidance and helped the parents understand where their child 
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should be developmentally. A participant discussed the multiple domains in which their child has 

benefitted:  

Having the childhood developmental specialist and physical therapist 

helped us identify ways we could help her in areas where she was behind. 

The most significant and notable benefits were from occupational therapy 

and music therapy both having a very positive impact on sensory and 

emotional/social issues she was experiencing at that time, and teaching us 

all how to help her regulate in a more typical fashion. 

EI-Parent Opinion of Their Child’s EI 

The overwhelming majority of participants had a positive view of EI therapies their child 

received. They were happy or satisfied, and believed the therapies were helpful for their child. 

They described their experiences as “fantastic,” “loved it,” “great services,” and felt as though it 

“exceeded expectations.” Many parents felt as though EI provided a smooth transition for their 

child from early childhood into school. Another aspect parents liked was the support and family 

counseling options offered by some EI providers. One parent commented: 

I thought they were fantastic. They even offered counseling services for my 

husband and [me]. We were told our son may never walk/talk/roll over 

due to a rare brain malformation. At 5, he does it all and is verbally and 

mentally advanced for his age (NOT physically). They also made a 

fantastic and smooth transition for us into a developmental preschool that 

my son attended for 2 years. They had gatherings for families to meet 
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others so you didn't feel alone and listened to what my thoughts were with 

my son. 

While most were happy with EI, some parents noted that therapies were too difficult to 

get into, to have their child qualify for, or that there were significant inconsistencies in the 

quality of the therapy or the providers. A few parents mentioned poor communication with the 

therapists. One parent noted “I think the therapists' workload was overwhelming and it effected 

(sic) their patients. Interaction was scarce. When they would actually come for appointments, 

they were whole-heartedly there, but communication in between visits was nonexistent.” Another 

again mentioned communication as an issue:  

Communication is very poor… services were to start in December it's 

February and I still haven't been able to contact PT [physical therapy], SP 

[speech therapy], and get a reevaluation for DT [developmental therapy], I 

have called and left several messages, this increases stress levels knowing 

your child needs services that are on the books but not being done. 

EI-Parent Recommendations to Improve EI 

While the majority of parents were happy with EI, some provided suggestions for 

improvement. A consistent theme throughout was eligibility. Many parents commented how 

difficult it was to get their child to qualify for EI, or for them to maintain eligibility once in the 

program. Other parental concerns included inconsistency and fragmentation in the program. For 

example some participants stated that each time a therapist would visit, a complete history would 

be collected again. Other issues included different therapists for each visit, and/or erratic 
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communication, as mentioned before. A few participants mentioned that the therapy was 

expensive:  

In our state, even though because of her extreme prematurity she qualified 

for free services, a law was passed making it mandatory for us to use our 

insurance if we had it…which meant a deductible and copays. We gladly 

paid them but we felt penalized for actually having insurance. The services 

are supposed to be free for all extreme preemies no matter what.  

Another point for improvement was the number of visits with the therapist. Some parents 

felt as though their child was not seen often enough by the therapist, while others felt as though 

their child had too many visits when combined with all the doctors’ visits. Finally, as mentioned 

before, some parents thought EI services should be offered longer; at least up to school age, to 

allow for continuity until the child transitions into the school system. 

Additional EI- Parent Comments on EI 

The final question in the survey allowed parents to provide their commentary on any 

aspect of EI. Nearly all of the comments provided were positive. Parents felt as though EI 

improved their child’s self-confidence, and their confidence in their parenting and in their ability 

to gauge how their child was doing in comparison to their peers. Many stated they would 

recommend EI to other families, and that EI helped with care coordination and transition into the 

school years.  
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Themes of Dissatisfaction 

Recurrent themes noted for areas of EI improvement, and were parents were unhappy 

included difficulty with establishing and/or maintaining eligibility for EI, inconsistency of 

therapists, programs and fragmentation of care, and a lack of communication with therapists. 
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CHAPTER 5: DISCUSSION 

Summary 

The results of this survey revealed that a large percentage of the participants had their 

child in EI services. Of those who did not participate in EI, their reasons included ineligibility for 

their child to participate, and poor quality of the EI services in their area. 

Overall, parents whose child was in EI were satisfied with their child’s EI therapies. Most 

of the participants’ children had therapy on a weekly basis, and the majority of EI therapies were 

conducted at home. While some parents lived in rural areas, the majority of them had in home EI 

services or they only had to travel an average of 15 miles for their child to have EI. While 

distance was not a factor for the children in EI, some parents whose child did not participate in 

EI stated that there were no EI services near them. Most children were referred to EI by a NICU 

staff member, and their EI was paid for by a combination of State or Federal funding, private 

insurance, Medicare/Medicaid/Social Security or by parents through out of pocket costs.  

Most parents felt as though their child had benefitted from their EI services in all 

domains including: motor, speech/feeding domains, emotional, and behavioral domains. They 

also felt it helped their child stay on track or catch up with their peers, provided an idea of 

benchmarks their child should achieve and provided anticipatory guidance. In addition to the 

direct benefits to their child, parents also felt as though their family benefited by a reduction in 

stress, an increase in support systems, and improved access to resources. 

While most parents were satisfied, some felt as though it was difficult for their child to 

qualify for EI, therapy was sometimes fragmented and inconsistent, and that there was limited 

communication with therapists. Recommendations for improvement to EI included the need for 
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improved continuity of care, better communication, developing a bridge program which would 

extend care past three years of age until the child reaches school-age, and making therapy less 

expensive. Additionally, parents again mentioned difficulty with qualifying and staying qualified 

for EI.  

In spite of these recommendations for improvement, the majority of parents would 

recommend EI to other families and had an overall positive experience.  

Relation to Other Evidence 

As mentioned previously, there are numerous studies regarding preterm infants, however, 

there are very few on parental perceptions of EI, facilitators and barriers to participation, and 

other indirect benefits. The present study addresses this gap in knowledge by revealing parental 

perceptions of early intervention programs for their preterm baby and its benefits, potential areas 

for improvement, and identifies facilitators and barriers to enrollment or continuation of EI 

programs. This survey also addressed if EI met parent’s expectations, as noted by McNaughton 

(1994). Because there is still not a standardized tool to measure parents’ satisfaction of EI, this is 

another area for further research. Consistent with the studies evaluated in the literature review 

(Bailey et al., 2004; Sarimski et al., 2013; Mahoney & Filer, 1996), most parents were happy 

with their child’s EI, however this study explored more thoroughly the reasons for their 

satisfaction and suggestions for further improvement. This information can help guide future 

studies and enable the development of strategies to address the issues.  

Limitations 

While this study does shed light on parental perceptions and barriers to EI, there are some 

limitations. One limitation is the sampling method; because a voluntary, convenience sampling 
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method was used, it could erroneously reflect participants who have a strong feeling about the 

topic (Polit & Beck, 2012).  

Secondly, the questionnaire was formulated especially for this study, and was not 

validated psychometrically before its use. However, to support its face validity, it was reviewed 

by three parents of preemies, and they agreed that it captured the phenomenon before the survey 

was distributed. In addition, there was a “middle” response category, which could diminish the 

results and lead to a potential loss of information because it does not force the respondent to 

react positively or negatively to the question (Bradley, Cunningham, Akers, & Knutson, 2011). 

Bradley et al. (2011) assert that the “not sure” category minimizes the specificity of the measure. 

Additionally, they note that allowing respondents to select the “don’t know” option reduces the 

number of respondents who offer an opinion (Bradley et al., 2011). Because this study only had 

two questions with a “middle” response, it is unlikely the loss of information was a significant. 

Because the specific demographic data of the participants was unknown and was 

collected in a non-random way, it is not a representative sample. Generalizing results to the 

population cannot be done with confidence therefore, and future studies could be done to 

replicate this one and capture the phenomena broadly. However, I did employ a broad 

recruitment approach and participants appeared to participate from across the U.S. and even the 

world (although non-U.S. participants were excluded).  

Finally, because the qualitative data was analyzed and coded by researchers who were 

both neonatal nurses, it is possible that they had subconscious expectations and therefore 

introduced their biases. While all attempts were made to minimize this by coding by two 

individuals, it is still a possibility. Our approach to coding was also from a very descriptive sense 
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as well. Applying more advanced qualitative analysis approaches may yield more nuanced 

explanations of respondents’ comments. 

Conclusions 

The results of this study can help guide further referral to EI programs and to help 

improve current EI programs. The results of the survey note that the nearly 30% of preemie 

parents had never heard of EI, and another 6% did not have any EI in their area. This 

demonstrates not only a lack of access, but a lack of discussion (and referral) by providers as to 

the benefits to EI for preemies. This is further evidenced in that less than 20% of preemies who 

were referred to EI were referred by their healthcare provider; nearly the same percentage as 

those who were referred by their parents or by other means. It does, however, also demonstrate 

that NICUs are doing a reasonable job at referring preemies to EI.  

Parents were overall pleased with their child’s progress in EI, especially in motor, speech 

and feeding domains, emotional/behavioral aspects, and felt as though EI provided them 

anticipatory guidance. It also helped reduced their stress level, and helped increase the self-

confidence of their child and themselves as parents.  

While most parents were very satisfied with their child’s EI therapies, there is also room 

for improvement. Parents overwhelmingly had issues with a lack of continuity in therapists, and 

communication with the EI providers. While retention of staff may be difficult for some 

programs, hiring qualified therapists should be paramount. Additionally, providing continuity of 

care can be accomplished by sending the same therapist to the same patient for each session (as 

much as possible). Ostensibly, this is not possible if staff is not retained. Communication 

between parents and EI staff should be open and frequent, and therapists (or their representative) 
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should be easily accessible for discussion regarding the child’s individualized plan. Finally, 

parents had concerns regarding EI eligibility, which is a more difficult issue, and is discussed 

later on in this paper.  

Implications for Advanced Practice 

In the realm of primary care, it is important for providers to be aware of not only the 

countless demonstrated benefits of EI for children, but of how parents are largely satisfied with 

the outcomes of their child’s EI therapy. Primary care providers should also be referring children 

more often, and educating parents on the goals of EI; not to “cure” their child’s deficits, but to 

minimize them, and in some cases, completely mitigate them all together. Ensuring children are 

not being missed for EI services can be accomplished in multiple ways: incorporating EI referral 

as a step in the discharge process for all preemies prior to their discharge from the NICU, or by 

incorporating validated developmental screening tools for all former preemies in their primary 

care setting at all visits. Many providers use clinical judgement or milestone checklists, however, 

these can miss subtle delays which can increase as the child gets older. These steps can facilitate 

improved EI referrals for preemies with delays, or who are at risk of delay. Although the 

American Academy of Pediatrics (AAP) and Bright Futures recommend regular developmental 

assessments, only 57% of parents remembered their child (age 10-35 months) ever having a 

developmental assessment (Halfon et al., 2004). It is important for providers to remember to 

provide anticipatory guidance, and promote parental self-efficacy, which can increase parental 

confidence in their ability to care for their child (Murdoch & Franck, 2012). 
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Policy Implications 

As noted in this study, parents had concerns regarding eligibility for EI; including 

establishing and maintaining eligibility. The Individuals with Disabilities Education Act Part C 

allows each state to determine the criteria which constitute a “developmental delay,” and each 

state has the option to provide services to children who are at risk for a delay (USDE, n.d). These 

flexible criteria may miss children who are truly delayed, and completely exclude those who are 

at risk. Furthermore, the eligibility criteria and services provided may vary per fiscal year, 

further discounting these children. These issues must be addressed at both the state and national 

levels. By establishing a set benchmark for “developmental delay,” children are more likely to 

consistently get therapy across states. 

As mentioned before, AAP and Bright Futures recommend regular developmental 

assessments, however, because these assessments are not mandated by Federal or state laws, 

some providers may chose not to do them. Mandating these assessments to be part of all well 

child visits, will result in more children being screened, and a higher likelihood of referral to EI 

by primary care providers. 
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APPENDIX A:  

EARLY INTERVENTION PARENT SURVEY 
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This research survey is being conducted by a University of Arizona Doctoral student interested 

in premature infants and their experience with Early Intervention programs. This study has been 

approved by the University of Arizona Institutional Review board. 

The purpose of this study is to describe the experiences of preemie parents and their child’s 

experience in early intervention programs. If your preemie has never been in Early Intervention, 

you can still participate! 

Participation in this study is completely voluntary and no information that identifies you will be 

collected. It is open to parents of premature children (or former preemies) age 6 and under whose 

children are living in the U.S. or did live in the U.S. for the first 3 years of their life. There are up 

to 25 questions. These questions ask about your child’s experience in early intervention services 

and your opinion about those services. It should take about 15-20 minutes to finish.  

There is minimal risk to you in participating in this study, which may include minimal emotional 

distress regarding the thoughts and feelings regarding your child’s development. While there is 

no direct benefit to you or your child, this research can be used to improve healthcare providers’ 

insights on Early Intervention therapies and can potentially improve these therapies. 

If you agree to participate, please click “I consent” to be directed to the survey. If at any time 

during the survey you change your mind about participation, you may close your browser 

window to exit the survey.  

If you would prefer not to participate at this time, you may close your browser window.  

Thank you very much for your time! 

o I consent (takes them to the survey) 

o I do not consent (takes them out of the survey) 

If you would like further information about participation or the results of the study, you may 

contact Cristianna Garcia at cgarcia613@email.arizona.edu. 
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Early Intervention Parent Survey 

1. Was your child born in the United States? 
o Yes 
o No 

2. Has your child, (or did your child), lived in the United States for the first 3 years of their life? 
o Yes, they are living in the US or did for their first 3 years 
o No, we live(d) outside of the US for the first 3 years of their life 

3. How old are they now? (Chronological age, non-adjusted) 
o < 1 year 
o 1-3 years 
o 4-6 
o Older than 6 

4. Is your child a multiple? 
o If yes, of how many? (i.e., 2, 3, 4, etc.) 

5. Did your child spend time in the NICU? 
o Yes 

If so, how long? (months, weeks) (free text) 
o No  

6. Does your child have any medical problems? (select all that apply) 
o Neurological problems (epilepsy, cerebral palsy, history of intraventricular hemorrhage 

[brain bleed], hydrocephalus, etc.) 
o Vision or hearing problems (retinopathy of prematurity, etc.) 
o Heart problems (congenital heart disease or defects, history of heart surgery, etc.) 
o Respiratory/breathing problems (BPD, apnea, oxygen requirement, chronic lung disease, 

etc.) 
o Gastrointestinal problems (“short gut”, malabsorption, etc.) 
o Other (free text) 

7. What is the approximate population of the area you live in (city or town)? 
o Less than 10,000 people 
o 10,000-50,000 people 
o 50,000-100,000 people 
o 100,000-500,000 people 
o More than 500,000 people 

8. If you live in a rural area, how far is it from the closest major city? (miles) 
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9. Has your child ever participated in Early Intervention? 
o Yes 
o No 

10. If you live in a rural area, how far is it from the closest major city? (miles) 

11. Has your child ever participated in Early Intervention? 
o Yes 
o No 

12. If not in Early Intervention, why? 
o Didn't know about Early Intervention 
o No Early Intervention in my area 
o Child didn't qualify for Early Intervention (no delays noted) 
o Other reason (Why? Tell us why if you are comfortable sharing) 

i. If yes, are they currently in Early Intervention? 

• Yes 

• No, but have been in the past 

13. If yes, how long has/did your child participated in Early Intervention? (years, months) (free 

text) 

14. How often does your child receive Early Intervention therapies? (All therapies total)  
o Weekly 
o Every other week 
o Monthly 
o Other 

15. How did your child get started in Early Intervention 
o Doctor/Nurse Practitioner/Physician assistant referral 
o NICU referral (either neonatology or any NICU staff member) 
o I suggested/asked 
o Other referral (who) 

16. Is there anything that helped or prevented your child from starting Early Intervention? (Free 

text) 

17. How is your child’s therapy paid for? 
o My insurance 
o State or Federal funding 
o Medicare/Medicaid/Social Security 
o I pay out of pocket 
o Unsure 
o Prefer not to answer 
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18. Is the Early Intervention your child participates in: 
o Home-based 
o Center-based 
o Center-based with some home visits 

19. If you live in rural area and your child participates in Early Intervention, how far do you have 

to travel to obtain services, or do the therapists come to you? (miles) (free text) 

20. Do you feel as if your child has benefited from the services? 
o yes, definitely  
o yes, probably  
o I’m not sure  
o no, probably not  
o no, definitely not 

21. How do you think they have benefited? (What areas/domains?) (free text) 

22. What is your opinion of the Early Intervention services your child has received? (free text) 

23. Has Early Intervention met your expectations? 
o yes, definitely  
o yes, probably  
o I’m not sure  
o no, probably not  
o no, definitely not 

24. Is there anything you don't like/would change about the Early Intervention services 

provided? (free text) 

25. How else has early intervention benefited you or your family? (select all that apply) 
o Decrease in your stress level 
o Improved access to resources  
o Improved support system (professionals) 
o Access to other families with similar needs 
o Other- Free text 

26. What else would you like to tell us about the effects of or your child’s experience with Early 

Intervention? (free text) 

 

 

Thank you very much for your participation in this survey. This research has the potential 

to improve healthcare providers’ understanding of Early Intervention therapies and can 

improve current Early Intervention therapies for children. 
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APPENDIX B:  

SOCIAL MEDIA RECRUITMENT POSTS 
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Social Media Recruitment 

 

Listserve post 

  
 

Attention Preemie parents and parents of former Preemies! We want your opinion! A 

Doctoral Student from University of Arizona College of Nursing is conducting a study regarding 

the experiences of preemie parents and their child’s experience in early intervention programs. 

We would love to hear from you even if your child is not in Early Intervention.  

Participation in this study is completely voluntary and completely anonymous. We are 

looking for parents of children age 6 and under whose child is living in the U.S. or lived in the 

U.S. for the first 3 years of life. There are 24 questions. These questions ask about your child’s 

experience in early intervention services and your opinion about those services. It should take 

about 15 minutes to finish.  

Your opinions can help improve Early Intervention services in the future, and can help 

healthcare providers understand what YOU do or do not like about early intervention services, or 

why you chose not to have your child in Early Intervention.  

 

This study has been approved by the University of Arizona Investigational Review Board. 

 

If you have questions regarding the study, feel free to email the Principal Investigator, Cristianna 

Garcia, at cgarcia613@email.arizona.edu. 

 

Thank you for your time and participation! 
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Twitter Post 

 

Got a preemie or former preemie? We want your opinion on early intervention! Quick survey at 

http://bit.ly/1vCSjmE 

 

 

Facebook Post 

 

Are you a parent of a Preemie or former 

Preemie? We would love for you to participate 

in our short research survey regarding your 

preemie and if they participate in Early 

Intervention therapies. You can participate 

even if your child is not in Early Intervention. 

The survey only takes about 15 minutes and 

can improve Early Intervention services and 

your healthcare providers’ understanding of what you found helpful with Early Intervention. We 

are looking for parents of children age 6 and under whose child is living in the U.S. or lived in 

the U.S. for the first 3 years of life. All responses are completely anonymous. The survey is 

conducted by a Doctoral Student from University of Arizona College of Nursing. Make your 

opinion of Early Intervention heard! 
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