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ABSTRACT 

Prematurity is a worldwide healthcare problem affecting 15 million births every 

year. Having a child that is born prematurely brings forth numerous challenges, placing 

significant stress on families, impacting family dynamics and overall well-being. In 

addition, advancements in perinatal health care have increased the survival rates of 

premature infants, placing most infants at higher risk for complex medical needs and 

developmental impairments that extend beyond discharge from the Neonatal Intensive 

Care Unit. Research shows that while parental psychological support is provided while in 

the hospital and the infant may receive allied health services for developmental care, 

these services are often delayed, not accessible or discontinued following discharge. 

A two-part educational initiative called “The Preemie Toolkit” is introduced in this 

doctoral project, guided by evidence and the Knowledge to Action theoretical framework. 

This initiative aims to fill the identified gap in care and provide accessible knowledge and 

support for families living in northeast Pennsylvania during this critical period. The 

project highlights the vital role of occupational therapists in enhancing support for 

preterm infants and their families. By providing a feasible avenue to provide 
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comprehensive care and support, families will be able to navigate the complexities of 

caring for their premature infants with greater confidence and well-being during the first 

few weeks at home until other services begin. This doctoral project includes a plan for 

program evaluation, funding and dissemination. 
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CHAPTER ONE: Introduction 

Background 

When a child is born prematurely, families will endure a journey and a change in 

their lives that can be challenging and overwhelming. Babies born prematurely often 

require more ongoing care and support, compared to healthy full-term babies, which 

alone places a considerable amount of stress on the families (Msall, 2019). Families can 

be faced with infants that may have ongoing medical concerns and long-term 

developmental challenges. In addition to the infant's medical status, the emotional burden 

of the parents can further impact family dynamics and can have long lasting effects on 

well-being as a family unit. The transition home from the neonatal intensive care unit 

(NICU) can be an exciting but also scary time as parents are faced with providing care for 

their infant without the continued daily guidance from the medical team. Unfortunately, 

many families are often left feeling overwhelmed and unsupported in daily life with their 

premature infant at home following discharge from the NICU. This chapter is an 

introduction to describe the rationale and background for the presented initiative focusing 

on the importance of providing comprehensive support during this transition and how 

occupational therapy (OT) can play a vital role in enhancing support for preterm infants 

and their families after a NICU hospitalization. This educational initiative aims to 

provide infants and families support and guidance during the first few weeks at home 

following discharge from the NICU.  

Reported by the World Health Organization, a preterm birth is a live birth that 

occurs before 37 weeks gestation (Walani, 2020). The three main categories of preterm 
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births are based on gestational age. An extremely premature infant is born less than 28 

weeks gestation, very premature infants are born between 28 weeks and 32 weeks, and 

moderate to late preterm infants are born between 33- and 37-weeks gestation (Walani, 

2020). Prematurity is a worldwide healthcare problem that is affecting 15 million births 

every year and complications from prematurity is the leading cause of mortality in 

children under the age of five (Walani, 2020). Approximately 11% of these infants are 

born within the United States (Feehan et al, 2019). In Pennsylvania, there are 250 preterm 

babies that are born weekly (March of Dimes, n.d.). More specifically, in northeastern 

Pennsylvania alone, approximately 9.7% of live births result in preterm deliveries 

(Department of Health Informatics, n.d.).  

Due to advancements in perinatal healthcare, premature infants are surviving 

today more than ever before. However, most of these infants are required to have 

prolonged NICU hospitalizations due to complex medical needs, which often continues 

beyond discharge home. In addition, premature infants are at high risk for significant 

chronic health disorders and neurodevelopmental impairments (O’Shea, 2021). When an 

unexpected preterm birth occurs, parents are often confronted with many stressors and 

uncertainties regarding the survival of their infant, medical needs and long-term 

complications or functional outcomes. This catastrophic event for families can lead to 

increased anxiety, stress, depression, and grief. It is often considered an emotional 

journey for these families. The NICU is a specialized hospital unit that provides 

lifesaving medical care to premature and sick infants, driven by family centered care 

involving caregivers or parents. A multidisciplinary team specializing in the care of 
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premature infants will guide and involve the parents throughout the hospitalization to 

educate them on medical needs and increase their confidence to care for their preterm 

infant. Typically, NICU discharge considerations include an infant being physiologically 

stable, the complexity of medical needs to be cared for within the home, and the 

readiness and ability of the parents to transition to home-care (American Academy of 

Pediatrics Committee on Fetus, and Newborn, 2008). Together, the medical team and the 

parents will prepare for discharge by creating a plan following discharge ensuring follow 

up care for all medical and developmental needs. Many challenges and stressors for the 

infant and family are present during this time of transition. The NICU provides a 

supportive environment that can contribute to the success of life adjustment following 

transition home with a medically complex premature infant. However, is not consistently 

and systematically offered to families in an accessible and timely manner. 

Infant and Family Functional Impact 

While many NICU graduates are discharged home into the community, infants 

categorized as extremely preterm and very preterm often have more complex medical and 

developmental needs requiring close monitoring and follow up.  As neonatal medical care 

continues to advance, this fragile population continues to be at a high risk for 

rehospitalization due to ongoing medical needs. If these infants are discharged home too 

early or the families are left feeling unprepared to care for them, it could potentially 

complicate their medical care at home (American Academy of Pediatrics Committee on 

Fetus and Newborn, 2008).  

Many premature infants may experience ongoing health problems impairing their 
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daily occupations and well-being. Those impairments can also negatively impact family 

well-being (Grunberg et al, 2020). In reference to extremely preterm infants, “a high 

prevalence of intellectual disabilities, behavioral, social and emotional problems and 

learning difficulties continues to dominate the literature relating to childhood outcomes 

and recent reports have confirmed that these difficulties persist into adult life” (Johnson 

& Marlow, 2017, p.97). Many studies suggest that early intervention (EI) services are 

proved to be effective in improving neurodevelopmental outcomes, as well as family 

functioning. Since prematurity alone places an infant at such high risk for developmental 

delays, bridging the gap in continued care following discharge is essential for providing 

families ongoing care and support during the first few weeks at home. 

Current approaches to Intervention 

Most premature infants will receive automatic referrals to a NICU clinic, if 

available, and EI services upon discharge. A NICU clinic is typically considered an 

additional program to regular well child checkups and is composed of specialists to 

provide comprehensive medical and developmental care all at one place (Ma et al., 2021). 

A comprehensive clinic offers medical providers including physicians, developmental 

specialists, allied health, care management and dietary care, the opportunity to provide 

support to families over a longer period post NICU discharge (O’Shea, 2021). These 

specialty clinics can also provide the family assistance with accessing services and 

resources they may benefit from, for their child and for their family as a unit. With this 

additional collaborative guidance, education, and support, a family would feel more 

prepared and supported in caring for their premature infants at home to ensure their 
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global needs are met, however, NICU clinics are not universally available throughout the 

country (Singh et al., 2019). There is no reported data on the number of current NICU 

clinics available due to the diversity in the structure of programs including lack of 

multidisciplinary approach (Kuppala et al., 2012). In northeastern Pennsylvania, the most 

common practice for discharge home from the local NICU for premature infants is to 

make a referral for EI services and to schedule follow up appointments with their 

pediatrician and subspecialists, as there is no local comprehensive NICU clinic available.  

Early Intervention is a federal grant funded program under the Individuals with 

Disabilities Education Act (IDEA), Part C, that provides developmental services and 

support to families ages birth to three in their natural setting (Lakshmanan et al., 

2022).  Although most preterm infants receive an automatic referral for EI services, 

“there is a delay in therapy activation following NICU discharge, and some infants who 

warrant services do not obtain them” (Nwabara et al., 2017, p. 414). Early Intervention 

can take up to several weeks before a child receives services.  State mandates provide a 

maximum of 59-day allowance for completion of the evaluation and for services to begin 

(U.S. Department of Education, n.d.). This lengthy time frame leaves a critical gap in 

services that may result in further developmental delay for this high-risk population 

(Pineda et al., 2020, U.S. Department of Education, n.d.). The EI model is designed to be 

parent driven, who are expected to carry over a plan of care provided by their therapists 

for advancing their child’s development as well as be their parent. Identifying and 

addressing the gaps in care post discharge is critical to optimize infant outcomes and 

provide the family with guidance and support in caring for their premature infant. 
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Occupational Therapy Practice 

The problem that this initiative aims to address falls within the domain of 

occupational therapy to address health, well-being and participation in life for both the 

patient and their caregiver. According to the Occupational Therapy Practice Framework 

(2020), a person’s occupation refers to the everyday activities that bring purpose and 

meaning to their lives. These occupations are essential to a person’s health, identity, 

sense of competence and value for individuals (AOTA, 2020). Co-occupation is a parallel 

occupation, requiring participation and is shared between two individuals such as with 

parenting. Occupational therapy in the NICU can provide a unique perspective not only 

on the needs of the infant in the community, but also on the family needs for co-

occupation, recognizing the interactions of the parent and infant, and the reciprocal nature 

of all daily tasks to care for a child with complex needs (Cardin, 2020). This will achieve 

overall improvement in daily function for the family, while providing support to families 

with bonding and advancing their infants development immediately following discharge. 

The vital role of OT in the NICU can provide the bridge to functioning as a family during 

the transition home, by offering comprehensive support for families with preterm infants 

to further promote health, well-being and participation in all aspects of their daily lives 

during the hospitalization and beyond. 

The Proposed Initiative 

This initiative seeks to improve parental support and family well-being post 

NICU discharge by offering a “Preemie Toolkit” which includes an educational course 
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for occupational therapy practitioners (OTP) and a parental guidebook resource tool for 

families. The two parts of the toolkit collectively promote knowledge and awareness to 

family needs during transition home and facilitate a comprehensive discharge plan. The 

educational course, Promoting support for preterm infants and families following NICU 

discharge: Applications for OT practice has been developed for OTPs to provide further 

knowledge and awareness in order to highlight the need to assist families during the 

transition from the NICU to home.  This educational course strives to bring awareness to 

the challenges and stressors families face following discharge such as delays in medical 

follow up including EI services, and lack of guidance, support, and resources that can 

improve infant and family functional outcomes, health and wellbeing. Occupational 

therapy practitioners will be provided with a post NICU parent guidebook to distribute to 

the families at discharge. This guidebook will provide community specific 

comprehensive resources and support for the first few weeks home with their infant until 

they receive EI services.  

The overall aim of this educational initiative is to improve infant functional 

outcomes and parental support post NICU discharge to bridge the gap in service during 

transition to the community. Having access to a resource within the home that is easy for 

families to refer to, supports the need for the proposed initiative and can also serve to 

complement EI once they start receiving it. 

The initiative will contribute to the occupational therapy knowledge base by 

increasing awareness regarding family challenges during this stressful transition from 

hospital to home. Together, the educational course and the parental guidebook, will 
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provide an effective clinical practice- the “Preemie Toolkit” for comprehensive support 

and resources to families with premature infants in a timely manner. 

The following chapters will describe in further detail the development of the 

initiative as well as a plan for its implementation, dissemination, and evaluation. Chapter 

two will discuss the theoretical framework that will guide this initiative and review the 

evidence to support it. Chapter three of this doctoral paper will review the current 

approaches and methods used to address continuing education in healthcare and evidence 

to support translation of knowledge into practice. Chapter four presents a further 

description of the proposed initiative. A detailed plan of the initiative evaluation 

including anticipated outcomes, methods and analysis will be discussed in chapter five. 

Chapter six will identify the primary audience, activities and goals in the dissemination 

plan for the initiative. All the details for funding will be presented in chapter seven 

including estimated expenses for implementation. Finally, chapter eight will present a 

summary of the doctoral paper and conclusions for implementation of the initiative 

including future considerations. 
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CHAPTER TWO: Theoretical Framework for the Solution 

Supportive community resources and therapeutic services are not being offered to 

families post NICU discharge in an accessible and timely manner. This gap in care causes 

a considerable amount of stress on the families and can impact the functional outcomes of 

the infant. The problem addressed by this initiative is the gap in availability of services 

for infants and their families post NICU discharge. This can stem from the lack 

of knowledge and awareness of NICU OTPs regarding these challenges. This chapter 

presents the theoretical framework and evidence from the literature which informed the 

development of “The Preemie Toolkit” as a tool to enhance knowledge usage.  

The Knowledge to Action (KTA) model is a theoretical framework that offers a 

methodology for addressing lack of awareness of novel practices and ensuring their 

application and sustainment in practice. This framework is frequently implemented to 

guide the conceptualization and delivery of evidence to healthcare professionals and 

other audiences. It flexibility and has received increased responsiveness within various 

health care practitioners (Lockwood et al., 2016). 

Knowledge creation and the action cycle are the two major phases of the KTA 

framework. The Knowledge Creation is the first phase often referred to as a funnel, 

where knowledge moves through the funnel in stages. The three stages that describe this 

movement of knowledge include the inquiry, synthesis and creation of tools and products. 

(Petzold et al., 2010). As knowledge moves through these stages, it then becomes more 

refined from “inquiry (asking the right questions) to synthesis (pulling together research 

and information from other resources) and to the development of products (delivering the 
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right information in the right format)” (Petzold et al., 2010, p. 167). This process allows 

knowledge to then be tailored to specific needs of practitioners.  

The next phase is the action cycle, which describes how the synthesized and 

packaged knowledge is applied and how it is prepared to sustain change. Within these 

elements, identifying the audience or the needs of various stakeholders, assessing 

challenges and barriers to implementation, developing goals and an action plan are 

essential components. This is a dynamic process where any element within the action 

cycle can be started at any time, elements can influence each other and can be completed 

sequentially or simultaneously. According to Graham et al., 2006, the seven elements in 

the action cycle include: 

· Identifying a problem 

· Adapting the knowledge 

· Assessing the barriers for implementing the knowledge 

· Implementing the change 

· Monitoring knowledge use 

· Evaluating the outcomes 

· Sustaining the change of knowledge use 

The basic assumption in the proposed educational course is that providing 

knowledge about family challenges post discharge is not sufficient to ensure translation, 

implementation and sustainment of supporting practices.  The KTA model suggests that 

stakeholders should be provided with new knowledge and guidelines structured in a way 

that ensures effective translation and operationalization of the knowledge. The parental 

guidebook will provide a translational and easy-to-use tool for the OTPs to translate the 

knowledge for the end users in a more practical and user-friendly form than how the 

information is currently presented. Follow-up surveys for the OTPs will gather 
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information on successful implementation or barriers to translating the knowledge to this 

audience, as an additional way of re-evaluating the outcomes of the course and its 

components. The explanatory model of the theoretical foundation that is guiding the 

initiative is presented below in Figure 2.1. 

Figure 2.1  

Visual Model of the KTA framework 

 

Source: Graham ID, Logan J, Harrison MB, Straus SE, Tetroe J, Caswell W, et al. Lost in knowledge 

translation: time for a map? J Contin Educ Health Prof. 2006;26(1):13-24. 

 

A literature search was conducted to assess the evidence, based on the theoretical 

framework,  in order to further explain the nature of the problem. The following 

questions were used to guide the search: 

1. Is there evidence regarding the lack of availability of support and resources for 

families following NICU discharge? 

2. Is there evidence about system and family challenges surrounding NICU 

discharge? 
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3. Is there evidence regarding the effectiveness and challenges of Early Intervention 

services for preterm infants? 

 

The databases used for the search were the Cumulative Index of Nursing and Allied 

Health Literature (CINAHL) and PubMed to provide academic journals in the medical 

and allied health professions. The following keywords were used: “Preterm infant”, AND 

“discharge”, AND “Infants” AND “NICU discharge”; “neonatal”, AND “discharge”, OR 

“transition; “neonatal”, AND “transfer” AND “intensive care unit” OR “neonatal”, AND 

“discharge planning”; “Pediatric” OR “infant”, AND “home care facility”; “Intensive 

care units, neonatal[Mesh]”, AND “financial burden”, AND “family or families or 

relatives or parents or siblings[Mesh]”; “Barrier”, AND “NICU discharge”; “Pediatric”, 

AND “referrals”; “Early Intervention”, AND “pediatrician”, AND “barriers or obstacles 

or challenges[Mesh]”; “Referral or referral process or care pathway[Mesh]”, AND 

“pediatrician”, AND “barriers”; “Early intervention”, AND “medical complexity”. The 

literature criteria used for this search was the time frame of 2006 through 2023, linked to 

full text only, English language and occurred in the United States only. 

Family Challenges 

Planning for discharge from the NICU can be a challenging time for families of 

infants born prematurely (Rubinos et al., 2021). Families are often overwhelmed by the 

amount of information that is provided at discharge, especially if the child has extensive 

medical needs, and feel unprepared and unsupported with the lack of community-based 

services once they transition home. Language barriers can be an additional challenge for 

effective communication between medical personnel and the families at discharge. 
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(Obregon et al., 2019).  Parents can feel physically isolated from their traditional support 

systems as their family and friends may not understand or relate to their experience of 

having a premature infant (Hall et al., 2015). In a systematic review, (King, 2012) it was 

noted that the impact of financial burden on families due to out-of-pocket costs and loss 

of earnings while a child was hospitalized, is also a barrier that could impact care. The 

literature reveals that parents describe feeling a sense of withdrawal from care following 

discharge due to the lack of communication and information shared from their medical 

providers (Ballantyne et al., 2017). Many NICUs provide psychological support for the 

family while in the NICU, however, these services are often discontinued once the infant 

is discharged (Carty et al., 2018). 

These challenges impact parents’ capability to provide the best care to their infant 

and ensure family’s well-being as a unit. In addition to family challenges, evidence of 

system barriers and lack of resource availability was also found in the literature 

impacting the gap in care post discharge. 

Availability and System Challenges 

 As stated in the previous chapter, the most advanced evidenced-based practice 

for premature infants is an automatic referral to a NICU clinic that will oversee medical 

and developmental care following discharge. Due to the limited availability of 

comprehensive clinics, many families are faced with long patient wait times to see a 

specialist and may need to travel far distances to reach them (Ma et al., 2021). Preterm 

infants require ongoing medical care following discharge, placing them at risk for 

readmissions to the hospital.  The literature shows that many pediatricians have difficulty 
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accessing subspecialties or may lack confidence in recommending supports within the 

healthcare system, particularly patients with public insurance. This results in limited 

referrals for the compromised preterm infant to appropriate services (Okumura et al., 

2018; Jetelina et al., 2020) so that discharge resources and additional medical care are not 

being offered to families in an accessible and timely manner. A lack of home health care 

nursing is the most frequent system barrier resulting in longer hospitalizations and 

delayed discharges home (Maynard et al., 2019). Specifically, if a child is technology 

dependent upon discharge, longer hours of home nursing is needed for a safe discharge 

home. Home health care can also assist the family with prevention of burnout and 

reducing the risk of readmission to the hospital (Maynard et al., 2019). 

Early Intervention 

Preterm infants often require early therapy intervention following discharge due 

to their high risk of developmental delays. Based on the literature, Early Intervention 

services can have a significant positive effect on an infant’s functional outcomes. Many 

studies report improvements in functional motor skills, support accuracy with early 

diagnosis and improve school age functional skills for children who have been discharged 

from a NICU, compared to children with delayed enrollment in EI (Tanner et al., 2020; 

Litt et al., 2018). Parents are critical to their infant’s developmental outcomes and early 

intervention services can provide a foundation for future development (Ballantyne et al., 

2017) 

There are also many family challenges noted in the literature regarding EI 

services for preterm infants. Families are experiencing poor access to services based on 
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low socioeconomic status, high psychosocial risk, having private insurance requiring co-

pays and/or living in disadvantaged neighborhoods (Heiny et al., 2020). Other system 

related barriers to enrollment of early therapy services include poor communication from 

providers to the families regarding coordination of care, understanding the referral 

process and services which, in turn, results in decreased acceptance of services due to 

family stress, denial, or limited understanding. (Heiny et al., 2020). According to 

Washington & Coker-Bolt (2022), 50% of families believe they did not receive services 

in a timely manner and the parents’ needs were not being addressed. Services may be 

delayed, despite state mandates, which can impact parental support and developmental 

progression of the infant. The route of referral is varied, and pediatricians may be more 

hesitant to refer for services unless a child has an identified diagnosis (Decker et al., 

2020). Like nursing care within the home, lack of staffing in EI services and location 

continue to be barriers for effective outcomes. Overall, in several studies that have been 

reviewed, families report that due to the lack of an organized system for referral, varying 

from state to state, the referral process can be confusing and complex (Decker et al., 

2020; Atkins et al., 2019). 

 This chapter introduces the KTA framework and describes how the process of 

knowledge is structured in a way that ensures its effective translation and 

operationalization. The evidence reveals the limited availability of support as well as 

system and family challenges that can occur post NICU discharge. The next chapter will 

further review evidence on how to apply this knowledge in order to first increase 
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awareness to the need and continue through the dynamic process of the KTA action phase 

in preparation to sustain change in healthcare practice. 
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CHAPTER THREE: Overview of Current Approaches and Methods for the 

Solution 

The problem identified through this initiative is the gap in care and lack of 

support for families of premature infants following NICU discharge in northeastern 

Pennsylvania. A proposed solution to the problem is to address the lack of knowledge 

and awareness of OTPs regarding the common family and system challenges that can 

occur post NICU discharge for premature infants and for their families. Continuing 

medical education (CME) courses have been found to be the most effective way to build 

knowledge and improve clinicians’ skills to ultimately improve patient outcomes (Cowie 

et al., 2020). However, providing knowledge is not sufficient to ensure a clinical behavior 

change, and implementation of the knowledge at the end-client level. Therefore, a 

literature search was conducted to identify barriers and effective methods to knowledge 

implementation, as well as effective methods for sustainment of a practice change in 

healthcare settings. The following questions were used to guide the literature search: 

1. What are the barriers to implementing knowledge about new healthcare practices? 

2. What are effective methods to implement knowledge about new healthcare 

practices? 

3. What are effective ways of sustaining knowledge of new healthcare practices? 

The databases used for the search were the Cumulative Index of Nursing and 

Allied Health Literature (CINAHL), PubMed, ProQuest, Education Full Text, and 

Cochrane Library to provide academic journals in the medical and allied health 

professions. The following keywords were used: “Teaching methods” AND healthcare 
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AND “continuing education”, “Healthcare” AND “teaching strategies”; “knowledge 

translation” AND “healthcare” AND “barriers” OR “obstacles” OR “challenges” AND 

“continuing education” OR “CME” OR “continuing professional development”; 

“knowledge sustainment” AND “healthcare” AND “education”; “sustaining knowledge” 

AND “sustainment” AND “healthcare”; “sustaining knowledge” AND “implementation” 

AND “healthcare” AND “education” OR “teaching”; “sustainment” AND “professional 

education” AND “implementation science”. The literature criteria used for this search 

was the time frame 2006 through 2022, linked to full text and English language only. 

Continuing medical education aims to improve medical professionals’ knowledge, 

skills, and performance to ensure high quality healthcare services through evidence-based 

practice (EBP). Many medical professions are mandated by professional or regulatory 

bodies to assure and maintain competence (Forsetlund et al, 2021), followed by receiving 

incentives, such as educational units added to their salary or certifications. However, 

many barriers to implementing knowledge have been identified in the literature. On an 

individual or personal level, the lack of secured time to complete CME is the most 

frequently found barrier to not only gain knowledge but also transfer the new knowledge 

into practice. The lack of time can negatively impact the motivation of the medical 

professional to seek out educational opportunities (Reis et al., 2022). It was also found 

that many practitioners are challenged with implementing EBP due to the lack of time to 

research full text articles, and lack of skills in finding the articles and understanding the 

studies (Mota de Silva et al., 2014). According to Wang et al., (2019), practitioners that 

have a more formal education on EBP, have an increased likelihood of implementation 
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from independent research. It was also found that practitioners become frustrated when 

studies have conflicting results or do not represent information that can be clinically 

applied to their setting, ultimately resulting in lack of interest (Mota de Silva et al., 2014). 

Similarly, practitioners may also be uncomfortable with changing their behaviors or 

practice, hindering the implementation of knowledge of new healthcare practice (Price et 

al., 2010).  

An alternative way to address the practitioners lack of time to complete CME’s, 

the option of online learning or use of a digital platform can be appealing, as they are able 

to complete education at their own pace and at a lower cost than traditional methods of 

learning. However, there are several factors that can be a barrier to implementation, when 

knowledge is presented through a digital platform (Reis et al., 2022). Medical education 

has limited learning opportunities such as laboratory experiences, assisting and observing 

medical procedures, and clinical rotations (Gismalla et al., 2021).  Liaw et al., (2022), 

reported the use of virtual platforms in interprofessional education and found that 

participants that struggle with the familiarity of a virtual platform or environment, will in 

turn, display varying levels of participation or interest that impacts the ability to 

implement the knowledge presented. In regard to interprofessional education, in person 

education is also found to be a barrier due to the variability in schedules when mixing 

professions (Rak et al., 2021).  

Traditionally, CME is delivered in person at a single point in time through a 

lecture-based format and the certificate of completion is usually provided based on hours 

attended, rather than if the knowledge, competence, or performance have improved 
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(Schreiber et al, 2015). From an organizational level, lack of administrative support to 

provide adequate training, available resources, and incentives such as monetary support 

for travel or time, can also lead to additional barriers to implementation (O’brien Pott et 

al., 2021). Some professionals may be challenged by organizational structure such as 

system policies, workload, staffing, priorities, and available supplies or equipment.  In a 

systematic review conducted by Hailemariam et al., (2019), it was stated that although 

some organizations will offer incentives to healthcare professionals for funding of CME, 

it is often limited per year and there is typically no additional funding to support the 

continuation of implementation into practice.  

Whether barriers are from individual or organizational level, or whether the CME 

is presented online, in person, or a combination of both, each of these methods may 

present an individual with barriers regarding their preferred learning methods or 

accessibility. By identifying these barriers, educators and medical professionals can seek 

out effective methods to facilitate learning and promote ways to then implement the new 

knowledge into healthcare practices. There are effective ways that have been identified in 

the literature including learning strategies and how education is presented. First, 

delivering knowledge through educational meetings or sessions, such as conferences, 

workshops, symposia and educational courses, are preferred as they are more locally 

available, therefore, making it a more affordable method of learning. (Forsetlund et al, 

2021).  The results of a systematic review by Forsetlund et al., (2021), suggested that 

while planning an educational meeting, utilizing opinion leaders as teachers, creating and 

identifying strategies to increase attendance are keys to maximize the effectiveness of the 
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meeting. Further findings suggest that the importance of the content, number of 

participants, and length and frequency of educational meetings may further facilitate 

learning and impact improvements in practice. Shortened lectures or brief interactive 

education sessions or meetings have been found in the literature as an effective way to 

promote a change in knowledge for medical professionals. Brief interactive education, 

particularly with online learning, allows the professional the convenience of participating 

from home on a day off from work (Waltz et al., 2022). Online delivery of CME’s has 

become popular due to its convenience and flexibility for medical professionals and can 

play a substantial role in implementing new knowledge into practice. More specifically, 

the use of social media platforms has been found to be an effective tool used by 

physicians for knowledge translation and education (Chan et al., 2019). Social media 

platforms can promote shared knowledge and collaboration within the medical 

field.  Online delivery of education is also known to bring together individuals from 

different professions for interprofessional education. Interprofessional education has been 

found to positively impact organizational structure and provide a supportive environment 

for changing practice (Vasli et al., 2018).  

In addition to how the education is provided, there are a few learning strategies 

that have the potential to support implementation. Some of these strategies may be 

providing feedback to learners, including additional take-home materials, and goal 

setting. These were found to be beneficial behavior changing techniques that will lead to 

improved compliance (Giguere et al., 2020). According to Forsetlund et al., (2021), it is 

recommended to build an educational meeting based on an explicit theory or framework 
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to identify the many factors or strategies that may influence behavior change.  As stated 

above, additional educational materials or handouts have been found to be beneficial with 

improving the practice of healthcare professionals, with no probable difference in 

distribution technique, whether it be computerized or printed (Giguere et al., 2020). 

According to Bucklin et al., (2021), when active learning strategies are incorporated in 

medical education, it can further foster “learner engagement, critical thinking and 

problem-solving abilities” (p.9).  Overall, whether continuing education is delivered in 

person, virtually, or a combination of both, the use of self-evaluation is an effective tool 

that can also be utilized to assist the participant with further understanding of the content 

and provide opportunity for reflection on utilizing new knowledge or skill in practice 

(Weiss et al., 2021).  

Once knowledge has been implemented into practice, it is important to identify 

effective ways to sustain the new knowledge in the healthcare setting. According to a 

systematic review by Cowie et al., (2020), how knowledge is delivered is essential in 

sustaining effective interventions by building practitioners’ confidence in implementing 

their new knowledge. This can be presented either within a CME or within an 

organization. It is suggested that CMEs “are more likely to lead to clinical behavior 

change if activities explicitly aimed at supporting knowledge translation are included” 

(Schreiber et al., 2015, p.42).  Sustainability is a continuous and dynamic process that 

requires resources to support them (Cowie et al., 2020). 

 The most frequently reported facilitator that can influence the sustainability of 

healthcare interventions is the initiative design and delivery, meaning the ability to 
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monitor long term progress and provide adequate training (Cowie et al., 2020). Other 

facilitators may include establishing the credibility of the intervention, the priority or 

relevance of the problem that the intervention proposes to address, supportive leadership 

and appropriate infrastructure to support the change. Healthcare leadership will not only 

facilitate the use of EBP but can create and support a structured environment and 

framework for sustainability (Bianchi et al., 2018). It was found that the use of a 

standardized framework or protocol not only assists with team collaboration in regard to 

continuing education but coordinates a plan for sustainability for the use of EBP 

(Contrada et al., 2018). For example, some studies have shown that medical education 

courses that are specifically aimed towards knowledge translation and have implemented 

the KTA framework principles in education, are more likely to lead to clinical change 

(Schreiber et al., 2015). Essentially, the goal of the KTA model is to reduce the gap 

between research and practice through synthesis, dissemination, exchange, and 

application of knowledge to improve health services (Graham et al., 2006). In a study 

conducted by Slaughter et al., (2018), knowledge translation interventions, guided by the 

KTA model, were implemented to promote the sustainability of a new healthcare daily 

practice of medical professionals in a long-term care facility. The most effective 

strategies for sustainment in this study were found to be written reminders and follow up 

discussion groups for clarification and to support teamwork. Similarly, Gabrielian et al., 

(2022), developed an implementation playbook, which is an online resource for staff that 

serves as a “how to” guide including processes, quick tip sheets with small, targeted, 
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informational bytes, as well as, copies of leadership briefings and frequently asked 

questions, to promote implementation and sustainment in a community-based program. 

In addition to supporting training and continued use of new interventions, the use 

of the Train-the-Trainer (TTT) technique has also been beneficial to support 

sustainability in the healthcare system (Hailemariam et al., 2019). The purpose of TTT is 

to have champions within sites train and educate their colleagues on a specific topic or 

intervention. The trainers do not only learn and apply the information but develop the 

ability to train, supervise and mentor others to reinforce learning (Woda et al., 2022). 

Support from supervisors or champions will assist organizations with the ability to adapt 

and improve the effectiveness of new interventions to achieve sustainment. The use of 

this model in healthcare education has been found to be cost effective, more efficient in 

reaching multiple individuals in a setting, and allow for multiple learning opportunities to 

master a skill or new healthcare practice (Woda et al., 2022). Overall, the use of the TTT 

model was found to be an effective way to create behavior change (Vivanti et al., 2015).  

In conclusion, in alignment with the KTA model that guided this initiative, 

several barriers have been identified to gaining and implementing knowledge about new 

healthcare practices. Once these barriers have been identified, effective methods to 

overcome these barriers can be utilized to further develop and expand the medical 

professional’s knowledge, skills, and performance to optimize quality healthcare services. 

The sustainability of new implemented knowledge is crucial to ensure the effectiveness 

of changing healthcare practices and ultimately optimizing healthcare delivery (Cowie et 

al., 2020).  
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The evidence gathered from the literature search in this chapter will be 

incorporated in the design and development of the “Preemie Toolkit” described in chapter 

four. The chapter will thoroughly describe all aspects of the “Preemie Toolkit” including 

a causal pathway and logic model further discussing the expected outcomes, as well as 

potential barriers or challenges. 
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CHAPTER FOUR: Description of the Proposed Initiative 

Introduction 

 Evidence presented in the previous chapters revealed that parents feel 

unsupported, due to the delay in services and limited availability of comprehensive 

clinics for NICU follow up care post discharge. This can create significant challenges for 

families seeking medical care and support. In this chapter, the proposed initiative will be 

described in further detail, specifically addressing one community in northeast 

Pennsylvania challenged with this gap in care. 

The Lehigh Valley area is in northeastern Pennsylvania and includes Lehigh and 

Northampton counties. There are two local hospital organizations in this area that have 

NICUs. Based on the most recent public data from 2021, the two organizations had a 

combined total of 1,010 admissions to the NICU following birth in that year (Department 

of Health, n.d.). Currently, in northeast Pennsylvania, approximately 9.7% of live births 

result in preterm deliveries (Department of Health Informatics, n.d.). For infants born 

prematurely, specifically in this area of Pennsylvania, there is a lack of comprehensive 

follow up care, therefore, limiting resources and additional medical care that could be 

offered to families in an accessible and timely manner.  

This initiative has two parts, collectively referred to as “The Preemie Toolkit”. 

The first part is an educational course, Promoting support for preterm infants and 

families following NICU discharge: Applications for OT practice, designed for 

occupational therapy practitioners (OTPs) working in a NICU setting and involved with 

discharge planning. This one hour in-person course will be offered at the two identified 
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hospital organizations that have NICU units in the Lehigh Valley. The course is not 

intended to provide in depth learning but rather an exposure to families’ needs following 

discharge. The course will focus on the knowledge base of occupation and co-occupation 

to support parents’ daily lives post NICU hospitalization. This course will identify system 

challenges and availability, family challenges, and the impacts on family well-being and 

infant developmental progression. In addition to this course, OTPs will be provided with 

a post NICU parent guidebook to distribute to the families at discharge. The guidebook 

will provide comprehensive resources and support to the families following the first few 

weeks home from the NICU. The guidebook is an easy-to-use resource for parents to ease 

their transition home and provide support as they begin their journey of caring for their 

premature infant at home.  

The long-term vision for this initiative is to improve functional outcomes of 

premature infants and improve the wellbeing of the families in the Lehigh Valley despite 

the gap in care during this transition. The author anticipates that this will result in a 

positive impact on the community and improved quality of life for families and infants. 

The evaluation findings will contribute to evidence-based practice in neonatal healthcare 

and may be adopted by other hospital organizations to potentially create a similar tool to 

support their patients in their transition to the community. 

Below is a case scenario that further explains the challenges and emotional 

journey families of a premature infant can encounter bringing their child home from the 

hospital, let alone a premature infant with medical needs. This is an example of how 

parents can use the guidebook to utilize resources within their community, as supporting 
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parental functioning and well-being is crucial during this transition. 

Case Scenario  

Beth and her husband, Joe, have always dreamed of being parents. Shortly 

after they got married, they had their first child, Joseph, “Junior”. He was a healthy 

full-term baby. After being married for three years, they found out she was 

pregnant again. She was healthy throughout her pregnancy and they were 

beginning to get the nursery in their home ready for their new arrival. 

Unfortunately, Beth had gone into labor early as her pregnancy was complicated by 

Preeclampsia. Her daughter, Eliana, was born at 26 weeks with respiratory distress 

and weighed one and a half pounds. She was immediately taken to the NICU. Eliana 

was in the NICU for 96 days. Beth and her husband drove to the NICU every day to 

spend time with their newborn, taking turns staying home with their toddler. They 

were exhausted, scared and overwhelmed. They have received extensive medical 

education on how to care for their premature infant as Eliana would require oxygen 

when she went home. Eliana received occupational therapy services while in the 

NICU one time a week and Beth was educated on developmental milestones, as 

Eliana is a risk for developmental delays due to prematurity. 

Once the day of discharge finally arrived, Beth and Joe were provided with 

an extensive and overwhelming amount of information including upcoming medical 

appointments, medications and oxygen management, to name a few. The 

occupational therapist that has been seeing Eliana, provided a post NICU guidebook 

and explained that this is a tool that can provide them with support and resources 

for the next upcoming weeks. 

When Beth and Joe arrived home with Eliana, they were over the moon. Joe 

had returned to work and Beth had to resign from her position as a teacher to care 

for her two children. Beth began to struggle with managing the daily needs of her 

children and was feeling unsupported in the first week home. She became familiar 

with having Eliana in the NICU and having the nurses support her when she had 

questions but felt like she had no one to reach out to for support at home. She was 

challenged with: 

 

• Lack of sleep- Beth slept on the couch in fear that the oxygen would come off 

Eliana’s face during the night. Eliana was not sleeping well since the house 

was loud during the day and she was often overstimulated. During the night, 

Beth felt the house was too quiet as Eliana became familiar with white noise 

and the sounds of the machines in the NICU. Beth did see an improvement in 

Eliana’s sleep at night when she used a sound machine. 

• The disorganization of “living space” as she needed to frequently manage 

carrying Eliana’s oxygen from room to room to provide her daily care. 
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• Managing a toddler and a newborn with medical needs- knowing how to help 

keep Eliana safe from the toddler “exploring” her oxygen tubing 

• Feeling overwhelmed that she was not sure she was providing Eliana with 

her developmental needs. 

• Managing a daily schedule between multiple medical appointments, feedings 

and sleep 

• Feeling financial and marital stress 

• Feeling that she did not have any support from friends or family as they do 

not have experience with caring for a preemie and a toddler and do not 

understand the amount of stress she is feeling. 

 

Beth remembered that she received a post NICU guidebook from the 

occupational therapist at discharge. As she began to review the guidebook, she was 

pleased to see a helpful list of resources within her community. Although some of 

the information was provided to her at discharge, she was so overwhelmed at that 

time that she realized she did not remember everything. She was able to utilize all 

the information and suggestions to assist her with getting organized, suggestions for 

sibling interaction, was able to review the information on EI services and when to 

expect services to begin, provide basic developmental activities as well as provide 

some suggestions for her self-care. She decided to reach out to one of the suggested 

local online support groups for mothers with premature babies and they were able 

to provide her with support and comfort knowing that her fear and stress are 

validated. 

Beth and Joe both agree that they felt overwhelmed and stressed when they 

brought Eliana home from the hospital. Since there was no comprehensive NICU 

follow up clinic in their area, they felt like the NICU did not prepare them enough 

for challenges of managing the infant at home and the delay in activation of therapy 

services, Beth felt unsupported. The post NICU guidebook provided resources to 

assist them during the first few weeks at home until she was able to get to her first 

pediatrician appointment and for when EI services began.  

The visual model in Figure 4.1 presents the causal pathway that will lead to 

improved infant and family outcomes post NICU in the Lehigh Valley. Occupational 

therapy practitioners have the important and unique role of addressing not only the 

occupation of the infant but also co-occupation to promote the development of the family 

unit and support parents beyond the medical setting (Cardin, 2020). Increasing OTPs 

knowledge and awareness of the challenges that can occur post discharge will result in 

resources provided to families in an accessible and timely manner. The family is 
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considered the primary audience, as they are considered the main beneficiary of the 

intervention. 

There are three aspects that families with limited to no support are faced with post 

discharge that have been identified: System challenges, family challenges, and infant 

medical needs. As noted in Figure 4.1, each barrier can cycle into another, which is the 

reason a comprehensive approach was created.  

The intervention provides education and resources to address the three areas 

found to be the barriers or gaps in comprehensive care post discharge. The educational 

exposure for OTPs will provide awareness of these barriers within the community and the 

parent guidebook will inform parents of resources and helpful hints that address these 

challenges based on the findings in the literature. 

 Three levels of relevant stakeholders to support the initiative were identified, at a 

Micro, Mezzo, and Macro level: At the micro or individual level, the premature infant 

and their caregivers will benefit from the initiative by receiving additional support 

following discharge to promote health and wellness. At the Mezzo level, the OTPs who 

will be receiving this education will be provided with knowledge regarding system, 

individual and family challenges affecting the health and wellbeing of families with 

premature infants within their organization and community. Through this education, 

OTPs will develop awareness of these challenges within the community to promote more 

intentional guidance with discharge planning. Other stakeholders at the community level 

may include advocacy groups for family support, hospital administration for additional 

support and funding. At a Macro level, policymakers including public health agencies can  
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benefit from increased awareness regarding the gap in services for families within their 

community to consider additional support and reassure high quality healthcare. 

Policymakers may be interested in the potential of saving healthcare costs, for example, 

reducing risk for rehospitalization due to the infants’ ongoing medical needs or the 

mental health impact on the families as they may not be able to return to work 

This initiative will be implemented by providing OTPs, who are currently 

working in the NICU of two hospital organizations, the “Preemie Toolkit” to support 

parents during their NICU journey with their transition home. 

Full Logic Model 

A full Logic Model has been designed for the initiative to further understand the 

purpose, progress and its intended outcomes. This logic model will be utilized as a 

dynamic guide throughout the implementation process and the evaluation efforts to 

monitor the program’s impact. The comprehensive design of the full logic model 

represents the development of the initiative as a clear and structured roadmap. It serves as 

a tool to provide stakeholders with a view of all the components to enhance 

understanding of the initiative. The model is presented below in Figure 4.2. 
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Program Participants and Resources 

 The participants of the educational course are considered the key stakeholders; 

these will be the OTPs that are currently working in the NICU and are involved in 

discharge planning. These participants will be selected by their management within two 

hospital organizations in northeastern Pennsylvania that currently have NICU units. 

The design of “The Preemie Toolkit” has considered all the insights of the KTA 

framework, which guides the conceptualization and delivery of the evidence gathered, for 

successful implementation and sustainment of this initiative into healthcare practice. This 

initiative will take place at the community level, specifically in the Lehigh Valley area of 

Pennsylvania. First, the author will be contacting and coordinating with the management 

team from each organization to express the need within this community and gain support 

to coordinate the educational course at their organization. The author will also be 

gathering information about each organization's structure, procedures, and culture of their 

NICU to further identify current policies and practices regarding patient discharge. Then, 

an email for the educational opportunity will be sent to each participant as well as their 

management team. The duration of the course will be one hour and presented by this 

author and a parent speaker over a designated educational time allotted during the 

professional’s day by their management. This time will need to be coordinated with the 

parent speaker. The course materials including post NICU parental guidebook, and the 

monetary amount provided for the parent speaker will be funded through various grants 

and local foundation donations. The responsibilities of this author as the leader will 

include connecting with both hospital organizations’ management teams to gain buy-in 
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and support and complete requests with grants and donations for funding. The creation 

and leading of all aspects of the educational course including scheduling the courses, 

organizing the conference rooms for learning, the development of the guidebook, 

distribution of guidebooks to hospital units and distributing pre/post surveys via email 

will also be solely completed by this author.  

To provide opportunity for this educational initiative to be implemented, there are 

a few resource materials that will need to be supplied. The leader of the initiative will 

provide the interactive presentation, however, will need access to a conference or 

educational space within each organization that has the technology available to present 

the presentation. If there is a cost to use this educational space, funding from the grants 

and foundations will be utilized. The educational course for the initiative will require 

one-hour donated time by this author at each hospital organization and an estimated 

additional hour to distribute surveys prior and after implementation via email.  

Interventions and Activities 

The first part of “The Preemie Toolkit” is the educational course provided by this 

author and takes place in a conference room at two different local NICUs in Northeast 

Pennsylvania. The course will require one hour of the participant’s time. The “Preemie 

Toolkit” is guided by the KTA framework to reduce the gap between research and deliver 

sustainable interventions for healthcare professionals. This interactive course will include 

illustrations and graphs on current data, review of the system and family challenges 

following discharge, the impact on the infant’s developmental progression and family 

wellbeing. It will also include a parent speaker to discuss her personal experience with 



36 
 

 

discharge into the community. The course will be concluded with introduction of the post 

NICU parent guidebook to provide comprehensive resources for families and the OTPs 

role in distribution and contribution. The essential resources for implementation include 

the author or leader, the parent speaker, and the post NICU guidebook. 

Program Outputs and Outcomes 

The program outputs that are considered are the number of hospital organizations 

that will be participating, the number of educational sessions that will take place, the 

number of participants in each session, and the number of educational materials that will 

be provided. There will be two hospital organizations that will be offered this educational 

course and there are an estimated ten participants total. Each organization will be 

provided with 50 parent guidebooks, 25 in English and 25 in Spanish to begin 

implementation.  Consideration for printed books in other languages will be based on 

organizational need. A laptop, which will be provided by this author, will be utilized to 

gather data from surveys for further research and to provide follow up contact with the 

participants. The outputs will provide the author valuable insight into program 

modifications to ensure its effectiveness and sustainability. 

For the first part of this initiative, short term and intermediate outcomes have been 

identified. The short-term outcomes anticipated immediately following the educational 

course include: 

• Participants (OTPs) will identify system and family challenges post NICU 

discharge impacting infant developmental success and family wellbeing. 

 

The intermediate outcomes anticipated 6 months following the educational course are:  
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• Participants will identify changes made in practice through barriers/solutions to 

implementation. 

• Participants will identify changes made in practice through utilization of 

resources. 

Anticipated Barriers and Challenges 

Environmental or external barriers shall be considered when implementing and 

sustaining an initiative. Identifying organizational resistance of interest in this initiative 

for OTPs to provide this resource at discharge or lack of management support, may be a 

barrier prior to and during implementation. Another barrier may be the lack of buy-in 

from the practitioners themselves to make a change in their daily practice of discharge 

preparation. Additional educational support may be required for OTPs and other staff 

members. A review of the literature reveals that the providers themselves may be 

uncomfortable with changing their behaviors or practice, hindering the implementation of 

knowledge of new healthcare practice (Price et al., 2010). Family resistance or interest in 

the guidebook, or additional barriers such as socioeconomic challenges may hinder 

families from utilizing the resources. Unanticipated copies of the guidebook may need to 

be printed or digitizing it may be required for sustainability. 

Summary and Conclusions 

This chapter described the initiative in further detail including the identification of 

stakeholders, the development of the intervention, the expected outcomes, as well as 

potential barriers or challenges. The main key element of the initiative is to provide OTPs 

a resource tool to promote a comprehensive discharge plan for families and their 

premature infants. The program is guided by the KTA framework to reduce the gap in 
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care and provide a sustainable intervention for OTPs. The families of premature infants 

born in the Lehigh Valley will greatly benefit from this initiative by receiving additional 

guidance, support and resources following the transition home from the hospital to 

ultimately improve infant and family health outcomes and wellbeing. This chapter 

presented with a description of the “Preemie Toolkit” as an intervention to address the 

identified gap in care following NICU discharge. Chapter five will describe the 

importance and plan for conducting program evaluation research. 
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CHAPTER FIVE: Program Evaluation Research Plan 

Initiative Vision 

The vision for this initiative is to provide a comprehensive support guide that will 

provide the necessary resources, specific to their community, to ensure a smooth 

transition for preterm infants and their families home from the NICU, ultimately 

enhancing infant’s functional outcomes and family well-being. 

The research findings will promote evidence-based practice in neonatal healthcare 

by providing an effective clinical practice tool for comprehensive support and resources 

to families with premature infants in a timely manner. It will also increase the knowledge 

and awareness of occupational therapists regarding the needs of families and infants upon 

transitioning from the NICU to the community. Once the data is collected and analyzed, 

the findings will also support change for future development and expansion. 

This chapter intends to provide a comprehensive examination of the program's 

evaluation including identification of primary stakeholders, formulated research 

questions, appropriate methods, and data collection. The chapter will also address the 

potential limitations providing potential challenges that may influence the findings.  

Engagement of Stakeholders 

A primary stakeholder for the evaluation will be the management team including 

the occupational therapy department manager and the medical director of the NICU from 

both hospitals. Collaboration and buy-in from these members of leadership is crucial to 

ensure long-term engagement of participating staff for successful research completion. 

Each invested organization will be able to utilize the findings to present improvement in 
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clinical practice and collaborative care, as well as supporting families with premature 

infants in transition to the community. 

Other key stakeholders involved in the evaluation will be the author, identified as 

the leading researcher, the parent speaker, the participating OTPs and the families.  For 

the program to be implemented, the researcher will ensure the education is relevant, 

monitored, and sustainable. This author is seeking interest in the results of the evaluation 

to achieve the long-term goal of increasing support for families with premature infants 

within the community, despite the mentioned challenges.  

There are approximately 10 OTPs currently working in the NICUs who will be 

participating in the educational course. The occupational therapy department manager 

will ensure all the participants will attend the course.  Approximately 40 families total 

will receive the guidebook, 20 from each hospital. The families receiving the guidebook 

have infants hospitalized in either one of the identified NICUs, are receiving occupational 

therapy services and are preparing for discharge. The treating occupational therapist will 

introduce the families to the guidebook and engage them in the initiative. Feedback from 

all stakeholders regarding their experiences of implementation and if and how the 

guidebook was utilized will contribute to the evaluation of the program and the findings. 

Occupational therapy practitioners will benefit from the outcome of the evaluation to 

optimize their evidence-based clinical practice skills of supporting families' engagement 

and well-being beyond NICU discharge within their community. 
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Simplified Logic Model for Use with Stakeholders 

During the educational course, the stakeholders will be presented with a 

simplified logic model to further understand the programs’ purpose, progress and its 

intended outcomes. This logic model will be utilized as a guide throughout the process of 

the evaluation and will monitor the program’s impact and implementation. The simplified 

logic model is listed in Figure 5.1 below. 

Figure 5.1  

Simplified Logic Model 

 

Preliminary Exploration and Confirmatory Process 

The author will coordinate a meeting with the management team of each hospital 

organization, to provide information about the initiative, current literature and research, 

expected outcomes, methodology and the logic model. The author will seek support to 



42 
 

 

coordinate the educational course at their organization. The parent speaker will also be 

present to provide personal experience and discuss involvement with the initiative. This 

meeting will take place in person with the goal of achieving and maintaining buy-in from 

the stakeholders. Prior to the meeting, the author will gather information about each 

organization's structure, procedures and culture of their NICU to further identify current 

policies and practices regarding patient discharge as well as send all information 

regarding the initiative to each management team for review. During the meeting, the 

stakeholders will be invited to provide feedback on the research questions and design, 

and to provide insights on how the research findings will be utilized. If more time is 

needed, an additional meeting can be arranged at the stakeholder’s request. 

Program Evaluation Research Questions by Stakeholder Group 

Table 5.1 presents a list of formative and summative research questions that could 

be answered through the research findings. Each question is directly related to the key 

stakeholder’s engagement and interest.  
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Table 5.1 Stakeholder Program Evaluation Research Questions 

Stakeholder Types of Program Evaluation Research Questions 

Author/ 

Researcher and 

parent speaker 

Formative: 

• Was the content and delivery of the educational course 

sufficient for the participants to begin implementation? 

Summative: 

• Did participants in the educational course change their clinical 

practice and improve collaborative care when preparing 

families for discharge? 

• Did the participants find the guidebook as an effective tool to 

provide resources for families at discharge? 

Management of 

Occupational 

Therapy 

department 

Formative: 

• Is the content and delivery of the educational course sufficient  

for the participants to begin implementation? 

Summative: 

• Did participation in this initiative lead to improved 

effectiveness of care and patient experiences following NICU 

discharge? 

• Did participation lead to reduced hospital readmissions for the 

NICU population? 

OTPs working 

in the NICU  

Formative: 

• Was the educational course information provided relevant and 

applicable? 

• Is there anything that should be changed to improve the course 

content or delivery? 

Summative: 

• Did participation improve awareness about the system and 

family challenges that occur following discharge? 

• Did participation lead to changes in practice regarding the 

discharge process for NICU patients and their families? 

• Did you find that the post NICU guidebook that was provided 

for families established a comprehensive transition from 

hospital to home for the families? 

Parents of 

preterm infants 

Summative: 

• Was the post NICU guidebook utilized following discharge? 

• Did you and your family find the post NICU guidebook 

provided you with resources to support you following 

discharge? 

• Did you feel that the post NICU guidebook improved your 

family wellbeing and decreased stress following the transition 

home from the NICU? 
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Research Design 

A feasibility study will be conducted to determine the viability of the initiative. A 

mixed methods research design will gather formative and summative evaluation surveys 

regarding the educational course using online questionnaires. The questionnaires will be 

administered to the participants immediately following the completion of the course via 

SurveyMonkey. The same surveys will be distributed again to the same participants after 

six months following the completion of the course. 

In conjunction with the six-month surveys, a summative evaluation will also be 

sent out to 20 randomly selected families that have received the guidebook at discharge 

regarding the use and effectiveness of the guidebook. 

Methods  

Inclusion criteria for the participants receiving the educational course will be: a 

current licensed occupational therapist in the state of Pennsylvania, currently working in 

a NICU located in the Lehigh Valley, active full or part time employment, and involved 

with discharge planning. The inclusion criteria for the randomly selected families will be: 

live in the Lehigh Valley, have a preterm infant that has been hospitalized in a NICU 

located in the Lehigh Valley, has received the post NICU guidebook upon discharge, and 

are at least one month post discharge. The guidebook and evaluation will be introduced to 

the families by the treating OTP. Following agreement to participate, when the guidebook 

is presented to the families, the OTP and the parent will both sign a consent form created 

by the author and will be secured in a locked cabinet by the author following completion. 

To ensure confidentiality, each participant and families name will be coded using 
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assigned numbers and all information collected will be secured on the encrypted laptop of 

the researcher. The Institutional Review Board’s ethical research protocol will be 

followed once the researcher has completed each organization's required training, prior to 

implementation of the course. 

After participants sign up for the course, contact information will be gathered for 

the surveys to be sent electronically immediately following the course and six months 

after via SurveyMonkey, as stated above. It will include questions regarding their 

perception of the initiative, their opinions and feedback for areas of improvement, and 

what change they can make to their daily practice following this course.  

In conjunction with the six-month surveys the participants will receive, a different 

evaluation will also be sent out to 20 families, chosen randomly by number at discharge 

from each organization, for a total of 40 families. These survey questions will be 

designed using a visual analog scale with ratings from one to ten. A rating of one will 

indicate low or never and ten will indicate high or always. They will include questions 

such as the awareness of challenges that occur following discharge, impacts of change in 

practice and use of the guidebook for improved family wellbeing. 

Data Collection and Analysis 

The formative data will be collected by the researcher within two weeks following 

the completion of the education course. Data will be collected and secured on the 

encrypted laptop of the researcher. Responses from the open-ended questions on the 

survey will be coded using the computer application, NVivo. This computer application 

will help identify recurring themes and similar connections between the participants’ 
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responses. The formative data will provide qualitative feedback on the current process of 

the initiative and suggestions for improvement. 

The summative data will be collected and transferred into a Microsoft Excel 

spreadsheet to organize responses from each participant and family member and then 

grouped by each organization. A mixed methods design will be used to analyze the data. 

Dissemination of the findings will be completed by nine months following the 

launch of the initiative and will be communicated to the participants. Through formative 

evaluation, the results will provide data on the impact of the educational course, whereas 

the summative data will measure the impact on the families in the community. A one-

page combination of a quick report and infographics will be utilized and sent to each 

participant’s email. It will include a brief paragraph, like the one written above, to 

describe the underlying reason for the course and will include both text and graphics to 

display the results of the data, the related costs of the initiative and potential reduction of 

re-hospitalizations.  This will provide the participants with a quick, unique way of 

presenting the results and can be easily shared with future stakeholders. 

Anticipated Strengths and Limitations  

This overall evaluation relies heavily on the active participation and feedback of 

participants and families. Therefore, limitations of outcomes may be influenced based on 

the number of responses from participants and families that are willing to complete the 

surveys. 

The main limitation of this proposed study regarding the feasibility and viability 

of the initiative is the potential for lack of buy-in from management at each organization. 
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Management may not allocate time for the OTP to attend the educational course, allow 

time to work with the families upon discharge or respond to the surveys which are all 

crucial needs for successful implementation and program evaluation. If the management 

team does not reinforce the “toolkit” within their units, the OTP may not apply the 

learning or provide guidebooks, leading to a reduction in the number of potential families 

for the study. Another limitation may be the transferability of the findings to another 

geographical location across Pennsylvania as the community needs may differ. 

The main strengths of this evaluation are the limited timeframe required to 

complete the initiative for quick results and the ease of online delivery of the surveys. 

This allows feasibility in gathering data and opportunity to make changes for successful 

implementation. The delivery of online surveys allows the participants and parents easy 

access to participate in the evaluation and eliminates the need for additional in person 

meetings to gather data. The research findings from the evaluation plan described in this 

chapter will contribute to the knowledge base and awareness gap regarding the transition 

into the community post discharge. The following chapter will address the dissemination 

plan for the “The Preemie Toolkit”. 
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CHAPTER SIX: Dissemination Plan 

This chapter presents a dissemination plan to increase the impact of “The Preemie 

Toolkit” on families of premature infants living in the Lehigh Valley post NICU 

discharge. The “Preemie Toolkit” is meant to be disseminated in other geographic 

locations and to other allied health professionals working in a NICU to ultimately support 

all families that have infants in the NICU across Pennsylvania. The dissemination plan 

includes short term and long-term goals. 

Dissemination Goals 

Dissemination is expected to begin once the research results have been gathered 

following implementation, estimated to be after 9 months.  The first short-term goal is to 

disseminate the program locally in the Lehigh Valley and ensure its sustainability. Once 

the initiative is found to be successful and sustainable, then the next goal will be to 

expand the initiative beyond occupational therapy to other allied health professionals in 

the region, allowing more availability to families within this community.  Once the short-

term goals have been achieved successfully, the long term goal is to then expand the use 

of “The Preemie Toolkit” to other geographic areas within Pennsylvania. 

Primary Target audiences 

The main beneficiaries and the primary audience for the initiative are the families 

of premature infants. The toolkit was created as a comprehensive, educational and 

accessible tool to support families in caring for their infant at home for the first few 

weeks following NICU discharge. The dissemination phase seeks to be able to provide 
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support to all families of the 250 preterm infants born prematurely in Pennsylvania each 

week. (March of Dimes, n.d.).  

Secondary Target Audience  

 In line with the short-term dissemination goals, expansion to other healthcare 

professionals locally, including the allied health management teams, is critical for 

dissemination. These professionals working in a NICU can be provided with “The 

Preemie Toolkit” to implement within their organization. This will increase overall staff 

awareness of family needs, access to the guidebook and its utilization post discharge. The 

management team can disseminate the initiative within their unit as they seek to reassure 

high quality healthcare and positive discharge outcomes.   

Key Messages 

The key messages to other healthcare professionals regarding the result of this initiative 

are: 

1. OTPs have improved confidence in providing comprehensive, transferable and 

sustainable discharge plans. 

2. The parental guidebook is an easy-to-use comprehensive discharge tool for 

supporting families with preterm infants within the community. The results of the 

program evaluation present evidence that the toolkit transfers knowledge and 

resources to the families to improve overall transition experience, as well as infant 

and family functional outcomes. 
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3. OTPs have identified positive changes in practice through the utilization of 

resources within their community. 

The key messages for the management or leadership team of other allied health 

professions: 

1.  The educational course is brief and concise. It can be offered over a one hour 

scheduled meeting time.  

2. Utilization of the guidebook improves effectiveness in care for discharge 

planning, increases patient experience satisfaction and outcomes and reduces 

hospital readmissions. 

3. Increased awareness of the initiative has improved clinical practice guidelines and 

provides marketing opportunities for a unique and innovative practice. 

Sources/Messengers 

The OT manager within each organization is considered a key spokesperson to 

support and assist with expanding the use of the initiative to other allied health 

professionals. Consistency for providing this education for all current and new staff OTPs 

will be crucial for sustainment of the initiative. The parent speaker is another key 

spokesperson for the families by sharing personal experience. Drawing from the KTA 

model, personal experience illuminates the perspective on challenges, anxiety and fears 

that families encounter during their NICU journey (Graham et al., 2006). By 

transforming knowledge into action, shared experiences can foster a more supportive 

environment for other families in similar situations. 



51 
 

 

Dissemination Activities 

Once sustainment has been achieved and all data has been collected, results are 

shared with participants and members of leadership to ensure sustainability and expand 

initiative to other professionals within the organization. Further discussion on other 

means of utilization for the guidebook may be considered at that time, such as digitizing 

it for a mobile application or a website, or having the guidebook printed in multiple 

languages beyond English and Spanish. 

 In accordance with the established long-term goal, the positive results of the 

initiative will be disseminated by the author at the Pennsylvania Occupational Therapy 

Association (POTA) annual conference. This will provide other OTPs from various 

institutions across Pennsylvania the opportunity to learn about the initiative and review 

the results. Consideration of a webinar on the POTA website would also be helpful in 

reaching a greater number of professionals within the state.  

Budget 

This section will describe the total budget required for the dissemination. A 

designer will be hired following completion of the research data, to create an infographic 

handout to professionally present the results of the initiative. The author will donate 

personal time to coordinate and conduct a meeting to present the infographic with the 

leadership teams. The parent speaker, who will be presenting personal experience during 

the educational courses, will also be present at this meeting and will be compensated 

$25.00 through author’s personal funding. The cost of attendance and presentation at the 

Pennsylvania Occupational Therapy Association annual conference is $350.00, in 
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addition to having a large poster printed for $50.00 (POTA, n.d.; Office Depot, n.d.). All 

costs for dissemination will be covered by the author’s personal funding. 

These expenses are presented in Table 6.1 below. 

Table 6.1 

Estimated Dissemination Expenses  

Resource 
 

Infographic designer $25.00 

Parent speaker compensation $25.00 

Poster $50.00 

Conference Presentation $350.00 

Dissemination Total $450.00 

Evaluation 

 Evaluation of the dissemination activities is essential to determine the 

effectiveness of the plan and to make modifications as needed. The primary measurement 

for the dissemination will be the same method as the program evaluation for participants 

and the families regarding the effectiveness of the course and the utilization and 

effectiveness of the guidebook. Additional data will be collected, as the program 

expands, including the number of organizations that have adopted the initiative across 

Pennsylvania, number of professionals who participated in the course, and number of 

families that were reached through the initiative. Once the initiative is implemented, the 

results of the distributed surveys will determine the feasibility of the Toolkit and if 

changes need to be made to increase usability for the specific community within 

Pennsylvania. 
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Conclusion 

The main goals for the dissemination of this initiative are to ensure its 

sustainability locally, expand the initiative beyond occupational therapy to other allied 

health professionals locally, and extend its reach by expanding its use to other geographic 

locations within Pennsylvania.  

Increasing awareness of the gap in services, the lack of support following NICU 

discharge, in addition to the positive outcomes of this initiative will further support the 

need to promote a more comprehensive discharge plan and increase access to medical 

and community services in the future. The initiative’s feasibility and effectiveness can be 

duplicated and shared throughout other regions of Pennsylvania or nationally with 

specific community adaptations. 

The funding plan presented in the next chapter will provide an overview of the 

estimated expenses for implementation and sustainment for the proposed initiative. 
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CHAPTER SEVEN: Funding Plan 

The “Preemie Toolkit” is an evidence-based and theoretically driven initiative that 

aims to fill the identified gap in care and provide accessible knowledge and support for 

families living in northeast Pennsylvania during the transitional period between hospital 

and home. Funding needs are identified to provide educational exposure and a resource 

within the home that is easy for families to refer to, ultimately increasing family well-

being and improving outcomes for infants and families. 

Free Available Resources  

 The creator and author of this educational initiative will begin by holding a 

meeting with management of the hospitals to gain interest and buy in of the initiative. 

Marketing materials such as flyers for the course will be created by the author through a 

free online design platform and will be distributed digitally to the NICU OTPs and 

members of leadership.  Once buy-in from management has been established, then the 

free interactive in-person educational presentation to OTPs will be presented by this 

author at no cost. The estimated time required to complete the presentations at each 

organization is approximately one hour. The guidebooks will be distributed by the author 

to each hospital at the time of the course. As described in chapter 5, this author intends to 

develop and carry out research on the impact of the educational course and the use of the 

guidebooks in supporting families following discharge from a NICU in the Lehigh 

Valley. Surveys for evaluation will be sent to families and OTPs digitally by the 

researcher via the free online platform SurveyMonkey, to eliminate any postage costs.  
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Needed Resources for Cost 

Utilization of a conference or educational space within each organization will be 

provided by the organization. The parent speaker will be compensated for presenting 

personal experience during the educational portion of the initiative and initial meeting 

with hospital leadership. A medical translator will be utilized to transcribe the guidebook 

in Spanish before production of the guidebooks begin.   

Estimated Expenses 

Rental of a conference room at both organizations is estimated at $200.00. A free 

design platform will be utilized to create the parent guidebooks. Each organization will 

be provided with 100 parent guidebooks for distribution, equally in English and Spanish. 

The cost of hiring a medical translator to transcribe the guidebook in Spanish is estimated 

at $100.00. Each guidebook will be printed and spiral bound through Lulu.com with an 

estimated cost of $1539.64 for 200 books with approximately 40 pages in each book, 

including shipping (Lulu, n.d.).  Compensation for the parent speaker will be estimated at 

$200.00 for presenting personal experience during the educational course portion of this 

initiative, in addition to the $25.00 received to attend the initial meeting with leadership. 

This expense will be funded by grants received from identified foundations. These 

expenses are presented in Table 7.1 below. 
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Table 7.1 

Estimated Expenses  

Resource Implementation 

Printing, binding, and shipping of guidebook  $1539.64  
Parent speaker compensation $225.00 

Medical Translator $25.00 

Conference Room rental  $200.00 

Total $1989.64 

Funding Sources 

Potential funding sources are listed below in Table 7.2.  Lily’s Hope Foundation 

has agreed to provide initial funding to have all 200 parent guidebooks printed to support 

the implementation of the initiative. The guidebook aligns with their mission to support 

and provide care packages for families during the transition home from the NICU. 

Personal funds for time and travel will be utilized for the implementation of the 

educational course from this author. A grant proposal will be written to two national 

foundations, March of Dimes and Little Giraffe, to provide funding and support for this 

initiative. Since the Lily’s Hope Foundation will be covering the cost of the guidebooks, 

the remaining need for funding is $550.00. The March of Dimes Foundation has raised 

6.4 million dollars to support funding for innovative ideas to address maternal and infant 

health challenges (March of Dimes Innovation Fund, n.d.). The Little Giraffe Foundation 

provides medical professionals and organizations $15,000 through fifteen different NICU 

support grants to promote greater quality of life for infants and their families (Little 

Giraffe Foundation, n.d.). 
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Table 7.2 

Funding Sources 

Funding 

Type 

Funding Source Description 

Foundation 

Donation 

Lily’s Hope 

Foundation 

A local nonprofit organization provides funding to 

support families during their transition home 

through Transition Home and Sibling care packages. 

(Lily’s Hope Foundation, n.d.). 

Grant March of Dimes 

Foundation 

Provides funding through a local chapter of national 

foundation to support healthcare professionals to 

promote change within the community by providing 

support to preterm infants and their families before, 

during, and after a NICU hospitalization (March of 

Dimes, n.d.) 

Grant Little Giraffe 

Foundation 

Provides funding to hospitals and healthcare 

professionals to ease the NICU experience for 

families and ensure greater quality of life (Little 

Giraffe Foundation, n.d.) 

Personal 

Funds 

Author/Creator Personal funds will be utilized related to time and 

travel to create and distribute educational resources 

to local NICUs. 

Conclusion 

The funding plan discussed in this chapter describes the expenses and budget 

required to create, implement and evaluate the initiative, as the dissemination focuses on 

sustainment. Overall, “The Preemie Toolkit” is a low-cost intervention to support 

families with premature infant’s post NICU discharge. The support of local and national 

foundations makes it feasible to implement and sustain the initiative within this 

community and further promotes expansion to support more families in need. 

  



58 
 

 

CHAPTER EIGHT: Conclusion 

This doctoral project presented a two-part educational initiative, called: “The 

Preemie Toolkit”, aimed to address the gap in care and lack of support provided to 

families of preterm infants living in northeast Pennsylvania, following a NICU discharge. 

The current challenges within the system leave parents feeling overwhelmed and 

unsupported post discharge, with delays in accessing essential services and a lack of 

guidance and resources which can have a negative impact on the infant’s developmental 

progression and family wellbeing. The project includes an in-depth understanding of the 

challenges that are leading to the problem, such as lack of knowledge and awareness 

among families and NICU healthcare providers, the absence of comprehensive NICU 

follow up clinics, and resources that are not being offered in a timely manner in the 

community, such as EI.  An extensive search within the literature provided evidence to 

identify the problem, support the need for intervention and gather evidence based 

effective methods to address the problem.  

The development of the educational initiative was guided by the KTA model 

which provided a methodology for addressing the gap in knowledge and awareness both 

for OTPs and the families. “The Preemie Toolkit” includes an educational course for 

OTPs, to raise awareness of the system and family challenges post discharge, as well as 

provide a resource tool to promote a comprehensive discharge plan for families with 

preterm infants. The initiative offers a comprehensive and timely approach to support 

families, by providing clinical practice resources in the community during the period 

before they receive EI services or medical follow-up. 
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Importance of evaluation and dissemination 

The vision for the initiative is to bridge the gap in care for preterm infants and 

their families during the critical transition home from the NICU, while focusing on 

improving infant and family functional outcomes through the promotion of knowledge 

and awareness among NICU OTPs. The evaluation will determine the feasibility of the 

program and identified changes that may need to be made to increase the usability of the 

toolkit. The findings will support the dissemination and will be presented at professional 

conferences to inform other health care professionals, and other geographic locations, 

about the benefits of providing comprehensive resources during this critical transition 

period to improve the overall well-being of families and promote better developmental 

outcomes for premature infants. 

Funding for the “The Preemie Toolkit” 

The low-cost funding plan aligns with the KTA model by promoting efficient 

knowledge translation, sustainability and maximizing the integration of evidence into 

new practices.  Several local and national foundations play a vital role in promoting new 

practices by supporting healthcare professionals to implement change within the 

community to ease the NICU transition home for families. Commitment from some of 

them was already achieved, \making it feasible to implement and sustain the initiative and 

further promote expansion to support more families in need.  

Reflection 

Overall, the initiative aims to improve infant functional outcomes and parental 
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support post NICU discharge by bridging the service gap during the transition into the 

community. The initiative contributes to the occupational therapy knowledge base to 

address health, well-being and participation in life for both the infant and their caregiver. 

My hope for the initiative is not only to have a positive impact and improve the quality of 

life for the infants and families in the Lehigh Valley, but to also have it adopted by other 

healthcare organizations to ultimately contribute to the advancement of healthcare 

practices and the enhancement of family centered care. 

During the process of developing this initiative, I have gained increased 

awareness on the critical impact that delays in care can have on an infant during this vital 

time of growth and development, as well as, how important the focus of co-occupation is 

for the infant and the parent throughout their daily lives. The KTA framework has guided 

me to learn the importance of collaboration between researchers, practitioners, and 

stakeholders. Overall, it has led me to use the skills and knowledge I have as an OT to 

improve outcomes for infants and their families by utilizing research findings to ensure 

effective translation of knowledge into action.  
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APPENDIX A. 

The Preemie Toolkit 

OUTLINE OF THE EDUCATIONAL EXPOSURE COURSE 
FOR OCCUPATIONAL THERAPY PRACTITIONERS 

Introduction of the Problem:  
• Statistics 

• Mission and Vision 

• Challenges leading to the identified problem: 

o System challenges and availability 

▪ Absence of NICU follow up clinics 

▪ Delayed EI 

▪ Lack of knowledge and awareness 

o Family challenges and effects on family well-being while adjusting to life 

outside of NICU: 

▪ Person: 

▪ lack of emotional support/stress 

▪ overwhelmed by amount of information provided at 

discharge 

▪ Occupation: 

▪ Parenting/ spouse roles 

▪ managing equipment, schedules 

▪ Environment: 

▪ Caring for other children 

▪ home set up/ challenges 

▪ community/network 

 

Impacts on infant developmental progression 

 

Introduction of Parent Speaker to share personal experience post NICU story 

 

Introduction: The Post NICU parent guidebook 

• Purpose 
o encourage meaningful occupations in home environment and parental 

support/guidance for first few weeks at home 
o OTP distribution and how to introduce at discharge, making adaptations to 

personalize  
• Research and follow up 
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APPENDIX B. 

The Preemie Toolkit 

OUTLINE FOR THE POST NICU PARENT GUIDEBOOK:  

SURVIVING THE FIRST FEW WEEKS AT HOME 

 

• Areas of Development 

• How to calculate for prematurity for developmental age 

• General Milestones 

• Developmental home activities suggestions and adaptations 

• Positioning 

• Head shape 

• Engaging in play 

• Ways of bonding 

• Examples of overstimulation  

• reading baby cues and strategies for self-regulation 

• Sleep considerations/strategies- safe sleep 

 

• Remember to Ask… 

 

• Establishing Routines 

• Sleep/feeding/medications 

• Provide blank schedules template 

 

• Sibling Interaction activities and ideas 

 

• Home safety and set up considerations- pet care, managing equipment 

 

• Self-care for parents 

• Activity ideas- networking, spouse, friends/family 

• Opportunity for journaling 

• Sibling Interaction activities and ideas 

• Personal reflections (at end or throughout the book)- quotes/short stories, 

sentences 

 

• What is Early Intervention? 

• What to expect 

• Role of therapy 

 

• Contact List – care team/personal emergency contacts 
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• National Foundations- March of Dimes, Graham’s Foundation, Lily’s Hope 

Foundation websites 

 

• Community support 

• In-Person Local support groups 

• International MOM club- Bethlehem and Easton chapters 

• St Luke’s Baby and Me Support Center 

• Online Local support groups 

• Lehigh Valley Moms Support Group Facebook Group 

• Lehigh Valley Moms Connect Online 

• Moms supporting Moms of the Lehigh Valley Facebook Group 

• Lehigh Valley Postpartum Support Facebook Group 
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APPENDIX C. 

Executive Summary 

The overall aim of this initiative is to improve parental support and family well-

being post NICU discharge by providing a “toolkit” which includes an educational course 

for OTPs and a parental guidebook resource tool for families, collectively promoting a 

comprehensive discharge plan. The educational course, Promoting support for preterm 

infants and families following NICU discharge: Applications for OT practice has been 

developed for OTPs to equip them with knowledge and awareness to assist families 

during the transition from the NICU to home.  This educational course strives to bring 

awareness to the challenges and stressors families face following discharge such as 

delays in medical follow up including EI services, and lack of guidance, support, and 

resources that can improve infant and family functional outcomes, health and wellbeing. 

Occupational therapy practitioners will be provided with a post NICU parent guidebook 

to distribute to the families at discharge to provide comprehensive resources and support 

to the families following the first few weeks home from the NICU.  

Defined by the World Health Organization, a preterm birth is a live birth that 

occurs before thirty-seven weeks gestation (Walani, 2020). Prematurity is a worldwide 

healthcare problem that is affecting 15 million births every year and complications from 

prematurity are the leading cause of mortality in children under the age of five (Walani, 

2020). Approximately 11% of these infants are born within the United States (Feehan et 

al, 2019). More specifically, across Pennsylvania, there are 250 preterm babies that are 

born weekly (March of Dimes, n.d.).  
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Due to advancements in perinatal healthcare, premature infants are surviving 

today more than ever before. However, most of these infants are required to have a 

prolonged neonatal intensive care unit (NICU) hospitalization due to their complex 

medical needs, which often continues beyond discharge home. Premature infants are at 

high risk for significant chronic health disorders and neurodevelopmental impairments 

(O’Shea, 2021). Babies born prematurely often require more ongoing care and support, 

compared to healthy full-term babies, which alone places a considerable amount of stress 

on the families (Msall, M.E., 2019). When an unexpected preterm birth occurs, parents 

are often confronted with many stressors and uncertainties regarding the survival of their 

infant, medical needs and long-term complications or outcomes of the infant. This 

catastrophic event for families can lead to increased anxiety, stress, depression and grief 

in response to learning how to care for their infant in an unexpected environment with 

unknown outcomes and is often considered an emotional journey for these families.  

Upon discharge, the medical team and the parents will prepare for discharge by 

creating a plan to ensure follow up care for all medical and developmental needs. 

Unfortunately, is a lack of knowledge and awareness regarding the system and family 

challenges post NICU discharge, resulting in discharge resources that are not being 

offered to families in an accessible and timely manner.  Early Intervention can take up to 

several weeks before a child receives services, despite state mandates, which can result in 

further developmental delay for this high-risk population (Pineda et al., 2020). Families 

are often overwhelmed and stressed by the amount of information that is provided at 

discharge, especially if the child has extensive medical needs, and feel unprepared and 
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unsupported with the lack of community-based services once they transition home. 

 Most premature infants will receive an automatic referral to a NICU clinic for 

comprehensive medical and developmental care, however, NICU clinics are not 

universally available throughout the country (Singh et al., 2019). Among many other 

areas within the United States, the Lehigh Valley, including Lehigh and Northampton 

counties, in northeast Pennsylvania, currently has an absence of a NICU clinic. This 

educational initiative aims to provide further support and guidance for families living in 

the Lehigh Valley following discharge from two local NICUs. 

Project Overview 

The educational initiative aims to improve premature infants’ functional outcomes 

by ensuring a more comprehensive and accessible parental support for the overall 

wellbeing of families following discharge home from a neonatal intensive care unit 

(NICU). The educational course, Promoting support for preterm infants and families 

following NICU discharge: Applications for OT practice, is designed for the primary 

audience of occupational therapy practitioners (OTPs) working in a NICU setting, 

although families of premature infants are the main beneficiaries of this initiative.  

The initiative will be completed in two parts. First, the educational course 

Promoting support for preterm infants and families following NICU discharge: 

Applications for OT practice, will be offered at two different hospital organizations 

located in Northeastern Pennsylvania. The course is guided by the Knowledge to Action 

(KTA) framework to reduce the gap between research and delivery of sustainable 

interventions for health care professionals. This interactive course will include 
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illustrations and graphs on current data, review of the system and family challenges 

following discharge, the impact on the infant’s developmental progression and family 

wellbeing. It will also include a parent speaker to discuss personal experiences with the 

discharge transition into the community. For the second part of the initiative, OTPs will 

distribute a guidebook to the families to utilize during the first few weeks at home 

following discharge. The guidebook will include activities to promote the infant’s 

development, recognize their infant's needs or stressors, promote engaging and nurturing 

relationships, parental self-care activities, and contact information for local support. 

Collaboratively, the two parts of this initiative will raise awareness for identified parental 

needs within the community and provide a preventative and supportive tool, the 

guidebook, as a resource to overcome these challenges. 

The secondary audience, but as with equal importance, is the management or 

leadership team to support, implement and disseminate the initiative within their 

organizations as they seek to reassure high quality healthcare and positive discharge 

outcomes. The initiative can support these policymakers in developing clinical practice 

guidelines for the organization to optimize patient care. Utilization of this “toolkit” 

includes free education for OTPs and a parental guidebook designed to improve 

effectiveness in care for discharge planning, increase patient experience outcomes, and 

reduce hospital readmissions.  

The role of occupational therapy in NICU discharge 

Occupational therapy is an essential profession to assist with filling this gap as the 

focus is directly linked to the people, their environment, community and their 
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occupations. According to the Occupational Therapy Practice Framework (2020), a 

person’s occupation refers to the everyday activities that bring purpose and meaning to 

their lives. These occupations are essential to a person’s health, identity, sense of 

competence and value for everyone (AOTA, 2020). Co-occupation is a parallel 

occupation, requiring shared participation within two individuals such as with parenting. 

Occupational therapy practitioners have the important and unique role of providing 

opportunity to expand their focus to not only the occupation of the infant but co-

occupation to promote the development of the family unit and support parents beyond the 

medical setting (Cardin, 2020). There is a gap in the literature regarding the role of 

occupational therapy as part of the NICU team facilitating the transition from hospital to 

home. It is anticipated that OTPs will utilize their previous knowledge, in addition to the 

information and tools within the initiative, to guide change in their discharge practices 

and increase the parental support that is provided during this transition home within this 

community. This initiative will highlight the important and unique role that the 

occupational therapy profession provides to the medical field and to local communities.  

Anticipated parental outcomes 

Lack of communication from medical professionals to families regarding 

information that is provided at discharge remains problematic (Peacock, 2014). Many 

studies have reported that parental mental health, difficulties with navigating system and 

community support, addressing family adjustment needs including maintaining ongoing 

responsibilities and general guidance with parenting a premature infant are the most 

common challenges families are facing post NICU discharge (Grunburg et al., 2020; Ma 
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et al., 2021; O'Shea, 2021). According to Ma et al. (2021), education for medical 

professionals on transitions in care is essential for both the caregiver and the infant to 

maximize emotional support and minimize stress during this time.  

Based on the evidence in the literature, the anticipated outcome of this 

educational initiative will have a positive impact for this population in the Lehigh Valley. 

Ultimately, it will lead to decreased family stress, improvement in infant’s functional 

outcomes and increased awareness of family needs during their NICU journey following 

discharge.  

General Conclusions  

Despite the education and training parents receive on caring for a premature infant 

upon discharge from the NICU, there are many families that are often left feeling 

overwhelmed and unsupported in daily life with their premature infant at 

home. Premature infants are considered at risk for developmental delays and need to be 

medically monitored for appropriate growth, therefore, referrals to follow up 

appointments are typically made to address these concerns at discharge. However, these 

resources are not being offered to families in an accessible and timely manner. This gap 

in care causes a considerable amount of stress on the families and can impact the 

functional outcomes of the infant. Promoting a resource within the home that is easy for 

families to refer to, supports the need for the proposed initiative and will ultimately 

increase family well-being and engagement, is essential for the effectiveness of care and 

outcomes for infants and families. 

  



70 
 

 

APPENDIX D. 

Promoting support for preterm infants and families 

following NICU discharge: Applications for OT 

practice 

 
Erika Steinke MS, OTR/L 

OTD Candidate 

 

Introduction to the Problem 

Identified Problem:  

There is a gap in care and lack of support for families of premature infants following a 

Neonatal Intensive Care Unit (NICU) discharge in northeastern Pennsylvania. 

 

Underlying challenges that are leading to the problem are: 

 

• lack of knowledge and awareness regarding the system and family challenges post 

NICU discharge. Discharge resources that are not being offered to families in an 

accessible and timely manner.  

 

• Although premature infants receive an automatic referral for Early Intervention 

services, “there is a delay in therapy activation following NICU discharge, and some 

infants who warrant services do not obtain them” (Nwabara et al., 2017, p.414), 

impacting functional outcomes.  

 

• Many premature infants will be referred to a NICU clinic for comprehensive medical 

and developmental care, however, NICU clinics are not universally available 

throughout the country (Singh et al., 2019). The Lehigh Valley area in northeast 

Pennsylvania, among other areas within the United States, currently lacks an 

available NICU clinic.  
 

Prematurity is a worldwide healthcare problem 

affecting 15 million births every year. (Walani, 

2020). 

Complications from prematurity is the leading 

cause of mortality in children under the age of 

five (Walani, 2020). 

Across Pennsylvania, there are 250 preterm babies 

born weekly (March of Dimes, n.d.). More 

specifically in northeast Pennsylvania, 

approximately 9.7% of live births result in 

preterm deliveries (Department of Health 

Informatics, n.d.).   

 

http://www.vox com/science-and-
health/22949159/nicu-babies-pain-treatments-
podcast-unexplainable 
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The Proposed Solution 
 

An educational toolkit is offered to provide a comprehensive and accessible parental support 

following the first few weeks after discharge. This will initially be offered at two local 

NICUs in northeast Pennsylvania. 
 

• Each hospital will receive the “Preemie toolkit” which includes: 

o A one hour in person professional educational course for NICU occupational 

therapy practitioners. This course includes: 
 

• Current data and evidence-based literature 

• System and family challenges following discharge 

• Preemies’ developmental progression and family wellbeing 

• A parent speaker sharing. the NICU discharge experience and 

the transition into the community 
 

• A parental guidebook - a community specific resource tool for families. Includes 

information on: 
 

• Early intervention services and therapy roles 

• General milestones development 

• Establishing routines 

• Activities for parent self-care and sibling interactions 

• Home modifications and safety 

• Care Team contact list 

• In person and online community support groups 

 

Projected Outcomes 

Bridge the gap in care during the transition from hospital to community by: 
 

• improving infant and family functional outcomes 

promoting knowledge and awareness of system and family challenges to NICU OTPs 

 

Occupational Therapy Role 
 

Occupational therapy practitioners have the important and unique role of: 
 

• Supporting the dynamic interaction of the family unit to improve functioning and 

well-being. 

• Promoting the infant’s health by supporting parents beyond the medical setting 

(Cardin, 2020) 

 

References   

  

POST NICU 

PARENTAL 

GUIDEBOOK 
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