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Abstract 

A 2009-2010 National Assessment Survey of youth with special needs such as 

hemophilia showed that 40% of youth between the ages of 12 and 17 had a transition plan 

before transitioning to adult care services.  The lack of a transition plan caused youth to 

fall into a gap of fragmented care when transition services were inadequate.  During the 

gap in care, youth with hemophilia increased use of the emergency room and were 

hospitalized for complications.  The purpose of this project was to prepare youth with 

hemophilia between the ages of 12 and 17 to transition from pediatric care to the adult 

hemophilia clinic using a transition quick guide about hemophilia and self-care 

management.  The model used to inform this project was plan-do-study-act. Sources of 

evidence were taken from 10 youth with hemophilia.  Data to assess the project outcomes 

were collected from the assessment of participants’ knowledge before and after 

educational interventions and review of demographic data from participants’ clinic 

records.  Pretest data scores ranged between 19% and 58%. Posttest scores after 

educational session were between 42% and 95%. The percentage differences between 

pretest and posttest results showed a 14% increase in knowledge, indicating that 

knowledge increased using the transition quick guide. The implication for positive social 

change was that youth who are adequately prepared for the transition to adult care 

services could avoid unnecessary health complications and enjoy an improved quality of 

life.  
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Section 1: Overview of the Evidence-Based Project 

Introduction 

Hemophilia is a sex-linked genetic disorder that is lifelong which causes bleeding 

into the deep tissues and joints due to the deficiency or absence of one of the factor 

proteins (Simmons et al., 2014; Young, 2012).  It is important that healthcare providers 

begin educating families about hemophilia, recognition of bleeds, importance of early 

treatment, and the importance of prophylaxis therapy to prevent complications.  Bleeds 

that go unrecognized are difficult to treat.  Parents or caregivers are taught at the time of 

the child’s diagnosis on how to recognize a bleed, early treatment, and how to manage a 

difficult bleed.  Since hemophilia is a lifelong disorder, it is important that the emphasis 

of education began to shift from the parent to the youth by the age of 12 years.  One of 

the mainstays of hemophilia education is that the youth have a transition plan that 

includes learning about the basics of hemophilia, how to recognize an early bleed, how to 

initiate treatment when a bleed occurs, and how to prevent bleeding episodes before they 

reach the age of 18 years.  According to Young (2012) transition from a pediatric care 

service to an adult service should be safe and smooth. Systematic reviews showed that 

youth with hemophilia are at risk for consequences when there is no transition plan for 

them.  Youth were at risk for consequences such as bleeding complications, decreased 

quality of life resulting from nonadherence to medical therapy, poor access to medical 

benefits, and poor quality of life (Betz Lobo, Nehring, and Bui, 2013; Findley, Cha, 

Wong, & Faulkner, 2015).  The problem for this DNP quality improvement (QI) project 

was that the project’s site, which is a hemophilia clinic, lacked transitional care services 
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that prepared youth with hemophilia to learn basic knowledge about hemophilia and self-

care management skills.  With the results from a 2009-2010 National Assessment Survey 

showing only 40% of youth with special need such as hemophilia have a transition plan, 

these results showed that 60% were still dependent on parents to manage their hemophilia 

and provide them with treatment therapy (Simmons et al., 2014). The problem at the 

project’s site was that youth were still dependent on their parents to manage their 

hemophilia at the age of 17 but the expectation from pediatric and adult care providers 

was that the youth start transition preparation by 12.  It is important to address this issue 

in a nursing context to show that there is a trend that youth receive fragmented care when 

transition services are not in place for a safer and lower cost transition to adult care 

services.  Healthy People 2020 set goals for healthcare professionals to increase the 

percentage of 40% to 85.3% by 2020, thus improving transitional care services for youth 

with chronic conditions such as hemophilia and preventing fragmented care and 

decreasing health care costs (Vaks et al., 2016).  Unplanned transitions among youth 

resulted in them falling into a poorly managed care gap, which lead to high healthcare 

costs and increased morbidity and mortality rates (Aldiss et al., 2015).  Early transition 

planning was the key to improving the care service gap related to transition, thus 

preventing youth from falling into a poorly managed care gap.  Nurses were influential in 

improving those gaps in practice by exploring literature and gaining knowledge through 

the translation of evidence into practice.   

 The goal of the DNP project was to develop a transition quick guide specifically 

for youth with hemophilia to educate them regarding basic hemophilia and self-care 
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management.  The guide will serve as a learning tool to prepare youth to take charge in 

managing their health and hemophilia.  The transition quick guide will  also be a 

checklist that identifies the unmet needs of the emerging young adult population who 

need final approval from the healthcare team to move from a pediatric to an adult care 

setting.  The implication for positive social change for this DNP project is that strategies 

to improve transition readiness skills among youth with hemophilia will help them 

achieve success in decreasing joint bleeds, decrease visits to the ER, and provide them 

with a good quality of life.  Nurses are pivotal in gaining knowledge to improve the 

transition service gap with an educational approach, thus reducing preventable bleeding 

complications and high healthcare costs (Ladores, 2015).  By exploring the use of the 

transition quick guide within the hemophilia clinic, the project coordinator who is the 

author of the DNP project and team members who is the social worker and physician of 

the local clinic.  The DNP project will provide this team with a tool such as the transition 

quick-guide, that improves the transition health service gap in practice. This transition 

quick guide will aid the project coordinator in preparing youth to understand basic 

hemophilia principles and increase self-care and management skills.   

Problem Statement 

The local nursing practice problem was centered on improving the transition 

health service gap in practice.  The problem was that youth without a standardized 

transition plan received fragmented care, resulting in frequent joint or muscle bleeds and 

joint disabilities. The youth within the pediatric hemophilia clinic at the project’s site 

were not transferring adequately to the adult hemophilia clinic.  They reported that their 
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transfer to adult care was often abrupt.  According to Ladores (2015), there is an 

emerging need for nurses to function as transition coordinators or become liaisons for QI 

projects that focus on transition for youth with hemophilia.  The project coordinator 

performed a needs assessment for the Hemophilia Treatment Center (HTC) to address the 

current method of delivering health services that provide transition preparation to youth.  

The project coordinator issued 20 needs assessment surveys to the pediatric and adult 

HTC staff, of which 12 surveys were returned.  Some of the responses to the assessment 

said that the pediatric staff held on to the young adult too long.  What this basically meant 

was that the pediatric staff would transfer youth patients at the age of 22 years.  The adult 

team wanted the pediatric HTC staff to transfer the patients at the age of 18 years.  The 

adult HTC staff also mentioned in the survey that there was no handoff communication 

between the pediatric and adult HTC at the time of transfer of the youth.  The pediatric 

surveys revealed that the youth and their parents were stressed and fearful of transferring 

to the adult clinic.  Conversely, pediatric providers had concerns about the youth not 

following up for care after transferring from the pediatric clinic.  Youth and their parents 

have long patient-provider relationships but there were no transition care preparation to 

get them ready for the transfer to the adult hemophilia clinic.  As a result, youth were not 

following up with care.  They made appointments or visited the ER for   joint bleeds that 

was not manageable.  A difficult transfer contributed to decreased compliance and 

deterioration in the youths’ overall health (Breakey, Blanchett, & Bolton-Maggs, 2010).  

The findings from the surveys done by the HTC staff rrevealed that there was a local 
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problem that existed in the pediatric hemophilia clinic.  Nurses were in pivotal positions 

to ensure that youth made a safe and smooth transition to an adult care setting.   

Hemophilia is a demanding disorder that requires individuals to begin self-

infusions between the ages of 7  and 12.  These youth need to show competence in self-

infusion skills by the age of 15 years (Berube, Mouillard, Amesse, & Sultan, 2016).  

Early transition planning is the key to solving this problem that exists within the 

healthcare system.  During a review of charts at the project’s local site, young adults 

between the ages of 18 and 22 were found to have decreased levels of adhering to 

medical therapy, access to care, and quality of life. Individuals who have problems with 

adhering to medical therapy, poor access to care are frequently seen in the emergency 

room and hospitalized for preventable complications. Johnsons and Zhou (2011), found 

that preventable complications such as joint bleeds, injuries, and increased medication 

use affects the government budget significantly each year.   For this reason, it is critical to 

address the local nursing practice problem of unplanned transition care within the 

hemophilia clinic. Transitional care education for youth begins at the age of 12 to 

promote education and improve service care.  

The DNP project held significance in providing nurses the opportunity to broaden 

the scope of scientific reviews in transitional care not only for the hemophilia clinic but 

other specialty services.  Best practice approaches are important in providing the patient 

with a high quality of care, preventing morbidity, reducing health care costs, and 

promoting quality of life (Rehm et al., 2012). The project provided answers to the DNP 

question regarding whether designing a transition quick guide to use in the hemophilia 
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clinic would enable youth to increase knowledge of hemophilia and self-care 

management before the age of 18.  This DNP project will help nurses identify gaps in 

practice and continue improving transition planning for better patient interventions.   

Purpose 

The purpose of this QI project was to assess whether the use of a transition quick 

guide will improve basic hemophilia knowledge and  increase knowledge of self-care 

skills in hemophilia patients for those under 18 years of age. There remains a meaningful 

gap in nursing practice related to youth with hemophilia falling into a fragmented care 

gap due to unplanned transitions.  The pediatric hemophilia clinic staff at the project’s 

site were not equipped to design a transition plan with an education and evaluation 

approach, thus causing a gap in practice.  Without a transition plan that educated and 

assessed transition readiness regarding areas related to youth diagnosis and how to 

manage it, the youth were predisposed to fragmented care.  Transitioning from one life 

stage to the next is challenging to youth.  Youth are challenged with not only learning 

how to become an adult but also the pressures of day-to-day medical care for their 

diagnosis.  It is important that the pediatric hemophilia clinic acknowledge that 

transitional care is at an insufficient stage for youth with hemophilia.  Without a 

transition process, education on transitional care, transition tools, and resources, youth 

continues to be unsuccessful in their transitional care journey.  Designing a transition 

quick guide through a QI approach helped the nurses identify issues related to transition 

readiness before transferring the young adult to the adult hemophilia clinic.  
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The DNP project question involves whether designing and implementing a 

transition quick guide to use in the hemophilia clinic helped the youth increase 

knowledge of hemophilia and self-care management skills before transferring to an adult 

hemophilia clinic. Provider’s need to improve the transition process within the practice.  

The problem was that the amount of information found in literature is scant in  

determining if the youth were adequately prepared to move from pediatric to adult care 

services without the help of a parent. The transition quick guide was designed for 

healthcare providers and medical staff to use in a clinic as a checklist for determining if a 

youth or young adult was ready to take charge of managing their health and condition 

(Youth Transition Collaborative, 2016).   For this QI approach, the project coordinator 

evaluated the youth’s knowledge of hemophilia, skill management, and transitional care 

using the University of North Carolina (UNC) TRxANSITION scale. The UNC 

TRxANSITION scale measures health care transition and self-management skills in 

youth with chronic conditions (Ferris et al., 2012).  The major goal of using a QI 

approach was to provide the project coordinator with an educational tool and a transition 

readiness scale that is specific in finding measurable improvements among the 

hemophilia population.  

 The project has potential to address the gap in the nursing practice regarding 

transitional care for youth with hemophilia by using the transition quick guide to 

standardize the education process in transitional care services.  A Healthy People 2020 

goal was to equip clinicians with the transition resources and services for providing youth 

with a safe and smooth transition journey towards adult care services (Ciccarelli, Brown, 
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Gladstone, Woodward, & Swignoski (2014).  Addressing this gap was relevant to prevent 

fragmented care and promote a high quality of care for the hemophilia population.   

Nature of the Doctoral Project 

The sources of evidence that were collected to meet the purposes of this DNP 

project included literature regarding youth transitioning to hemophilia adult health care 

services.  In particular, the project focused on preparing youth early to manage their 

hemophilia independently since emerging youth fell into a fragmented care gap after they 

left the pediatric hemophilia clinic.  Guided by the clinical question, a systematic 

literature search was conducted for this DNP project.  Databases searched include 

MEDLINE, the Cumulative Index of Nursing and Allied Health Literature (CINAHL), 

PsycINFO, and the Cochrane Database of Systematic Reviews.  The search terms and 

phrases included the following: Youth, young adult, transition, transfer, hemophilia, 

special needs, fragmented care, and gaps.  The search yielded over 1000 background 

articles, five systematic reviews, four clinical guidelines, and 62 studies for critical 

appraisal and synthesis.  Finding the right information to answer the clinical question 

required a search of other sources of evidence.  Other types of evidence resources 

included consulting organizations such as the National Hemophilia Foundation, Worlds 

Federation of Hemophilia, the National Institutes of Medicine, the Society for Adolescent 

Medicine, and the American Academy of Pediatrics. Google Scholar was used for 

searching psychological journals,  clinical practice guidelines, and case studies on 

transition.  Collecting and analyzing literature that evaluated patient outcomes was one of 

the major components in meeting the purpose of this project.  
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A critical appraisal process was used to organize and analyze the evidence. 

Critical appraisal is a process used to help the author examine the studies that would be 

beneficial for the project (Fineout-Overholt, Melnyk, Stillwell, & Williamson, 2015). By 

using this approach, the DNP project coordinator was able to determine the validity, 

relevance, and reliability of the literature, as well as whether it applied to the clinical 

question.  The search was limited to studies about youth and young adults in the English 

language with publication dates between 2005 and 2016 to show if there was evidence to 

answer the clinical question.  The process of collecting literature resulted in finding the 

best evidence that was significant for exploring this DNP project.  The purpose of this 

DNP project was to address the gap in practice by implementing a transition quick guide 

into practice as an intervention that will prepare youth with hemophilia to move from the 

pediatric to the adult clinic.  The findings from the research analysis supported that youth 

who received education sessions with the transition quick guide had an improvement in 

post-evaluation outcomes.  

Significance 

The stakeholders making an impact in supporting transition planning within the 

HTC for the hemophilia population include the National Hemophilia Foundation (NHF), 

American Pediatric Academy, Centers for Disease and Control (CDC), and Health People 

2020.  Also, the World Federation of Hemophilia and the Society for Adolescent 

Medicine are stakeholders that focus on preventing fragmented care among youth within 

a HTC.  The staff members that are necessary in addressing the clinical problem include 

nurses, a physicians, and social workers in the hemophilia clinic.   
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  This project offered potential contributions to the nursing practice.  Nursing 

contributions to the field of transitional care in the body of literature are limited.  The 

transition quick guide is a tool that will guide nurses in educating and identifying youth 

who are potentially at risk of falling into a fragmented care gap (The National Alliance to 

Advance Adolescent Health [NAAAH], 2017).  Based on the evidence presented, it is 

clear that nurses are well positioned to make significant contributions to the nursing 

practice by ensuring that emerging young adults make a smooth transition to an adult care 

setting, thus preventing fragmented care.  

 This project had the potential for transferability to similar practice areas.  For 

example, primary care providers, subspecialists, and other health care professionals in 

pediatric settings will benefit from using the transition quick guide in preparing youth 

and young adults for adult care services.  Although the transition quick guide could be 

used in a variety of specialty areas such as sickle Cell, endocrinology, and pulmonology 

services, the evidence was limited regarding its use for the hemophilia population.  For 

this reason, the project coordinator designed a transition quick guide that was similar to 

Got Transition’s model and implemented it into practice for youth with hemophilia.  The 

Got Transition model is a generic, transition tool for educating youth and young adults on 

how to manage any disorder.  The transition quick-guide in this project is specifically for 

individuals with hemophilia.   

A potential implication for positive social change is the recognition of youth who 

are unprepared to move safely to the adult hemophilia clinic before they reach 18.  

Nurses initiate this social change by translating the knowledge gained from literature 
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reviews, the patient’s electronic health records (EHRs), and the post data outcome from 

the transition readiness test.  As a result, other disciplines such as general practice staff 

and specialty services will have access to transition interventions for their practices based 

on the data collected from this DNP project. In summary, this QI project will show 

optimal outcomes in using the transition quick guide for youth with hemophilia.  Post-test 

scores from the transition readiness were increased in terms of disease specific 

knowledge and care management skills by using the transition quick-guide to prepare 

youth early on transitional care, thus improving healthcare service. 

Summary  

  The absence of a successful transitional healthcare service for youth predisposed 

youth at a HTC to fragmented care.  Fragmented care for individuals with hemophilia is 

associated with frequent ER and hospital visits, as well as unplanned medical visits due 

to bleeding complications.  As a result, the cost of care related to those preventable visits 

was high (Johnson & Yi Zhou, 2011). The nurses in the hemophilia practice used the 

transition quick guide to identify youth who needed transitional care education and 

resources.  The project had a QI design that provided the project coordinator with 

qualitative data measuring transition readiness among youth with hemophilia for 

improvement in transitional care.  In Section 2, the project coordinator will discuss the 

background and context of the project, including the model used to inform the project, 

nursing intervention outcomes, and an introduction of the project.  
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Section 2: Background and Context 

Introduction 

The practice problem for this DNP project was that the project site, which is a 

hemophilia clinic, lacked a transitional care service that prepared youth with hemophilia 

to learn the basics of hemophilia and improve their self-care management skills.  The 

research question was whether designing and implementing a transition quick guide to 

use in the hemophilia clinic helped youth increase knowledge of hemophilia and self-care 

management skills before transferring to an adult hemophilia clinic.  The purpose of this 

project was to address youth with hemophilia falling into a fragmented care gap due to 

unplanned transition to adult care services.  Implementing the transition quick guide into 

practice will contribute to preparing youth with hemophilia to move from the pediatric to 

the adult clinic.  In this section, the model was discussed and it provided support to the 

project.  The local background and context were reviewed and the project coordinator 

identified the project team and roles in conducting the project.  

Concepts, Models, and Theories 

The American Academy of Pediatrics (AAP) recognized that the transitional care 

process was challenging and time-consuming without a symptomatic approach 

(McMannus et al., 2015).  McEwen and Wills (2011) said that clinical practice guided by 

theoretical frameworks, models, and theories provides a clear direction for healthcare 

professionals to test the implementation of interventions.  The model chosen for this 

project is the the plan-do-study-act (PDSA) model.  The PDSA model is generally chosen 

by project coordinator and the medical staff when trying to solve a problem within 
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practice.  The PDSA model is a guide to help improve a process. Improving the transition 

service process for the local hemophilia clinic is small change that the project coordinator 

is aiming to improve with the PDSA model.  

The PDSA Model 

Taylor et al., (2013) said that the PDSA model was the systematic series of four 

steps. Vliet (2009) asserted that the series of steps in the catalyze phase was gaining 

valuable resources and educational tools for the continuous improvement of a product 

and process for practice. Today, the PDSA model is widely adopted and used in health 

care improvements on a global level (Taylor et al., 2013).  The project coordinator used 

the PDSA model to determine whether a small change related to improving transition 

services for youth, leads to improvement by testing the transition quick guide in the 

hemophilia clinic.  The PDSA model allowed the project coordinator freedom to plan the 

change of transition services within the hemophilia clinic by identifying the purpose, 

formulating a hypothesis, collecting data for the hypothesis, analyzing the results, and 

acting on what was learned.  The PDSA allowed the project coordinator, the social 

worker, and the hematologist to test a change in how they provide transition services to 

the youth in the real work setting.   The purpose of using the PDSA model was to identify 

if patients were ready to take charge of managing their hemophilia independently before 

transferring to adult care services.  

Definition of Terms 

  The following terms were defined for this QI project:  
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Hemophilia:  A genetic disorder that causes the individual to have a defective or 

missing protein needed for the normal clotting process (National Hemophilia 

Foundation[NHF], 2016).   

Antihemophilic Factor Product:  A protein agent that is essential in providing 

normal clotting for individuals with a bleeding disorder (National Hemophilia 

Foundation, 2016). 

Blood Coagulation Cascade:  The clotting process of factors (proteins) that 

control bleeding when a blood vessel is injured or damaged (NHF, 2016) 

Spontaneous bleed: Bleeding episodes that occur without a cause (NHF, 2016). 

Episodic treatment: Antihemophilic factor product given at the time of a bleeding 

episode. An episodic treatment is called treatment on demand (World Federation of 

Hemophilia, 2012). 

Prophylaxis: Treating or preventing a bleed before it can occur by infusing factor 

product two to three times per week (Barry, 2015).   

Self-infusion:  A process involving infusing factor product by accessing a vein 

with a butterfly needle (NHF, 2016).  

Transitional Care:  Healthcare practitioners and staff working collaboratively to 

maintain the coordination of continuity of healthcare for an individual with hemophilia 

who moves from one health facility or to another home care model (Joly, 2015).   

Relevance to Nursing Practice 

Transitional care deals with a broader problem in nursing practice. Osterkamp, 

Costanzo, Ehrhardt, and Gormley (2013) posited that nurses who work in specialty 



15 
 

 

clinics, there skills were limited in the area of guiding youth through a  transition process 

that prepares youth to gain confidence in hemophilia knowledge and competence in self-

care skills.  Historically, social workers have the lead role in transitional care because 

they specialized in the development and psychosocial needs of the youth.  However, 

nurses are needed in the area of transitional care because of their ability to educate 

patients regarding hemophilia, self-care skills, exploring the literature for best practices 

and evidence, and writing policies and procedures that are related to the transition 

process. With advancements in medicine, research, and technology, children with a 

chronic disorder such as hemophilia, cystic fibrosis, and sickle cell showed that they were 

living longer; it was essential that nurses have skills in the transition process (Betz, 

2012).  Youth with hemophilia were expected to independently know about their 

disorder, demonstrate self-care skills, and show confidence and competence with self-

infusion and calculating their factor product (Osterkamp et al., 2013).  According to Joly 

(2015), nurses were pivotal to enhance health and quality of life for the youth; however, 

they lacked time to effectively educate youth about the transition to adult care.   Nurses 

easily modified it specifically to educate youth with hemophilia (National Center for 

Health Care Transition [NCHCT], 2017).  Nurses have an opportunity and significant 

role in helping to reduce fragmented care for youth with hemophilia.  Using the transition 

quick guide in this DNP project created a step towards reducing fragmented care through 

education, thus decreasing ER visits, hospital visits, and reducing healthcare costs in the 

future. 
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Based on existing scholarship and research, the current state of nursing practice in 

the area of transitional care is poor. The influence of nursing as it pertained to transitional 

care for youth was limited (Betz 2013).  Young (2012) highlighted that hemophilia is a 

lifelong disorder that is typically diagnosed early in life.  Existing scholarship and 

research recommended that patient education and transition tools supported the desired 

outcome of increasing the youth’s confidence in disease specific knowledge and 

competence in managing their hemophilia.  For example, it was important that the 

individual learn about hemophilia, family history, bleeding symptoms, management of 

bleeding, and self-infusion skills. Young (2012) argued that physicians in specialty care 

areas focused primarily on the medical aspect of care and not the developmental, 

cognitive, and psychodynamics of a youth’s health. Young showed that it was imperative 

that these areas were covered in order to transition the youth safely to an adult care 

service. Recommendations existed for nursing leaders to provide directions for greater 

involvement in specialty areas.  This was needed to focus on making transition a 

smoother process for youth and emerging young adults.  In summary, the current state of 

nursing as it pertained to transitional care among youth and emerging young adults was 

poor.  This was largely due to the nurse’s lack of participation in transitional care (Betz, 

2013; Betz et al., 2013; Joly, 2015; Ladores, 2015).  The key to improving the nursing 

practice in the area of transitional care was for nurses to get involved in exploring the 

literature, as a result, nurses would find solutions for the problems that still exist in 

transitional care.  
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The strategies and standards of practice that were used previously to address this 

gap-in-practicewere centered on the Got Transition program.  Literature showed that the 

Got Transition program was successful and widely used by various specialty care 

services for patients with sickle cell, diabetes, and cystic fibrosis (Schwartz et al., 2014). 

On the other hand, there was limited evidence on Got Transition being used with the 

hemophilia population.  The program was noted being unique because it allowed the 

healthcare professional to modify the elements to a specific service such as a hemophilia 

program. Got Transition and the National Center for Health Care Transition developed 

various tools to help health care providers and staff members promote quality 

improvement efforts within their clinical practice. 

The present DNP project advanced the nursing practice in several ways through 

the literature. Nurses were found instrumental in implementing evidence in practice and 

they were meticulously evaluating the outcomes.  The DNP project showed potential in 

advancing the nursing practice.  The project provided the project coordinator with the 

opportunity to explore the evidence of peer-reviewed literature and systematic reviews.  

Also, the project coordinator was able to find other methods of assessing transition 

readiness with youth.  Evidence-based practice was relevant to nurses because it 

determined the impact on health care delivery, patient outcome, and cost (Melnyk & 

Fineout-Overholt, 2015).  The ultimate goal of developing the DNP project and showing 

the evidence was to provide the youth with a safe and successful transfer to the adult 

hemophilia clinic in the future. 
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Local Background and Context 

The local evidence within the hemophilia clinic provided relevance of the 

importance of youth being unprepared to transfer from a pediatric to adult care service. 

The healthcare staff within the hemophilia clinic at the project’s site frequently 

complained that youth were not prepared to transfer to their service. Based on yearly 

audits for the hemophilia program, evidence obtained from the EHR and ATHN database 

showed that there was an increased rate of youth ages below the age of 18 years utilizing 

the ER and were hospitalized for preventable complications such as joint bleeds and joint 

disabilities.  The evidence was relevant and it justified the project-focused question of 

whether the transition quick-guide enabled youth to increase in basic hemophilia 

knowledge and self-management skills. A well-planned transition process was shown to 

have benefited youth with hemophilia and supported that education was needed to 

provide youth with a quality of life (Breakey et al. 2010; Schwart et al., 2014).  Data was 

collected to determine if implementing the transition quick-guide increased the youth’s 

knowledge in hemophilia and increased the youth skills in managing their care.    

The project’s local site was the pediatric hemophilia clinic where the DNP project 

was addressed.  The hemophilia clinic was part of a Hemophilia Treatment Center (HTC) 

located in the Southeast region of the United States. The project coordinator was the 

author of this DNP project. The project’s site was a site that offered comprehensive care 

to individuals with hemophilia. The project’s local site established a hemophilia 

treatment center (HTC) in 1999, a specialty service for pediatric and adult patients with 

hemophilia.  The DNP project was based on a quality improvement plan that used a 



19 
 

 

systematic approach to assess the health services and to improve the transitional care 

process within the HTC.  The HTC was based on a comprehensive care model because of 

the complexity and the management focus of the disorder (Bauer, 2015).  Literature 

showed that the health care system was complex and ever changing with discoveries 

(Melnyk & Fineout-Overholt, 2015).  For this reason, the mission of the organization 

focused on providing leadership, discovery in research, and educational opportunities that 

were beneficial to support social change and to improve health care for all patients and 

families.  The DNP project was aligned with both the mission and the vision set by the 

project’s local site. The vision of the project’s site was to strive for first-class services 

that individuals would have a destination of choices for education, high quality of care, 

research discovery, and innovative.  With the project’s site vision and mission, the project 

coordinator was given the opportunity to explore discoveries from peer-reviewed and 

systematic reviews related to health care services in transitional care.  

The definitions of the locally used terms that were relevant to understanding the 

doctoral project included: 1) comprehensive care, and 2) fragmented.  Comprehensive 

was relevant to understanding the DNP project.  The primary reason to understand the 

term comprehensive was that it focused on the individual, which is an important aspect of 

quality improvement (HRSA, 2011).  Fragmented care was a term described in health 

care when the patient’s care was disjointed because the health care system failed the 

patient. Fragmented care was shown in literature to be associated with high incidence of 

hospitalization, frequent ER visits, non- adherence to medical therapy, high health care 

cost, increased morbidity and mortality rates, and poor quality of care among patients.  
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The DNP project, which was a quality improvement project, aimed to improve the health 

care system that promoted transitional care services within the HTC, thus, preventing a 

fragmented care gap.  

The federal and state contexts that were applicable to the problem in the DNP 

project were related to youth being unprepared for transition.  Successful transition 

included having the knowledge and understanding of hemophilia and confidence skills in 

self-care skills needed to manage hemophilia.  National surveys that focused on the 

patients’ needs were done in 2013 by the National Hemophilia Program Coordinating 

Center (NHPCC), in collaboration with the U.S. Regional Hemophilia Network (RHN). 

The surveys addressed gaps in needed services for the hemophilia population.  Based on 

the results of the survey, transitioning planning was identified as a national priority for 

individuals with chronic conditions such as hemophilia.  The national survey revealed 

that only 65% of the youth received the transition outcome.  In comparison, there was a 

20% increase from the 2009-2010 needs assessment; however, there was room to 

improve the transition service process within the hemophilia clinics, locally. Identifying 

gaps in practices provided opportunities for the organization to improve practice by 

utilizing evidence-based strategies (Melnyk & Fineout-Overholt, 2015).  The project 

conclusions recommended that more information on transition for the hemophilia 

population was needed for youth to make a smooth and healthy transition to the adult 

hemophilia clinic (Simmons et al., 2014).  The project coordinator implemented the 

transition quick-guide through the DNP project.  As a result, the staff in the hemophilia 
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clinic had a product to guide youth with hemophilia in making a healthy transfer to the 

adult hemophilia clinic. 

Role of the DNP Student   

The project coordinator of the DNP project explored the transition quick-guide by 

educating the youth to see whether there was an increase in their basic hemophilia 

knowledge and self-care management skills.  The professional context of the project 

coordinator was a Doctoral of Nursing Practice (DNP) student at Walden University.  

This quality improvement project explored the disease specific knowledge and self-care 

management skills of  youth’s with hemophilia by utilizing a modified version of the 

transition quick-guide by Got Transition.  The DNP coordinator implemented and 

evaluated the project.  In the project coordinator’s daily practice, viewing yearly audits 

was part of  the nursing responsibilities. The project coordinator witnessed first-hand that 

youth were lost to following-up care with the hematologist, decreased adherence to 

treatment therapy, and they lost insurance coverage after transferring to the adult 

hemophilia clinic.  For this project, the project coordinator provided transitional care 

education and assessments for 10 participants.  The project coordinator was enthused 

about exploring the literature, designing the transition tool, and implementing the project. 

This project provided the project coordinator with the opportunity to not only educate but 

to improve a poorly managed care gap related to transitional care for youth with 

hemophilia.  The perspective that affected the motivation of this project was that parents 

didn’t have a full understanding of letting their youth take steps in making health 

decisions about their care. The bias concerns related to this DNP project were 
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encountered during the implementation of the project.  Limiting the project to only 

participants with hemophilia was a limitation.  Also, limiting the project to only 10 

participants was a limitation.  Including more participants would have provided the 

coordinator with richer and meaningful data. The future recommendations for the project 

was to design a full operational transition program for youth with all bleeding disorder.    

Role of the Project Team 

The process of providing informed information to the team for this DNP project 

included describing the following: 1)  The background information, 2) The evidence from 

peer-reviewed literature, and 3)  The information to the healthcare team.  Literature 

highlighted that health professionals were aware of the problems that existed around 

health care transition; however, many did not know where to start the process of solving 

the problem.  For example, Luther, Martial, and Barra (2017) explained that care 

coordination was the best approach to improving the healthcare system. One of the 

greatest challenges that healthcare leaders faced was ensuring that health professionals 

and multidisciplinary services worked collaboratively. For this DNP project, the project 

coordinator formed a team that included a hematologist, social worker, and the project 

coordinator.  The stakeholders that were involved with the DNP project included the vice 

president for Hemophilia of Georgia, who provided the hemophilia grant to the 

organization each year.  The Regional director was another stakeholder who had the 

responsibility of monitoring HTCs for quality improvement projects.  Finally, the last 

stakeholder was the administrators of the pediatric department who directed the daily 

operation of the healthcare services. The coordination of a team was an essential step to 
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start the process of improving transition health care for youth with hemophilia (Luther et 

al., (2017).  The team members received an agenda by email for the first scheduled 

meeting. The team discussed several agenda items at the first meeting.  The items of 

discussion included:  1) the purpose of a transition QI project, 2) Healthcare service 

assessment results, 3) team roles, 4) communication methods, 5) cost, 6) project outcome, 

7) Times/places for meetings, and 8) the process of reviewing the literature.  The project 

coordinator discussed each item and distributed additional information for the team to 

understand the purposes.  The additional information included providing them with 

copies of the national assessment articles, utilization reviews of patient’s hospital and ER 

visits, and peer-reviewed articles.  The administrators of HRSA explained that this 

approach allowed the team to address the issues together and to ensure or improve the 

quality of care (HRSA, 2011).  The project coordinator educated the team on the step-by-

step process of appraising the evidence. According to Fineout-Overholt, Melnyk, 

Stillwell, and Willliamson (2010), evaluating the evidence was a problem-solving method 

that helped healthcare providers gain the best evidence from studies in providing high-

quality care.  After the first meeting, we met every other Friday at 1 pm in the large 

conference room in the pediatric hemophilic clinic A group email was developed by the 

project coordinator to address any questions or concerns before the next meeting. In 

summary, the DNP project was a quality improvement approach that required the 

collaboration of a multidisciplinary team and stakeholders.  In this section, the project 

coordinator explained the processes by which communication was disseminated to the 

team that was involved with the project.  The outcome of providing the team with the 
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purpose, review of the evidence, and other informational needs were to provide action 

plans that lead to measurable improvement in the healthcare services of the hemophilia 

population.  

  There were opportunities for team members to share their insight relative to the 

DNP project in the acknowledgment section of the DNP paper.  Also, the team members 

for the DNP project shared information to the participants for contributing to the 

evidence in addressing the practice-focused question.  The project question asked 

whether implementing a transition quick-guide for the hemophilia clinic enabled the 

youth to understand hemophilia and increased self-management skills before transferring 

to adult care services. The team members had the opportunity to interact with the youth 

by helping to explain the project.  For example, the hematologist had the role of 

explaining why the project is needed and what the benefits were for the youth to 

participate in the project.  Communication was vital to the champion, multidisciplinary 

team, and the patients during this time in helping the patient gain trust in the team 

(Micklos, 2014). The project coordinator described the participant’s contribution to 

answering the clinical question in section 3 of the project.   

The timeline and responsibilities of the team members to review and provide 

feedback at the weekly meetings were important.  One of the major challenges that 

healthcare professionals faced with implementing a quality improvement project was 

time constraint with team members.  Researchers asserted that carving out time to meet 

each members’ schedule was frustrating, but it was achievable when the leader was 

organized, creative, and flexible (Bissett, Cvach, and White, 2016).  The project 
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coordinator as the champion of the project described the timeline and responsibilities to 

the team members at the first meeting.  The review of the evidence was due on 

Wednesday before each session.  After consideration of the assigned literature, each team 

member was responsible for emailing the team answers to the critical appraisal checklist.  

Utilizing this approach helped the team manage time with this challenging process. This 

method usually helped members to elaborate and get engaged in effective communication 

for scheduled meetings (Fineout-Overholt et al., 2010).  Transitioning and transferring of 

patients was a concern for both pediatric and adult care services, therefore, collecting 

clinical evidence encompassed a team approach (Micklos, 2016).  The physician role was 

to provide the nurse and the team with 10 patients according to the inclusion criteria.  The 

inclusion criteria include 1) age, 2) diagnosis of hemophilia, 3) assent and consent to 

participate, and 4) time to attend.  The social worker had a significant role in advertising 

for the project and phoning the participant to advertise the project.  In summary, a 

timeline and the responsibilities of each member were explained to the team member at 

the initial meeting.  The project coordinator allowed each team member to verbalize 

concerns, barriers, and other ways of receiving feedback on the DNP results.   

Summary 

There was a broad consensus among scholars that focused on gaps in practice.  

The gaps in practice were related to the lack of health care transition services for youth in 

clinic that prepared youth for adult care services, thus, prevented the fragmentation of the 

healthcare system. The health care system in pediatric settings had not effectively 

prepared youth with complex conditions such as hemophilia to transfer to adult cares. 
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Transfer of youth in clinic usually occurred during the time of an ER or hospital visit, 

which led to poor outcomes.  Unplanned transfer of care was related to poor outcomes 

such as complications, medication adherence issues, and an increasing number of patients 

lost to follow-up care with a hematologist. The project coordinator utilized the transition 

quick-guide to educate the youth on how to manage their hemophilia before the age of 18 

years.  A QI approach was used for this DNP project. The implication of positive social 

change was related to increasing the recognition of how youth were unprepared to 

transition due to the lack of a health care transition service. The lack of a health care 

transition service was the impacting contributor to fragmented care that was related to an 

increase in ER visits, hospital visits, and high healthcare cost and from that, the nursing 

practice gained knowledge in the combat against fragmented care. In Section 3, the DNP 

project coordinator provided evidence for the project by providing the collection and 

analysis of evidence.  The section showed the findings related to systematic reviews, 

surveys, briefings, and classic articles.  This section provided the reader with the 

literature review, information on participants, sources of evidences, models, and 

procedures used to collect the evidence.  

 

Section 3: Collection and Analysis of Evidence 

Introduction 

The problem of the lack of transition services for youth with chronic conditions 

such as hemophilia, cystic fibrosis, and sickle cell continues to be a challenge for health 

care staff in specialty areas.  The practice problem was that the local site lacked 
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transitional care services for youth with hemophilia preparing them to understand basic 

hemophilia knowledge and self-care management skills before transferring them to an 

adult hemophilia clinic.  Based on a review of EHR and the American Thrombosis and 

Hemostasis Network (ATHN) database at the project’s practice site, there was a trend 

associated with youth seen in the ER or hospitalized for care after they were transferred 

to the adult hemophilia clinic. The pediatric hemophilia providers usually transferred 

youth by the age of 18 to the adult clinic. Vaks et al. (2016) recommended initiating 

transition programs early at the age of 12 to diminish the gap in transition care services 

for youth with hemophilia.  

Youth who are less than 18 lack competency and confidence in managing their 

disorder on a daily basis (Vaks et al., 2016).  According to Vaks et al. (2016), most youth 

depend on their parent or caregiver to manage their disorder after transferring to an adult 

hemophilia clinic.  As a result, parents or caregivers are not able to continue supporting 

youth after the age of 18 in managing their disorder, providing guidance in adhering to 

medication therapy, and maintaining insurance coverage.  In Section 3, the project 

coordinator will provide evidence for the DNP project by identifying sources of  evidence 

needed to show the problems that exist with transitional care among participants with 

hemophilia. The section will also explore the foundational evidence for this project 

through a systematic review of relevant journals and professional organizations to 

provide an analysis and synthesis of the literature related to youth transitioning to adult 

care services.  
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Practice-focused Question 

The local practice problem was youth with hemophilia lacks knowledge in 

hemophilia and there is a deficit in self-care management skills.  The practice- focused 

question concerned whether using a transition quick guide with hemophilia participants 

who are less than 18 years old increase their knowledge of hemophilia and self-care 

management skills as evidenced by increased post-test scores in transition readiness 

outcomes.  The purpose of DNP project was to improve the transitional care service gap 

in practice by exploring the use of the transition quick guide in the hemophilia clinic.  

This project focused on improving the youth’s quality of life and meeting their unmet 

needs related to transitional care.  The project proposed to implement the transition quick 

guide as a QI approach in preparing youth on transition readiness before transferring 

them to the adult hemophilia clinic, thus increasing their knowledge regarding basic 

hemophilia and self-care management skills.   

Sources of Evidence  

The project coordinator obtained approval from the International Review Board 

(IRB) and consent from parents before any sources of evidence were collected from 

participants.  The sources of evidence on which the project coordinator relied on to 

address the practice-focused question were the data from pre and posttest.  The project 

coordinator collected demographic data from the EHRs and data such as age, diagnosis, 

education related to diagnosis, transition readiness assessment, bleeding episodes, and 

follow-up of care appointments between 2015 and 2017. The project coordinator used the 

ATHN database to collect data from the participants on education related to diagnosis, 
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transition readiness assessments, and bleeding episodes.  The rationale for collecting data 

from the ATHN database was to retrieve information that may have been missed in 

EHRs.  The ATHN database was the backup system for obtaining the data.  The local site 

of the project was authorized to use the database for patient care through a grant and 

contract for the hemophilia program.  The project coordinator obtained permission 

through IRB and the site administrator to obtain data from the ATHN database.   

 Quality data was significant in addressing the problem that existed with the 

hemophilia clinic and the practice-focused question. Collecting and performing an 

analysis of the data provided supportive evidence for the need of the project coordinator, 

social worker, and the hematologist to implement interventions for improving transitional 

care services in the hemophilia clinic.  The project coordinator obtained documentation 

that related to what was being taught, how often, and the results of the education.  

Transition readiness assessment data provided evidence on the specific assessment tool 

such as the UNC TRxANSITION used, how often it was used, and the results from using 

UNC TRxANSITION tool.  The documentation on bleeding episodes showed how many 

bleeds per year and who managed them.  Information on follow-up care provided 

evidence regarding how often the youth with hemophilia was seen in clinic to ensure 

adherence to care.  

 Collecting and analyzing data was the appropriate way to address the practice-

focused question.  Data provided the future direction in improving the transitional care 

service for individuals with hemophilia.  Healthcare organizations that were without a 

transition process that promoted education in hemophilia or chronic conditions such as 
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sickle cell or cystic fibrosis caused an abrupt transfer of the youth to adult care services.  

Youth who are abruptly transferred to an adult service are at risk for fragmented care  

(Quon et al., 2015).  The project coordinator linked the significances of the problem to 

nursing and the clinical practice, thus addressing the practice-focused question.  Also, the 

collection and analysis were essential in providing the appropriate way to address the 

practice-focused question while preventing bias and  examine the meaning and validity of 

the study findings and whether the theoretical knowledge found in the literature (Burns & 

Grove, 2009). The collection and analysis of evidence is essential for healthcare 

providers, researchers, and nurses to continue providing knowledge and interventions that 

are evidence-based, as well as the implementation of future interventions.   

Published Outcomes and Research 

 The databases and search engines used to find outcomes and research related to 

the practice problem included: Cochrane Database of Systematic Reviews (CINAHL), 

Ovid,  MEDLINE Simultaneous Search, ProQuest, and Health and Psychosocial 

Instruments.  Other databases and search engines included Goggle Scholar to identify 

government agencies and foundations that reported data from needs assessments surveys, 

briefings, and healthcare updates. The agencies and foundations that were included in the 

search were:  NHF, CDC, ASH, GOT Transition Initiative, the National Alliance to 

Advance Adolescent Health (NAAAH), and the National Institute for Health (NIH).  

These databases provided educational materials, resources, guides, and tools related to 

the impact of unprepared adolescents and young adults transitioning to adult healthcare 

practices. The information that was retrieved from those sources also provided the project 
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coordinator with the limitations of various studies related to transitioning youth.  Also, 

the reports from the NHF and the CDC provided data related to decreased satisfaction in 

transition youth due to unmet needs in transition, strategies, and recommendations for 

future research in the testing of existing measures, developing new measures to establish 

evidence-based tools and the development of educational tools specific for the 

hemophilia population.   

 The key search terms and combinations of search terms to be used included 

transition, transfer, adolescent, youth, healthcare, hemophilia, bleeding disorder, 

adherence, problems, readiness, measures, and psychosocial.  Combinations of search 

terms used included Healthy People 2020, self-determination, quality healthcare, self-

care, and transition to adult healthcare.  The scope of this review in terms of years, types 

of literature, and the sources searched were guided by the practice-focused question.  The 

search was limited to 7 years, the types of literature were peer reviewed, historical, 

scholarly journals, and systematic reviews that recognized transitional care in youth with 

hemophilia.  The search yielded over 1200 background articles with over 40 selected for 

the inclusion criteria, 5 systematic reviews, 3 major guidelines, and 15 studies for rapid 

appraisal and synthesis.   

 The search of the literature and sources were exhaustive and comprehensive by 

using the rapid appraisal and synthesis approach.  The project coordinator used an 

evidence-based model to rapidly appraise and synthesis the literature (Melnyk & Fineout-

Overholt, 2013).  The project coordinator determined which studies to keep, the level of 

evidence in each study, whether the studies were conducted, and how valid were the 
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studies in answering the practice-focused question.  The body of evidence revealed 

various transition process and programs, readiness assessment tools, recommendations 

for future research, and strategies for implementing successful transition programs.  

Literature Review 

Introduction  

 Youth with chronic conditions such as hemophilia presented unique needs and 

challenges. A need that was essential as the youth moved through the life span was their 

ability to transition from a pediatric to adult healthcare services (Ladores, 2015).  The 

practice problem for the project’s local site was that there was a lack of transitional care 

service that prepared youth who are less than 18 years of age to understand the basic 

knowledge of hemophilia, and competency in self-care management skills.  These skills 

and knowledge were proven through literature to be needed before the youth moved from 

a pediatric hemophilia clinic to and adult hemophilia clinic. The project question asked, 

“Did using a transition quick-guide with hemophilia participants who are less than 18 

years old increased their knowledge of basic hemophilia and increased their knowledge 

of self-care management skills as evidenced by increased post-test outcome?”  Evidence 

suggested that early education in transitional care was key to improving the transition 

service gap in practice (Vaks et al., 2016).  Evidence from the project’s local site in 

yearly audits showed that youth who were transferred to the adult hemophilia clinic at the 

age of 18 years were frequently seen in the ER.  They were seen for preventable joint 

bleed complications as a result of lacking specific education related to hemophilia.  The 

audits also showed that there was no focused education on transitional care relating to 
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youth learning basic hemophilia, how to manage a bleed independently, and the skill 

demonstration of self-infusing with a factor product. Providing knowledge and resources 

to the youth for their transition journey would not only improve the gap in practice but 

also they decreased the risk of fragmented care in youth.  Nurses had an integral part in 

improving the gap in practice for this DNP project.  Nurses were found to be essential in 

addressing this problem in practice by providing youth with an educational intervention 

such as the transition quick-guide.  As a result, care was improved, self-care interventions 

improved, and the cost for care will be managed in the future.  The literature review 

presented in this next section analyzed the evidence from the various articles.  The 

evidence for this literature review covered the main focus of the DNP project, which 

included:  1) Hemophilia statistics and the overall effects on youth, 2) the unmet needs in 

transitional care among youth, and 3) a nursing intervention such as the transition quick-

guide for educational purposes in transitional care.     

Hemophilia Statistics and the Overall Effects on Youth 

 Approximately 750,000 youth in the United States were found being diagnosed 

with chronic disorders such as hemophilia.  They reached adulthood because of the 

advancement in technology and medicine each year (Betz, Labo, Nehring, Bui, 2013).  

Yet, with the upward trend of life expectancy of the youth, formalized systems of 

transitional care were found lacking in order to move pediatrics to adult care services 

(Betz, 2013).  For decades, this growing dilemma has provoked widespread calls from 

federal and medical services such as the National Hemophilia Foundation (NHF), Centers 

for Disease Control and Prevention (CDC), Healthy People 2020, and Got Transition, 
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which urged healthcare providers to develop a transition process that would facilitate 

education and skills.  Ultimately, transition processes aided youth with hemophilia in 

moving from parent centered to independence (Betz, 2013).  Hemophilia is a life-long 

bleeding disorder that exposed the individual to major complications such as joint 

disability, organ failure, and even death (Breakley, Blanchette, Bolton-Maggs, 2010).  

Breakey et al. (2010) argued that ineffective transition results in deterioration of the 

overall health and quality of life (QOL) for the youth with hemophilia.  Recurrent joint 

bleeds was a major debilitative problem found in literature, which had a life-long impact 

on function and QOL for an individual with hemophilia.  Additionally, poor access to 

care, poor compliance, and knowledge gap lead to recurrent joint bleeding that decreased 

the youth’s function and quality of life (QOL) (Aldiss, Ellis, Cass, Pettigrew, Rose, & 

Gibson, 2015).  Factor replacement therapy was used and was the preferred treatment for 

individuals with hemophilia.  Skipping treatments or not adhering to the prescribed plan 

resulted in frequent and severe pain with probable bleeding episodes.  Since hemophilia 

is a lifelong disorder, youth must learn early to manage their disorder with confidence 

and competency.  The optimal outcomes were assured as a good quality of life and the 

prevention of costly ER or hospital visits.  Health People 2020 issued healthcare provided 

a goal to increase the percentage from 40% to 85.3% in transitional care service for youth 

by 2020. The DNP project provided the project coordinator with an opportunity to 

implement the transition quick-guide for other nurses to influence quality outcomes, 

increase knowledge on basic hemophilia, and self-care skills by increasing the 

transitional care needs for youth with hemophilia.   
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Unmet Needs in Transitional Care among Youth 

 Youth with hemophilia faced unique needs and challenges as they underwent 

rapid changes in social, emotional, and cognitive capabilities that were associated with 

the unmet needs in transitional care (Quon et al., 2015).  Even for healthy youth, the 

transition to independence was complicated. Often youth with hemophilia had far-

reaching consequences than healthy youth because hemophilia was treated in a 

continuous process of changes.  Those changes required an approach that dealt with how 

the individual manage hemophilia, which was called a transitional approach (Chesshir, 

Brown, Byerley, & Ward-Begnoche, 2013; Guy, 2012; Quon et al., 2015).  Breakey et 

al., (2010) highlighted three significant issues that affected youth with hemophilia.  The 

issues included accepting the need for self-management, maintaining adherence to 

therapy, and coping with the impact that hemophilia had on their physical and social life.  

Challenges such as overbearing parents had a negative effect on the youth’s self-care 

needs.  For example, almost 25% of youth 17.5 years still required parents to assist in 

their hemophilia-related care. The negative outcome was that the youth became 

inexperienced in how to identify and properly manage a bleeding episode.  This example 

showed that parents often played a huge role in the youth’s day-to-day treatment routine, 

even after they reached the age of 18 years.  Breakley et al., 2010 suggested that 

healthcare providers educated youth to take over the responsibility of self-care 

management by the age of 12 years, thus, improving the youth’s unmet need in transition. 

Quon et al., (2015) argued that there was comprehensive care, extensive childhood 

prophylaxis, and safer factor products for the hemophilia population; however, 
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transitional care related to understanding hemophilia, education on confidence and 

competency in self-management skills was needed. The importance of adhering to 

treatment was low in the hemophilia population.   Adhering to a treatment regimen 

required that the youth prioritized their therapy around family, school, work, or social 

gatherings. Evidence showed that an unplanned transition and difficult transition led to 

decreased compliance, deterioration of overall health, and poor QOL in youth with 

hemophilia (Breakey et al., 2010).  In a Scandinavian study, the findings showed that 

40% of youth with hemophilia reported that they did not follow their treatment plan as 

prescribed.  In addition, an international survey of nurses from several hemophilia 

treatment centers reported that there was a significant decrease in adherence to treatment 

plans from 90% in age 0-12 years down to 54% in the 13-18 years age group, and a 

further decrease to 36% in the 19 -28 year age group.  The surveys showed that the need 

to educate youth early on transition preparation was high (Breakey et al., 2010).  Breakey 

et al., (2010) also showed in another survey that youth were challenged in their social 

life.  Living with hemophilia hindered them from participating in various sports, going to 

parties, having relationships, and gaining employment.  As a result, poor compliance with 

their treatment led to recurrent joint bleeds, ER visits, or hospitalization, and a life-long 

impact on QOL.  The transition quick-guide was a tool that nurses utilized in the 

hemophilia clinic to educate youth on their transitional care needs before the age of 18 

years, thus, resulting in improved intervention outcomes and improved quality of life.    

Chesshir et al., (2013) argued that issues associated with transition affected all 

patients; however, only 17% patients with special needs such as hemophilia reported a 
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planned transition to adult health care. Transition was challenging for youth and their 

parents, however, proper planning and education made transition less problematic.  

McManus et al., (2013) reported that in a National Survey, only 40% of sample size of 

17,000 youth with special healthcare needs such hemophilia, their transitional care needs 

was met by their provider.  This survey showed that youth with special needs such as 

hemophilia was not receiving adequate education on transition preparation for an adult 

care setting.  In Sharma, O’Hare, Antonelli, and Sawicki (2014), they revealed that it was 

important for health care providers to educate youth on self-management skills; however, 

it was equally important to educate them on a specific disorder such as hemophilia.  It 

was also revealed that providers needed to help youth understand the rationale of 

transition from child-oriented to adult-oriented healthcare. This DNP project provided the 

project coordinator with the opportunity to educate the youth using the transition quick-

guide and to assess their readiness to transition with the TRxANSITION scale.  The data 

analysis showed an increased in post-test outcome.   

Nursing Invention in Transitional Care for Youth 

Over the past decade, the nursing profession was found in literature to play vital 

role in coordinating the care of hemophilia, educating, writing policy, and providing 

advocacy for patients at hemophilia treatment centers (HTC) (Butler et al., 2015).  Kelly 

(2014) highlighted that transitional care nurses were found over a decade ago. There were 

increased amounts of demands from health care organizations such as the NHF, CDC, 

and the IHI for providers to implement transition services and programs into practice.  

Health care organizations reported that youth were experiencing abrupt and unplanned 
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transition from pediatric care to adult care services that caused healthcare consequences 

such as frequent ER and hospital visits for complicated bleeding episodes for youth with 

hemophilia.  Kelly (2014) argued that healthcare providers were not held accountable for 

the responsibility of developing a transition process,a process that led youth to become 

confident and competent in taking charge of their hemophilia before the age of 18 years. 

Kelly (2014) posited that nurses were essential disciplines that improved the youth’s 

transition service needs before the age of 18 years. Betz (2013) asserted that with the 

increased life expectancy in youth, new services such as healthcare transition were 

needed to address the youth’s long-term health service needs and support.  Healthcare 

disciplines such as physicians have provided the implementation of healthcare transition 

in a medical, policy and research approach.  In contrast, nurses had the opportunity to 

influence transitional care services for youth with hemophilia by using an educational, 

advocacy, and support approach; however, the translation of evidence in transitional care 

service for the nursing practice was found limited. According to Sharma (2013) nurses 

had a better approach of sustaining contact with youth because they were able to assess 

the needs of the youth and communicate the youth’s needs effectively. Similarly, 

Davidson et al., (2015) reported the findings from a web-based survey that assessed the 

provider-reported utilization of 11Essential Steps for transitioning youth.  The survey was 

distributed to 376 disciplines such as physicians, nurses, social workers, and residents. 

The survey showed that respondents identified nurses were more likely to meet transition 

needs of youth, scoring >7 compared to other disciplines. The demand to implement 

transition processes within HTC across the country was high.  The project’s local site was 
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a HTC that was without a transition process. Education was the main focus of the 

comprehensive care model at a HTC; however, educating youth who are less than 18 

years was found low. With an understanding that part of the nurse’s role in the HTC was 

enhancing health, promoting a good quality of life, educating, and providing advocacy 

for youth, the project’s coordinator proposed the development and implementation of the 

transition quick-guide.  McLaughlin et al., (2016) utilized the transition quick-guide and 

other resources from Got Transition to illustrate best practices in transition for youth with 

special needs. The study used a case study approach at a Rhode Island hospital.  A panel 

discussion on transitioning youth to adult care health services was part of the learning 

collaborative.  The study introduced various transition resources for healthcare providers 

to use in educating and guiding youth and their families.  The resources included a 

variety of resources from Got Transition.  For example, the transition quick-guide tool, 

readiness assessment tools, and a tip sheet to start the transition process were utilized in 

the study.  The validity of the transition quick-guide was not noted in the study; however, 

the outcome of the study was providing essential transition resources to health care 

providers that showed improvement in transition at several healthcare organizations.  

Healthcare organizations such as academic clinics, HTC’s, and specialty clinics were 

among a few (McLaughlin et al., 2016).   The transition quick-guide was an educational 

tool that could be modified to meet specific needs of the individual.  The modification 

was discussed in the procedure section of this paper.  In conclusion, the current state of 

transitional care for youth with hemophilia was found disjointed and unplanned (Bryant 

& Walsh, 2009). Nurses could have used this opportunity to influence translation of 
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evidence into practice by improving the unmet needs of youth with hemophilia.  

Educating youth in transitional care should have begun early. One way to influence the 

translation of evidence included the development and the implementation of the transition 

quick-guide into practice for youth with hemophilia.  The use of nursing interventions 

had the capability to help youth have a successful and safe transfer, and to improve 

healthcare cost.  For this DNP project, the focus remained on educating the youth with 

the transition quick-guide and an increased post-intervention outcome. 

Archival and Operational Data   

  The project coordinator obtained approval from Walden University and the 

project site’s IRB. Data was collected from the power chart office information system at 

the project's local site to provide information on the 10 participants that met the inclusion 

criteria. Parental consent and the participant’s assent were obtained prior to data 

collection. A copy of the consent and assent forms was provided to Walden's IRB during 

the application process.  Participants completed a pretest before the project 

coordinator initiated the education by using the transition quick-guide.  Each participant 

completed a post-test after the education session.   The percent of change between pre 

and posttest was used to answer the project’s question.  Demographics including race, 

age, and diagnosis were collected.  Additional data that was relevant to archival and 

operational collection included historical data related to education in transition readiness 

assessments, the number of bleeding episodes within the last year, and follow-up of care 

appointments dating 2015- 2017.  The justification of the relevance of the data collection 

was to support answering the question of whether designing and implementing a 
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transition quick-guide increased knowledge on basic hemophilia and self-care 

management skills in youth with hemophilia as evidenced by increased post-test scores.    

Evidence Generated for the Doctoral Project 

Participants 

 The individuals who contributed evidence to address the practice-focused 

question were youth who had a diagnosis of hemophilia.  A convenience sample size of 

10 participants was included in the DNP project.  The pediatric hemophilia clinic was the 

location for the DNP QI project.  The participants were selected through an inclusion 

approach.  Youth who met the following criteria were eligible for project participation:  

1) Age 12 to 17 years, 2) English speaking, 4) the ability to read and write, 5) confirmed 

diagnosis of Hemophilia (documented labs), 6) patient of the hemophilia clinic, and 7) 

Parents’ consent and child assent.  The relevance of choosing the participants for 

answering the practice-focused question was to utilize a QI project on a small scale in 

exploring the use of transition quick-guide in the hemophilia clinic.  The approach used 

was to see if educating the youth with the transition quick-guide increased the youth’s 

knowledge in basic hemophilia and self-care management skills.  The outcome for youth 

learning this information was an increased post-test.   Youth who contributed evidence to 

this DNP project increased their scores in youth’s transition readiness skills and an 

increase in knowledge of hemophilia, thus, preventing fragmented care in the future.    
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Procedures 

 In this proposed DNP quality improvement project, the project coordinator 

obtained IRB approval from Walden University and the project’s local site to conduct the 

project.  Potential participants were recruited to participate in the project by issuing fliers 

to them in clinic.  The project coordinator and social worker issued the fliers out to the 

participants and the parents.  The fliers provided an overview of the project, inclusion and 

exclusion criteria, and an honorarium supplement of $10 gift care to Target. Clinical 

health records were reviewed at the project’s local site for 1 week on youth 12- 17 years 

that would participant in the project. Information that was reviewed is the age, diagnosis, 

and education on hemophilia and transition readiness, follow-up care visits, and the 

number of bleeding episodes. The project coordinator assessed and evaluated the 

participants by using the transition quick-guide.  The data was collected from the 

pre/posttest scores using the UNC TRxANSITION assessment tool (HRSA, 2011). By 

using various methods of collecting evidence, the data analysis demonstrates how the 

results aligned with project constructs.  

Instruments 

 In the next section, the DNP project coordinator provided a description of each 

model and the tools that were used for the project.  The following model and tools were 

used for this DNP project: the Plan-Do-Study-Act cycle (PDSA), the Transition Quick-

Guide, UNC TRxANSITION assessment tool for the pre-posttest.   Before utilizing the 
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tools or instruments with the participants, the project coordinator obtained consent from 

the parents and assent from the participants.  

PDSA Cycle  

A PDSA cycle was the model used to test the changes on a small and flexible 

scale (Marcellus & Harrison, 2012; HRSA, 2011).  The PDSA was a systematic process 

for gaining information and knowledge on how to continue improving a process, service, 

or product.  Dr. Shewart introduced the cycle to Dr. W. Edwards Deming, who later 

developed the PDSA (Vliet, 2009).  The PDSA cycle was one of the most common 

methodologies used by healthcare organizations, businesses, and the industrial world.  In 

literature, the PDSA was deemed as a tool with reliability in improving quality of care, 

safety, and patient satisfaction.  The procedure in using the PDSA allowed rapid cycles, 

the flexibility to do a pilot test, see what happened when the test was run, see what 

problems were encountered that you can learn from to improve on the process or service. 

The project coordinator plans to test pilot 2 of the 10 youth with hemophilia using the 

transition quick-guide.  Finally, the last cycle allowed the project coordinator and the 

team to act on the results or abandon the pilot efforts (Taylor et al., 2013).  In Marcellus 

& Harrison (2012), the PDSA cycles were used to demonstrate the reliability in 

improving how they transitioned premature infants from a feeding tube to oral feeds.  The 

project authors concluded by showing that the PDSA cycles improved parent and care 

provider satisfaction in transition, and they were able to evaluate and implement a 

stepwise oral infant feeding guide for parents and the care providers in a neonatal setting. 

The PDSA cycle was a reliable model that has been used for centuries.  The project 
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coordinator utilized the PDSA for this quality improvement project to explore the use of 

the transition quick-guide for improving the transition readiness process in the pediatric 

hemophilia clinic, for youth 12- 17 years of age.  

Transition Quick-Guide  

 The transition quick-guide was found to be a resourceful guide for youth and 

young adults, to include those with chronic conditions or disabilities.  The transition 

quick-guide was created through an Alliance with the Youth Transitions Collaborative, 

Got Transition/Center for Health Care Transition Improvement.  According to Harwood, 

McManus, & White (2017), they suggested that adopting Got transition quick-guide and 

other resources from Got Transition showed reliable results.  It was also used to improve 

education and address the transitional care needs of youth with chronic conditions such as 

hemophilia. The transition quick-guide was used to help individuals learn to gain 

knowledge on their condition, self-care and decision making skills for taking charge of 

their health before the age of 18 years. The project coordinator used the transition quick-

guide tool in a semi-structured interview.  The project coordinator explored whether the 

transition quick-guide was effective in educating youth on basic hemophilia knowledge 

and self-management skills. The transition quick-guide was used and modified with 

permission through an Alliance with the Youth Transitions Collaborative, Got 

Transition/Center for Health Care Transition Improvement group (Got Transition, 2016).  

For this DNP project, the modifications included the exclusion of the education on 

insurance and communication skills. The project coordinator used the guide for youth 12 

to 17 year olds in this DNP project. Modifications changed the reliability and validity for 
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this DNP; therefore, documentation was outlined in the limitation section. The transition 

quick guide will be found in (Appendix C). 

UNC TRxANSITION Scale  

The UNC TRxANSITION was a transition readiness scale used by many 

healthcare providers to screen the youth ability to move from a pediatric to an adult 

setting.  Dr. Ferris created the UNC TRxANSITION with the assistants of several 

colleagues at the University of North Carolina (UNC), Chapel Hill.  The UNC 

TRxANSITION was a 10-domain, 32 item questionnaire that health professionals could 

modify.  Dr. Ferris gave permission to use and modify the UNC TRxANSITION scale for 

this DNP project (See Appendix A).  The 10 domains includes: the type of Illness, 

medication, Adherence, Nutrition, self-management, reproduction effects (genetics), 

career, insurance, support system/communication, and new healthcare provider. Domains 

such as nutrition, career, insurance, and support/communication were not part of the 

youth’s testing process. Administering the instrument took 8 minutes for the participant 

to complete. The UNC TRxANSITION instrument was used as the pre/posttest in 

measuring 6 of the 10 domains of transition readiness before and after using the transition 

quick-guide with the participants in the DNP project (Zhang, Ho, & Kennedy, 2014).  

UNC TRxANSITION was one of the leading readiness tools used by Got Transition 

because it could be modified and scored. According to Zhang (2014), if the participant 

didn’t give enough information for a particular question, the project coordinator could 

prompt the participant to give additional information.  Based on literature reviews, the 

construct validity and reliability for the UNC TRxANSITION was promising in 
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measuring overall transition readiness (Schwart et., 2014; Zhang et al., 2014).  

Systematic reviews also showed that the UNC TRxANSITION was recognized as a valid 

and reliable instrument for measuring health care transition, self-management skills and 

communication skills in youth, young adults with chronic conditions (Ferris et al., 2012).  

For this DNP project, the project coordinator explored the use of the UNC 

TRxANSITION scale in improving transition readiness for youth with hemophilia in the 

pediatric hemophilia clinic.  

Procedure Steps for the Project 

After receiving approval from the site administrators, IRB, and faculty at Walden 

University, the project coordinator and team members conducted the project in steps. The 

steps for this project included obtaining data from the participants through the hemophilia 

clinic and the participant’s school.  The schools that were included were middle and high 

schools within 25 miles of the local area. The informed consent from parents and assent 

from the participants were explained, reviewed, and signed by the parent and youth 

before the sessions started. The following procedure steps included: 

Step 1.  Obtained approval from site administrators, IRB, the faculty at Walden 

University, and the local middle or high schools of the participants. 

Step 2.  Fliers were mailed and issued to the parent and participant interested in the 

project. The fliers provided the description of project, purpose, and objective, location, 

and an honorary supplement of a $10 gift card from Target.  

Step 3.  The project coordinator accessed the participants EHR to collect demographic 

data, which was de-identified for the use in this project.   
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Step 4. Data was entered into an Excel database and stored on a password-protected 

computer in the project coordinator office who would only have access.  The office was 

locked when the project coordinator was not there in the office.  

Step 5. The interested participants were scheduled through the hemophilia clinic. The 

project was explained to the parent and the participant.   

 Step 6. The project coordinator discussed the consent, assent, and signature process with 

the parents and participants. There was a question and answer session regarding the 

project, consent, and assent process before moving to the testing process.  

Step 7. A pilot test of the first 2 participants was done to initiate the PDSA cycle.  The 

results of the test showed a positive outcome. The 2 post-test scores increased based on 

the results from the UNC TxANSITION scale. This was after the education session of the 

transition quick-guide.  

Step 8.  The social worker, physician, and the project coordinator met the following week 

in the hematology conference room to discuss the results of the PDSA cycle and whether 

to abandon or pursue the project. The team discussed the results, and agreed to go 

forward with the project.  

Step 9.  The additional 8 participants were scheduled through the hemophilia clinic or 

participants school.  

Step 10.  The participant used a DE -identified code for protection. An ID with 4 numbers 

was created for the participant.  This ID was written on the pre/posttest by the project 

coordinator.   
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Step 11.  The project coordinator explained the testing process to the participant.  The 

project coordinator asked participant the pre- test questions from the UNC 

TRxANSITION scale. The pre-test took about 8 minutes.  

Step 13.  The project coordinator started the education process using the transition quick-

guide after the pre-test session. This session took 20 minutes to complete. The participant 

had the opportunity to be engaged in the education session.  

Step 14.  The project coordinator issued the post-test after the education session.  This 

session took 8 minutes to complete.    

Step 15.  The project coordinator issued the participant a $10 gift card to Target and gave 

gratitude to the participant’s for participating in the project.  

Step 16.  The project coordinator scored the test on return to the coordinator office.    

Step 17.  All documents were filed in a file folder under the participant's ID code. The 

file folder was taken back to the project coordinator’s office to be locked. The results 

were documented on an Excel spread sheet within a secure computer system at the local 

site.   

Step 18.  The final step in the project included the final results of the PDSA cycle, team 

discussion and the post project data analysis.  This information is documented in section 

5 of this paper.   

Step 19.  The entire conduction of the project took 15 days from the date of IRB 

approval.   
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Protections 

The procedure used in the DNP project to ensure ethical protection of the 

participants included following the guidelines of Walden University and the local 

project’s site IRB. The project coordinator took action to protect and maintain the 

participant’s privacy, which included informing the parent and participant about the 

Health Insurance Portability and Accountability Act (HIPAA).  The parent signed a 

HIPPAA form after the project coordinator explained that the participant’s health records, 

data developed from the project, and that the project information would only be disclosed 

to the project team. The project coordinator also explained to the parent and participant 

that the health information related to the project would be de-identified by removing 

information such as name, home address, telephone number, and social security number 

from the documents used in the project. De-identifying the participant’s information was 

part of the data retention plan for this DNP project. The participant was given a unique 

ID for the project that included 4 numbers to maintain privacy and confidentiality.  The 

parent and the participant were assured that the information and data retrieved for this 

DNP project would only be used for the time frame of 28 days to conduct the project 

after receiving approval from IRB.   

According to Burns (2009), reimbursement measures were beneficial in 

motivating and compensating the participant for their time to participate in the project.  

The project coordinator posted on the fliers that an honorarium gift card of $10 to Target 

would be issued. The project coordinator purchased the incentive with personal funds. 

Incentives for this DNP project documented within the IRB application. 



50 
 

 

Analysis and Synthesis 

 The systems used for recording, tracking, organizing and analyzing the evidence 

were through the participant’s EHR, ATHN database, secure drive, and an Excel 

Spreadsheet. The EHR included the use of powerchart office.  Powerchart office was the 

electronic means of viewing the participant’s diagnosis of hemophilia, age, date of visits, 

race, and education documentation.  Other important information included the factor 

products, pharmacy, clinic visits, hospital and ER visits for each participant.  ATHN 

database was a system used by all of the HTCs in the United States.  The project 

coordinator was able to pull demographic data, transition status, number of joint bleeds, 

and history of bleeding, follow-up clinic visits, ER and hospital visit from the data base. 

The various sources of evidence were recorded on an Excel spreadsheet for tracking and 

analyzing the evidence. The demographic data collected for the DNP project were 

evaluated by calculating the frequency, means, and percentages from the findings of the 

hemophilia population.  Share drive was a secure system developed by the organization 

to manage, store, and save files for this project.  The Excel spreadsheet was saved into 

the share drive.  In order to assure the integrity and accuracy of the evidence, planning 

and organization of the procedures was essential (Barns & Grove, 2009).  The project 

coordinator implemented data quality control in each phase of the project to manage 

outliers and missing information (Needhan et al., 2009).  For example, designing the 

Excel spread sheet to track, organize, and manage the data was a unique method to 

prevent outliners and missing information.  Analysis showing that the participants had 

extreme scores that were widely separated from the rest of the subjects was not identified 
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to report (Barns & Grove, 2009).  Calculating the percent differences and averages from 

the findings was done and the Excel system analyzed the results of the pre/post data.   

Summary 

 Life expectancy has increased for youth with special needs and chronic conditions 

such as hemophilia. Youth with hemophilia were surviving to adulthood due to 

advancement in therapy and research.  The transition period from pediatric to adulthood 

presented unique needs and challenges for the hemophilia populations (Ladores, 2015).  

Challenges and needs such as learning to keep up with the daily demands of managing 

hemophilia, and learning to move from dependent role to an independent role were 

devastating.  The site of the DNP project lacked a transition service to prepare youth 

early on how to transition safely to an adult hemophilia clinic.  Based on yearly audits for 

the hemophilia program at the project’s local site, youth who are 18 to 22 years of age 

used the ER for care frequently, and there were increased hospitalization rates for 

bleeding complications.  As a result, the patient often experienced increased health 

services utilization and costs associated with the emergency and hospital visits due to 

gaps in care (Speller-Brown et al., 2015).  The yearly audits at the project’s local site also 

showed that youth 18 -22 years of age were lost to follow-up care within a hemophilia 

clinic, lose insurance coverage, and adherence to factor therapy was low.  The evidence 

showed that there were gaps in care in the hemophilia clinic at the project’s local site.  

According to a National Survey of Children with Special Health Care Needs (NS-

CSHCN), only 40% of youth age 12 to 17 years with special needs such as hemophilia 

received pediatric to adult-care health transitioning planning in 2009- 2010 (Butler et al., 



52 
 

 

2016).  Health People 2020 had set the goal to increase that percentage by 85.3%.  

Section 3 provided the collection and analysis of evidence for this DNP project (Healthy 

People 2020, 2017).  The practice question asked whether the transition quick-guide was 

effective in preparing youth with hemophilia the basic knowledge of hemophilia and self-

management skills. The project coordinator explored this question by collecting and 

analyzing data that correlates with the problem.  In section 4, the project coordinator 

presented those findings, implications, and the recommendations for future projects.  The 

ultimate goal for implementing the DNP was to support quality improvement and the 

benefits of promoting positive social change for youth with hemophilia.   

 

Section 4: Findings and Recommendations 

Introduction 

The local problem was the need for transition education and planning for youth 

who are diagnosed with hemophilia.  Youth with hemophilia fall into a fragmented care 

gap when transition services are not adequate. Youth who fall into a fragmented care gap 

are seen frequently in the ER and hospitalized for complicated joint bleeds.  As a result, 

youth have increased joint disabilities, muscle bleeds, and healthcare cost escalation 

(Johnsons & Zhou, 2011).  The gap in practice was a lack of transition services in the 

local hemophilia clinic for youth between 12 and 17.  There is a need for transition 

services that are designed to educate and evaluate transition readiness for youth with 

hemophilia.  Without a transition plan, youth are predisposed to care that is fragmented 

(Breakey et al., 2010).  The practice-focused question asked whether a transition quick 
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guide for youth between the ages of 12 and 17 with hemophilia enabled them to increase 

their knowledge of self-care management skills as evidenced by increased post-test 

scores in transition readiness.  The purpose of the project was to prepare youth with 

hemophilia who are 12 to 17 years of age to transition to the adult hemophilia clinic and 

care.  

The sources of evidence used for this project included the participants’ electronic 

medical records (e-MRs) after IRB approval from the local site and Walden University.  

The project coordinator used the e-MRs to obtained diagnoses, education in transition, 

frequency of doctor visits, the number of joint bleeds per year, and who manages 

participant care.  The purpose of obtaining this information from e-MRs was to verify 

responses to the pre/posttest of transition readiness from the participants.  Also, viewing 

e-MRs provides evidence that is consistent with information found from past studies that 

were relevant to this QI project. Only two of the 10 participants had information related 

to transition education documented in their charts.  Although education about specific 

disorders was mentioned in e-MRs, there were no details about what was being taught 

about the disorder.  An analytical strategy that was used for this project was descriptive 

statistics to evaluate education levels regarding transition readiness before and after 

education. Data was analyzed using Microsoft Excel to obtain percentage differences and 

means for pre and posttest scores.   

 
Table 1 
 
Demographic Table 
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 Findings and Implications 

The main purpose of this project was to investigate youth knowledge regarding 

hemophilia and self-care management skills using a transition quick guide as an 

educational tool within the hemophilia clinic. Pre and post transition readiness was 

evaluated using the 10-point UNC TRxANSITION scale.  The project included 10 

participants who were diagnosed with hemophilia and 12 to 17 years of age. There were a 
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total of 8 male participants, partly because hemophilia was inherited in an X-linked 

recessive way. There were only two females who participated in the project. Although 

hemophilia is X-linked, some of the females were symptomatic carriers; therefore, 

females were included in the project.  Symptomatic carriers had symptoms such as 

menorrhagia, joint bleeds, and frequent nosebleeds; therefore, it was important that 

females learned self-care management skills. The youngest of the participants was 12, 

and the oldest was 16. The scores of pretest data on a 10-point scale ranged from 19% 

(lowest score for pretest) to 58% (highest score for pretest).  The mean total for transition 

education pretest scores was 40%.  An education session on hemophilia knowledge and 

self-care management was performed immediately after the pretest.  The posttest scores 

obtained after educational session ranged from 42% (lowest score for posttest scores) to 

95% (highest posttest score).  The mean total education score for the posttest was 54%.  

The percentage differences between pretests and posttests showed a 14% increase in 

knowledge, and therefore the findings showed that knowledge after the pretesting session 

increased.   Dr. Ferris and colleagues suggested that the UNC TRxANSITION scale and 

the transition quick guide were reliable and valid tools that had potential to measure 

healthcare transition skills and disease knowledge among youth and young adults. It is 

important that youth and young adults learn disease-specific knowledge and master self-

care skills prior to transferring to an adult clinic (Ferris et al., 2012).  It is also important 

that the healthcare team begin documenting specifically what transition education was 

being taught to patients.  It is also important to scan this information into medical records 

to monitor progress. This project provided results that had the potential to help improve 
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transition services for youth with hemophilia. During the pre and posttest sessions, 

participants were fully engaged and enthused about answering the questions. They were 

able to show that the youth concur with the use of the transition service, independence, 

and confidence in their knowledge about hemophilia.  They were able to communicate 

with the social worker, hematologist, and the project coordinator without the help of 

parents or caregivers.  The results showed that it was important to document transition 

readiness.  Documentation provided the healthcare team with methods to track and  

translate evidence into practice.   

Table  2 

Transition Readiness Outcome 

Pt. ID Transition 
Quick-
Guide-

Education 

Pre- Test 
Score (10 

Point 
Scale) 

Pre-Test 
Percentage  

Post- Test 
Score (10 

Point 
Scale) 

Post- Test 
Percentage 

Difference 
in 

Percentage 
Increase 

5683 Yes 5.77 58% 9.5 95% 37% 

5220 Yes 2.71 27% 5.03 50% 23% 

41704 Yes 5.11 51% 5.19 52% 1% 

1129 Yes 2.66 27% 4.21 42% 16% 

2900 Yes 4.79 48% 5.42 54% 6% 

6869 Yes 1.92 19% 4.42 44% 25% 

807 Yes 4.96 50% 5.36 54% 4% 

2458 Yes 4.25 43% 5.08 51% 8% 

2007 Yes 3.68 37% 5.43 54% 18% 

3580 Yes 4.08 41% 4.33 43% 3% 

 
Posttest scores 42% (lowest score for posttest scores), and 95% (highest posttest score).  The mean total education 
score for posttest was 54%.  The percent difference from pretest to posttest showed a 14% increase in knowledge.    
 

Limitations 

The unanticipated limitations for this QI project were the small sample of 10 

participants, limitation of only hemophilia participants, and the age limits.  Although the 
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project was a pilot study to make a change within clinic practice, the potential impact of 

these limitations was an alteration in viewing trends within practice. A greater sample of 

at least 20 participants had the potential of identifying a relationship among the variables 

in order to see a trend within practice (Burns & Grove, 2009).  Limiting the project to 

only participants with hemophilia had an impact on improving the transition service for 

patients with other bleeding disorders.  The hemophilia clinic served patients who were 

not only diagnosed with hemophilia, but also included other bleeding disorders such as 

Von Willebrand, platelet defects, and other rare bleeding disorders.  The project 

coordinator only measured specific areas with the TRxANSITION scale.  The tool could 

be modified based on disease-specifics and age. The DNP project only assessed the 

youth’s disease-specific knowledge and self-management skills.  The scale was a 10-

scale domain but, it had a 32-question scale.  Many of the questions were irrelevant for 

the project but relevant for the transition journey of the youth.  As a result, this could 

have had a potential impact on the results of the project.   

Another insight gained from this DNP project experience was the need to expand the age. 

The age criteria for the QI project were 12 to 17 year olds with hemophilia. Literature 

showed controversy with the age range of starting transition for youth with a chronic 

condition due to medical and psychosocial aspects.  Breakey et al., (2010), defined the 

transition period at the ages of 10- 19 years.  Feinstein, Rabey, and Pilapil (2017) defined 

starting the transition period at the age of 12- 13 years.  The hemophilia clinic at the local 

site had many youth who were 11 years of age, interested in beginning the transition 

journey.  As a result, the project was limited to participants who had benefited from 
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learning transition care early.  On the other hand, there were many young adults who 

were 18 years of age, who depended on their parents to provide their care.  Young (2012) 

argued that ages13 to 18 were the most challenging periods of life for youth with a 

chronic disorder such as hemophilia when it comes to transitional care.  Youth with 

severe hemophilia were on a prophylaxis regimen of factor product. This means that they 

infused their factor product 2- 3 times per week.  The major challenge for this age group 

was non-compliance issues with the prophylaxis regimen, thus, increasing the risk for 

bleeding complications.  Continued investigations on the precise time for starting 

transition education and planning provided a better understanding on the youth’s 

developmental and psychosocial readiness.  

 

Implementation of Findings 

The findings imply that the lack of transition readiness among youth with 

hemophilia can affect youth between ages 12 years to 17 years, various races, and 

genders.  The sample of 10 participants was limited to a small population; however, a 

14% increase in post-test scores showed that opportunities to educate youth about their 

transitional care were possible.  Using a larger sample size had the potential to increase 

the knowledge of the participants and show a stronger correlation for the body of 

knowledge, theory, and practice in transitional care knowledge for youth with 

hemophilia.  The education sessions took place in the hemophilia clinic or the 

participant’s school.  Opening the education sessions to the school settings had positive 

impact on the participant and the school staff.  The participants and parents had the 
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convenience of taking part of the project without traveling a distance to the project site.  

Also, the participant had the opportunity to participate in a project without the parent 

being present.  Participants were engaged and asked questions during the education 

sessions.  In past education sessions with the hemophilia clinic, youth were not attentive 

or engaged in the education sessions, and the parent did the communication for the youth.  

The implementation of the findings provided an opportunity for the hemophilia clinic 

staff and school staffs to form a partnership within the community in improving 

transitional care among youth and young adults.  

The potential implications to positive social change were to increase the youth’s 

health outcomes by joining other health care providers, private entities, communities, in 

heightening the awareness of developing transition programs that promote independence, 

and to improve the quality of life for youth.  Implementing positive social change through 

the implementation of this DNP project helped strengthen relationships among the youth 

with chronic disorders, their families, and the health care community (Feinstein et al., 

2017).  The project coordinator of this DNP project was an advanced practice nurse 

(APN).  This experience demonstrated that nurses could assume the role of coordinating 

the transition team for youth within subspecialty settings.  Nurses were pivotal in 

assessing health care needs of patients.  Nurses were also pivotal in understanding the 

comprehensive care involved in a youth’s developmental, social, and psychosocial aspect 

of the lifespan (Betz & Redcay, 2003).  Nurses should consider including a transition 

quick-guide within the clinic’s transition procedure or program. A transition quick-guide 

was a quick but structured way to educate and evaluate transition readiness among youth.  
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Transition quick-guides were reliable and valid in evaluating transition readiness among 

youth with chronic conditions.  

Recommendations 

 
The recommended solutions that will potentially address the gap-in-practice that 

cause youth to face costly and dangerous gaps as they transition from pediatric to adult 

care services focused on redesigning education and evaluation tools that would improve 

the value of care for youth with hemophilia and other chronic disorders.  The UNC 

TRxANSITION scale was utilized and implemented in this DNP project.  The youth 

showed a 14% increase in disease-specific knowledge and self-management skills after 

the education session.  This was a one-time education session; however, the youth were 

engaged during the time the scale and guide were being used.  The UNC TRxANSITION 

and transition quick-guide had shown reliability and was a valid tool.  Based on the post-

data results, the tools were recommended for future studies or projects.  Nurses were 

pivotal in building and supporting policy and practice standards for the tools to be used in 

practice.  The tools were beneficial in improving the quality of care that shapes the 

youth’s biological, developmental, behavioral and psychological domains.  This helped 

improve the youth’s outcome for self-management during the critical transition period.  

Engaging the youth in receiving care by initiating contracts for the youth to have buy-in 

and to maintain retention was another recommendation for future projects.  Buy-in and 

retention were important for the retention of the transition project.  Finally, providing a 

checklist or transition quick-guide during the youth’s transition journey was found to be 
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important in the transition process.  Pilot testing the transition checklist or transition 

guide with larger sample sizes to assess the clinical effects and the ease of 

implementation was suggested.  The transition quick-guide and UNC TRxANSITION 

scale is shown in (appendices 1 and 2).   

Contribution of the Doctoral Project Team 

 The foundation of the project was based on using the Plan-Do-Study-Act (PDSA) 

cycle, originally developed by Dr. Walter Shewhart, and later Dr. W. Demings, who 

modified the PDSA cycle.  The PDSA included four steps.  Setting aims, establishing 

measures and indicators, selecting changes, and testing the changes within the project 

were the four steps.  Another key step in utilizing the PDSA cycle was developing a 

team.  The doctoral project team included a hematologist, social worker, and the project 

coordinator.  The team had weekly meetings to discuss resources, and literature related to 

the project, and the progress of the project.  After IRB approval, the team met to decide 

on the 2 participants to pilot test for the project. The 2 participants met the project 

criteria.  One of the participants agreed to have the session done at the school setting, and 

the other came to the hemophilia clinic.  Based on the results of the pre and posttest 

scores, the team chose the UNC TRxANSITION scale to evaluate readiness along with 

the Transition Quick-Guide tool.  The hematologist contributions of the doctoral project 

team included being the champion and the referring participant’s physician to the project 

coordinator or social worker.  The hematologist provided the team with insights from a 

business perspective in keeping the stakeholders informed about the direction of the 

transition process.  The hematologist also helped the team stay motivated during the IRB 
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process.  The wait period for IRB approval was long and tedious.  The social worker 

contributions were initially to help with the consenting process.  The social worker 

contributed time viewing literature, evaluation tools, and other valuable transition 

resources from the Got Transition website.  The social worker also contributed time in 

advertising for participants to participate in the project.  The social worker passed out 

fliers in clinic, and informed the parents about the project.  The project coordinator 

contributed time and synthesis skills to research the literature and write about the findings 

in other studies.  The project coordinator also coordinated the team, and helped formulate 

a plan to implement the project.   After IRB approval, the project coordinator help 

scheduled the education sessions for the participants within the clinic or school setting.  

The project coordinator also educated the parent and participant on the consenting 

process, and obtained signatures.  The project coordinator had the responsibilities of 

managing the data, and the analyzing the scores for the findings.  The team discussed and 

made plans together for future recommendations. The team decided that the transition 

quick-guide and the UNC TRxANSITION would improve the transition service for 

patients with hemophilia and other bleeding disorders. The recommendations were 

discussed earlier in the section.   

Based on the results and the feedback from the participants, the team discussed 

designing a poster for other medical services to view the results at the various hemophilia 

meetings in the United States.  The project coordinator planned to publish the findings 

with the Hemophilia Journal, which is the official Journal of the World Federation of 

Hemophilia.   



63 
 

 

Strength and Limitations of the Project 

The purpose of the DNP project was to explore using the Transition Quick-guide 

among youth 12- 17 years of age to educate and plan a transition journey.  The strength 

of the DNP project was that the youth’s post-scores from the UNC TRxANSITION scale 

increased after educating them with the transition quick-guide.  Overall, there was an 

increase with the n=10 patients, based on a 10 point domain UNC TRxANSITION scale.  

The limitations of the project were the weaknesses in the study design that limited the 

credibility of the findings.  Limitations such as small sample size and the restriction to 

only the hemophilia population were identified in exploring the project.  These 

limitations had the potential to decrease the generalizability of the findings (Burns & 

Grove, 2009).   

Clearly, there was more work to be done with the transitional care process. The 

recommendations for future projects that should address similar topics and using similar 

methods were transition projects that studied the young adult after transferring to the 

adult health care service. The solution was to address the key unmet needs of the young 

adult by initiating local and national surveys of patients with hemophilia and other 

bleeding disorders. Hemophilia was a lifelong disorder. Transition planning included 

plans that move with the youth throughout their lifespan. 

Section 5: Dissemination Plan 

Youth with hemophilia are faced with many challenges during the transition 

period to adulthood.  Pediatric healthcare facilities need to have transition services 

available to prevent youth from falling into a fragmented care gap.  This DNP project 
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provided me with the opportunity to design an educational tool and explore using it with 

youth who are diagnosed with hemophilia.  The findings from the project showed that the 

youth’s scores in transition readiness in regards to specific disease knowledge and self-

management skills increased after using the transition quick guide.  The project 

coordinator, hematologist, and the social worker, made plans to continue using the 

transition quick guide and the UNC TRxANSITION scale in the hemophilia clinic.  A 

plan to disseminate this work was to present the information in the form of an abstract to 

the local hemophilia team. Those who benefit from the findings will include nurses 

within ambulatory care, school, community health, and in-patient settings.  Hemophilia is 

a rare disorder; however, it is important to increase the awareness of the transitional care 

problem that exists among youth for nurses, thus, using the evidence presented from the 

project to improve practice, processes, and outcomes. 

Analysis of Self 

Advancing my knowledge gave me the experience to operate within the 

healthcare system to effect change.  As a practitioner, I believed that the PDSA model 

chosen for the DNP project helped me to understand the participants and their issues 

regarding unplanned transitional care.  I chose the PDSA model to guide me through the 

project.  After choosing the PDSA model, I was able to set goals, implement a team, 

communicate about the local problem, establish measures and indicators, and select and 

make changes throughout the project. The PDSA model provided me as a practitioner 

with a framework to improve the clinical practice.  This DNP project provided me with 

opportunities as a practitioner to set long-term professional goals.  One professional goal 
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was to expand this project into a transition program for youth and young adults with 

bleeding disorders.   

As a scholar and project manager, I was able to design a scholarly project such as 

the transition quick-guide and to utilize a reliable transition scale for transition readiness 

to show a positive outcome of youths readiness in understanding hemophilia knowledge 

and competence in self-care skill through this DNP project.   As a scholar, I was able to 

implement and evaluate the value and outcomes of the intervention, and through the UNC 

TRxANSITION scale discovered through literature reviews. Implementing my project 

and sharing findings from the implementation portion of the project will provide other 

nurses with information that will help transitional care for patients with chronic 

conditions.  The nurse who is the project coordinator of this DNP project is in a pivotal 

position to formulate healthcare policies and standards pertaining to their role.  My 

project gave me the opportunity to help shape best practices to improve quality of care 

and practice.  My plan was to share the findings of this project and other future projects.  

As a result, other nurse practitioners in specialty areas will discover, replicate, and 

develop similar projects regarding healthcare transition.  

Major challenges in completing my project involved the IRB process through the 

local site.  Walden University provided me with information that I needed to get 

clearance from my local IRB before starting my project.  The local IRB wanted the 

authority to approve the project since it took place at the local site.  After submitting 

various forms such as the various participant waiver forms, advertisement forms from the 

local IRB, and score analysis form from the local IRB. It took 2 months before getting 
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approval to begin the implementation process of the project.  Transitional care is simple, 

but time is essential to address the needs of the patients and families.  In addition, to have 

a successful transition program, it took money to operate programs of such magnitude.  

Many researchers from the literature reviews recommended applying for grants through 

the NIH to help design successful transition programs. 

Summary 

The overall rates for transition planning for youth with chronic disorders were low 

based on national surveys. A National survey showed that 40% of youth between the ages 

of 12 and 17 had a transition plan before transitioning to adult care services. Unplanned 

transition for youth with hemophilia predisposed them to be to risk for fragmented care. 

The doctoral project provided me with the opportunity to explore the evidence through 

peer-reviewed, systematic, and scholarly papers related to youth and transitional care. 

Healthcare settings in specialty areas that cared for youth with chronic disorders lacked 

transition services to move them safely from a pediatric service to an adult care service.  

Evidence showed that youth with hemophilia were frequently seen in the ER or 

hospitalized for complications related to hemophilia.  Complications such as uncontrolled 

bleeding, joint disabilities, chronic pain, and muscle and internal bleeding causes poor 

quality of life for individuals with hemophilia as well as increased healthcare costs.  The 

local hemophilia clinic lacked transition services that start as early as 12.  The DNP 

project provided me with the knowledge to synthesize the literature, professional 

guidance in choosing a model such as the PDSA as a framework, and the resources to 

create an evidence-based tool such as the transition quick-guide to implement in the 
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clinical practice. The transition quick guide and UNC TRxANSITION scale were 

explored in this DNP project to improve transition outcomes by increasing the youth’s 

disease-based knowledge and self-care management skills.  This project provided data 

and findings from the pre and post scores of the youths transition readiness that showed 

how data could be translated into practice.  Translating the findings into practice will 

bring effective change by providing the youth with hemophilia confidence in 

understanding hemophilia, and competence in their skills to manage hemophilia. Youth 

who are adequately educated for the transition to adult care services avoid unnecessary 

health complications and enjoy an improved quality of life.  
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