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ABSTRACT 

More youth with complex care needs (CCN) are transitioning from pediatric to 

adult healthcare as a result of complex conditions being increasingly associated with 

survival into adulthood. Current transition practices are reported as disorganized and 

disjointed. Consequently, the purpose of this study is to develop a broader understanding 

of the current transition practices and experiences of providers who support youth with 

CCN as they transition from pediatric to adult healthcare. 

This thesis is written in an article-based format with three sections. The first is 

an introductory chapter that provides background information and situates the current 

study within existing academic literature. Following this is a manuscript in article 

format that describes the study. The final section is a concluding chapter, providing an 

executive summary of the research and conclusions drawn. This is followed by a more 

detailed discussion including implications for future practice and research, and 

concludes with a dissemination plan. 
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Introduction 

 This thesis focuses on the state of healthcare transitions for youth with complex 

care needs (CCN) as they move from pediatric to adult healthcare services. Specifically, 

the area of focus for this study is the current practices and experiences of care providers, 

as well as their recommendations, as they support youth with CCN in the transition from 

pediatric to adult healthcare. This thesis is completed in partial fulfillment for the Master 

of Nursing degree and follows an articles-based format organized into three chapters. 

The chapters are described in greater detail later in this chapter; however, the general 

outline consists of an introductory chapter, one publishable manuscript, and a 

concluding chapter. The current chapter is the introductory chapter, which includes a 

discussion of the background and significance; a literature review; and concludes with 

the purpose and research questions guiding the research.  

Background and Significance 

The state of healthcare transitions that youth with CCN face has been a topic 

under scrutiny in the literature for more than three decades. This issue was brought to 

light at a Surgeon General’s Conference in 1989 where it was identified that the life 

span for many life-limiting childhood diseases had increased, requiring a need to focus 

on transition to adult care for children with CCN (Bolger et al., 2017). These conditions 

that were once seen as fatal are now increasingly associated with survival into 

adulthood, with over 90% of youth with complex chronic conditions now surviving into 

and beyond their twenties (Peter et al., 2009; Scal & Blum, 2002; Young et al., 2018). 

These youth require a careful shift of their services from family-centred pediatric 
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healthcare to adult-centred healthcare, posing one of the greatest challenges in their 

journey from childhood to adulthood (Peter et al., 2009).  

Healthcare transitions for youth with CCN are defined as the planned, orderly, 

and purposeful process of change from child- to adult-oriented models of healthcare 

(Blum et al., 1993; Hart et al., 2017; Spaic et al., 2019). Hart et al. (2017) define 

healthcare transfers in this context as the “discrete step within the transition process 

where patients establish in the adult-oriented healthcare system” (p. 149). The period of 

transition includes dynamic changes in social situations, education, and employment, 

among other changes (Wu et al., 2018). This process of change is particularly 

challenging for youth with CCN. As many as 19% of youth have a chronic condition 

and/or special healthcare needs that impact their well-being and cause limitations in 

daily living, and this number has been increasing dramatically over the last 40 years 

(Perrin et al., 2014; United States Census Bureau, 2018). These youth require significant 

medical, cognitive, and/or educational assistance beyond what is generally required by 

their peers and are typically high-users of the healthcare system with substantial family 

service needs (Canadian Associated of Pediatric Health Centres [CAPHC], 2016; 

Dewan & Cohen, 2013). Moreover, they often have chronic conditions requiring 

multiple care providers and community resources (Ciccarelli et al., 2015; Dewan & 

Cohen, 2013). 

Often contributing to the challenge of transition are the stark differences between 

pediatric and adult healthcare settings (Spaic et al., 2019). Pediatric care is family 

focused, relies on developmentally appropriate care with significant parental 

involvement in decision-making, and typically practices within a multidisciplinary team. 



 

 

 

3 

In contrast, the adult healthcare system is often individual-focused and investigational, 

and requires autonomy and independence (Davies et al., 2011). Integrated 

comprehensive transition services are paramount to support youth as they navigate 

between pediatric and adult systems. A theme throughout the literature is that current 

transition practices, when present, are disorganized and disjointed with the majority of 

youth aging out of pediatric healthcare practices before they are ready to make the 

transition to adult healthcare (Berens & Peacock, 2015; Burke et al., 2008; Peter et al., 

2009; Reiss et al., 2005). Aging out occurs when youth are required to leave the 

pediatric practice upon reaching a predetermined age (Burke et al., 2008).  

Around the time that youth transition to adulthood, and consequently to adult 

healthcare, those with CCN often reach a critical point with a deterioration in overall 

wellbeing due to the stress and uncertainty associated with this time of developmental 

transition (Young et al., 2018). This often creates a gap in care, which coincides with 

further deterioration of health and an increase in complications due to unmet needs (Hart 

et al., 2017; Kelly, 2015; Toulany et al., 2019). Studies show that this is a dangerous 

time for youth and is associated with increased mortality (Kyrana et al., 2016). When 

youth cannot successfully transition to the appropriate adult healthcare services, this can 

potentially lead to: 1) deterioration of general health due to lack of follow-up visits, and 

the emergence of mental health conditions (National Research Council, 2015; Lee et al., 

2010; Lee et al., 2011); 2) higher utilization of emergency room services (National 

Research Council, 2015); and 3) requirement for high intensity healthcare interventions 

(Hwang et al., 2013; Nolte & Pitchforth, 2014; Pare et al., 2014). Not only do youth 
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suffer during the transition period, the wellbeing of the entire family is impacted by the 

anxiety associated with this time (Hart et al., 2017; Young et al., 2018).  

Transitioning from pediatric to adult healthcare for youth with CCN remains 

fragmented in practice today. Although the consequences of poor transition for this 

population are well documented, only a paucity of studies focus on existing provider 

practices with the intention to enhance and improve this process. The purpose of this 

study is to explore the current practices and experiences, as well as recommendations, of 

primary care providers (PCP), specialists, and subspecialists as they support youth in the 

transition from pediatric to adult healthcare; receive youth from pediatric healthcare; 

and/or facilitate the transition process. 

Literature Review 

To develop a broader understanding of current transition practices from pediatric 

to adult healthcare, the existing literature was examined. This included an exploration of 

the practices, experiences, and needs of PCPs, specialists, and subspecialists in the 

support of youth with CCN as they transition from pediatric to adult healthcare. For the 

purpose of this study, PCPs refer to healthcare professionals, such as family physicians 

and nurse practitioners, that a patient may consult as a first point of contact for day-to-

day healthcare needs (Statistics Canada, 2017). Specialists, in the context of this study, 

include general pediatricians and adult providers specializing in various conditions and 

diseases (e.g., cardiology, endocrinology, rheumatology; Canadian Medical Association 

[CMA], 2018). Subspecialists for this study include various pediatricians trained and 

certified in a board-certifiable subspecialty, which constitute approximately 15% of all 
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pediatricians (e.g. pediatric cardiology, pediatric nephrology, developmental and 

behavioral pediatrics; CMA, 2018; Stoddard et al., 1998). 

Articles were collected by conducting searches of CINAHL, MEDLINE, 

PubMed, and EMBASE. The search strategies combined key search terms for transition, 

complex care needs, care provider, youth, adult, needs, and current practices.  See Table 

1 for a list of search terms. The search strategies were revised for each electronic 

database used. Retrieved articles were limited to those of the English language and from 

year 2000 to present. Additional literature was located through review of the citations of 

retrieved studies. 

Table 1: Literature Search Terms 

Search Term Key Words 

Transition Transition; transition planning; transition service; 

continuity of care; care coordination; transition care; 

transitional care; health transition; medical transition 

 

Complex Care Needs Complex; complexity; comorbidity; multiple morbidity; 

multiple comorbidities; medically fragile; multiple chronic 

 

Care Provider Specialist; healthcare provider; doctor; physician; 

pediatrician; nurse; health specialist; care team; medical 

team 

 

Youth Child; adolescent; youth; pediatric; paediatric; children 

 

Adult Adult; adulthood 

 

Needs Needs; perceptions 

 

Current Practices Challenges; guidelines; practices; practice; experience 

Note. Between columns, AND terms were used. Within a column, OR terms were used. 

Few studies were located that specifically examined care provider practices and 

experiences, and their needs in the support of youth with CCN transitioning from 
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pediatric to adult healthcare. The majority of studies that explored individual 

perceptions of the transition process involved the patient or family experiences and their 

considerations on how to improve the process. Additionally, many studies evaluated 

care provider, patient, and family perceptions of the transition process after piloting a 

transition program rather than prior to program implementation. The proceeding section 

details the literature findings and is organized as follows: (1) primary care provider 

practices and experiences; (2) pediatrician and pediatric subspecialist practices and 

experiences; (3) adult specialist practices and experiences; (4) patient and family 

experiences; and (5) recommendations for practice.  

Primary Care Provider Practices and Experiences 

PCPs, such as family doctors and nurse practitioners, follow patients throughout 

their healthcare journey and are crucial to the support of youth with CCN while 

transitioning from pediatric to adult healthcare (Chafe et al., 2019). However, relatively 

little literature is available on how they currently provide or support transitions in care 

for their patients and their experiences in doing so.  

Some studies have demonstrated that PCPs are less engaged in providing 

primary care services with complex youth (Ciccarelli et al., 2015). It has been shown 

that this may, in part, be due to the reliance on pediatricians’ involvement in delivering 

primary care services during childhood and adolescence (Andrade et al., 2017; Dewan & 

Cohen, 2013). In Canada, this is especially true in higher income families (Schraeder et 

al., 2020; Toulany et al., 2019). PCPs are left struggling to provide care when it is time 

for youth to be discharged from pediatric healthcare and enter adult healthcare, due to 

the high involvement of pediatricians prior to this transition (Kelly, 2015; Schraeder et 
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al., 2020). The lack of integration between primary and specialist care results in a lack 

of confidence and knowledge in PCPs’ ability to manage care when the time for 

transitioning arrives. One Canadian study that looked specifically at the perceptions of 

family physicians on their role in transition for youth with chronic health conditions 

found mixed views on who provided the transition care coordination. Several PCPs 

viewed themselves as the ‘quarterback’ of care, while others believed that the 

pediatrician should be the main coordinator for transition care (Schraeder et al., 2020). 

Additionally, those PCPs that regarded themselves as the lead coordinator found it 

difficult to fulfill this role, as they may have had little contact with the youth during 

their pediatric care. 

PCPs also do not yet have great familiarity in how to successfully transition 

youth with CCN from pediatric to adult healthcare (Ciccarelli et al., 2014). One study 

that looked at PCPs’ approaches to transition discovered that there were no respondents 

that reported being aware of the need to transition as a result of an institutional policy, 

clinical guidelines, or requests for referrals from adult-oriented providers, such as adult 

healthcare specialists. When asked from whom or where they received guidance on 

transition issues, most indicated colleagues in medicine or those in other health fields 

(Scal & Blum, 2002). PCPs in this study report transitioning each patient individually 

and without formal transition structure; however, there is no data that indicates patient 

and family satisfaction of this approach or health outcomes. It is evident from the lack of 

literature exploring PCPs experiences in the support of transitioning youth that this is a 

topic in need of further exploration. 
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Pediatrician and Pediatric Subspecialist Practices and Experiences 

Relatively few articles have assessed pediatric providers’ experiences when 

transitioning youth with CCN to adult healthcare (Hart et al., 2017). Even fewer explore 

experiences of pediatric subspecialists. For the studies included in this literature review, 

common transition experiences among pediatric providers can be divided into transition 

practice, initiation of transition, and transition knowledge.  

Transition Practice 

Studies have shown that many pediatric care providers do not provide transition 

support for patients as they transition from pediatric to adult healthcare. In general, 

pediatricians lack the necessary time to facilitate a proper transition for youth with CCN 

(Berens & Peacock, 2015; Ciccarelli et al., 2014; Geenen et al., 2003). The majority of 

pediatric practices do not have written policies on the transition of youth or offer 

recommended transition services, with aging out of pediatric care without a planned 

transition being the most common outcome for both adolescents with or without CCN 

(Burke et al., 2008; Ciccarelli et al., 2014). A study that looked at transition practices of 

pediatricians showed that only 9% of providers reported that they discussed different 

provider types (such as family medicine and internal medicine) with patients at the time 

of transitions and only 2% of providers discussed the differences between pediatric and 

adult healthcare (Maddux et al., 2015). However, this data is limited to the pediatric 

population in general and does not differentiate between youth with and without CCN.  

One study, conducted in the Netherlands at the Sophia Children’s Hospital, 

looked at the current practices of pediatric providers. In this study, only one subspecialty 

(hemophilia) offered a structured transition program with early intervention (van Staa et 
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al., 2011). Another study looked at multidisciplinary clinics for youth with cerebral 

palsy (CP). Although approximately half of the CP clinics (55%) reported a 

standardized transition process, 90% of the clinics were still caring for at least a portion 

of their patients into adulthood (Bolger et al., 2017). Despite this standardized process 

with a multidisciplinary team, overall, practitioner satisfaction with the current 

transition-of-care process in each CP clinic was low. 

Initiation of Transition 

A healthcare transfer is the distinct point in time within the transition process 

where youth leave pediatric care and enter the adult healthcare system (Hart et al., 

2017). The healthcare transition is the planned, orderly, and purposeful process of 

change over time that prepares youth for transfer to the adult healthcare system (Blum et 

al., 1993; Hart et al., 2017; Spaic et al., 2019). Initiation of the transition process varied 

between studies with the majority of providers considering transition and transfer as 

synonymous resulting in little to no transition preparation. When initiating transition, the 

age of the patient; when the parent/caregiver initiates the conversation; and 

cognitive/emotional/developmental milestones were rated the three most important 

criteria for initiating a discussion regarding transition of care (Bolger et al., 2017).  

Studies found that most pediatric providers reported that, in their opinion, the 

ideal time to begin transition preparation is on average one year before transfer to adult 

care (Ciccarelli et al., 2014; Hart et al., 2017). Similarly, another study surveying 

pediatricians found that 96% of respondents reported that the transition process should 

begin either one year prior to or at the time of transfer, despite literature and guideline 

recommendations that preparation for transition starts early in childhood (Burke et al., 



 

 

 

10 

2008; Kaufman & Pinzon, 2007). At the Sophia Children’s Hospital in the Netherlands, 

haemophilia, the only subspecialty to offer a structured transition process, based the 

time of transfer off of transition readiness scores, while the majority of other 

departments failed to begin transition discussion any earlier than six to 12 months in 

advance of aging out (van Staa et al., 2011).  

Transition Knowledge 

Pediatric providers indicate that they lack the knowledge and training to 

effectively transition youth with CCN to adult healthcare which hinders their ability to 

initiate transition practices (Betz, 2018b; Geenen et al., 2003). A 2014 study out of the 

United States found that pediatric residents had a general lack of knowledge, 

confidence, and experience in transitioning youth with CCN. Specifically, pediatric 

residents reported a lack of knowledge about community resources for young adults 

with CCN (39%), insufficient time for staff to provide transition services (36%), and 

lack of skills in transition planning (34%; Weeks et al., 2014). Additionally, a study 

completed in 2017 showed that 76% of pediatric residents at the Children’s Hospital of 

Pittsburgh of the University of Pittsburgh Medical Centre did not have any transition 

training or did not recall receiving transition training (Hart et al., 2017).  

Often, pediatric providers express experiencing difficulties in supporting 

transitions due to the lack of similar healthcare services in the adult-oriented healthcare 

system, as well as a disparity in knowledge regarding existing services (Betz, 2018b; 

Young et al., 2009). In the presence of available transition resources, pediatric providers 

also outline difficulties implementing and adapting transition guidelines to fit individual 



 

 

 

11 

patient needs due to a lack of training and knowledge of available adult-oriented 

services (Wu et al., 2018).  

Adult Provider Practices and Experiences 

Adult care providers play an important role in the transition process as the 

receiving provider for youth with CCN; however, there are few articles that explore their 

experiences in transition as compared to pediatric providers. Oftentimes, adult service 

providers feel like they are set up to fail due to the high level of care and long 

appointment times provided in pediatric healthcare, which is unavailable in adult 

healthcare (Betz, 2018a; Kelly, 2015).  

 A major theme in the literature in regard to adult healthcare providers’ 

experiences in providing transition support to youth with CCN is that adult healthcare 

providers lack the specialized training and knowledge of childhood onset and congenital 

disorders (Berens & Peacock, 2015; Ciccarelli et al., 2014; Kelly, 2015; Peter et al., 

2009; Reiss et al., 2005). Adult providers also find that they are unable to meet patients’ 

psychosocial needs due to insufficient knowledge of social resources and limited 

training in adolescent medicine (Berens & Peacock, 2015; Peter et al., 2009). A 2009 

study used a 2-stage Delphi survey to elicit opinions on the transition of youth with 

CCN to adult care from adult medicine internists. The following concerns reported in 

this study included: (1) that families would not stay involved; (2) that there is a need for 

super-specialists (providers with expertise in one or a few specific conditions) for very 

medically complex cases; (3) that there is a need to address early end-of-life issues soon 

after transition; (4) that there are time-limitations in adult care for appointments; and (5) 

that families have high expectations for internists’ time (Peter et al., 2009). 
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Adult healthcare provider accounts also outline the difficulties in receiving 

patients with little or no health history, trying to establish a therapeutic relationship with 

the youth, and helping to navigate typical adolescent milestones, while also supporting 

the youth with surgeries, hospitalizations, and medication schedules (Wu et al., 2018). 

Their experiences have also identified a number of concerns about patients who have 

transferred from pediatric healthcare, specifically noted was the lack of adherence to 

proposed treatment plans, deficiencies in provider knowledge about the condition, and 

limited self-care skills of patients (Kaufman & Pinzon, 2007). 

Patient and Family Experiences 

The most well researched experiences of those involved in the transition process 

of youth with CCN from pediatric to adult healthcare are those of the patient and family. 

Common transition experiences among patient and families from the literature can be 

divided into: (1) experiences with the transition process; and (2) the role of 

parents/caregivers in the transition process. 

Experiences with the Transition Process 

Accounts from patients and families demonstrate that formal transition processes 

and planning are often absent and that youth are generally not involved in discussions 

about the transition to adult care, with transfer often coming unexpectedly (Kirk, 2008). 

Parents also emphasize the importance of health care providers working directly with 

adolescents (Geenen et al., 2003). In one study, a third of patient and family respondents 

identified confusion around care routines at the time of transition (Kyrana et al., 2016). 

Caregivers of individuals transitioning between pediatric to adult healthcare providers 

noted that pediatricians do not discuss adult issues, are not trained to treat adults, and 
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have limited experience with childhood diseases in adults, thus making the transition to 

adult healthcare unexpected and abrupt (Bolger et al., 2017). This finding is consistent 

with care provider practices and experiences of transition in the preceding sections.  

A Canadian study looking at youth with medical complexities and CCN during 

the transition process reported that almost one-half of families of these youth identify an 

unmet medical service need, and one-third experienced difficulty in accessing 

nonmedical services (Dewan & Cohen, 2013). Another study looking at the experiences 

of youth and their families with CCN reported that around three-quarters of parents of 

pre-transition young people felt their child had unmet needs in relation to information 

about future options, and two-thirds felt their need for someone to talk to about 

transition and/or to explain the transition process to them was not being met (Clarke et 

al., 2011). Patients and their families perceived that adult healthcare providers lacked 

experience in providing appropriate care for their child’s condition, and patients 

experienced difficulty developing a therapeutic relationship in adult care (Berens & 

Peacock, 2015; Grivetta et al., 2012). One Canadian study that surveyed adolescent and 

caregiver perceptions of PCP involvement in transition found that most adolescents and 

caregivers identified a concerning lack of regular involvement by the PCP during their 

specialized pediatric care, which contributed to poor continuity during transition (Han et 

al., 2018). 

Families indicated that throughout their child's life they were not encouraged to 

plan for a transition to adulthood, or to really consider what health services might be 

needed beyond childhood (Young et al., 2018). Parents felt they received little, if any, 

preparation for the eventual transition from a pediatric healthcare setting to an adult 
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healthcare setting (Davies et al., 2011). One study found that the majority of parents 

reported a gap of between two months and two years from their youth’s last pediatric 

appointment to their first appointment in the adult setting (Davies et al., 2011). Families 

reported experiencing diminished support and a sense of abandonment with a delay in 

re-establishing medical care in the adult setting (Reiss et al., 2005; Young et al., 2009). 

The Role of Parents/Caregivers in the Transition Process 

Studies show that the majority of parents do not feel they have the tools 

necessary to navigate the adult healthcare system (Davies et al., 2011). Over half of the 

respondents in one survey highlighted the lack of information they received regarding 

the transition process and adult-oriented services (Young et al., 2009). As a result, 

parents relied on their informal support network that they used to help guide them 

through the process of transition (Davies et al., 2011). Youth involved in transitioning 

from pediatric to adult healthcare services confirmed their parents’ experiences; 

accounts from youth in one study reported that healthcare professionals played a 

peripheral role in their transition to adult healthcare. As such, the study found that 

youths’ knowledge about how to manage their condition came mostly from their parents 

(Kirk, 2008). 

Parents and families of youth further reported an immense amount of time and 

effort is required by them to locate new services once their youth is no longer able to 

receive care in a pediatric setting (Davies et al., 2011). Qualitative accounts from 

parents described the usefulness of having a central person who could develop a 

healthcare plan; manage the communication between healthcare providers and other 

professionals or agencies; and have enough time to meet and discuss the child’s health 
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plan with the family (Geenen et al., 2003). Despite these accounts of their experiences, 

including needs and barriers outlined by patients and families, it is unclear from the 

literature whether or not this data has been used to model transition practices that fit the 

needs of the patients, families, and care team. 

Recommendations for Practice 

The transition literature, whether exploring experiences of those involved in the 

transition process or describing pilot programs, provides many recommendations for 

practice. Key recommendations include improved transition timing; improved 

coordination and collaboration; implementation of a transition coordinator; youth 

participation; and practitioner education. 

Early Initiation of Transition Planning  

Most studies indicate that physical and psychological preparedness is of paramount 

importance for proper transition and a readiness assessment should be completed prior 

to the initial transfer (Andrade et al., 2017; Ciccarelli et al., 2015; Mackie et al., 2014; 

van Staa et al., 2011). Transition readiness encompasses the decisions made and actions 

taken in building the capacity of the adolescent to prepare for, begin, continue, and 

complete the process of transition (Telfair et al., 2004). The transition process should 

start early, should be tailored to the youth’s level of disability, and does not end when 

the youth leaves the pediatric system (Andrade et al., Han et al., 2018; 2017; Reiss et al., 

2005; van Staa et al., 2011).  

According to the Canadian Pediatrics’ Society, most existing transition programs 

worldwide are based on the On-Trac model, which is a comprehensive program based 

on goals that change for early, middle, and late transition, and that can proceed at the 
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youth’s pace (Kaufman & Pinzon, 2007). The transition process begins at around 10 

years of age and proceeds until the transfer from the pediatric to the adult healthcare 

setting is complete (Kaufman & Pinzon, 2007). Transition recommendations from the 

Ontario Epilepsy Task Force state that early identification of risk factors for 

unsuccessful transition is of high priority for health care practitioners. As well, early 

planning is recommended in the following areas: housing, education, employment, legal 

issues, health insurance, respite care, and services offered to people with disabilities 

(Andrade et al., 2017).  

Coordination and Collaboration of Care Providers 

The literature indicates that closer collaboration between pediatric and adult 

practices as the transition process nears the point of transfer is essential for successful 

transition. For example, communication between the pediatric and adult practice is 

facilitated with at least one patient consultation where a professional from each practice 

is present (Betz, 2018a; Kyrana et al., 2016). Recommendations also include organizing 

a meeting with the adult healthcare provider outside of the clinic environment and an 

orientation visit for the youth to the adult practice or clinic. This early understanding of 

how to access adult services can allow families to prepare for transfer to adult services 

and mitigate any delays in care (i.e., gather the required eligibility documentation in 

advance; Kyrana et al., 2016; van Staa et al., 2011). Furthermore, numerous studies 

indicate that joint clinics at both the pediatric and adult settings also work well to 

improve outcomes following transition to adult care (Crowley et al., 2011; Kyrana et al., 

2016; Schraeder et al., 2020; van Staa et al., 2011; Young et al., 2009). 
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To facilitate the transition from pediatric to adult healthcare, there must be good 

working relationships and communication between pediatric and adult providers 

including PCPs, specialists, and subspecialists (Kaufman & Pinzon, 2007; Telfair et al., 

2004). Cultural and organizational differences between pediatric and adult-oriented 

services need to be reconciled, as they have been shown to inhibit transition (van Staa et 

al., 2011). As well, written information between providers can ensure clarity about all 

aspects of care (Kyrana et al., 2016; Reiss et al., 2005; van Staa et al., 2011). It is 

recommended that PCPs be involved very early in the transition process. The PCP may 

help in arranging referrals to adult specialists; ensure that all referrals are accepted and 

all aspects of care are in place; and coordinate with community agencies to provide 

social and medical support at home when needed (Andrade et al., 2017; Chafe et al., 

2019; Schraeder et al., 2020). 

Implementation of a Transition Coordinator 

One strategy to support the transition of youth from pediatric to adult care is the 

implementation of care coordinators during the transition process, which has shown to 

decrease inpatient and emergency utilization and costs, as well as increase patient and 

family satisfaction ratings (Ciccarelli et al., 2015; Geenen et al., 2003; Kyrana et al., 

2016). Having a keyworker as a point of contact for the young person can facilitate good 

communication and coordination between providers and the family. Studies have 

demonstrated that nurses, in particular, are in pivotal positions to coordinate the 

instruction, resources, and support that parents and youth need to attain the 

developmental competencies and demonstrate the readiness to commence the transition 

to adult healthcare (Betz, 2004; Reiss et al., 2005). The position of a transition 
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coordinator could provide the enhanced support and advocacy needed by parents and 

youth during this time. 

Youth Participation in Transition 

Youth commonly report that they are not involved with their practitioners in the 

discussion of transition and transfer to adult care (Kirk, 2008). Ideally, as a child 

progresses to adolescence, they should be given increasing levels of responsibility and 

information for their own care (Betz, 2018a; Kaufman & Pinzon, 2007; Scal & Blum, 

2002; van Staa et al., 2011). Professionals have the opportunity and responsibility to 

provide developmentally appropriate information and to teach skills of negotiation and 

communication that are required in the adult system as youth move closer to transfer 

(Kaufman & Pinzon, 2007). The Ontario Epilepsy Task Force recommends employing 

the ‘Shared Management Model of Transition’ which emphasizes a gradual shift in 

responsibilities from the provider to the parent, and then ultimately to the adolescent as 

developmentally appropriate (Andrade et al., 2017). 

Enhancing Provider Knowledge 

Finally, it is recommended that more emphasis is placed on providing transition 

education for practitioners involved in the transition of youth with CCN. It is 

recommended that health professional trainees be required to receive training and 

education regarding assessing and transitioning youth with CCN (Young et al., 2009). 

All providers who support youth in the transition from pediatric to adult healthcare are 

recommended to enhance their knowledge of transition practices, community and 

clinical resources, and pediatric-onset conditions. Furthermore, PCPs and pediatric 

providers require further transition training to support their patients and families (Betz, 
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2018a; Betz, 2018b). Similarly, providing training for adult providers about adult 

consequences of pediatric-onset chronic conditions can improve the transition 

experience (Betz, 2018a; Reiss et al., 2005).  

Purpose and Research Question 

 Despite being a topic of concern for more than 30 years, the process of 

transition for youth with CCN remains fractured and fragmented (Kelly, 2015). The 

literature reveals very little about current practices and needs of healthcare practitioners 

when supporting youth with CCN as they cross this chasm. This vital information, in 

addition to patient and family needs, is required as the cornerstone on which to build 

programs and policies to successfully support healthcare transitions. The purpose of this 

study is to explore the current practices, experiences, and recommendations of primary 

care providers (PCP), specialists, and subspecialists as they support youth in the 

transition from pediatric to adult healthcare; receive youth from pediatric healthcare; 

and/or facilitate the transition process. This was addressed with two research questions: 

1) What are the current practices and experiences of care providers (primary care 

providers, specialists, and subspecialists) as they support youth in the transition from 

pediatric to adult healthcare; receive youth from pediatric healthcare; and and/or 

facilitate the transition process; and 2) What are the recommendations of care providers 

(PCPs, specialists, and subspecialists) to improve transition practices from pediatric to 

adult healthcare? This study aims to contribute to transition research as part of a larger 

vision to guide transition practice and influence policy.  
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Format for the Thesis  

The format of this thesis consists of an introductory chapter, one publishable 

manuscript, and a concluding chapter. This first chapter, the introduction, presents the 

background for this study, a literature review to provide context, and concludes with the 

purpose of the study that was conducted. The second chapter is written in the format of 

a manuscript and entitled Transitioning from Pediatric to Adult Healthcare: Exploring 

the Practices and Experiences of Care Providers. This manuscript provides an overview 

of the methods used in this study, followed by the study findings. An interpretation and 

discussion of these findings are also discussed. The lead author of this manuscript and 

principal investigator of this study is Jennifer Splane, Master of Nursing candidate at the 

University of New Brunswick. The principal investigator prepared study materials, 

conducted, transcribed, and analyzed interview data, and wrote  the manuscript. These 

activities were all conducted under the supervision of Dr. Shelley Doucet and in 

consultation with committee member, Dr. Alison Luke. This manuscript is formatted for 

the journal “Journal of Child Health Care” to be submitted once the defense is complete. 

This journal is targeted towards professionals across disciplines with the aim of 

addressing issues regarding healthcare of youth and their families. These issues include 

illness; disability; complex needs; well-being and quality of life; and mental health care 

in diverse settings. Additionally, the journal aims to develop the skills and knowledge 

base of professionals while also promoting partnerships between professionals and 

families and between different professional groups (SAGE Journals, 2021). This journal 

was found to align well with the purpose and findings of this study. The third and final 

chapter consists of further discussion of the findings followed by implications for 
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practice and concluding remarks. Supplemental material used in this study can be found 

in Appendices A through C.  

Conclusion 

A great number of transition studies focus on structural factors related to the 

transition from pediatric to adult healthcare, such as how established or pilot programs 

are organized and implemented (Ciccarelli et al., 2015; Spaic et al., 2013; Telfair et al., 

2004). Few studies look directly at the transition practices and experiences outside of 

these existing programs. Furthermore, the participants in studies that examine provider 

experiences are limited to residents and medical trainees. The current body of literature 

indicates a need for studies to explore the experiences and practices of practitioners 

supporting the transition from pediatric to adult healthcare for youth with CCN to 

identify potential areas of improvement and to guide future practice (Bolger et al., 

2017). This supports the necessity of this study.  

To address this gap in the existing literature, this study explores current practices 

and experiences of PCPs, specialists, and subspecialists as they support youth in the 

transition from pediatric to adult healthcare; receive youth from pediatric healthcare; or 

facilitate the transition process. Additionally, it explores their recommendations for an 

improved transition process that will contribute to a more coordinated movement of 

youth to adult-centred care, while acknowledging any challenges they may face along 

the way. This study aims to contribute to transition research as part of a larger vision to 

guide and reform transition practice in New Brunswick and influence policy. The 

following section presents the research article generated from this study. 
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Manuscript – Transitioning from Pediatric to Adult Healthcare: 

Exploring the Practices and Experiences of Care Providers 

Abstract 

Youth with complex care needs (CCN) experience complex health conditions, 

many of which were once seen as fatal and are now increasingly associated with 

survival into adulthood. As a result, more youth are transitioning from pediatric to adult 

healthcare as they approach adulthood. Current transition practices, when present, are 

disorganized, resulting in health status deterioration and complications due to unmet 

needs. The purpose of this qualitative descriptive study is to develop a broader 

understanding of the current transition practices and experiences, as well as 

recommendations of primary care providers, specialists, and subspecialists in the 

support of youth with CCN as they transition from pediatric to adult healthcare. A 

purposeful sample of 15 care providers from two Eastern Canadian provinces who 

support youth in the transition from pediatric to adult healthcare were interviewed using 

a semi-structured interview guide. The data collected was analyzed using inductive 

thematic analysis following the six phases outlined by Braun and Clarke (2006). The 

findings from this research demonstrate a shortage of care providers and lack of 

community services available for youth with CCN who move into adult health services. 

Moreover, participants indicated that a designated transition coordinator can enhance the 

transition process for the youth and stakeholders involved in their care. The results of 

this study can potentially improve transition practices and policies and guide future 

research in this area. 
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Introduction 

Youth with complex care needs (CCN) require significant health, educational, 

and/or social assistance beyond what is generally required by their peers (Canadian 

Association of Pediatric Health Centres [CAPHC], 2016). These youth experience 

complex chronic conditions that were once significantly life-limiting and are now 

increasingly associated with survival into adulthood, with the majority living into their 

twenties and beyond (Peter et al., 2009; Scal and Blum, 2002; Young et al., 2018). As 

they approach adulthood, youth are required to transition from family-centered pediatric 

healthcare to individual focused adult healthcare. These healthcare transitions are often 

defined as the planned, orderly, and purposeful process of change from child- to adult-

oriented models of healthcare, which is demonstrated to be a particularly difficult 

process of change for youth with CCN (Blum et al., 1993; Hart et al., 2017). 

In stark contrast to adult healthcare services, pediatric care is often a 

multidisciplinary family-focused practice, relying heavily on developmentally 

appropriate care with significant parental involvement in decision-making (Davies et al., 

2011). Studies demonstrate that current transition practices, when present, have been 

reported as disorganized and disjointed, resulting in health status deterioration and an 

increase in complications due to unmet needs for youth with CCN (Berens and Peacock, 

2015; Burke et al., 2008; Peter et al., 2009; Reiss et al., 2005; Toulany et al., 2019). This 

has led instead to an aging-out phenomenon rather than an integrated transition process 

to adult healthcare services (Burke et al., 2008).  

Although transition practice has been a topic of interest for many years, few 

studies have looked directly at the transition practices and experiences of participants 
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outside of existing transition programs. Instead, a great number of studies focus on the 

structural factors of transition programs, such as how established or pilot programs are 

planned and implemented (Ciccarelli et al., 2015; Spaic et al., 2013; Telfair et al., 2004). 

Additionally, studies indicate that further exploration of the experiences and practices of 

care providers is of necessity (Bolger et al., 2017). To improve transition practice, we 

must first understand it. This study targets an important stakeholder group in the care of 

youth with CCN, namely care providers, and explores their experience while supporting 

youth transitioning from pediatric to adult care. 

Aim 

The focus of this study is on care provider experiences and practices as they 

support youth with CCN during the transition from pediatric to adult healthcare. Further 

exploration of their recommendations will help to identify potential areas of 

improvement and to guide future practice. To address these areas of focus, two research 

questions were posed: 1) What are the current practices and experiences of care 

providers (primary care providers [PCP], specialists, and subspecialists) as they support 

youth in the transition from pediatric to adult healthcare; receive youth from pediatric 

healthcare; and and/or facilitate the transition process; and 2) What are the 

recommendations of care providers (PCPs, specialists, and subspecialists) to improve 

transition practices from pediatric to adult healthcare? 

Methods 

Design 

This exploratory study uses a qualitative descriptive design to understand the 

current practices, experiences, and recommendations of PCPs, specialists, and 
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subspecialists in the support of youth with complex care needs as they transition from 

pediatric to adult healthcare. This design supports the study’s purpose as its intent is not 

to provide evidence for existing theoretical construction, but instead to stay close to the 

data generated from participants without significant interpretation. Qualitative 

description is an inductive approach allowing researchers to maintain flexibility 

throughout the study (Bradshaw et al., 2017; Kim et al., 2017; Sandelowski, 2000). It is 

considered naturalistic in that there is no pre-selection or manipulation of variables and 

no commitment to any one theoretical view, but instead presents the data as it is in 

everyday language (Sandelowski, 2000).  

Sample 

The population of interest for this study included PCPs, specialists, and 

subspecialists in two Eastern Canadian provinces (New Brunswick [NB] and Nova 

Scotia [NS]) involved in supporting youth transitioning from pediatric to adult 

healthcare. NB, the primary setting of this study, is a geographically diverse province; it 

comprises three major urban centres in the south of the province, housing the main 

tertiary healthcare services, and includes many rural communities spread over its 73,000 

square kilometers (Government of New Brunswick, 2012). The largest pediatric tertiary 

centre in Eastern Canada (IWK Health Centre) is situated in NS; therefore, patients 

often travel from NB to NS to receive care that would be otherwise unavailable. PCPs 

refer to healthcare professionals, such as family physicians and nurse practitioners, that 

a patient may consult as a first point of contact for day-to-day healthcare needs 

(Statistics Canada, 2017). Subspecialists for this study include pediatricians trained and 
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certified in a board-certifiable subspecialty (e.g. endocrinology, pediatric psychiatry, 

developmental and behavioral pediatrics; Canadian Medical Society, 2018). 

Purposeful sampling was used to select participants who could provide in-depth 

and rich information of relevance to transition practice (Bradshaw et al., 2017). 

Specifically, maximum variation sampling was used to ensure representation across 

different practice areas (e.g. pediatrics, endocrinology), practice settings, and locations 

(Sandelowski, 2000). Participants were identified through provincial organizations that 

provide health services to children and youth. Participants were recruited using a 

standard advertisement explaining the purpose and expectations of the study via 

telephone, e-mail, and social media platforms. Eligible participants included PCPs, 

pediatricians, pediatric subspecialists, and adult specialists who are involved or have 

been involved in the transition process of youth between the ages of 14 and 30 from 

pediatric to adult healthcare. 

Ethical Considerations 

This study was approved by the University of New Brunswick (REB#008-2020), 

Horizon Health Network (REB#100617), and Vitalité Health Network (REB#100864) 

prior to commencement. 

Data Collection 

Data was collected using semi-structured interviews, which are commonly 

employed in qualitative descriptive studies (Kim et al., 2017; Sandelowski, 2000). The 

semi-structured interview guide included open-ended questions, which serves to ensure 

participant-driven data in qualitative descriptive studies (Milne and Oberle, 2005). The 

participants were probed for depth and clarification as needed to fully capture their 
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experiences using motivational interviewing practice (Miller and Rollnick, 2002). 

Participants had the option to be interviewed in either English or French, and either by 

phone or over videoconference using the video conferencing platform Zoom, in keeping 

with COVID-19 public health protocols and restrictions. Interviews lasted 30 minutes on 

average and were transcribed verbatim following the interviews. To help ensure 

credibility and trustworthiness of the findings, a summary of the study findings was 

presented to participants with an optional follow-up interview to clarify details. Two 

participants confirmed the accuracy of previously collected and analyzed data. All data 

was stored on a secure, password protected drive.  

Data Analysis  

Thematic analysis was used to analyze the transcripts. Thematic analysis is a 

widely-used qualitative analytic method applied in research to identify, analyze, and 

report patterns or themes within the data (Bradshaw et al., 2017; Braun and Clarke, 

2006). This flexible method of analysis is an iterative process allowing for adaptations 

as new insights and information emerge in the data. Analysis followed the six phases 

outlined by Braun and Clarke (2006) and included: (1) familiarizing oneself with the 

data; (2) generating initial codes; (3) searching for themes; (4) reviewing themes; (5) 

defining and naming themes; and (6) providing the report. Codes were generated 

manually using Microsoft Word and organized to identify themes with support from the 

co-authors.  

Results 

Fifteen care providers involved in the transition of youth from pediatric to adult 

healthcare participated in the study. Participants included: pediatric subspecialists (n=5), 
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primary care practitioners (n=4), pediatricians (n=3), and adult specialists (n=3). Care 

provider practices were located in urban and rural settings. Participant practice settings 

varied and included private offices, community health clinics, and hospitals. The 

majority of participants practiced in a combination of these settings. An overview of 

participant demographics are provided in Table 2. Participants care for and support 

youth in their practices who have a variety of chronic physical and mental health 

conditions. Examples of these conditions include intellectual and mental health 

disorders (autism spectrum disorder, global developmental delay, eating disorder), 

motor disabilities (cerebral palsy, spina bifida, neuromuscular disease, brain and spinal 

cord injuries), endocrine conditions (diabetes, adrenal disorders, thyroid disorders), 

respiratory disorders (cystic fibrosis, asthma), and cancer. Participant accounts are 

denoted by ‘CP’ (care provider) followed by their participant number. The type of care 

provider is then specified by PCP (primary care provider), P (pediatrician), PS (pediatric 

subspecialist), and AS (adult specialist).  

Table 2: Participant Demographics 

 Pediatricians Pediatric 

Subspecialists 

Primary Care 

Providers 

Adult 

Specialists 

Gender 

      Male 

      Female 

 

 

1 

2 

 

3 

2 

 

1 

3 

 

3 

- 

Location 

      New Brunswick 

      Nova Scotia 

 

3 

- 

 

2 

3 

 

4 

- 

 

3 

- 

 

Setting 

      Hospital 

      Community 

      Combined 

 

- 

- 

3 

 

3 

- 

2 

 

- 

4 

0 

 

2 

- 

1 
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Care team composition was variable among the participants. Less than half of 

the participants indicated that they worked in a multidisciplinary setting, with the team 

members ranging from one to several members from various disciplines available to 

assist in the transition process. Conversely, the majority of participants worked 

independently when transitioning youth to adult healthcare services. For example, when 

asked who they worked with to support youth transitioning to adult healthcare, one 

participant stated, “it’s just me” (CP06.P). 

The adolescent patient population cared for by the study participants was 

described as an “age group that gets a little bit lost” (CP06.P). To understand the 

transition from pediatric to adult healthcare for care providers supporting youth with 

CCN as they transition to adult healthcare, this study explored two areas of focus: 

current practices and experiences, and practice recommendations. An overview of the 

research questions, themes, and subthemes can be found in Table 3. The study findings 

are presented in the proceeding section. 
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Table 3: Study Themes 

Research Question Theme 

What are the current practices and 

experiences of care providers? 

 

 

1. Collaboration with Care Providers 

 

2. Time of Transition Initiation 

 

3. Use of Transition Resources 

 

4. Access to Adult Providers and Services 

What are care providers’ 

recommendations to improve 

transition practices? 

 

 

1. Knowledge and Skills 

 

2. Continuity of Care 

2.1. Collaboration 

2.2. Point Person 

 

3. Resources 

3.1. Transition Strategy 

3.2. Caregiver Resources 

3.3. Virtual Visits 

 

 

What are the Current Practices and Experiences of Care Providers? 

  The first area of focus for this study was the current practices and experiences of 

care providers while supporting youth with CCN in the transition from pediatric to adult 

healthcare. Four themes were identified, including collaboration with care providers; 

time of transition initiation; use of transition resources; and access to adult providers and 

services. 

Collaboration with Care Providers 

  This theme captures the experiences of participants in communicating and 

collaborating with stakeholders within or outside of their practice setting in the care 
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and/or support of youth transitioning from pediatric to adult healthcare. Overall, 

participants reported that communication and collaboration with other care providers has 

been a positive experience, with one participant confirming, “I find it’s been positive so 

far for me” (CP01.PCP) and another stating “No other barriers that you would 

normally have when you just try to talk to other physician specialists” (CP11.PCP). The 

majority of communication and collaboration between care providers during the 

transition process is through written documentation. As one care provider stated, “We 

try to look at our documentation and communication, and written format to help ease 

that. But it's not as ideal as having more opportunities to connect and collaborate and 

communicate around that time of transfer” (CP07.PS). Additionally, participants also 

highlighted that dedication to thorough communication is an essential component to 

good collaboration when supporting the transfer of youth to adult healthcare: “I think 

you just have to … be aware that you have to spend more effort. I don't think anyone is 

less willing to communicate information or hand off transition care. I think you just 

have to be aware there's more efforts required at that time” (CP15.AS).  

Being part of a multidisciplinary care team was a positive practice environment 

for many care providers with that opportunity. One participant indicated that they 

worked in a healthcare centre and have “access to social workers, and dieticians, and an 

OT [occupational therapist] that can help” (CP05.PS). The importance and process of a 

comprehensive team approach when caring for youth with complex care needs as they 

transition from pediatric to adult healthcare was highlighted by one participant: 

I work in a fairly large interprofessional team, and various team members may 

take on different roles around transition. Certainly … all of the team members, 
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would be playing some role in that. So typically, we have physiotherapy, 

occupational therapy, social work, nursing, dietitian, psychologists. And I think 

everybody takes on a bit of a role. It depends … on what the client and family’s 

goals are at the time, who happens to be working with the patients more directly. 

So, it can be anyone; social work and nursing team members do take on a bulk 

of … working on some of the specific issues related to life transition between 

adolescents and adulthood. But I’d say that everybody really takes that shared 

responsibility. – (CP07.PS) 

Time of Transition Initiation  

The second theme captures the age or life-event when the participating clinicians 

begin to support their patients in the transition process and subsequently transfer youth 

from pediatric healthcare or receive youth into adult healthcare. The majority of 

pediatric-focused participants indicated that they see patients until 18 or 19 years of age, 

or until high school graduation. In keeping with this, adult-focused care provider 

participants indicated that they begin to see youth at age 18 in their practice. The timing 

of transition initiation was variable among the participants ranging from “a month or 

two” (CP09.AS) to several years before the actual transfer of care. One participant 

supporting youth in transition stated, “I found most of the specialists will stop seeing 

them when they're 18 to 19. So, the couple [of] experiences I've had, they started doing 

the referral to the adult specialist almost six months to a year prior so there wouldn't be 

that wait period” (CP01.PCP). In contrast, one participant indicated “at our clinic, at 

the age of 15 or 16, we start a transitioning program that we're starting to help them 
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understand the adult world, where it's gonna be, it's not gonna be quite the same” 

(CP12.PCP). 

The time of transition initiation was identified as a challenge, given the 

inconsistent age when initiating the transition of youth to adult healthcare. A specific 

challenge that participants face is making the decision of when to begin the transition 

process, “do you wait until they’re close to it, because maybe then they won't forget? 

But then they're not prepared. Right?” (CP02.PS). It was found that the end of some 

pediatric services does not align with the beginning of adult services, which is 

“problematic and led to some disjointed care” (CP06.P). One participant captured this 

theme succinctly by trying to define the age at which they accept youth into adult care, 

“So we will take them so around [pause], and that's even just as simple as defining what 

is it, pediatric patient, versus what is not. So, is it 16? Is it 18, is it 19? Nobody seems to 

get along in terms of what should be the definition?” (CP09.AS). 

Use of Transition Resources 

 The third theme captures the tools and resources used by participants to support 

and/or facilitate the transition from pediatric to adult healthcare. Additionally, this 

theme captured the participants’ awareness of tools, resources, programs, and/or policies 

available in NB to support or facilitate transition. Participants shared that they seldom 

used tools or resources in their transition practice indicating “we don’t have any tools 

here” (CP06.P) and “we just use our team” (CP04.PS). It was noted that there are a few 

specialized local programs for youth who have particular diagnoses, such as cystic 

fibrosis (CF) and type I diabetes mellitus (DM), that assist youth in the transition from 

pediatric to adult healthcare. Otherwise, participants indicated that they “have not 
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tapped into any community resources” (CP03.PS) and “don’t know what’s there” 

(CP02.PS) to support the transition process.  

Access to Adult Providers and Services 

  Participants often struggled during the transition process to identify and access 

adult providers and services for their transitioning youth either due to lack of resources 

or long waitlists. One participant stated, “A lot of times for the kids who have these 

complex needs, there's not necessarily [a] specialist in the area that deals with that. So, I 

often end up researching names and talking to the pediatric specialists to try to manage 

things on my own” (CP11.PCP). A challenge for both care providers and patients is the 

change in service delivery method when patients transition from pediatric to adult 

healthcare where “the supports that they may have had in, in childhood, which may or 

may not be sufficient, some of those don't always roll over, or it's very difficult to roll 

those over once somebody is an adult” (CP07.PS). For example, patients are often 

leaving a multidisciplinary approach to care and entering adult healthcare services that 

do not have the same resources. One participant captured this phenomenon with their 

experience: 

I can send them to a physician … I can usually find a physician to send them to. 

But then if let's say, for example a bronchiectasis patient, I can send them to the 

physician, and I have a physiotherapist who sees them here. But then we find out 

that the physician I'm sending them to doesn't have a regular physiotherapist to 

work with them. You see? So then, then we're left. Because this is what's 

happening now for some of the non-CF [cystic fibrosis] ones. When they say, 
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“well, where's the physiotherapist I'm going to see for my problem?”. Well, I'm 

sorry there isn't any, there isn’t any attached to that clinic. – (CP04.PS).  

When services and resources were identified in adult care, they were described 

as piecemeal and disjointed, as one participant stated, “Well, there’s no services you 

know what I mean. There are some services, um, but they’re, there’s no one stop shop” 

(CP02.PS). Additionally, maintaining a current working knowledge of adult services 

and resources available for their patients tends to be a challenge as “it is ever changing” 

(CP02.PS). When adult services and resources are available, participants identified that 

they may “have a two-year waitlist, then it's hard to even start the conversation about 

transition” (CP08.P). 

Another challenge in accessing adult healthcare services as described by 

participants is the availability of services in a particular location. One participant 

indicated that their “biggest barrier is not having a certain [adult] specialty if needed” 

(CP12.PCP) in their region. For many patients from rural communities, travel is 

required to access available adult services leading to a sequence of challenges, such as 

financial barriers with patients finding it “difficult to absorb all those costs of traveling” 

(CP14.PCP), and language barriers for Francophone patients travelling to 

predominantly English-speaking centres.   

What are Care Providers’ Recommendations to Improve Transition Practice? 

  The second area of focus for this study was the recommendations from 

participants for future transition practice in supporting youth with CCN as they move 

from pediatric to adult healthcare. The three themes identified in this area include 

knowledge and skills; continuity of care; and resources. 
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Knowledge and Skills 

The first theme captures the knowledge and skills participants recommended 

care providers should possess when supporting youth transitioning to adult healthcare. 

Participants identified that understanding the differences between pediatric and adult 

healthcare delivery is important for care providers to support youth in their transition: 

I mean, one of them is to really understand the differences, and the differences 

are sometimes very large. Uh, but we have to be very specific about the 

differences. So, for example, that on the adult side, by and large patients are 

expected to come by themselves and to be able in very short order to give the 

history of what’s happened since they were last seen. – (CP05.PS)  

As identified earlier, resources in the adult healthcare system may be limited and 

lead to barriers in transition for youth. Some participants noted the importance of care 

providers having knowledge and familiarity with these limitations to help mitigate 

barriers and manage patient expectations. One participant highlighted that “sometimes 

we get hung up on changing or fixing the adult healthcare system when there's a lot of 

work that I think we can do as pediatric or childhood providers in setting kids and 

families up for success as they transition through adolescence to adulthood” (CP07.PS). 

Such suggestions included coaching and empowerment to aid youth in becoming 

effective advocates and navigators of the adult healthcare system. This was highlighted 

clearly by one participant who thought care providers should have the knowledge and 

ability to be able to “give the people the skill-set they need to self-advocate and how to 

navigate the adult system. I think that it’s really, really, really important to do that” 

(CP02.PS).   
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Continuity of Care 

The importance of continuous care from pediatric to adult healthcare was 

emphasized by participants. Two sub-themes emerged from the accounts of participants 

in this study: collaboration and point person. 

Collaboration. Recommendations to enhance transition practice included 

improved collaboration between providers and across teams who are invested in the care 

of youth in order to improve continuity of care. One participant stated, “I think in an 

ideal world we’d have a greater opportunity to collaborate, provide capacity building to 

our primary care colleagues throughout the child's journey” (CP07.PS). This is in 

keeping with findings that, due to the substantial amount of primary care general 

pediatricians provide, sometimes youth with CCN enter adult care without a PCP. This 

results in adult specialists being required to seek out a PCP for young adults who have 

recently transitioned into their care. During the interviews, adult specialists emphasized 

that their patients “are going to need a primary care physician” and that it is in their 

“best long-term interest to have primary care” (CP09.AS).  

Additionally, improved collaboration includes “good documentation” and “good 

communication” (CP08.P), with care providers who are “open to communication for 

quite some time to ensure that there's any questions and things don't get missed” 

(CP12.PCP). A suggestion by one participant to facilitate collaboration included a 

directory of adult providers with whom they can collaborate: 

You could potentially develop a network of health professionals across the 

Maritimes that, that follow youth and young adults. And then if someone was 

moving from one location to another, you would know who the, you know, you 
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can go to the directory or the website or whatever and find out, “Oh, yeah, in 

Antigonish, you know, it's this, it's this clinic that looks after 20-year-olds with 

Crohn's disease or whatever.” – (CP06.P) 

Participants also recommended a period of combined practice between pediatric 

and adult healthcare providers with an “overlap period between the care, between the 

transition from pediatrics to adult [care]” (CP15.AS). This was highlighted by one 

participant: 

I think that at least from my profession, a transition clinic would go a long way. 

I think having a chance to meet a new transitioning patient with their known 

team and a new team … Instead of us trying to start from scratch, they have 

some of that comfort with the people that they know instead of starting all over, 

saying “Okay, I’ve got to this new office. Never met this guy before”. Sometimes 

just not even showing up for the appointment. I think having a transition take-

over clinic is probably a big step. – (CP13.AS) 

This would allow an opportunity to bridge the transition gap for youth who are 

trepidatious of leaving the comfort of pediatric practice and entering adult care.    

Point Person. A recommendation provided by participants is the implementation 

of “a navigator” (CP02.PS) or coordinator position for the transition of care for youth 

transitioning from pediatric to adult healthcare. Participants indicated that “having that 

person holding your chart, ensuring that things are getting done” (CP01.PCP) is a 

missing component of their current transition practices. One participant described this 

role as:  



 

 

 

48 

One person that I could contact about these people and that navigator would be 

knowledgeable enough to know where these kids could be followed. Because, 

you know all, the diseases are, are not similar, but a navigator may be able to 

find resources in parts of the province that I wouldn’t necessarily be aware of.  

– (CP02.PS) 

A navigator or coordinator was described as someone overseeing all of the “moving 

pieces” (CP10.P) in a transition event or transition program and subsequently 

“coordinating it, overseeing it, looking at the stats, looking at the data, looking at the 

feedback system” (CP05.PS) to provide continuity of care and improve transitions. 

Suggestions for who would fulfill this role included registered nurses, social workers, 

occupational therapists, and healthcare students. Another participant emphasized the 

value of this role for patients with their statement: 

‘Cause they would meet people where they're at, right? So, people get, people 

get bothered because they don't want to meet new people. And people who have 

complex illness have enough people in their lives, and so they get weird about it 

sometimes. But much like I would consult, I don't know, a dietitian, it doesn't 

have to be, you know “This is, you know, this is your transition coordinator. 

They're not gonna be in your life forever, but they're gonna make sure that it's 

goes well”. And then, that would be brilliant. – (CP08.P) 

Resources 

The final theme for this area of focus captures recommendations by participants 

for resources, programs, or policies to facilitate the transition of youth with CCN from 

pediatric to adult healthcare. Although participants perceived it to be unrealistic, they 
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indicated that “in a perfect world, we’d [pediatric and adult healthcare] have the same 

resources” to lessen the contrast between pediatric and adult healthcare services 

(CP09.AS). The sub-themes identified include transition strategy, caregiver resources, 

and virtual healthcare.  

Transition Strategy. Participants recommended a province-wide strategy 

focused on the transition from pediatric to adult healthcare. The majority of participants, 

however, were unsure as to whether a disease-specific approach or an overarching 

transition policy would be most beneficial to youth and their families when transitioning 

to adult healthcare. One participant stated: 

I think a provincial policy would be better because there’s way too many of these 

little conditions to be able to do that. But the principles are the same. The 

principles are, you know to, to make sure that there’s financial resources for 

these patients, you know, if they’ve had difficulty themselves transitioning to the 

adult world because of, illness related behaviour, or illnesses, or financial. A lot 

of kids, a lot of people that were transitioned have sort of the same themes: they 

need medical attention, they need social support. – (CP03.PS)   

Many participants emphasized that there is not a “one size fits all” (CP13.AS) in terms 

of transition policy, but that, as one participant stated: 

Regardless of where in the province we're coming from, I think there needs to be 

some understanding of how we're transitioning them. So, do we transition them 

early on? Do we start that gradual transition from 16 to 18 in the preparation 

phase? Do we have the right people involved? Is there a psychologist involved 

on that team? – (CP12.PCP) 
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Caregiver Resources. It was identified that resources for caregivers of youth 

with CCN transitioning from pediatric to adult healthcare would be beneficial. This may 

take the form of informing the caregiver on what to expect for their youth in the adult 

healthcare system. A possible resource, as recommended by one participant, was “a 

handout maybe for the parents to help them, to share what's expected” (CP01.PCP). 

Specifically, this may include information “to help them understand the adult versus 

pediatric approach” (CP13.AS). Other resources may assist the caregiver in 

transitioning away from being the central decision maker in their youth’s healthcare 

decisions: “I’d be nice to have something for the parents. I think to help them. And I 

don't know what that would be if it would be like counseling or…I'm not sure. But that is 

a need. To help them to know when to step back” (CP02.PS). Recommendations were 

also made for resources to assist caregivers in understanding their new role in their 

young adult’s healthcare: 

I also think that there needs to be, probably support, equally as important is sort 

of weaning the parents off of the pediatric system. And so just being very 

deliberate in helping them understand what their role can be now. Um, I mean, I 

think we all know that there's no 18-year-old that doesn't still need their mom 

and dad sometimes. So, what's out there to respect the privacy and 

confidentiality of an adult, but still allow the parents to learn a little bit about, 

“Okay, now you can help advocate for them to get accommodation at community 

college” or whatever. Because maybe the parents are still their person. – 

(CP08.P) 
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 Virtual Visits. The final recommendation was the use of virtual visits to 

facilitate transition care. For example, one participant stated, “I think there's a lot to be 

said for virtual care” (CP09.AS). As a method of healthcare delivery highlighted during 

the COVID-19 pandemic, participants emphasized that with the use of virtual care 

appointments, “the gap closes more” (CP13.AS). By utilizing virtual care and e-visit 

opportunities, patients could benefit from resources that are otherwise unavailable in 

their region, further mitigating the challenge of location and travel.  

Discussion 

Despite the attention transitions in care have received over the past three 

decades, the findings from this research demonstrate that the transition from pediatric to 

adult healthcare for youth with CCN continues to be fragmented, with the potential to 

cause an overall deterioration of health (Young et al., 2018). Understanding current 

practices and experiences is essential to improve and optimize transition practice. 

Beyond their complex care needs, youth are already in a vulnerable period of transition. 

Youth are not only transitioning from pediatric to adult healthcare, but they are also 

seeking independence from their parents and exploring education and vocational 

opportunities. It is a time when youth may drift away from the healthcare system 

without the close guidance from parents and caregivers despite their continued health 

and social care needs. These needs often require continued close monitoring and follow-

up for complications to maximize function and independence into adulthood. With the 

purpose of this study being to explore the current practices and experiences, as well as 

recommendations of care providers in the support of youth with CCN as they transition 
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from pediatric to adult healthcare, the results of this study demonstrate that current 

transition practices are inconsistent and unpredictable. 

While the majority of transitions to adult healthcare were perceived by study 

participants to be successful, the method of delivery was unguided and variable with 

each transfer having the potential for failure. Current transition practices of participants 

were conducted with little guidance and without an established transition program or 

policy. Although understood that transition for youth with CCN may require patient-

specific adjustments due to the nature of their needs, without a formal transition process, 

it becomes a time-consuming venture for all stakeholders with unreliable success. 

Pediatricians and pediatric specialists were found to be the driving force behind 

transitions in care, acting as coordinators for the transition process to either primary care 

or an adult specialty. This is despite the fact that pediatric participants in this study 

found they lacked the necessary resources to facilitate a proper transition for youth with 

CCN, which is consistent with findings from previous studies (Berens and Peacock, 

2015; Ciccarelli et al., 2014; Geenen et al., 2003). An additional finding was the sense 

that adult care providers could not meet patient expectations of care once transferred 

into their care. In keeping with previous research (Betz, 2018a; Kelly, 2015), adult care 

providers in this study feel like they are set up to fail due to the high-level of 

multidisciplinary care provided in pediatric healthcare, which is often unavailable in 

adult services.  

Across all care provider types, lack of knowledge about resources, along with 

gaps in services, to support the transition from pediatric to adult care was consistent 

with previous findings (Betz, 2018b; Young et al., 2009). Often, pediatric providers 
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experience difficulties in supporting transitions due to the lack of similar healthcare 

services in the adult healthcare system, as well as a disparity in knowledge regarding 

existing services. There is often no adult-equivalent to match the care that both patients 

and their caregivers alike have grown accustomed to. Specifically, most difficult was 

identifying appropriate psychosocial support for youth, aligning with previous findings 

(Berens and Peacock, 2015; Peter et al., 2009). Of note, adult specialists and PCPs did 

not feel as though they have the knowledge and/or appropriate skill level to care for 

certain complex conditions (Berens and Peacock, 2015; Ciccarelli et al., 2014; Kelly, 

2015; Peter et al., 2009; Reiss et al., 2005).  

The importance of continuous care from pediatric to adult healthcare was 

emphasized by participants in this study. Continuity of care is represented by increased 

information sharing and enhanced care coordination between care providers and 

stakeholders invested in a patient’s care as a result of strong and transparent 

relationships (Alberta Health Services, 2021). It is facilitated by good communication 

and collaboration between care providers. Previous findings have shown that care 

providers receiving youth in transfer, such as adult specialists or PCPs, encounter 

difficulties in receiving patients due to little or no health history (Wu et al., 2018); 

however, this study found that communication between providers did not serve as an 

obstacle in providing transition care. There were little to no barriers encountered when 

communicating between providers and documentation was thorough as experienced by 

participants of this study. An essential facilitator for ensuring care continuity is the use 

of primary care services and providers who provide first-contact services and integrate 

care across systems (Government of Canada, 2012). Consistent with previous findings, 
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pediatric provider participants in this study often provide substantial primary care 

services during childhood and adolescence (Andrade et al., 2017; Chafe et al., 2019; 

Dewan and Cohen, 2013). This has led to PCPs struggling to provide care post-

transition when little adult specialist support is available (Schraeder et al., 2020). This 

lack of integration between primary and specialist care results in a lack of confidence 

and knowledge in PCPs’ ability to manage care when the time for transfer arrives, thus 

fragmenting care services (Kelly, 2015). Studies have shown that continuous primary 

care during the transition period may lower the risk of experiencing adverse outcomes 

for youth with CCN (Schraeder et al., 2020). 

Understanding the recommendations of care providers in their venture to 

transition youth with CCN from pediatric to adult healthcare is an important component 

to address needs and improve practice. All participants who support youth in the 

transition from pediatric to adult healthcare recommended enhancing their knowledge of 

available community and clinical resources. Furthermore, pediatric providers noted that 

they require training to help patients and families prepare for transition and to teach 

them the skills for self-advocacy and service navigation. A further recommendation 

from pediatricians was to emphasize changes in service delivery that the patient and 

family may experience as they cross the adult threshold. This recommendation mitigates 

a barrier identified in one study that showed that this conversation between provider and 

patient took place only 2% of the time (Maddux et al., 2015). It also addresses a need 

previously identified by patients and their families transitioning from pediatric to adult 

healthcare where they felt this information was often lacking (Clarke et al., 2011). A 

service delivery recommendation, consistent with previous research, supports a period 
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of blended practice (Betz, 2018a; Crowley et al., 2011; Kyrana et al., 2016; van Staa et 

al., 2011; Young et al., 2009). This includes shared care and decision-making during the 

transition period among pediatric, adult, and PCPs to co-manage the transition process 

(Schraeder et al., 2020). In this manner and with the comfort of familiarity, barriers to 

establishing a therapeutic relationship between youth and their adult providers can be 

removed and initial consultation may be facilitated. The implementation of a care 

coordinator was another recommendation that was almost unanimously recommended 

by study participants. Previous findings have shown that this role, when implemented 

during the transition period, decreases inpatient and emergency utilization and costs, as 

well as increases family satisfaction ratings (Ciccarelli et al., 2015; Geenen et al., 2003; 

Kyrana et al., 2016). Another recommendation from this study was the use of virtual 

care appointments for youth transitioning to adult services. With this method of health 

care delivery gaining increased prominence as a result of the COVID-19 pandemic, it 

has been found by participants to facilitate transition care and remove barriers due to 

limited resources and geographical location.  

Understanding transition practices is a crucial first step to improving them. 

Despite the strengths of this study, it is not without limitations. The first limitation 

included the geographical diversity of participants. The majority of participants were 

from the larger urban Anglophone centres in NB. There were few participants that 

represented the rural and Francophone locations in the province, limiting the 

experiences of this study. Additionally, there was representation from each care provider 

group; however, the majority of participants were pediatric providers (generalists or 

subspecialists). PCPs were primarily nurse practitioners, limiting the perspective of 
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physician PCPs. Finally, it is acknowledged that the sample size of this study, as with all 

qualitative studies, is not transferable to all care providers supporting youth with CCN 

as they transition from pediatric to adult healthcare. Nonetheless, having achieved data 

saturation and accounting for the four pillars of trustworthiness in qualitative studies, the 

broader themes may be transferable to similar settings.   

Conclusion 

 It is well established that transition services for youth with CCN as they cross the 

chasm of pediatric to adult healthcare requires improvement. These services are found to 

be poorly managed and disjointed due to the complexity of care needs and maze of 

healthcare services. To improve transition practice, it must first be understood. This 

study is an initial step in understanding transition practices and recognizing care 

provider needs to inform the improvement of future transition practice.  
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Conclusion  

This concluding chapter provides a summary of the thesis, ethical considerations, 

and overview of how trustworthiness of the study was achieved. This is followed by a 

summary of the study implications and recommendations for practice and research. The 

chapter concludes with the current and future plans for disseminatation of the findings. 

Summary of Thesis  

This research study was completed in partial fulfillment for the Master of 

Nursing program. The principal investigator (PI) of this study (Jennifer Splane), under 

the supervision of Dr. Shelley Doucet, set out to explore two research questions: 1) 

What are the current practices and experiences of care providers (primary care providers 

[PCPs], specialists, and subspecialists) as they support youth in the transition from 

pediatric to adult healthcare; receive youth from pediatric healthcare and and/or 

facilitate the transition process; and 2) What are the recommendations of care providers 

(PCPs, specialists, and subspecialists) to improve transition practices from pediatric to 

adult healthcare? The research is part of a broader project entitled Improving transitions 

from pediatric to adult healthcare for youth/young adults with complex care needs 

(CCN) and their families in New Brunswick led by Dr. Shelley Doucet and Dr. Alison 

Luke of the Centre for Research in Integrated Care (CRIC). Little is known of the 

transition practices and support for youth with complex needs as they transition from 

pediatric to adult healthcare, and the purpose of the broader project is to address this gap 

in knowledge by: 1) identifying existing programs and policies available in New 

Brunswick (NB) to support transitions in care for youth/young adults with CCN and 

their families; 2) exploring the experiences and needs of youth/young adults with CCN, 
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their families, and care providers during and after transitions in care in NB; and 3) 

developing an NB wide transition strategy for youth/young adults with CCN and their 

families. The PI of this thesis is a member of the research team and thus actively 

involved in the broader research study. This Masters thesis fulfills in-part aim two of the 

broader study, exploring the experiences of care providers when supporting youth and 

young adults during and after the transition from pediatric to adult healthcare.  

At the outset of this thesis project, the literature was explored to first understand 

current evidence as it relates to care providers’ experiences in the transition of youth 

with CCN as they transition from pediatric to adult healthcare. The majority of previous 

studies explored the implementation of transition interventions rather than transition 

practices outside of structured programs or policies (Ciccarelli et al., 2015; Spaic et al., 

2013; Telfair et al., 2004). Furthermore, when exploring transition programs, the 

majority of studies focus on the experiences of patients and caregivers (Berens & 

Peacock, 2015; Bolger et al., 2017; Clarke et al., 2011; Davies et al., 2011; Dewan & 

Cohen, 2013; Geenen et al., 2003; Grivetta et. al., 2012; Kirk, 2008; Kyrana et al., 2016; 

Reiss et al., 2005; Young et al., 2009; Young et al., 2018). In the context of care 

providers, of the studies reviewed, most were limited to residents and medical trainees 

(Hart et al., 2017; Weeks et al., 2014). Of note, only one study was identified that 

looked specifically at the perceptions of PCPs on their roles in transitioning youth with 

chronic health conditions from pediatric to adult healthcare; however, participant 

accounts were primarily in relation to role experiences and did not include current 

practices or future practice needs (Schraeder et al., 2020). The gap in knowledge of 
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current transition practices was additionally highlighted in the literaure, calling for 

further research in this area (Bolger et al., 2017). 

The manuscript included in this thesis, Transitioning from Pediatric to Adult 

Healthcare: Exploring the Practices and Experiences of Care Providers, addresses the 

research questions using a qualitative descriptive design (Bradshaw et al., 2017; 

LoBiondo-Weed et al., 2018; Kim et al., 2017; Sandelowski, 2000). The study spanned 

the entire province of NB as well as included pediatric subspecialists in Nova Scotia 

(NS). The largest pediatric tertiary centre in Eastern Canada (IWK Health Centre) is 

situated in NS; therefore, patients often travel from NB to NS during their care that 

would be otherwise unavailable. Including pediatric subspecialists in both provinces is 

essential to understanding the full scope of transition practices within NB. Fifteen care 

providers (PCPs, specialists, and subspecialists) were interviewed using a semi-

structured interview guide (Appendix A) to elicit their practices, experiences, and needs 

to support youth with CCN in the transition from pediatric to adult healthcare. Data was 

analyzed using the six stages of thematic analysis by Braun and Clarke (2006). For the 

area of focus concerned with the practices and experiences of care providers, four 

themes emerged: 1) collaboration with care providers, 2) timing of transition initiation, 

3) use of transition resources, and 4) access to adult providers and services. The second 

area of focus, that of care provider recommendations for future practice to support youth 

in the transition process, elicited three themes: 1) knowledge and skills, 2) continuity of 

care, and 3) resources.  

The findings from this study showed that collaboration with other care providers 

or care team members was a positive experience for participants. They did not 
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experience many barriers, if any, when trying to collaborate and communicate with 

other providers invested in the care of youth with CCN. Conversely, a major barrier to 

transition practice for most participants was the inconsistent age of transfer from 

pediatric to adult services. Oftentimes pediatric services stop care at an age that may not 

align with the initiation of adult services, resulting in a non-contiguous timeline of care. 

Additionally, the variation in transition timing occurred among individual care providers 

in both pediatric and adult services. The results also demonstrated that very few care 

providers used tools to aid in the transition process and did not access community 

resources. The biggest barrier to transition practices was the lack of adult providers and 

health services to refer patients to at the time of transition. A major recommendation to 

improve transition practice elicited from this study was a need for further knowledge 

and skills for care providers to support youth and families in navigating between the 

pediatric and adult healthcare services. Additionally, maintaining continuity of care 

between pediatric and adult healthcare by optimizing primary healthcare services was 

emphasized by all participants. Finally, the use of resources, such as virtual care visits, 

support for caregivers, and transition policies, were recommendations offered by 

participants to help improve transition practices and ameliorate patient and provider 

experiences. 

Protection of Human Rights 

In any research study, it is the researcher’s responsibility to protect the 

participants and uphold the integrity of the study (Bradshaw et al., 2017). Prior to 

participant recruitment and data collection, ethical approval was obtained from the 

Research Ethics Board at the University of New Brunswick (UNB) and both regional 
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health authorities (RHA) of NB (Horizon Health Network and Vitalité Health Network). 

Participants were recruited using an approved advertisement through e-mail and social 

media (Appendix B). For participant information and protection, participants were 

provided details of the study purpose, procedure, and risk/benefits of participation 

before giving their written or verbal consent to participate (Appendix C). Prior to and 

during the study, participants were given the opportunity to pose any questions related to 

the research. They were also made aware that participation was voluntary, and they 

could withdraw from the study at any time. None of the participants recruited withdrew 

from the study. Upon completion, participant interviews were de-identified to ensure the 

confidentiality and anonymity of participants. Only the PI had access to the raw data, 

which was stored on a UNB password protected secure drive. 

In the manuscript, specific geographical locations and participant specialties 

were omitted to protect participant confidentiality in a small province. Participants 

spanned the province of NB, across six of the seven provincial health zones, and 

included a small number of pediatric subspecialists from Halifax, Nova Scotia. 

Furthermore, narrative excerpts from participant interviews included in the manuscript 

were anonymized as “care provider” and their designated participant number (e.g., 

CP01) did not include location or specialty.  

Strategies to Ensure Trustworthiness of the Findings  

Trustworthiness of a study refers to its worth and rigor and increases the value of 

qualitative research (Amankwaa, 2016). It refers to the degree of confidence in the data, 

interpretation, and methods employed by the researcher. For a qualitative study to be 

worthy of consideration by readers, Lincoln and Guba (1985) suggest that a protocol is 
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necessary to address the four pillars of trustworthiness: credibility, transferability, 

dependability, and confirmability (Connelly, 2016).   

Credibility 

The credibility of a qualitative study refers to the confidence in the truth of the 

study and its findings and is similar to internal validity in quantitative research 

(Connelly, 2016). To ensure credibility, the PI invested sufficient interview time to 

engage participants and build trust. Member-checking was completed with the 

participants to further strengthen the credibility of the study findings (Candela, 2019). 

More specifically, participants were provided with a summary of study findings and 

offered an opportunity to review and provide feedback to ensure that their experiences 

were accurately captured. Credibility was also established by integrating findings from 

previous interviews into subsequent interviews until no new data arose (Lincoln and 

Guba, 1985).  

Transferability 

Transferability is determined by how applicable the findings are to similar 

situations and other contexts (Connelly, 2016). To ensure transferability of this study, 

the researcher used thick description and rich detail to describe the phenomenon under 

investigation. Additionally, relevant participant narratives were included in the results. 

By providing sufficient detail, readers are able to evaluate the extent to which the 

conclusions drawn are transferable to other times, settings, situations, and people 

(Amankwaa, 2016). As well, this study used purposeful sampling to provide the widest 

range possible of information for inclusion to contribute to its transferability (Lincoln & 

Guba, 1985).  
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Dependability 

Dependability refers to the consistency and stability of the data over time and is 

similar to reliability in quantitative research (Connelly, 2016). To achieve this, Lincoln 

and Guba (1985) suggest inquiry audits which will include process logs and peer-

debriefing in this study. The PI kept written records of steps and decisions made 

throughout the study. Open and regular communication with the Supervisory Committee 

was maintained throughout to discuss decisions over time and to critique data 

interpretations and conclusions.  

Confirmability 

The degree of neutrality, or the extent to which the findings are not shaped by 

research bias, is known as confirmability in qualitative studies (Amankwaa, 2016). 

Similar to the steps taken to ensure dependability, Lincoln and Guba (1985) suggest an 

audit trail throughout the research process. The principal investigator provided a 

transparent description of the research steps, which were reviewed and revised by the 

supervisory team. 

Implications and Recommendations 

In order to improve transition practice, it first must be understood. This study 

takes the first step to improving the transition process from pediatric to adult healthcare 

for youth with CCN.  

Implications 

The findings of this study contribute to a body of knowledge that has been 

poorly investigated. Although transitions from pediatric to adult healthcare in general 

have been closely scrutinized in recent years, the experiences of those coordinating and 



 

 

 

71 

supporting the transition process have not been well researched. The results of this study 

contribute to the evidence of transition practice, experiences, and recommendations of 

care providers transitioning youth to adult healthcare service outside of a structured 

transition policy, program, or intervention.  

In addition to its contribution to the transition body of research, the findings of 

this sub-study inform the broader transition project by exploring the practices and 

experiences of care providers in the support of youth with CCN, as well as their 

recommendations for transition practice from pediatric to adult healthcare. Along with 

the findings from the broader project with caregivers and youth themselves, an entire 

picture of the transition landscape in NB is formed. From this, a path to improved 

transition practices is paved and further development of an evidence informed, patient 

and family-centred transition intervention is possible. 

Recommendations 

A number of practice and research recommendations were uncovered in this 

study to improve transition practice for youth with CCN transitioning from pediatric to 

adult healthcare. Recommendations for future transition practice consisted of an over-

arching policy to guide the process with room for flexibility as it relates to specific 

conditions, clinics, geographical regions, and individual patients. The transition policy 

would include a period of shared practice between pediatric and adult services under the 

oversight of a transition coordinator. Due to the geographical diversity in NB, virtual 

care is recommended to be a practice staple to mitigate travel, financial, and service 

barriers. Additionally, psychosocial resources for caregivers of youth with CCN were 

recommended to support family as they navigate the transition process of the youth. 
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 In order to capture a complete transition picture, additional research exploring 

the experiences and recommendations of caregivers and youth is required. As integral 

members of the transition team, future research in this area could include the 

transitioning youth and their caregivers to help develop a patient- and family-centred 

approach to transition. To inform policy recommendations for transition interventions, 

future research could focus on the economic and social impacts of pediatric to adult 

healthcare transitions in NB using a mixed-methods design. This approach would 

combine qualitative experiences with quantitative data on transition impact to ensure 

scientific rigor and support policy and practice recommendations (Regnault et al., 2018).  

Another recommendation would be to use longitudinal designs in future research. As 

healthcare transitions occupy a prolonged period of time, the ability to follow 

participants (e.g., care providers, caregivers, and youth) over the course of the transition 

process is recommended. This would allow for researchers to better understand the 

sequence of transition events, limit recall bias, and improve the accuracy of participant 

accounts (Caruana et al, 2015).  Additionally, a larger sample size to account for the 

multiple care provider types included and more representative of the variable 

geographical landscape is recommended. With the evidence gathered from these studies, 

a transition policy that standardizes key transition practices as discussed above can be 

proposed, implemented, and subsequently evaluated using similar economic and social 

impact measures.  

Discussion  

 The purpose of this study was to explore the current practices and experiences of 

care providers in the support of youth with CCN as they transition from pediatric to 
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adult healthcare. To support the necessity of this study, participants acknowledged the 

importance of this focus area and the need for further investigation and practice 

improvement. The results of this study demonstrate that current transition practice in NB 

is inconsistent and unpredictable; however, robust recommendations for improved 

practice were provided by participants. This section will outline the strengths and 

limitations of this study. 

Strengths of the Research 

 The principal investigator and supervisory team who participated in the 

development of this project have extensive knowledge in the area of children and youth 

with CCN. Dr. Shelley Doucet and Dr. Alison Luke are the co-directors of the New 

Brunswick Navigation Centre for Children and Youth with Health Care Needs 

(NaviCare/SoinsNavi). In addition, the PI, Jennifer Splane, served as the nurse patient 

navigator for NaviCare/SoinsNavi from 2017 to 2019, identifying poor transition 

preparation and practice as a barrier to care for these youth and families. The research 

team also completed a scoping review with the purpose of mapping the range of 

programs in the literature that support youth with CCN and their families as they 

transition from pediatric to adult healthcare, as well as how they have been evaluated. 

This manuscript, Programmes to Support Pediatric to Adult Healthcare Transitions for 

Youth with Complex Care Needs: A Scoping Review, is in the final preparations for 

journal submission.  

 An additional strength of this study includes the range and variation of 

participants. Participants represented both NB provincial RHAs and included urban and 

rural locations in anglophone and francophone communities. Additionally, study 
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participants included pediatric subspecialists from NS who represent key providers in 

the care for NB youth with CCN. Participants were equally represented across care 

provider types (PCPs, specialists, subspecialists) in both pediatric and adult healthcare, 

and a mixture of specialties were included allowing for variation. The rigor of this study 

was enhanced by employing a trustworthiness protocol addressing the credibility, 

transferability, dependability, and confirmability of the findings as outlined previously. 

Finally, this study was primary research contributing to the body of knowledge focusing 

on transitioning from pediatric to adult healthcare for youth with CCN. No other study 

with the same purpose currently exists to the authors’ knowledge.  

Limitations of the Research 

 This study was student-led, thus the PI had limited research experience at study 

outset. Additionally, this thesis was completed in partial fulfillment for the Master of 

Nursing program Advanced Nurse Practitioner stream, a full-time, two-year, course-

heavy program. As a result, there were many time constraints around the completion of 

this study. Despite a sample spanning the entire province of NB, with only 15 

participants (three from NS), there were very few from each community. Only 13% of 

participants represented French-speaking communities, despite 34% of the population in 

NB identifying as French-speaking (Statistics Canada, 2017). Additionally, the majority 

of the participants were from Southern NB in the PI’s community. This may affect the 

transferability of the findings to the entire province. As well, there were no participants 

from the Indigenous community despite the Indigenous community representing 4% of 

NB’s population (Statistics Canada, 2017). Furthermore, because 75% of the eligible 

participants cared for pediatric patients, transition experiences from the adult services 
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perspective were limited. Finally, due to the qualitative design of this study, the results 

cannot be transferable to all care providers supporting youth with CCN as they transition 

from pediatric to adult healthcare. 

Dissemination of Findings 

The importance of knowledge translation and dissemination of research findings 

in health research cannot be understated. Dissemination of health research findings and 

evidence-based interventions is critical to improving health outcomes (Kerner et al., 

2005). Multiple methods of dissemination have and will be used to share the results of 

this study. To date, this research study has been presented at local, provincial, and 

national conferences at various stages of completion, from proposal to preliminary 

findings. These conferences include the Children’s Healthcare Canada Transition Pop-

up Event, the Children’s Healthcare Canada Annual Conference, Collaborative Health 

Research Week sponsored by Atlantic Health Exploration and Discovery, and the 

University of New Brunswick Nursing Research Day. Further methods of dissemination 

will include a Department of Health presentation to key NB health officials and policy 

makers, such as Janique Robichaud-Savoie, Executive Director of Primary Health Care 

Services and Noortje Kunnen, Director of Community Health and Chronic Disease 

Prevention and Management. To facilitate opportunities for publication, this thesis was 

written in an articles-based format. The research manuscript, Transitioning from 

Pediatric to Adult Healthcare: Exploring the Practices and Experiences of Care 

Providers, will be sent for publication to the international peer-reviewed “Journal of 

Child Health Care” targeting professionals across disciplines with the aim of addressing 

issues regarding the healthcare of youth and their families. Final study findings will also 
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be presented at 2021 conferences, such as the Canadian Association of Pediatric Health 

Centres (CAPHC) conference, the North American Primary Care Research Group 

(NAPCRG) conference, and the Canadian Association of Health Services and Policy 

Research (CAHSPR) conference. Without adequate knowledge translation, the 

development of evidence-based transition practice will not be possible, thus it is a 

critical step in the research process leading to substantive improvements in healthcare 

delivery. 

Conclusion 

Despite the numerous recommendations available in the literature to aid 

transitions from pediatric to adult healthcare for youth with CCN, transition care for this 

population remains fractured and fragmented. Few studies explore the current 

experiences, practices, and needs of practitioners that are in the position to support 

youth during this time of transition. The purpose of this study was to discover and 

explore the current transition practices and experiences of PCPs, specialists, and 

subspecialists who support youth with CCN as they transition from pediatric to adult 

healthcare. To repair and improve transition practices for tomorrow, first we must 

understand the practices of today. Only then can we understand the barriers that are 

required to be overcome to develop transition practices that preserve the health of youth 

with CCN during this time. The findings from this study depict the current transition 

practices of care providers in NB and their recommendations for improved practice. 

This brings us a step closer to bridging the transition gap and ameliorating healthcare 

delivery for some of our most vulnerable youth. 
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Appendix A: Semi-Structured Interview Guide 

 

Date: _________________       Code: _________      Location: ____________________ 

 

Introduction 

 

Hello, my name is Jennifer Splane. I am a Masters in Nursing student at the University 

of New Brunswick working under the supervision of Dr. Shelley Doucet. I am exploring 

the experiences of care providers working with youth during their transition from 

pediatric to adult healthcare.  

 

I would like to thank you for agreeing to participate in this interview. Before we start, I 

would like to review the consent form with you. If you have any questions, please do not 

hesitate to ask. 

(Go through the form and answer questions) 

  

As a reminder, your participation in this interview is voluntary. If you do choose to 

participate, you are free to withdraw at any time without any consequences. The 

information you share will be maintained in confidence. 

 

If you have no further questions, then we can begin. I am now turning on the recording 

device.  

(Start device) 

 

1) Please describe your role in the care or support of youth/young adults 

transitioning from pediatric to adult healthcare services. Prompt: What 

responsibilities do you feel you have as a health care provider to support the 

transition of patients from pediatric to adult care? 

 

2) What resources do you use to help with this transition? 

a. IWK specific: Are you aware of the You’re in Charge Program or 

Readiness Checklist? Do you utilize these tools for your patients? If so, 

how? 

 

3) From your experience, what are the distinct needs of these youth/young 

adults and their families when transitioning from paediatric to adult 

healthcare? 
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a. Follow-up: What knowledge and skills do you need to support patients 

transitioning from pediatric to adult care? 

b. Do you feel you have the knowledge, skills, resources to support patients 

transitioning from pediatric to adult care? 

 

4) What are the health outcomes of NB youth/young adults transitioning from 

pediatric to adult healthcare in your experience? Prompt: What are the health 

outcomes of youth/young adults who experience a positive transition, what 

are the health outcomes for youth/young adults who experience a negative 

transition? 

a. What does a successful transition look like? 

 

5) What resources/services/policies are you aware of in New Brunswick that 

you can access/recommend for these youth/young adults and their families 

during the transition in care?  

 

6) Are you aware of any transition resources/services/policies that exist outside 

of the province that support NB youth/young adults and/or their families? If 

yes: what are they?  

 

7) What are the barriers and gaps in services within our province and (outside 

our province relevant to NB) for this patient population during the transition 

from paediatric to adult healthcare? 

 

8) What barriers or facilitators have you faced when trying to collaborate and 

communicate with other stakeholders invested in the care of these children 

and families related to transitioning from paediatric to adult services? 

Prompt: Other stakeholders may be parents or caregivers 

 

9) What programs/services/policies would facilitate transitioning youth/young 

adults from pediatric to adult healthcare? 

 

10) If I told you there was going to be a transition strategy for individuals 

transitioning from pediatric to adult healthcare, what do you think this would 

ideally look like? Prompt: How do you foresee this facilitating transitions in 

care for children and youth/young adults with complex care needs and their 

families? What barriers do you foresee? 

 

11) Is there anything else you would like to add before we end our discussion?  

 

That concludes our interview. I would like to thank you again for your time and 

participation in this study to gain insights on exploring the experiences of care 

providers working with youth/young adults during their transition from pediatric to 

adult healthcare. 
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Appendix B: Email Recruitment Letter 

 

JOIN A STUDY ON TRANSITIONS TO ADULT HEALTHCARE FOR YOUTH 

WITH COMPLEX CARE NEEDS 

What would I have to do? 

• Participate in an interview to discuss your experiences with supporting 

youth/young adults with complex care needs transition from pediatric to adult 

healthcare services that could help inform a transition strategy for youth/young 

adults in New Brunswick. 

 

Is this study right for me? 

• Are you a primary care provider of a youth/young adult with complex care needs 

transitioning from pediatric to adult healthcare? 

• Are you a pediatrician or other specialist provider involved in the care/support of 

a youth/young adult with complex care needs when transitioning (or has 

transitioned) from pediatric to adult healthcare? 

• Are you an adult healthcare provider of youth/young adult with complex care 

needs who have transitioned to your practice from pediatric care? 

 

If you answered YES to any of the questions, then you are eligible to participate. Please 

know that your participation if voluntary.  

 

If you participate, you will be included in a draw for a $50 Amazon gift card! 

 

To take part in an interview contact:  

transitionsincare@unb.ca 

mailto:transitionsincare@unb.ca
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Appendix C: Informed Consent 

TITLE OF STUDY 

Exploring the healthcare transition practices and experiences of care providers in 

support of youth with complex care needs 

 

PRINCIPAL INVESTIGATORS 

Jennifer M. Splane, University of New Brunswick, Fredericton 

 

SUPERVISORY COMMITTEE 

Dr. Shelley Doucet, Nursing and Health Sciences, University of New Brunswick Saint 

John 

Dr. Alison Luke, Nursing and Health Sciences, University of New Brunswick Saint 

John 

 

 

 

PROTOCOL NAME/NUMBER ______________________ 

 

FILE NUMBER ____________________________________ 

 

 

 

INTRODUCTION 

You are being invited to participate in a research study because you are a care provider 

involved in the care/support of youth with complex care needs. 

 

In order to decide whether you want to be a part of this research study, you should 

understand what is involved and the potential risks and benefits. This process is called 

informed consent.  

 

- Your participation is entirely voluntary. 

- You may withdraw from the study at any time.  

- If the study is changed in any way which could affect your willingness to stay in 

the study, you will be notified about the changes and may be asked to sign a new 

informed consent form.  

- By consenting to participate, you have not waived any rights to legal recourse in 

the event of research-related harm. 

 

This form gives detailed information about the research study. Once you understand the 

study, you will be asked to sign this form if you wish to participate and return it to the 

researcher before the start of the interview. Please take your time to make your decision. 

Feel free to discuss it with others. 
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PURPOSE OF THE STUDY 

The purpose of this study is to learn more about the transition experience from pediatric 

to adult care and to collect information that could help inform a transition strategy in 

New Brunswick. Through these conversations, we hope to explore your experiences, as 

well as the interventions, policies, and programs that are already in place to support the 

transition from pediatric to adult care, as well as the barriers and gaps in services, and 

recommendations to improve care and services through a transition strategy. The 

proposed project has the potential to improve the quality of life of children and youth 

with complex care needs and their families and benefit New Brunswick indirectly with 

cost savings linked to more successful transitions in care. 

 

 

PROCEDURE 

If you agree to participate in this research project, you will be asked to take part in a 

primary interview with the Principal Investigator with the possibility of a follow-up 

interview. The interview will consist of approximately 10 open-ended questions and last 

approximately 30 to 45 minutes in length. During the interview, you may be asked about 

experiences you have had with supporting youth/young adults transitioning from 

pediatric to adult care. In addition to some questions about yourself, which will be used 

to describe the participants in the study. Interview responses from healthcare provider 

will help inform future transition strategies for this population in New Brunswick.  

Interviews will be arranged with the principal investigator in person or virtually (i.e., 

over the phone or through the Zoom video-conference platform) at a time that is 

convenient for you. The sessions will be recorded using a digital recorder and 

transcribed. Audio tapes will only be heard by the research team and a transcriptionist, 

and they will be destroyed once transcription is complete.  

Participation is voluntary. This means that you do not have to participate if you do not 

want to. If you do participate, it is okay to refuse to answer any questions you do not 

want to answer. You can agree to participate now, and then change your mind at any 

time, and have your information removed from the study. There will be no 

consequences. If you choose to withdraw from the study, you are encouraged to contact 

the principal investigator.  

 

POTENTIAL RISKS/DISCOMFORTS  

This study is of minimal risk to you. We will be focusing primarily on your experiences 

and suggestions. You may skip any question you do not wish to answer, and you may 

end your participation in the interview at any time by advising the researcher of this 

decision. 
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POTENTIAL BENEFITS  

There may be no direct benefit to you for participating in this research study. However, 

learning about your experiences will inform ways to the improve transitions in care from 

pediatric to adult healthcare in New Brunswick.  

 

PRIVACY AND CONFIDENTIALITY  

If you decide to participate in this research, the study interviewer will only collect the 

information they need for this study and only researchers associated with this study will 

have access to study records. To keep your identity confidential, the interview 

transcripts will be coded with a study identification number instead of using names. Any 

identifying information will be removed from the data that is collected and will be 

stored separately. Audio-recordings will be transcribed by the principal investigator or a 

transcriptionist, and once transcribed and confirmed for accuracy will be destroyed 

within two years of being recorded. Paper copies of study materials and data collected 

will be shredded once they have been transcribed electronically, within two years of 

being collected.  

 

All electronic copies of study materials and data collected from you will be kept for a 

minimum of seven years on a secure, password-protected network housed at the 

University of New Brunswick in Saint John. Your name will not be included in any 

presentations or publications resulting from this study; however, anonymous quotations 

from your interview may be used.  

 

 

QUESTIONS OR CONCERNS 

If you have any questions or concerns about your participation in this study, please 

contact the principal investigator Jennifer Splane [j.splane@unb.ca; (506) 647-7959] or 

thesis supervisor Dr. Shelley Doucet [sdoucet@unb.ca; (506) 654-3419]. Additionally, 

you may contact the UNB Saint John Research Ethics Board by phone [(506) 648-5908] 

or by email [REB@unb.ca]; the Horizon Health Research Ethics Board by phone [(506) 

648-6094] or by email [reboffice@HorizonNB.ca]; the Research Ethics Board at Vitalité 

Health Network by phone [(506)-544-2506] or by email [ethique.ethics@vitalitenb.ca]; 

or the Nova Scotia Health Authority Research Ethics Board by phone [(902)-473-8426] 

or by email [ken.jenkins@nshealth.ca]. 

 

PARTICIPANT’S RESPONSIBILITIES  

If you choose to participate in this study, you will be expected to:   

- Complete the study interviews in person or virtually (i.e., over the phone or 

through the Zoom video-conference platform), at a time convenient for you.  

 

 

mailto:ethique.ethics@vitalitenb.ca
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QUESTIONS  

If you have questions after you read this form, ask the research assistant to explain. You 

should not sign this form until you are sure that you understand the study.  

 

PLEASE RESPOND TO THE QUESTIONS BELOW 

 

Has this study been explained to you? _________ 

 

Have you had an opportunity to ask questions and discuss this study? _________ 

 

Are you comfortable with the information that has been provided? _________ 

 

Do you understand that you are free to withdraw from this study? _________ 

 

Do you understand that you will receive a signed copy of this consent? _________ 

 

PARTICIPANTS STATEMENT 

I have read the above information and understand the purpose of the research as well as 

the potential benefits and risks of participation in the study. I have had the opportunity 

to ask questions, and all my questions have been answered. I hereby give my informed 

consent to be a participant in this study.  

 

 

________________________________                 _______________________________ 

Name of participant                                                 Phone Number                   

 

 

 

 

_________________________________                

_________________________________ 

Signature of participant                                            Date 
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FOR PARTICIPANTS UNDER THE AGE OF 19 YEARS 

 

I understand the purpose of the research as well as the potential benefits and risks of 

participation in the study. I have had the opportunity to ask questions, and all my 

questions have been answered. I hereby agree to be a participant in this study.  

 

________________________________               ________________________________ 

Name of participant                                                 Phone Number                   

 

 

 

_________________________________                

_________________________________ 

Signature of participant                                    Date 

 

 

 

_________________________________                

_________________________________ 

Signature of Guardian/Caregiver                              Date 

 

 

STATEMENT BY PERSON PROVIDING INFORMATION ON STUDY 

 

I have explained to the above participant the nature, requirements, the purpose of the 

study, potential benefits, and possible risks associated with participation in this study. I 

have answered any questions that have been raised. I believe that the participant 

understands the implications and the voluntary nature of the study.  

 

 

Researcher Signature: ____________________________     Date: ______________  

 

 

This study has been reviewed and received ethics approval through the University of 

New Brunswick (REB#008-2020), Horizon Health Network (REB#100617), and 

Vitalité Health Network (REB#100864). 

 

If you have any questions, you may contact the UNB Saint John Research Ethics Board 

by phone [(506) 648-5908] or by email [REB@unb.ca]; the Horizon Health Research 

Ethics Board at [(506) 648-6094] or by email [reboffice@HorizonNB.ca]; or the 

Research Ethics Board at Vitalité Health Network at [(506)-544-2506] or by 

email, [ethique.ethics@vitalitenb.ca]. 

 

mailto:ethique.ethics@vitalitenb.ca
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