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Executive Summary  
For youth living with diabetes, the transition from paediatric to adult healthcare services is an integral 

component of their transition to adulthood.  Over the past decade, the need for an improved approach to 

this transition of care has become increasingly evident.  Healthcare providers, patients and their families 

have reported that the issues they encounter during this period of transition are often not addressed in a 

timely or organized manner, and can have a significant impact on the provision and continuity of care.  

These issues include a lack of system integration and coordination of care and insufficient preparation for 

transition.  Research has also shown that adolescents and young adults with diabetes transitioning to 

adult healthcare services are at a higher risk of developing diabetes-related complications and loss to 

follow-up care (Spaic, et al., 2013).  The breadth and prevalence of these issues are further echoed in the 

published literature and in the Ontario Paediatric Diabetes Network’s 2013 Current State Report.   

 

The goals of effective transitions are to ensure high-quality, developmentally appropriate, psychologically 

sound healthcare that is continuous, comprehensive, patient-centered and coordinated, before and 

throughout a youth’s transition from pediatric care to the adult healthcare system (Cooley & Sagerman, 

2011; Adolescent Health Committee of the Canadian Paediatric Society, 2006).  For optimal diabetes 

management, the transition from paediatric to adult diabetes care should therefore be a continuous and 

coordinated process that begins well before the actual transfer of patient care responsibilities and 

continues after the transfer has occurred.  The transition process should focus on the patients and their 

families by providing them with the support and information they require to prepare for the transition.  

This includes enabling the attainment of diabetes knowledge and self-management skills, which is a 

process that takes time and involves children/youth, their families/caregivers and their healthcare 

providers.  Youth with diabetes, their families, paediatric diabetes care providers, primary care providers 

and adult healthcare providers all have important roles to play in the shared responsibility of patient care 

prior to, during and following the transfer of care.   

 

The Ontario Paediatric Diabetes Network established the Transition to Adult Care Working Group (TAC-

WG) in December 2013 to effect change in the paediatric diabetes landscape by addressing the challenges 

and discrepancies associated with the transition from paediatric to adult diabetes care.  The TAC-WG was 

tasked with developing a comprehensive set of recommendations for a more structured and consistent 

provincial approach to transitioning youth living with diabetes from paediatric to adult diabetes care.  The 

recommendations made in this report address the needs of this patient population and how to leverage 

resources that currently exist within the Ontario healthcare system.  Furthermore, this report explores the 

impact that transition has in the broader system on the long-term outcomes of the population they 

address.  The TAC-WG makes the following recommendations to be implemented across the province:  

 

1. Transition as a Process:  
Recognizing that the attainment of knowledge and self-management skills leading to a mastery of 
diabetes management is a process that takes time and involves healthcare providers, parents/caregivers, 
and children/youth 

AND 
Recognizing that the roles of children, youth, parents, and the healthcare providers change over time 
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 AND 
Taking into consideration developmental, cognitive, and psychosocial issues as appropriate: 

A. Paediatric diabetes teams should begin, early in adolescence or at the appropriate developmental 
stage, the process of facilitating the following: 

 Knowledge transfer related to diabetes management and the adult healthcare system 
AND 

 Skills development necessary for autonomy in the management of diabetes 
B. Once transferred to an adult diabetes education program, healthcare providers continue to foster 

knowledge acquisition and self-management skills within the young adult. 

 Paediatric and adult diabetes teams communicate to ensure effective coordination of care for 
the duration of the young adult’s transition to the adult diabetes education program. 

 
2. Standardized Transition Skills: A standardized set of skills tailored to various ages and stages should 

be established and incorporated into standardized education for youth with diabetes. 
 
3. Readiness Assessment: A transition readiness assessment should be utilized to identify youth with 

diabetes who would benefit from a more intensive approach to transition and to inform a plan of 
care. 
 

4. Formal Discharge Discussion: A formal and planned discharge discussion should occur with every 
patient and/or family on or near their last appointment in the paediatric diabetes setting.   
 

5. Formal Discharge Meeting: Paediatric diabetes teams should aim to identify high risk patients 
requiring a more intensive approach to transition early on, ideally in the year prior to transfer of care.  
If possible, a joint discharge meeting should occur in which the patient, family/caregiver(s) and 
members from paediatric and adult diabetes teams, as appropriate, are present.    
 

6. Patient Follow-up: It is recommended that adult diabetes teams assume responsibility for tracking 
and follow-up of patients following receipt of an initial referral. 
 

7. Discharge Summary: Every specialist involved in the provision of care to youth transitioning to an 
adult diabetes team should utilize a standardized formal discharge/transfer summary template that 
should be shared with:  

 The patient (and their family, as appropriate)  

 The patient’s primary care provider 

 The adult diabetes team who will be involved in the patient’s care including but not limited to 
endocrinologists, family physicians, nurse practitioners, diabetes educators and specialists 

 

8. Online Resource Centre: A provincial online resource centre should be established that brings 
together relevant transition tools, templates and educational resources for patients, their families, 
paediatric diabetes care providers and adult diabetes care providers. 
 

9. Provincial Infrastructure: The MOHLTC, LHINs, PDN, and other paediatric diabetes stakeholders 
should partner to ensure that there is provincial alignment and support for initiatives related to 
transitions to adult diabetes care, including but not limited to:  
A. Supporting research to improve the transition to adult diabetes care and implementing evidence 

that emerges from clinical trials (such as the results of the Ontario Juvenile Diabetes Research 
Foundation funded Transition Trial).  
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B. Exploring opportunities to leverage an integrated, province-wide electronic medical record to 
support continuity of diabetes care. 

 
10. Evaluation of Transitions: Paediatric and adult diabetes teams should collect information 

prospectively and conduct evaluations to ensure the ongoing effectiveness of their transition to adult 
care process, and make appropriate improvements where necessary. 
 

11. Diabetes Education Program Funding: The 2010 Staff Funding Benchmark Review should be updated 
to accurately reflect 2015 patient volumes and case complexity, and dialogue should be opened with 
the MOHLTC toward the implementation of increased paediatric and adult diabetes education 
program FTEs to support the achievement of appropriate standards of care for these transitioning 
youth. 

 
Prioritization of these recommendations, along with planning for their implementation and evaluation, 

will be forthcoming. 

 

 

  



 

Transition to Adult Care Working Group Recommendations Report Page 7 

Acronyms and Glossary 
Term Definition 

A1c Glycated hemoglobin 

Adult Diabetes 
team 

For the purposes of this report, the adult diabetes team refers to adult DEPs and 
adult endocrinologists.  In some circumstances, an adult endocrinologist may not 
work within an adult DEP.  

Council See PCMCH 

DCPNS Diabetes Care Program of Nova Scotia 

DEP Diabetes Education Program 
A DEP consists of a team that delivers diabetes education and management services 
funded (either in whole or in part) by the MOHLTC or LHIN.  Funded adult DEPs 
consist of, at minimum, one registered nurse and one registered dietitian.  
Organizations may fund their own models of DEPs completely out of their own base 
or global funding. 

eCHN electronic Child Health Network 

Endocrinologist For the purposes of this report, endocrinologist is interchangeable with internist and 
diabetologist 

FTEs Full-time employees 

JDRF Juvenile Diabetes Research Foundation 

LHIN Local Health Integration Network 

MOHLTC Ministry of Health and Long Term Care 

NOPDP Network of Ontario Paediatric Diabetes Programs 

OL-WG Outreach Linkages Working Group 

PCMCH Provincial Council for Maternal and Child Health 

PDEP Paediatric Diabetes Education Program 
For the purposes of this report, PDEP is interchangeable with paediatric diabetes 
team.  A PDEP is comprised of a multidisciplinary core team of, at a minimum, a 
registered nurse, a registered dietitian, and a registered social worker, who work 
closely with paediatricians, and/or paediatric endocrinologists, and/or primary care 
providers to provide comprehensive care to children and youth living with diabetes.   

PDN Paediatric Diabetes Network 

TAC-WG Transition to Adult Care Working Group 
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Background 

Transition to adult healthcare  

For adolescents and young adults living with a chronic health condition, transitioning from paediatric to 

adult healthcare is instrumental to both their transition to adulthood and to their journey as a patient 

navigating the healthcare system.  During adolescence and young adulthood, individuals face a number of 

challenges while they establish their personal identity, sexual behaviors and gain increasing 

independence.  The period of transition to adult care coincides with other significant life events, such as 

transition to post-secondary education or entering the workforce, separation from the family and 

changing residence.  Due to the increasing influence of peers, combined with other contributing societal 

factors, this is a period of transition regardless of a person’s health status.  For anyone coping with the 

daily demands of managing a chronic disease, adolescence and young adulthood can be even more 

complex.  Adolescents and young adults may have limited experience with basic tasks often routinely 

managed by parents, such as scheduling their own medical appointments and maintaining prescribed 

medications (Helgeson, et al., 2013).  The transition from pediatric to adult care may also coincide with a 

loss of health insurance coverage and the emergence of new financial barriers to healthcare access 

(Willoughby, et al., 2007).  As a result, youth, their families, and both paediatric and adult healthcare 

providers all have an important role to play in the shared responsibility of patient care prior to and 

following the transition from paediatric to adult medical care (American Academy of Pediatrics, 2011).   

 

Transition to adult diabetes care  

For adolescents and young adults with diabetes, transitioning from paediatric to adult medical care has 

been a challenging issue for decades.  With the physiological, psychological, and developmental changes 

associated with adolescence, the transition to adult care is a highly vulnerable period for youth who also 

face the intricacies, demands and challenges of managing their diabetes (Nakhla, Daneman, To, Paradis, & 

Guttmann, 2009).  A recent position statement from the American Diabetes Association highlighted that 

the transition from paediatric to adult diabetes care is a high risk period during which there is an 

increased rate of disengagement from care (Peters & Laffel, 2011).  During this period, this heightened 

risk of leaving medical supervision leads to an increased risk of diabetes-related hospitalizations (Nakhla, 

Daneman, To, Paradis, & Guttmann, 2009).  Diabetes control may also deteriorate significantly during this 

period due to many factors including: physiological insulin resistance associated with hormonal changes 

of puberty, psychosocial distress, risk taking behavior, intentional insulin omission for weight loss or 

attention, and eating disorders.  Canadian studies have demonstrated that 13-56% of young adults with 

diabetes are lost to follow-up after having been transferred from pediatric to adult care, 31% reported 

gap of more than 6 months between visits and 11% reported a gap of more than 12 months (Frank, 1996; 

Scott, Vallis, Charette, Murray, & Latta, 2005; Pacaud, Yale, Stephure, Trussell, & Davies, 2005).   

 

Loss to follow-up care 

Loss to follow-up care can have a significant impact on the health of transitioning young adults, with 

suboptimal transitions being associated with higher risks of acute and chronic diabetes-related 

complications.  Among those lost to medical follow-up care or those who receive fragmented follow-up 
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care, diabetic control is significantly worse, with a mean A1C on average 1.5% higher than in those who 

maintain medical follow-up (Sparud‐Lundin, Öhrn, Danielson, & Forsander, 2008; Insabella, Grey, Knafl, & 

Tamborlane, 2007; Dyrløv, et al., 2000; Bryden, Peveler, Stein, Neil, Mayou, & Dunger, 2001).  With loss to 

follow-up care, background retinopathy increases from 5% to 29% and nephropathy by 17% (Nakhla, 

Daneman, To, Paradis, & Guttmann, 2009).  The SEARCH for Diabetes in Youth Study reported that 

transfer to adult care was one of the significant predictors for suboptimal diabetic control (A1C >9%) for 

adolescents and young adults (Lotstein, et al., 2013).  Another recent prospective study found that poor 

glycemic control was more likely for those who had left pediatric diabetes care or transitioned early as 

compared to those who remained in pediatric care one year after graduation from high school (Helgeson, 

et al., 2013).  

 

Planned transitions 

A transition to adult care that is continuous, planned, patient-centered and individualized is critical to 

ensuring optimal diabetes management and regular screening for microvascular complications, thereby 

mitigating the onset and progression of diabetes-related complications (Loche, et al., 1994; Jacobson, 

Hauser, Willett, Wolfsdorf, & Herman, 1997).  In Ontario, pediatric diabetes programs as well as adult 

diabetes care providers continue to report transition to adult care as one of their greatest challenges to 

providing optimal diabetes care and an aspect of care that is not addressed in an organized, planned or 

timely manner.  From the patient’s perspective, the following barriers to successful transition have been 

identified: abrupt transfer of care, lack of accessibility of adult-care services, lack of coordination between 

different disciplines involved in the care and lengthy waiting periods (Busse, et al., 2006; Garvey, Beste, 

Luff, Atakov-Castillo, Wolpert, & Ritholz, 2014; Pacaud & Yale, Exploring a black hole: transition from 

paediatric to adult care services for youth with diabetes, 2005).  

  

Transition to Adult Care Working Group 
The Transition to Adult Care Working Group (TAC-WG) is a working group of the Ontario Paediatric 

Diabetes Network of the Provincial Council for Maternal and Child Health (PCMCH/Council). 

 

PCMCH is an organization whose scope is primary, secondary, tertiary and quaternary maternal, newborn, 

child and youth health services, delivered in both community and hospitals settings, and includes 

responding to the needs of disadvantaged communities across Ontario. The Council’s work reflects the 

importance of relationships and interfaces among providers and organizations across the continuum of 

care. 

 

The Council’s vision is: The Best Possible Beginnings for Lifelong Health  

Its mission is to:   

 Be the provincial forum in which clinical and administrative leaders in maternal and child health 

can identify patterns and issues of importance in health and health care delivery for system 

support and advice.  
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 Improve the delivery of maternal child health care services by building provincial consensus 

regarding standards of care, leading practices and priorities for system improvement.  

 Provide leadership and support to Ontario’s maternal and child health care providers, planners 

and stewards in order to maximize the efficiency and effectiveness of health system performance.  

 Mobilize information and expertise to optimize care and contribute to a high-performing system 

therefore improving the lives of individual mothers and children, providers and stewards of the 

system. 

 

The Ontario Paediatric Diabetes Network (PDN) is a collaborative network comprised of the thirty-five 

specialized paediatric diabetes education programs (PDEPs) located in communities across the province of 

Ontario.  The goal of this network is to ensure the best possible health outcomes for children and youth 

affected by diabetes across the province.  To this end, PCMCH oversees the coordination of the PDN by 

fostering system improvement, providing opportunities for professional development, promoting linkages 

between the PDEPs, assisting with the development and dissemination of resources and guidelines, 

promoting consistency in standards of practice, and providing individual program support.  The TAC-WG 

was convened as a working group of the PDN in December 2013 and committed to:  

1. The completion of a report detailing a comprehensive set of evidence-based recommendations 

regarding a provincial approach for paediatric diabetes education programs to transition youth 

and their families living with diabetes to adult care. 

2. The development of tools and knowledge transfer mechanisms to support the implementation of 

these recommendations by diabetes teams, patients and families, Local Health Integration 

Networks (LHINs), and the Ministry of Health and Long-Term Care (MOHLTC), as appropriate. 

Refer to Appendix 1 for the TAC-WG terms of reference.   

 

The membership of the TAC-WG covered different geographical regions across Ontario and comprised of 

representation from various paediatric and adult diabetes stakeholder groups including paediatric 

endocrinologists, adult endocrinologists, nurses, social workers, psychologists, program managers and 

LHIN representatives.  Efforts were made to ensure representation from across the province, including 

both tertiary and community hospitals and healthcare centres.  Refer to Appendix 2 for the TAC-WG 

membership.   

 

The development of these recommendations was completed over a series of TAC-WG meetings that were 

held via teleconference, in addition to one in-person meeting that took place in November 2014.  Based 

on the preliminary TAC-WG meetings, the recommendations were partitioned into the three themes and 

the following subgroups convened to address each theme:  

 Preparing for Transition Subgroup 

 Bridging the Gap Subgroup 

 Supporting and Improving Transitions Subgroup 

 

To foster collaboration and ensure alignment across the vast provincial healthcare system, the TAC-WG 

based the following set of recommendations on PCMCH’s Report of the Transition to Adult Healthcare 
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Services Work Group.  The TAC-WG tailored, refined and expanded upon these recommendations in order 

to address the unique characteristics and needs of youth living with diabetes. 

Recommendation 1: Transition as a Process  
Recognizing that the attainment of knowledge and self-management skills leading to a mastery of 

diabetes management is a process that takes time and involves healthcare providers, 

parents/caregivers, and children/youth 

AND 

Recognizing that the roles of children, youth, parents, and the healthcare providers change over time 

 AND 

Taking into consideration developmental, cognitive, and psychosocial issues as appropriate: 

A. Paediatric diabetes teams should begin, early in adolescence or at the appropriate developmental 
stage, the process of facilitating the following: 

 Knowledge transfer related to diabetes management and the adult healthcare system 
AND 

 Skills development necessary for autonomy in the management of diabetes 
B. Once transferred to an adult diabetes education program, healthcare providers continue to foster 

knowledge acquisition and self-management skills within the young adult. 

 Paediatric and adult diabetes teams communicate to ensure effective coordination of care for 
the duration of the young adult’s transition to the adult diabetes education program. 

 

Rationale 

In acknowledging the significant challenges associated with transitioning youth to adult diabetes care, 

there is an opportunity for both paediatric and adult diabetes care providers to effect change in the 

current landscape and to optimize the provision of diabetes care.  The purpose of this recommendation is 

to address this opportunity and to shape the overarching conceptual foundation for a more structured, 

supportive and consistent provincial approach to transition for adolescents and young adults living with 

diabetes.  This recommendation is intended to align with and raise awareness about the goals and 

principles of effective transition.  Within the literature, transition has been defined as the “purposeful, 

planned movement of adolescents with chronic medical conditions from child-centered to adult-oriented 

health care” (Blum, et al., 1993), whereas a transfer has been defined as a “one-time event that occurs at 

the time the youth is transferred out of the child health system” (Provincial Council for Maternal and Child 

Health, 2013).  This recommendation emphasizes the continuous nature of transition, rather than 

considering it as a singular point in time.   

 

In recent years, both the Canadian Paediatric Society and the American Academy of Pediatrics have 

released position statements indicating that the goals of effective healthcare transitions are to ensure 

high-quality, developmentally appropriate, psychologically sound healthcare that is continuous, 

comprehensive, patient-centered and coordinated, before and throughout a youth’s transition from 

pediatric care into the adult healthcare system (Cooley & Sagerman, 2011; Adolescent Health Committee 

of the Canadian Paediatric Society, 2006).  Planned transition to adult care is therefore an ongoing, 

patient-centered, multifaceted process that should begin early in adolescence and prior to the actual 
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transfer of youth to adult care services, and continue thereafter (Adolescent Health Committee of the 

Canadian Paediatric Society, 2006).  Although not tailored specifically to adolescents and young adults 

living with diabetes, these goals and principles are pertinent to this recommendation and applicable to 

the transition to adult diabetes care.   

 

Potential Impact 

Adopting this more comprehensive, structured and supportive approach to transition has the potential to 

result in the following:  

 PDEPs that are prepared for transition at both the individual patient and organizational levels. 

 Collaboration and engagement with the patient and their families to ensure that the upcoming 

transition is tailored to the patient’s evolving medical, developmental, cognitive and psychosocial 

needs (Peters & Laffel, 2011).   

 Adult diabetes teams ensure that the patient continues to develop these self-management skills 

and knowledge of diabetes care following their transition to adult diabetes care. 

 The occurrence of a fundamental shift in culture across the paediatric and adult diabetes 

landscape to support the effective and seamless transitions to adult diabetes care.   

 Patients and their families are provided with the opportunity to learn how to advocate for 

themselves and use healthcare services effectively in order to ensure optimal management of 

their diabetes, maintain their health and prevent health complications (Adolescent Health 

Committee of the Canadian Paediatric Society, 2006).   

 

Helpful Resources 

PCMCH’s Discharge Planning Implementation Tool was selected as a resource to support this 

recommendation. The tool is intended as a guide for care providers to implement discharge planning.  It 

outlines specific activities to be conducted within discrete periods of time, beginning at a minimum of 24 

months prior to the patient turning 18 years of age, and continues until after the patient has visited their 

adult healthcare providers.  Although not specific to diabetes, this tool provides a comprehensive 

framework that can be used to guide the transition process for adolescents and young adults living with 

diabetes.   

Discharge Planning Implementation Tool (See Appendix 3) 

Recommendation 2: Standardized Transition Skills 

A standardized set of skills tailored to various ages and stages should be established and incorporated 

into standardized education for youth with diabetes. 

 

Rationale and Potential Impact 

Building capacity in both youth and their families is an integral aspect of preparing patients for effective 

transition to adult healthcare, regardless of the health condition (Provincial Council for Maternal and 

Child Health, 2013).  The Adolescent Health Committee of the Canadian Paediatric Society (2006) states 
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that one of the core principles of transition is to begin preparing for transition in early childhood and for 

the paediatric care providers to encourage the youth’s parents or caregivers to be informed participants 

in their child’s care.  This recommendation focuses on building capacity in the youth with diabetes and 

their parents or caregivers.  Despite there being a plethora of resources and tools pertaining to transition 

skills for youth living with diabetes and their families, a set of transition skills has not yet been 

standardized for use across the paediatric diabetes landscape in Ontario.  Establishing a standardized set 

of transition skills that are tailored to specific ages and developmental stages and incorporated into PDEPs 

will help to ensure that youth with diabetes:  

 Are equipped with appropriate transition skills. 

 Acquire diabetes management skills and developmentally and age- appropriate knowledge. 

 Gain independence and self-efficacy in managing their diabetes, to the extent possible. 

 Enhance their autonomy to transition to adult diabetes services in an effective manner.   

 

Helpful Resources 

Several tools for standardized transition skills were reviewed by the Preparing for Transition Subgroup of 

the TAC-WG.  The following two resources were selected to accompany this recommendation: 

“Help Them Grow…so they’re Good 2 Go” Timeline – Diabetes Program (See Appendix 4) 

 Developed by the Good 2 Go Transition Program at the Hospital for Sick Children in Ontario.  

 Provides age-appropriate activities for parents of youth living with diabetes and ideas for 

teens/youth to develop independence in many areas of one’s life – socially, with family, education 

and in managing their diabetes ("Help Them Grow...so They're Good 2 Go" Timelines).  

 In recommending this tool, the Subgroup identified opportunities for enhancement to further 

meet the needs of youth living with diabetes and their families.  Some proposed modifications 

include rearranging the format to be visually pleasing and revising the content to ensure that 

there is adequate emphasis on the early diagnosis phase, later phases and other aspects of care. 

Keys to Independence: Transitioning from the Pediatric to the Adult Health Care team (See Appendix 5) 

 Developed by members of the University of Wisconsin-Madison Pediatric and Adult Diabetes 

Teams in Madison, Wisconsin, United States.   

 Aims to help youth and their families learn more about diabetes and a formalized transition 

process to adult diabetes care. 

 Divided into four stages that describe age-appropriate tasks, corresponding with the following age 

ranges: 8-10, 10-12, 13-15, 16-17. 

Recommendation 3: Readiness Assessment 

A transition readiness assessment should be utilized to identify youth living with diabetes who would 

benefit from a more intensive approach to transition and to inform a plan of care.  

 

Rationale and Potential Impact 

The Canadian Diabetes Association recommends that support and education are two key components of a 

planned, seamless transition to adult diabetes services (Canadian Diabetes Association Clinical Practice 
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Guidelines Expert Committee, Wherrett, Huot Mitchell & Pacaud, 2013).  The purpose of a transition 

readiness assessment is to identify areas in which further education and support may be needed and to 

involve patients, their families and both their current and future care providers in proactively planning for 

the transition to adult diabetes care.  This recommendation focuses on the importance of conducting a 

transition readiness assessment.  The results of a transition readiness assessment should be shared with 

the healthcare providers who will be providing care to the patient prior to, during and following the 

transition to adult diabetes care.  A transition readiness assessment can:  

 Help to identify adolescents and young adults who may require more intensive counseling and 

more frequent visits. 

 Serve as a means to identify gaps or miscommunications with regards to the youth’s level of 

preparedness for transition to adult care.   

 Inform youth, families and care providers about the patient’s needs and the role providers can 

play in optimizing the patient’s transition to adult diabetes care, including the primary care 

provider. 

 Optimize the continuity of care and reveal what should be included in the plan of care. 

 Identify and potentially provide the opportunity to mitigate the issues that arise prior to, during 

or after transition.   

 

Helpful Resources 
The Preparing for Transition Subgroup conducted a comprehensive review of a collection of readiness 

assessment tools, including those that had been put forth as part of PCMCH’s Report of the Transition to 

Adult Healthcare Services Work Group, those collected through an additional environmental scan of 

diabetes-specific tools, and those being used by the PDEPs across Ontario.  Based on this review, the 

Subgroup selected tools to accompany this recommendation specific to adolescents and young adults 

with diabetes, their parents and their healthcare providers in order to ensure that all three audiences 

agree upon the items in question with regards to preparing for transition.   

For youth, adolescents and young adults:  

Young Adult Transition Guide (See Appendix 6) 

 Developed in 2006 by the Markham Stouffville Hospital in Ontario, through funding from the 

former Northern Diabetes Health Network. 

 Designed to guide patients through the last two years of their paediatric diabetes care and 

address important issues prior to transitioning to the adult diabetes clinic.   

 The Subgroup selected this tool as the preferred overall teaching guide.  The Subgroup suggested 

that the guide is due for an update and that a small committee, with representation from the 

Markham Stouffville Hospital, could be convened to conduct this update.  

“Moving On…” With Diabetes  

Knowledge & Skills Self-Assessment (Ages 13-16 years) (See Appendix 7) 

Adolescent Knowledge & Skills Checklist (Ages 17-18 years) (See Appendix 8) 

 Developed by the Diabetes Care Program of Nova Scotia (DCPNS) in March 2012.  

 Provide youth self-assessment of learning needs and identify areas in which the youth requires 

further education or skill development prior to transition.  
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 The Subgroup suggested that there were opportunities to make these tools more consistent and 

user-friendly.  For instance, rather than using a Likert scale, the tool for 13-16 year olds could 

include the same scale used in the tool for 17-18 year olds. 

For parents and caregivers:  

 “Moving On…” With Diabetes  

Adolescent Knowledge & Skills Checklist (Ages 17-18 years) (See Appendix 8) 

 See description above.  

For healthcare providers:  

“Moving On…” With Diabetes  

Diabetes Educator Transition Checklist (See Appendix 9) 

 Developed by the DCPNS in March 2012 together with the other “Moving On…” tools.  

 Healthcare providers can use this to assess a patient’s readiness for transition. 

Provider Assessment of Patient Skill Set (See Appendix 10) 

 Developed by the Endocrine Society in Washington, D.C. 

 Intended as an aide to assessing the readiness of adolescents and young adults in the transition 

and to be transferred from paediatric to adult diabetes care providers  

 The Subgroup felt that this was a great tool for providers to refer to on an ongoing basis in order 

to track the areas of education that have been covered.  

Recommendation 4: Formal Discharge Discussion 

A formal and planned discharge discussion should occur with every patient and/or family on or near 

their last appointment in the paediatric diabetes setting.   

 

Rationale and Potential Impact 

This recommendation builds upon the recommendations previously described and focuses on both the 

importance of effective communication and the role of the paediatric diabetes care providers in 

coordinating a formalized discharge discussion with their patients.  A formal discharge discussion aims to 

ensure that all adolescents and young adults living with diabetes have clear instructions and information 

regarding their transition to adult diabetes care.  The timing of the formal discharge discussion should be 

determined by the patient’s needs, as identified in the transition readiness assessment.  The formal 

discharge discussion should include the following key components:  

 A review of differences in expectations and structure between pediatric and adult visits  

 Discussion of age-related themes and concerns 

 Summary of the patient’s diabetes history  

 Details about the patient’s first visit with the adult diabetes care program  

 Discussion about the importance of attending regular visits with their primary care provider in 

addition to their diabetes care team and/or endocrinologist.  
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Helpful Resources  

The Bridging the Gap Subgroup reviewed a number of tools, checklists and guides pertaining to discharge 

discussions.  The Subgroup selected the Transition Teaching Content Template developed by the London 

Health Sciences Centre as the preferred tool for formal discharge discussions.  The Subgroup adapted the 

format and content of the tool to meet the needs of adolescents and young adults living with diabetes. 

Modified Transition Teaching Content Template (See Appendix 11) 

Recommendation 5: Formal Discharge Meeting 

Paediatric diabetes teams should aim to identify high risk patients requiring a more intensive approach 

to transition early, ideally in the year prior to transfer of care.  If possible, a joint discharge meeting 

should occur in which the patient, family/caregiver(s) and members from paediatric and adult diabetes 

teams, as appropriate, are present.    

 

Rationale and Potential Impact 

A staggering number of adolescents and young adults with diabetes are lost to follow-up care (Frank, 

1996; Scott, Vallis, Charette, Murray, & Latta, 2005; Pacaud, Yale, Stephure, Trussell, & Davies, 2005) and 

do not receive diabetes care until they present to a diabetes program or emergency department with 

extremely poor glucose control or severe diabetes-related complications.  Given the considerable impact 

that loss to follow-up care can have on the health of those living with diabetes, it is important for PDEPs 

to identify patients who are at a high risk of being lost to follow-up well before their transition to adult 

care.  This way, an earlier, more intensive and supportive approach to transition can be devised.  

Adolescents and young adults who may be at high risk include those with co-morbid conditions, problems 

with compliance or attendance, poor glucose control and psychosocially vulnerable patients.  It is 

recommended that if possible, a joint discharge meeting be held for these patients where the patient, 

their parents or caregivers, and members of both the PDEP and adult diabetes program are present.  

Ideally, this discharge meeting is held in-person; however in situations where distance, availability or 

other circumstances preclude an in-person meeting, the meeting may be conducted via teleconference or 

video-conference.  The formal discharge meeting should entail:  

 Discussing discharge and providing relevant resources, as outlined in Recommendation 4. 

 Developing a plan of care to address the patient’s needs that were identified in the transition 

readiness assessment, as outlined in Recommendation 3. 

 Identifying which healthcare provider(s) will assume responsibility for functions related to the 

patient’s overall care coordination and/or patient navigation between all healthcare providers. 

The following components may also be considered as part of a more intensive approach for transition:  

 Designating a liaison from the PDEP to communicate with the adult diabetes program and provide 

greater support to the patient for the transition to adult care.  This role could be fulfilled by a 

social worker or diabetes nurse educator from the patient’s PDEP.  The responsibilities of this 

liaison would include making efforts to ensure that the patient attends their first appointment 

with the adult diabetes program.  In circumstances where a joint discharge meeting with all 

stakeholders is not feasible, a liaison from the PDEP or Centre for Complex Diabetes Care (CCDC) 

where available, may be a viable alternative. 
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 Using other methods of communication such as email, phone, text message and websites to 

provide these patients with a more flexible approach to preparing for their transition. 

 

Helpful Resources 

The Bridging the Gap Subgroup of the TAC-WG identified hospital communications and email policies as 

appropriate resources to support this recommendation.  Such resources outline the parameters for 

communication with patients via electronic or alternative means of communication.  These methods of 

communication can be used by diabetes care providers to support those patients at higher risk of loss to 

follow-up in the adult care setting.  One such resource is the communications policy developed and 

currently under review by the Markham Stouffville Hospital policy.  Where possible, PDEPs are encourage 

to refer and adopt their organization’s communications policy as needed in order to support youth living 

with diabetes in effectively transitioning to adult diabetes care.   

Recommendation 6: Patient Follow-Up 

It is recommended that adult diabetes teams assume responsibility for tracking and follow-up of 

patients following receipt of an initial referral. 

 

Rationale and Potential Impact 

For adolescents and young adults with diabetes in Ontario, it is unclear whether the PDEP, adult diabetes 

education program (DEP), or adult endocrinologist is responsible for following up with them after an 

initial referral has been made.  Given that patients do not typically see an adult endocrinologist for six 

months post-discharge, the PDEP often continues to provide post-discharge care, particularly for patients 

on insulin pump therapy who are required to be seen by a DEP or endocrinologist three times per year in 

order to meet the Assistive Devices Program’s funding eligibility criteria.  To further complicate matters, 

adult DEPs often have medical directives that preclude other members of the team (registered nurses, 

social workers and dietitians) from being able to see patients until they have been seen by an adult 

endocrinologist.  These circumstances can lead to a loss to follow-up, with the PDEP and adult DEP both 

presuming that the patient is being cared for by the other team.  This recommendation focuses on clearly 

identifying which diabetes care providers are responsible for following up with patients once the 

transition of care has been initiated.  Efforts should be made to ensure that patients are seen within three 

months of being discharged from their PDEP and that care remains aligned with the Canadian Diabetes 

Association’s guidelines for the number of recommended annual visits.  Paediatric and adult diabetes care 

providers should also emphasize the importance of the patient seeing their primary care provider on a 

regular basis, in addition to their diabetes care team and/or endocrinologist, and encourage them to do 

so to ensure continuity of care.  To mitigate issues of patient follow-up and help to ensure a seamless 

transition in care, the TAC-WG agreed that it would be most appropriate to assign the responsibility of 

patient follow-up to the adult diabetes care team.  For the purposes of this recommendation, the adult 

diabetes team refers to adult DEPs and adult endocrinologists.  In some circumstances, an adult 

endocrinologist may not work within an adult DEP.  If this is the case, a separate referral to the adult 

endocrinologist is required. 
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To support this 

recommendation, the TAC-WG 

developed a pathway that 

outlines the recommended 

process for patient-follow up, 

from the point in time when the 

patient is discharged from the 

PDEP to when they are seen by 

the adult DEP.  The pathway also 

provides details regarding 

communication with the patient, 

the referring PDEP and the 

patient’s primary care provider.  

Refer to Appendix 12 for the full 

version of the pathway, 

contingencies and examples of 

communication tools. 

 

Helpful Resources 

There are a number of existing 

online resources that house 

information on the health 

services available across Ontario, including those related to adult diabetes care.  These resources have 

been selected to accompany this recommendation as they can help paediatric diabetes care providers and 

their patients learn about the services available in their community and therefore assist with these efforts 

to improve patient follow-up during the process of transition for adolescents and young adults with 

diabetes.  One such resource is Health Care Options, which is an online portal developed by the 

government of Ontario that consists of centralized information on the different health care services that 

are offered in communities across the province, where they are located and how to access them.  This 

portal includes information on the adult DEPs across the province, their referral criteria and the services 

they provide.   For more information about this resource, see Appendix 13.  Another relevant resource is 

thehealthline.ca, which is a website that provides users with access to information on health and social 

services in their community.  Ontarians can search for information on health and social services by 

entering their postal code or selecting one of the fourteen LHINs’ webpages.  Each webpage is maintained 

by the LHIN’s community care access centre and includes information on a variety of health topics, 

healthcare facilities, events, and social services, including diabetes education programs.  For more 

information about thehealthline.ca, see Appendix 14.  

 

The TAC-WG recommends that the creation of a comprehensive, standalone list of adult diabetes care 

teams and endocrinologists in Ontario could be considered in the future as another means to assist in 

these efforts to improve patient-follow-up for adolescents and young adults living with diabetes.  
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Recommendation 7: Discharge Summary 
Every specialist involved in the provision of care to youth transitioning to an adult diabetes team should 

utilize a standardized formal discharge/transfer summary template that should be shared with:  

 The patient (and their family, as appropriate)  

 The patient’s primary care provider 

 The adult diabetes team who will be involved in the patient’s care including but not limited to 
endocrinologists, family physicians, nurse practitioners, diabetes educators and specialists 

 

Rationale and Potential Impact 

This recommendation aims to facilitate the transition from paediatric to adult diabetes care by proposing 

a standardized means of providing members of the adult DEP team and primary care providers with 

access to pertinent and up-to-date information about the patient being referred.  It entails the 

completion of a formal discharge summary template by the patient’s current paediatric diabetes care 

provider, which is then reviewed by the patient and their family as appropriate and shared with both the 

patient and the adult diabetes team DEP team who will be providing diabetes care to the patient going 

forward.  The referring paediatric diabetes care provider may also want to consider completing an 

additional document or section with sensitive psychosocial information that may be useful to the 

receiving adult diabetes team adult DEP and share exclusively with the adult diabetes care provider.  

Having such a standardized process in place can help to:  

 Equip the adult diabetes team and primary care provider with easy access to information about 

the patient’s current health status, diabetes management and past medical records. 

 Foster collaboration amongst paediatric and adult diabetes care providers. 

 Decrease a sense of isolation felt by transitioning patients and adult diabetes care providers. 

 Enhance communication amongst the care providers as well as with the patient and their family. 

If the patient’s primary care provider is a paediatrician, then the topic of who will assume the role of the 

patient’s primary care provider after they turn 18 years of age should be discussed.  To facilitate access 

and communication amongst diabetes care providers, a patient’s formal discharge summary could be 

housed on an integrated, province-wide electronic medical record, which is described in further detail in 

Recommendation 9. 

 

Helpful Resources 

The Bridging the Gap Subgroup assessed several discharge summary templates specific to diabetes from 

the Endocrine Society, National Diabetes Education Program, Children’s Hospital of Eastern Ontario, 

Hospital for Sick Children and Diabetes Care Program of Nova Scotia.  The Subgroup selected the following 

template to accompany this recommendation due to its extensiveness and the fact that it can be easily 

adapted by a PDEP for their specific patient population and needs. 

Clinical Summary for New Health Care Teams (See Appendix 15) 

 Developed by the Endocrine Society in Washington, D.C. 

 Used by the pediatric diabetes care provider to summarize a patient’s medical record; this is then 

transferred to the adult diabetes care provider. 

 The patient should receive a copy of the completed discharge template. 
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Recommendation 8: Online Resource Centre 

A provincial online resource centre should be established that brings together relevant transition tools, 

templates and educational resources for patients, their families, paediatric diabetes care providers and 

adult diabetes care providers. 

 

Rationale and Potential Impact 

This recommendation addresses another strategy to build capacity amongst adolescents and young adults 

with diabetes who are transitioning to adult care, their families, paediatric diabetes care providers and 

members of the adult DEP teams.  Currently, there is a multitude of resources available to both diabetes 

care providers and the general public that span various topics related to transitioning from paediatric to 

adult diabetes care.  It is oftentimes difficult to determine the accuracy and validity of these resources, or 

their relevance to particular patient circumstances.  Furthermore, these resources are not standardized 

across organizations, let alone across the province.  The intention of this provincial online resource centre 

is to establish a standardized, web-based space where tools, templates, educational resources and 

information relevant to transition to adult diabetes care can be housed and easily accessed by diabetes 

care providers, patients and their families.  This will help to make information more easily accessible and 

reduce duplication of efforts across the province.  This online resource centre should be easy to navigate, 

well-organized and populated with both the resources recommended throughout this report, those that 

had been reviewed but not selected to accompany a specific recommendation and those from different 

jurisdictions.  Furthermore, the TAC-WG recommends that the provincial online resource centre include 

links to adult DEP websites and encourages adult diabetes teams and endocrinologists to include 

information about transitioning to adult diabetes care on their websites.  This online resource centre 

should be maintained by the PDN and housed on the PCMCH website, with links to relevant external 

websites.  Appendix 16 includes a list of additional resources and websites for this online resource centre, 

as recommended by the members of the TAC-WG.  

Recommendation 9: Provincial Infrastructure 
The MOHLTC, LHINs, PDN, and other paediatric diabetes stakeholders should partner to ensure that 

there is provincial alignment and support for initiatives related to transitions to adult diabetes care, 

including but not limited to:  

A. Supporting research to improve the transition to adult diabetes care and implementing 
evidence that emerges from clinical trials (such as the results of the Ontario Juvenile Diabetes 
Research Foundation funded Transition Trial). 

B. Exploring opportunities to leverage an integrated, province-wide electronic medical record to 

support continuity of diabetes care. 

 

Rationale and Potential Impact 

There are various stakeholder groups involved in the oversight, delivery, accountability and integration of 

paediatric diabetes care across the province, including but not limited to the MOHLTC, the fourteen 

LHINs, the PDN and the 35 PDEPs themselves.  Primary care providers are also an important stakeholder 
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group since they provide care throughout the patient’s life and at times when there is a delay in or limited 

access to adult diabetes care.  Each of these stakeholder groups has significant roles to play when it 

comes to transitioning adolescents and young adults with diabetes to adult diabetes services.  

Collaborative efforts need to be made amongst all stakeholders to ensure that there is alignment across 

the province and support of initiatives that impact youth who are transitioning to adult diabetes care.  

Two such initiatives currently underway are the Ontario Juvenile Diabetes Research Foundation (JDRF) 

funded Transition Trial.  There may also be opportunities to leverage existing infrastructure, such as 

provincial electronic medical records or systems, to support transitions to adult diabetes care.  

 

In 2012, the Transition Trial was initiated with collaboration between PDEPs and adult DEPs in London, 

Ottawa and Mississauga, and support from the JDRF and the Federal Economic Development Agency of 

Southern Ontario.  This multicentre study is the first randomized controlled trial to examine a structured 

transition program that incorporates a dedicated coordinator to help in the process of transitioning youth 

to adult diabetes care.  This study aims to improve clinic attendance and health outcomes by closing the 

gap in the care of this patient population at a vulnerable time. The Transition Coordinator, a Certified 

Diabetes Educator, provides continuity of care between pediatric and adult diabetes services and 

supports youth during their last six months of paediatric diabetes care and the first twelve months of 

adult diabetes care.  The results of this trial, anticipated for 2017, may serve to inform clinical practice 

guidelines and may be applicable to young adults with other chronic health conditions at the time of 

transition.   

 

As part of the provincial infrastructure, the TAC-WG also recommends exploring opportunities to support 

transition by leveraging an integrated, province-wide electronic medical record or system that currently 

exists.  Although this portion of the recommendation extends well beyond the scope of this project, a 

province-wide electronic medical record would help to enhance continuity of care and support effective 

transitions to adult diabetes services as it could house existing clinical information and patient 

demographics that could be accessed by and shared amongst paediatric and adult diabetes care 

providers.  Pertinent health information, such as a patient’s formal discharge summary, relevant clinic 

notes, and lab results could be made available as part of a module on the electronic medical record prior 

to a paediatric diabetes patient’s transition to adult diabetes care.  Such a province-wide resource is of 

particular importance given that many transition-aged youth are moving out of their region for post-

secondary education or employment. 

 

One existing system that could potentially be leveraged to provide paediatric and adult diabetes care 

providers with access to existing patient information is the electronic Child Health Network (eCHN).  eCHN 

is a secure web-based network that offers authorized healthcare providers from across Ontario to access 

health information about paediatric patients, instantly, from multiple different sources (ECHN, 2015).  The 

paediatric patient information is consolidated into a single health record that can be accessed online at 

any time by healthcare organizations or accredited healthcare providers anywhere in the province who 

have registered as members of eCHN (ECHN, 2015).  The eCHN portal holds records of over 1,800,000 

patients, from newborn to 19 years of age (ECHN, 2015).  eCHN is already being used by many health care 

professionals across the province and membership is not limited to paediatric health care providers.  

Currently, 101 hospitals, 82 Community Care Access Centres,   37 Children’s Treatment Centres and 
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numerous independent clinics and offices have become eCHN member sites (ECHN, 2015).  There are no 

costs associated with registering as a member of eCHN.   

 

Strong support, involvement and buy-in from paediatric diabetes stakeholders, adult diabetes care 

providers, the PDN, the LHINs and the MOHLTC will be necessary to ensure successful and timely 

implementation of these current initiatives and in considering future endeavours related to transition to 

adult diabetes care. 

Recommendation 10: Evaluation of Transitions 

Paediatric and adult diabetes teams should collect information prospectively and conduct evaluations 

to ensure the ongoing effectiveness of their transition to adult care process, and make appropriate 

improvements where necessary. 

 

Rationale and Potential Impact 

The purpose of this recommendation is to encourage diabetes care providers to conduct some form of 

formal evaluation from both the program-level to ensure that the approaches, strategies and 

interventions in place to transition adolescents and young adults with diabetes to adult care are effective 

and continually improved upon as necessary.  This evaluation should entail mechanisms to capture both 

the patient and provider perspectives on the effectiveness of transitions.  Due to the nature of 

transitioning from paediatric to adult diabetes care, the paediatric program-level outcome measures 

would differ considerably from those of the adult DEPs.  To evaluate transitions, the Supporting and 

Improving Transitions Subgroup suggests the following:  

 Small patient focus groups:  For PDEPs, these would be comprised of graduated patients at some 

time period after their transition, whereas for adult DEPs, these would focus on current patients 

at some time period following transition.  It would be important to ensure that the focus groups 

capture not only the perspectives of patients who are keen to participate, but those who are 

struggling with transitioning to adult care. 

 Patient surveys:  These could also provide valuable narrative feedback to teams in a more 

confidential way.  Attaining an adequate sample size to ensure that the results of a patient survey 

are not misleading may be difficult for some teams.  

 Outcome measures: The crucial outcome measures of successful transition are initial contact with 

an adult diabetes care provider and continued attendance at an adult DEP.   Therefore, the 

Subgroup suggest that the minimal measures that should be tracked include: 

 For PDEPs:  

o % of patients discharged who request re-referral or referral to an alternate adult diabetes 

care provider (knowing why would be important) 

o % of referrals for whom confirmation of first visit is received from the adult diabetes care 

provider. 

  For adult diabetes teams:  

o % of patients referred who present for initial visit. 
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o % of patients referred who remain with provider after a certain time period (e.g. 1 year, 

or tied to individual centres’ re-referral period (which is the amount of time a patient can 

not show up for before they need to get re-referred).  

o % of patients who had a 2nd visit within their first year. 

o % of patients who had a 3rd visit within their first year. 

Outcomes measures from the JDRF-funded Transition Trial could also be considered as ways to evaluate 

transitions to adult diabetes care (Spaic, et al., 2013).   

Recommendation 11: Diabetes Team Funding 
The 2010 Staff Funding Benchmark Review should be updated to accurately reflect 2015 patient 

volumes and case complexity, and dialogue should be opened with the MOHLTC toward the 

implementation of increased paediatric and adult diabetes education program FTEs to support the 

achievement of appropriate standards of care for these transitioning youth. 

 

Rationale and Potential Impact 

Despite increasing patient volumes, advancements in clinical technology requiring increased time for 

patient education, and enhancements in standards of care for paediatric diabetes and evidence-based 

lower clinical targets as outlined in the 2013 Canadian Diabetes Association Clinical Practice Guidelines, 

staffing benchmarks for PDEPs have remained unchanged since they were established over a decade ago.  

In 2010, the former Network of Ontario Paediatric Diabetes Programs (NOPDP) completed a Staff Funding 

Benchmark Review, which made recommendations for updated staffing ratios for the core members of 

paediatric diabetes teams – registered nurses, registered dietitians and social workers – in PDEPs across 

the province.  The findings of this review revealed that PDEP staffing levels were insufficient to meet the 

clinical targets for optimal care and for improving the quality of life for youth living with diabetes.  Based 

on these findings, the NOPDP Advisory Committee recommended that staffing benchmarks for registered 

nurses, registered dietitians and social workers be increased by 25%, 40% and 50% respectively.  Given 

the growing fiscal constraints in the Ontario healthcare system, these recommendations have not yet 

been implemented.  The TAC-WG recognized that revisiting the issue of PDEP funding is outside the scope 

of this project; however, they agreed to put this recommendation forth to emphasize the importance of 

human resource capacity as it can have a considerable impact on the paediatric diabetes care providers’ 

ability to support the recommendations proposed and ultimately enable youth living with diabetes to 

have a successful and seamless transition to adult diabetes care.   

 

Next Steps 
The next steps for the TAC-WG include proceeding to the second phase of the project – implementation 

of the recommendations - and subsequently conducting a formal evaluation of the degree to which youth 

transitions to adult diabetes care have been impacted by the implementation of the recommendations.   
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Implementation 

Following the release of this recommendations report, the TAC-WG will proceed to the second phase of 

the project by conducting a prioritization exercise to determine which recommendations should be 

implemented by paediatric and adult diabetes stakeholders across Ontario.  In order to do so, the TAC-

WG may use the Pareto model, which provides a validated approach to prioritization that is transparent, 

open and less prone to biases (Provincial Council for Maternal and Child Health, 2013).  By using this 

model, each recommendation would be ranked and scored independently, based on factors such as its 

perceived value, ease of implementation, potential to enable system improvement, ability for system 

change, time constraints and cost implications (Provincial Council for Maternal and Child Health, 2013).  

The scores would then be averaged and recommendations placed into tiers, with preference assigned to 

those that received high scores for both importance and ease of implementation (Provincial Council for 

Maternal and Child Health, 2013).  A modified Delphi approach is another methodology that may be 

considered in order to prioritize the recommendations.   

 

Once the prioritization exercise has been completed, the TAC-WG will develop an implementation 

strategy for the recommendations that have been identified as high priority.  Toolkits and knowledge 

transfer mechanisms will be developed to support the implementation of the recommendations by 

diabetes teams, patients and families, LHINs, and the MOHLTC, as appropriate.  Furthermore, the 

implementation strategy will include an approach to stakeholder engagement that will foster 

collaboration, ensure that the necessary allocation of human, financial and capital resources are available, 

and help to raise awareness about the implementation of these recommendations across the province.  

 

Evaluation 

In addition to evaluating transitions from a program level, it is important to conduct a formal evaluation 

from a provincial perspective to determine whether the degree to which the implementation of the 

prioritized recommendations is impacting patients and the system of diabetes care across Ontario.    

Establishing an evaluation framework can also help to uncover gaps that may not have been identified by 

the TAC-WG or emerging issues related to transitions to adult diabetes care that were addressed in the 

recommendations report.  One approach to evaluating the implementation of the recommendations 

might be to determine the rate of loss to follow-up care prior to and following the implementation.  Other 

evaluation methods may focus on patient satisfaction with their experience transitioning from paediatric 

to adult diabetes care.   Furthermore, opportunities to link or leverage health administrative data, such as 

those held by the Institute for Clinical Evaluative Sciences, can be explored as a means to track outcomes 

across the transition process, evaluate the implementation of interventions or assess certain patterns of 

care related to transition to adult diabetes care.  The TAC-WG has not yet embarked on the development 

of this evaluation framework. 

Conclusion 
The transition from paediatric to adult diabetes care is a multifaceted process that begins prior to 

transferring patient care responsibilities and continues thereafter.  Across the province of Ontario and 

abroad, this process continues to bring about significant challenges for paediatric care providers, adult 
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care providers and most importantly patients and their families.  With these challenges comes the 

opportunity for diabetes stakeholders to effect change by collaborating to provide a more structured and 

consistent provincial approach to transitions from paediatric to adult diabetes care.  As outlined in this 

recommendations report, this approach has the potential to cultivate a positive impact on the provision 

of diabetes care and the health and quality of life of adolescents and young adults living with diabetes.     
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Appendix 1 – Transition to Adult Care Working Group Terms of Reference 

 

 

 

 

 

 

 

 

Background: 

Due to the complex physiological, psychological, and developmental changes associated with adolescence, transition 

to adult care is a vulnerable period for youth living with diabetes. Following transfer to adult care, patients often feel 

a sense of desertion with the conclusion of their paediatric patient-provider relationship and find this a negative 

experience. During this period, there is an increased risk of diabetes-related hospitalizations, and adolescents are at 

increased risk of leaving medical supervision. 

 

Seamless transition to adult care is essential to ensure regular screening for microvascular complications and 

optimized glycemic control, thereby mitigating the onset and progression of diabetes-related complications. With 

both the increasing case complexity and technological advancements faced in managing diabetes, the need for a 

planned approach to transition to adult care has become more pressing over the past decade. Both the Canadian 

Paediatric Society and the American Academy of Pediatrics state that the goals of planned healthcare transitions are 

to ensure high-quality, developmentally appropriate, psychologically sound healthcare that is continuous, 

comprehensive, and coordinated, before and throughout the transfer of youth into the adult system. In doing so, 

youth and their families can learn to advocate effectively for themselves, maintain good health behaviors, and use 

healthcare services to maintain their health and prevent secondary disability. Transition to adult care services is a 

process that begins prior to the actual transfer and does not stop once the transfer has occurred.  Youth, their 

families, paediatric healthcare providers, and adult healthcare providers all have an important role to play in the 

shared responsibility of patient care prior to and following the transfer of care. 

 

Despite the importance of this interval in the transition to adult life for youth and their families living with diabetes, 

reports from families indicate transition is often not addressed in an organized, timely, and planned manner. In 

addition, paediatric diabetes programs across Ontario report that the transition of patients to adult care 

encompasses their greatest challenge in supporting quality diabetes management for their patient populations. 

 

Purpose: 

The Transition to Adult Care (TAC-WG) will make a comprehensive set of recommendations regarding a provincial 

approach for paediatric diabetes programs to transition youth and their families living with diabetes to adult care. 

Recommendations will be tailored to patients and families, paediatric and adult diabetes teams, Local Health 

Integration Networks, and the Ministry of Health and Long-Term Care, as appropriate. The recommendations put 

forward will be generic so that they can be adapted to each patient, patient population, and the unique 

characteristics of an organization or the health system as a whole.   

 

Objectives: 

 To identify current issues in transition to adult care, both from a paediatric and an adult care perspective  

 To identify current best practices in transition to adult care  

 To identify and clarify the roles of paediatric and adult teams over the period of transition to adult care 

Provincial Council for Maternal and Child Health 
Paediatric Diabetes Network 

 
Transition to Adult Care Working Group 

Terms of Reference 
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 To recommend strategies to ensure a seamless interface between paediatric and adult care providers 

 To gain consensus regarding a framework for transition to adult diabetes care  

 To prioritize strategies based on both importance and cost/ease of implementation 

 To make recommendations regarding knowledge transfer to paediatric and adult health care providers, 

patients, and families 

 To look at opportunities for partnering with and/or leveraging existing technologies 

 To make recommendations regarding a plan for implementation of the recommendations 

 To make recommendations regarding evaluation of the impact related to implementation of the 

recommendations 

 

Accountability: 

The TAC-WG will report to the Paediatric Diabetes Network Working Group (PDN-WG) of the Provincial Council for 

Maternal and Child Health (PCMCH).   

 

Membership: 

In order to ensure a comprehensive approach, TAC-WG members will be chosen from both paediatric and adult care, 

balanced by profession and organizational type.  

 

Members: 

 Paediatric Endocrinologists (2 - preferably at least 1 with involvement in ongoing transition clinical trials) 

 Paediatric program Registered Nurses/Dietitians/Social Workers from a mix of secondary and tertiary 

centres (5) 

 Adult program Endocrinologist/Registered Nurse/Dietitian/Social Worker (2) 

 Representatives from established transition programs an adult settings (1) 

 LHIN-based and/or MOHLTC-based representative(s) (1-2) 

 

Given the focused nature of the group’s work, alternates will not be permitted.  The PCMCH Paediatric Diabetes 

Network Coordinator will provide support to the TAC-WG.  

 

Decision Making Process: 

Members share accountability for decisions. There should be open and direct communication based on honesty, 

respect and transparency, to ensure that all perspectives are heard. Decisions should be evidence or most-promising 

practice based. Decisions will be made by consensus whenever possible. If voting is required, all members will have 

one vote. 

 

Conflict of Interest: 

Members of the TAC-WG shall disclose, to the chair of their group, without delay, any actual or potential situation 

that may be reasonably interpreted as either a conflict of interest or a potential conflict of interest. 

 

Communication and Confidentiality: 

TAC-WG material should be treated as confidential. It will be clearly stated when TAC-WG material is no longer 

confidential.  

 

Meeting Schedule: 

October 2013 – March 2013  
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Appendix 2 – Transition to Adult Care Working Group Membership  

 

Name Profession Organization LHIN 

Cheril Clarson 
(Co-Chair) 

Paediatric Endocrinologist London Health Sciences Centre - 
Children's Hospital 

South West (2) 

Zubin Punthakee Endocrinologist  
(Paediatric and Adult) 

Hamilton Health Sciences Centre - 
McMaster Children's Hospital 

Hamilton Niagara 
Haldimand Brant 
(4) 

Angelo Simone Paediatric Endocrinologist Paediatric Diabetes Services, 
Trillium Health Partners 
(Mississauga) 

Mississauga Halton 
(6) 

Cheryl Osborne Clinical Manager Paediatric Diabetes Education 
Program, Markham Stouffville 
Hospital 

Central (8) 

Ana Artiles RN, CDE Sick Kids (Toronto) Toronto Central (7) 

Kathy Parker RN, CDE (Paediatric and 
Adult) 

Diabetes Education Centre, Brant 
Community Healthcare System 

Hamilton Niagara 
Haldimand Brant 
(4) 

Annie Garon-Mailer 
(Co-Chair) 

RN, CDE (Paediatric and 
Adult) 

North Bay Diabetes Education 
Centre  

North East (13) 

Janine Malcolm Endocrinologist (Adult) The Ottawa Hospital Champlain (11) 

Suela Cela MSW, RSW Diabetes Comprehensive Care 
Program & Mobility Program 
St. Michael's Hospital (Toronto) 

Toronto Central (7) 

Leah Drazek RN, MN, CDE Women's College Hospital 
(Toronto) 

Toronto Central (7) 

Penny Frederick / 
Janet Harris 

RN, CDE / 
RD, CDE 

Peterborough Regional Health 
Centre 

Central East (9) 

Kiristin Yates MPH, Psy.D, Clinical 
Health Psychologist 

Hamilton Health Sciences Centre - 
McMaster 

Hamilton Niagara 
Haldimand Brant 
(4) 

Renee Lebovitz 
Pelletier 

Integration Specialist, 
Diabetes 

Champlain LHIN Champlain (11) 

Greg Kennedy/Aryn 
Gatto 

Senior Project Manager Provincial Council for Maternal and 
Child Health 

N/A 

Beverly Walpole 
(previous member) 

Psychologist (Adult, 
Experience in Paediatrics) 

Hamilton Health Sciences Centre - 
McMaster 

Hamilton Niagara 
Haldimand Brant 
(4) 

Provincial Council for Maternal and Child Health 
Paediatric Diabetes Network 

 
Transition to Adult Care  

Working Group Membership 
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Appendix 3 – Discharge Planning Implementation Tool  
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Appendix 4 – “Help Them Grow…so they’re Good 2 Go” Timeline – Diabetes Program 



 

Transition to Adult Care Working Group Recommendations Report Page 37 

Appendix 5 – Keys to Independence: Transitioning from the Paediatric to the Adult 

Health Care team 
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Appendix 6 – Young Adult Transition Guide  
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Appendix 7 – “Moving On…” With Diabetes: Knowledge & Skills Self-Assessment (Ages 

13-16 years)  
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Appendix 8 – “Moving On…” With Diabetes: Adolescent Knowledge & Skills Checklist 

(Ages 17-18 years) 
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Appendix 9 – “Moving On…” With Diabetes: Diabetes Educator Transition Checklist  
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Appendix 10 - Provider Assessment of Patient Skill Set 
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Appendix 11 – Modified Transition Teaching Content Template  
(Adapted from the Modified Transition Teaching Content Template developed by the London Health Sciences Centre) 

 

This content is to be covered in the 6 months prior to transfer of diabetes care. 

1. The importance of transitioning well 

 Patient’s future health and well-being, as well as the importance of chronic disease 

management 

 

 Risks involved in not connecting with an adult diabetes centre  

 Consider a tool to deal with change  

2. Differences between expectations and structure between pediatric and adult visits 

 Philosophy of family centred care vs autonomy of young adult, parents/family members may 

attend but you are in charge, take responsibility for knowing A1C 

 

 Team approach vs. separate appointment with DEC  

 Difference in appointment schedule: 3mth vs 6-9 months (outside the study period) (as 

compared to 4 times per year as a paediatric patient) 

 

 Be in charge of your clinic appointment: no reminder letters or calls, if you miss appointment-

you are responsible for re-scheduling (may take up to 6 months for next appointment) 

 

 Length of appointment (30-90 minutes for first visit)  

 Access to healthcare team and information by family members ( parents need to know that 

they will need their young adults patients permission to contact their health care team) 

 

 Do you wear a Medic Alert?  

 Housekeeping tips at Adult Centre: location, parking areas and costs, etc.  

 Think about setting goals for yourself!!!  

3. Differences in medical expectations for clinic visits 

 Review of diabetes regime (is this the best for you?), *bring record log, glucometer, and any 

medications you are taking endocrine appointment, will have physical including BP, heart 

lungs, injection sites and foot exam.  

 

 Greater focus on complication screening - Discuss micro (eyes, kidney, lower extremity nerve 

damage, foot problems) and macro (stroke, heart disease, high BP and foot problems) 

complications of diabetes  

 

 Greater focus on tighter control-A1C <7  

 Greater emphasis on carb counting vs. sliding scale  

 Focus on control of blood sugars but also greater focus on control of BP, cholesterol and 

weight. 

 

 Assess patient’s knowledge and understanding of long term complications associated with 

diabetes and how to avoid them 

 

4. Age-related themes and concerns 

 Driving “5 to Drive” assess patient’s diabetes habits with driving (i.e. checking BG before 

driving, access to treatment for lows etc.) 

 

 Smoking- does patient smoke? Is he aware of health risks?  
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 Uses of alcohol - does patient consume alcohol? How often? How many drinks?  Binge 

drinking? Assess patient’s knowledge of effect of alcohol and diabetes, review safety 

practices around drinking 

 

 Sex, birth control, pregnancy-assess patient’s knowledge and possible need for prescription  

 Drugs, tattoos, body piercing  

 Leaving home, living in residence (what to tell your roommate), work and future careers, 

financial issues (insurance coverage – how to access help) 

 

 Making sure you know how to access health care or help for diabetes when away at school   

 Travelling/Vacations  

 Importance of having a primary care provider (family MD) for general health  

5. Information that should be provided to the young adult at the last visit to their paediatric diabetes 

program 

Please note: The patient’s last visit to their paediatric diabetes program should be labelled and identified 

to the patient that this is the last transfer meeting and care should be taken to ensure that the key topics 

above have been reviewed.  This is a summary and formal ending to the pediatric diabetes care. 

 Laboratory form and map for external laboratory  

 Bio-sketch of adult endocrinologist given  

 Directions to adult diabetes clinic  

 Adult appointment should be made at the penultimate pediatric visit (so patient leaves with 

date, time, name and place for adult endo appointment (adult clinic should notify the patient 

as well as the peds clinic of the date/time of the first appointment to adult care) 

 

 Tool(s) for the patient that including (at a minimum):  

o Short summary of diabetes diagnosis (date) 

o Last A1c 

o Current therapy  

o If screened for complications (may have a copy of flow sheet) 

Recommended tool: The Endocrine Society’s Clinical Summary for New Health Care Team -  

https://www.endocrine.org/~/media/endosociety/Files/Education/Practice%20Management/Type%

201%20Updated%20March%2012%202014/Clinical_Summary.pdf 

 

 

  

https://www.endocrine.org/~/media/endosociety/Files/Education/Practice%20Management/Type%201%20Updated%20March%2012%202014/Clinical_Summary.pdf
https://www.endocrine.org/~/media/endosociety/Files/Education/Practice%20Management/Type%201%20Updated%20March%2012%202014/Clinical_Summary.pdf
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Appendix 12 – Patient Follow-up Care Pathway  

 

 
 

*The adult diabetes team consists of adult diabetes education programs (DEPs) and adult endocrinologists.  In 

some circumstances, an adult endocrinologist may not work within an adult DEP.  If this is the case, a separate 

referral to the adult endocrinologist is required. 

 

 

Step 7: After the patient is seen by the adult diabetes team , the team should closes the loop with the PDEP, 
and the patient's primary care provider.  The communication should include a detailed note and care plan 

going forward.  

Step 6: Repeat steps 4 and 5 until the patient is seen by the adult diabetes team.  If repeated attempts are 
unsuccessful, adult diabetes team to enlist the help of the PDEP. 

Note: This action should be aligned with the organization's policies.  Contigencies for consideration have been included below.  

Step 5: A letter dictated by the adult endocrinologist is sent to the patient, and the referring PDEP and the 
patient's primariy care provider. 

Note: The letter emphasizes the importance of follow-up in diabetes management and is written in a tone that empowers the 
patient as opposed to being threatening or punitive.  

Step 4: If an appointment is missed, the adult diabetes team contacts the patient to reschedule via telephone or 
email. 

Step 3: Adult diabetes team makes a reminder call to the patient.  This should be done by a point person from 
the team who will begin to build and carry forward the relationship with the patient. 

Note: Having point of care testing available means that the patient does not have to make a second trip for bloodwork.  The 
patient's visit with the adult endocrinologist will not be useful until they have their bloodwork. 

Step 2: Adult diabetes team sends a mail-out information package to the patient.   
Note: This package should include:   

1. An introductory letter with instructions for the patient's first visit 
2. Information about the adult diabetes team, such as a brochure (see example below) 

3. A requisition for bloodwork  

Step 1: Patient is discharged from the paediatric diabetes education program (PDEP) with the appropriate 
medical summary, a referral to the adult diabetes team*,  information about the providers, and a date for 

their first visit.  A letter with this information is also sent to the patient's primary care provider.  
Note: Where appropriate, some centres conduct transition evenings/meet and greets between patients and the adult diabetes 

team to assist with bridging the divide. 
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Examples and Contingencies 

 

Step #2: Example of an introductory letter, from St. Michael’s Hospital 

 
 

Step #2: Example of a brochure, from St. Michael’s Hospital 
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Step #6 – Consider the following contingencies when access to an adult endocrinologist or adult diabetes 

education program (DEP) is difficult:  

 Send referral earlier to ensure the patient can access and adult provider in the recommended time frame 

following their paediatric discharge. 

 Paediatric diabetes teams can see the patient for an extra visit if necessary until a visit with the adult 

diabetes team can be scheduled. 

 Pending models of the PDN Outreach Linkages Working Group, patients may be able to see an adult 

endocrinologist over OTN until they can be attached to a more local endocrinologist. 

 An interim solution for diabetes management is for the patient to be seen by their primary care provider. 

However, many patients may not have a primary care provider and some primary care providers may not 

be comfortable with the management of type 1 diabetes. (Asking whether or not the patient has a primary 

care provider should be included as part of the discharge planning). 

 Adult diabetes teams should try to be welcoming to patients lost to follow-up regarding the need for re-

referral.  Some centres require re-referral after one or two years, yet consideration should be given to not 

introduce unnecessary barriers. 
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Appendix 13 – Health Care Options 
 

Website: http://www.ontario.ca/locations/health/   

 

 

  

http://www.ontario.ca/locations/health/
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Appendix 14 – thehealthline.ca 
 

Website: http://www.thehealthline.ca/ 

 

 

 

 

 

 

 

 

 

 

 

http://www.thehealthline.ca/
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Appendix 15 – Clinical Summary for New Health Care Teams 
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Appendix 16 – Additional Resources and Websites for the Online Resource Centre 

 

Resource Website 

Canadian Diabetes Association (Canada) http://www.diabetes.ca/  

The Diabetes Hope Foundation - Transition 

Resource Guide (Canada) 

http://diabeteshopefoundation.com/content/transition-

resource-guide-0  

Diabetes Care Program of Nova Scotia 

(Nova Scotia) 

http://diabetescare.nshealth.ca/  

The Maestro Project (Manitoba) http://www.maestroproject.com/ 

On Trac (British Columbia)  http://ontracbc.ca/#  

Endocrine Society - Managing the 

Transition of Care for Patients with Type 1 

Diabetes (United States) 

https://www.endocrine.org/education-and-practice-

management/quality-improvement-resources/clinical-

practice-resources/transition-of-care  

National Diabetes Education Program 

(United States) 

http://ndep.nih.gov/index.aspx 

Florida Health and Transition Services 

(HATS) (United States) 

http://www.floridahats.org/  

 Pediatric Endocrine Society - Transition 

Toolkit (United States) 

https://www.pedsendo.org/patients_families/transition_t

oolkit/index.cfm  

Got Transition (United States) http://www.gottransition.org/  

 

http://www.diabetes.ca/
http://diabeteshopefoundation.com/content/transition-resource-guide-0
http://diabeteshopefoundation.com/content/transition-resource-guide-0
http://diabetescare.nshealth.ca/
http://www.maestroproject.com/
http://ontracbc.ca/
https://www.endocrine.org/education-and-practice-management/quality-improvement-resources/clinical-practice-resources/transition-of-care
https://www.endocrine.org/education-and-practice-management/quality-improvement-resources/clinical-practice-resources/transition-of-care
https://www.endocrine.org/education-and-practice-management/quality-improvement-resources/clinical-practice-resources/transition-of-care
http://ndep.nih.gov/index.aspx
http://www.floridahats.org/
https://www.pedsendo.org/patients_families/transition_toolkit/index.cfm
https://www.pedsendo.org/patients_families/transition_toolkit/index.cfm
http://www.gottransition.org/

