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For youth living with diabetes, the transition from paediatric to adult healthcare services is an integral
componentof 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 duringstheriod of transition are often not addressed in a
timely or organized manner, and can have a significapgct on the provisiomand continuityof care.

These issues include a lack of system integration and coordination of care and insufficient fiagdara
transition. Research has also shown that adolescents and young adults with diabetes transitioning to
adult healthcare services are at a higher risk of develogialgetesrelated complicationgnd loss to

follow-up care(Spaic, et al., 2013)The breadth and prevalence of thessuesare further echoed in the
published literature andinthe y i I NA 2 t I SRA I { N2OTB CBrrertt St&diRegort. b S 6 2 NJ Q3

The goals of effective transitions are to ensure higlality, developmentally appropriat psychologically
sound healthcare that is continuous, comprehensive, patntered and coordinated, before and
OKNRdAK2dzi | @&2dzi KQa ibthé addt hdalth@ant systeBodleyl&ISayarmanNA O OF
2011; Adolescent Health Committeetbe Canadian Paediatric Society, 200Bdr optimal diabetes
managementthe transition from padiatric to adult diabetes care should therefore be a continuous and
coordinatedprocess that begingell before the actual transfer gfatient care responsibiles 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 fotrdgsition.

This includes enabling the attainmieof diabetes knowledge and setfanagement skills, which is a

process that takes time and involves children/youth, their families/caregivers and their healthcare
providers. Youthwith diabetes their families, paediatridiabetes cargroviders, primancare providers

and adult healthcare providers all have important radieplayin the shared responsibility of patient care
prior to, during and following the transfer of care.

The Ontario Paediatric Diabetes Network established Tmansition to AdulCare Working Group (TAC

WG) in December 2018 effect change in the paediatric diabetes landscape by addressing the challenges
and discrepancies associated with the transition from paediatric to adult diabetes Thee TAQVG was
tasked with developing comprehensive set of recommendatidios a more structured and consistent
provincial approacto transitioningyouth living with diabetesrom paediatricto adultdiabetescare. The
recommendations made in this report address the needs of this patieptilation 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 kb@ign outcomes of the population they

address. The TA®G makes the following recommendations to be implemented across the province:

1. Transition as a Process:
Recognizing that the attainment of knowledge and-se#fhagement skills leading to a mastery of
diabetes management is a process that takes time ianolves 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 psychosociakissuappropriate:
A. Paediatric diabetes teams should begin, early in adolescence or at the appropriate developmental
stage, the process of facilitating the following:
1 Knowledge transfer related to diabetes management and the adult healthcare system
AND
9 Skils 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 satianagement skills within the young adult.
1 Paediatric and adudiabetes teams communicate to ensure effective coordination of care for
0KS RdzN} GA2Y 2F GKS @2dzy3d | RdzZ 6§Qa GNIYyarabdaAzy

2. Standardized Transition Skill& standardized set of skills tailored to various ages andestaigould
be established and incorporated into standardized education for youth with diabetes.

3. Readiness Assessmemi:transition readiness assessment should be utilized to identify youth with
diabetes who would benefit from a more intensive approachrémsition and to inform a plan of
care.

4. Formal Discharge Discussiofi: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 Meetind?aediatric diabetes teams should aim to identify high risk patients
requiring a more intensive approach to transition eany ideally in the year prior to transfer of care.
If possiblea joint discharge meeting should occur in which the patient, faftdlregiver(s) and
members from paediatric and adult diabetes teams, as appropriate, are present.

6. Patient Followup: It is recommended that adult diabetes teams assume responsibility for tracking
and followup of patients following receipt of an initieeferral.

7. Discharge SummanEvery 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:
1 The patient (and theifamily, as appropriate)
1 ¢KS LI GASYGQa LINAYINEB OFNB LINEPJARSNI
1 ¢KS | RdzAZA G RAIF06SGSa G4SHY ¢K2 gAfft 0S Ay@2ft SR A
endocrinologists, family physicians, nurse practitioners, diabetes educators and specialists

8. Online Resource Centrés 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 geosi

9. Provincial InfrastructureThe MOHLTC, LHINs, PDN, and other paediatric diabetes stakeholders
should partner to ensure that there is provincial alignment and supfoornitiatives related to
transitions to adult diabetes care, including but natited 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@mario Juvenile Dizetes Research
Foundationfunded Transition Trial
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B. Exploring oppdunities to leverage an integrated, provineade electronic medical record to
support continuity of diabetes care.

10. Evaluation of TransitionsPaediatric and adult diabetes teams should collect information
prospectively and conduct evaluations to ensune bngoing effectiveness of their transition to adult
care process, and make appropriate improvements where necessary.

11. Diabetes Education Prografunding:The 2010 Staff Funding Benchmark Review should be updated
to accurately reflect 2015 patient volumasd case complexity, and dialogue should be opened with
the MOHLTC toward the implementation of increased paediatnit adultdiabeteseducation
programFTES teupport theachievement of appropriate standards of cdioe these transitioning
youth.

Priaritization of these recommendations, along with planning for their implementation and evaluation,
will be forthcoming.
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Term

Definition

Alc

Glycated hemoglobin

Adult Diabetes
team

For the purposes of this report, the adult diabstteam refers to adult DEPs and
adult endocrinologists. In some circumstances, an adult endocrinologist may no
work within an adult DEP.

Council

See PCMCH

DCPNS

Diabetes Care Program of Nova Scotia

DEP

Diabetes Education Program

A DEP consists ot@am that delivers diabetes education and management servic
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 modefsDEPs 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 g
diabetologist

FTEs FulHime employees

JDRF JuvenileDiabetes Research Foundation

LHIN Local Health Integration Network

MOHLTC Ministry of Health and Long Term Care

NOPDP Network of Ontario Paediatric Diabetes Programs

OoLWG Outreach Linkages Working Group

PCMCH Provincial Council for Maternal and @hiealth

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

PDN Paediatric Diabetes Network

TAGWG Transition to Adult Care Working Group
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Transition to adult healthcare

Foradolescents and young adultging with a chronic health condition, transitioning from paediatric to
adult healthcare is instrumental to both their transition to adwltd and to their journey as a patient
navigatingthe healthcare system. During adolescence and young adulthodidjdualsface a number of
challenges while they establish their personal identity, sexual behaviorgainohcreasing

independence. Thegpiod of transition to adult care coincides with other significant life events, such as
transition to postsecondary education or entering the workforce, separation from the family and
changing residence. Due to the increasing influence of peers, combittedther contributing societal
factors, this is a period of transition regardlesd of LJS MBaghys@tds. For anyone coping with the
daily demands of managing a chrodisease adolescence and young adulthocan beeven more
complex. Adolescens and young adultsiay have limited experience with basic tasks often routinely
managed by parents, such as scheduling their own medical appointments and maintaining prescribed
medicationgHelgeson, et al., 2013)The transition from pediatric to adulae 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 aimportant 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 adultgiwdiabetes, 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 vulneratiéel gor youth who also

face the intricacies, demands and challenges of managing their diafhdékla, Daneman, To, Paradis, &
Guttmann, 2009) A recent position statement from the American Diabetes Association highlighted that
the transition from paedtric to adult diabetes care is a high risk period during which there is an
increased rate of disengagement from célReters & Laffel, 2011)During this period, this heightened

risk of leaving medical supervision leads to an increased risk of diatetésd hospitalizationgNakhla,
Daneman, To, Paradis, & Guttmann, 200Djabetes control maglsodeteriorate 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 disordersCanadiarstudies have demonstrated that 6% of young adults with
diabetesare lost to followup after having been transferrddom pediatric to adult care, 31% reported

gap of more than 6 months between visits and 11% reported a gap of more than 12 nferahk, 1996;
Scott, Vallis, Charette, Murray, & Latta, 2005; Pacaud, Yale, Stephure, Trussell, & Davies, 2005)

Loss to fdlow-up care

Loss to followup carecan have a significant impact on the health of transitionjiogng adultswith
suboptimal transitios being associated with higher risks of acute and chronic diabetased
complications Among those lost to medictdllow-up careor those who receive fragmented folleup
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care, diabetic control is significantly worséth a mean A1C on average 1.5% higher than in those who

maintain medical followup 6 { LI NHzZRTT[ dzy RAY S mKNYy X 5FyASftazys g C2N
Tamborlane, 2007; Dyrlgv, et al., 2000; Bryden, Peveler, Stein, Neil, Mayou, & Dunger\V2ifi91gss to

follow-up care, lackground retinopathy increases from 5% to 29% amhngpathy by 17%Nakhla,

Daneman, To, Paradis, & Guttmann, 200BheSEARCH for Diabetes in Youth Study repdhat

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

compared tathose who remaird in pediatric care ongear after graduatiorirom high schoo{Helgeson,

et al., 2013)

Planned transitions

A transition to adult car¢hat is continuous, planned, patiecentered and individualized is critical to
ensuringoptimal diabetes management and regular screening for microvascular aatipfis, thereby
mitigating the onset and progression of diabetetated complicationgLoche, et al., 1994; Jacobson,
Hauser, Willett, Wolfsdorf, & Herman, 1997h Ontario, diatric diabetes programas well as adult
diabetes care providersontinueto report transition to adult care as one of their greatest challenges to
providing optimal diabetes care and an aspect of care that is not asleldes an organized, planned or
timely manner.CNB Y (G KS LJ A $gfalohing hadieisid $8e@siul t@iriition biave been
identified: abrupt transfer of care, lack of accessibility of adalte services, lack of coordination between
different disciplines involved in the care and lengthy waiting per{@isse, et al., 2006; Garvey, Beste,
Luff, AakowCastillo, Wolpert, & Ritholz, 2014; Pacaud & Yale, Exploring a black hole: transition from
paediatric to adult care services for youth with diabetes, 2005)

CNF YyaAGA2Yy G2 ' RdZ G /I NB 2 2NJ A

The Transition to Adult Care Working Group (WA&G)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 kalth services, delivered in both community and hospitals settings, and includes
NBALRYRAY3 (2 (GKS ySSRa 2F RAAIFIRGIYy(dF3ISR 02YYdzy Al
importance of relationships and interfaces among providers and organizasioross the continuum of

care.

¢ KS / 2 dzy OAhe®ast Rogsikle\ Beginniinga fer Lifelong Health
Its mission is to:
1 Be the provincial forunin which clinical and administrative leaders in maternal and child health
can identify patterns and ssies of importance in health and health care delivery for system
support and advice.
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1 Improve the deliveryof maternal child health care services by building provincial consensus
regarding standards of care, leading practices and priorities for systenowerpent.
1 Provide leadershipandsuppoii 2 hy dGF NA2Q&a YIFGSNYyIFf FyR OKAfR K
and stewards in order to maximize the efficiency and effectiveness of health system performance.
1 Mobilize information and expertisgo optimize care ad contribute to a higiperforming system
therefore improving the lives of individual mothers and children, providers and stewards of the
system.

TheOntario Paediatric Diabetes Network (PDN) is a collaborative network comprised of theitiarty
speciaized paediatric diabetesducationprograms (PDEPS) locatiedcommunities across the province of
Ontario. The goal of this networktis ensure the best possible health outcomes for children and youth
affected by diabetes across the provincko this e, PCMCHbversees the coordination of the PDN by
fostering system improvement, providing opportunities for professional development, promoting linkages
between the PDEPSs, assisting with the development and dissemination of resources and guidelines,
promoting consistency in standards of practice, and providing individual program sugperTAGNG
was convenea@s a working group of the PDMNDecember 201and committed to:
1. The completion of a report detailing a comprehensive set of evidéased recommedations
regarding a provincial approach for paediatric diabetdacationprograms 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
theserecommendations by diabetes teams, patients and familiesal Health Integration
Networks (LHINsand the Ministry of Health and Lotigerm CareNIOHLTY;, as appropriate
Refer to Appendit for the TAGNG terms of reference.

The membership of the TAWG covered different geographical regions across Ontariccantprised of
representation from various paediatric and adult diabetes stakeholder grmgbsding paediatric
endocrinologists, adult endocrinologists, nurses, social workers, psycholog&isam managers and
LHIN representatives=fforts were made to ensure representation from across the province, including
both tertiary and community hospitals and healthcare centrBefer to Appendi® for the TAGWG
membership.

The development of thse recommendations wasmpletedovera series oT AGWGmeetings that were
held via teleconference, in addition to oneperson meeting that took place in November 2014. Based
on the preliminary TAQVG meetingsthe recommendations were partitioned iotthe three themes and
the following subgroups convened to address each theme:

1 Preparing for Transition Subgroup

9 Bridging the Gap Subgroup

1 Supporting and Improving Transitions Subgroup

To foster collaboration and ensure alignment across the pastincial healthcaresystem the TAGNG
0FaSR GUKS F2tft2¢6Ay3 aSt 2F NBO2YYSyYyRIiA2ya 2y t/ a
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Services Work Group. The PAG tailored, refined and expanded uptheserecommendations in order
to address the unige characteristics and needs of youth living with diabetes

WSOZ2YYSYMWIEgNRYaAUAZY |a I t NRBO
Recognizing that the attainment of knowledge and setfanagement skills leading to a mastery of
diabetes management is a process that takes time and invollealthcare providers,
parents/caregivers, and children/youth
AND
Recognizing that the roles of children, youth, parents, and the healthcare providers change over tin
AND
Taking into consideration developmental, cognitive, and psychosocial issues as pfpte:

A. Paediatric diabetes teams should begin, early in adolescence or at the appropriate developmen
stage, the process of facilitating the following:
I Knowledge transfer related to diabetes management and the adult healthcare system
AND
1 Skills developrent necessary for autonomy in the management of diabetes
B. Once transferred to an adult diabetes education program, healthcare providers continue to foste
knowledge acquisition and selfnanagement skills within the young adult.

{ Paediatric and adult diabeteseams communicate to ensure effective coordination of care for
0KS RdzN}Y GA2y 2F (GKS @2dzy3 | RdzZ 64Q&a GNIF yaal

In acknowledging the significant challenges associated with transitioning youth to adultefialaee,

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 shaphe overarching conceptual foundation for a more structured,

supportive and consistent provincial approach to transitiongdolescents and young adultging with

diabetes. This recommendation is intended to align with and raise awareness abowiatkeagd

principles of effective transitor? A § KAy GKS f AGSNI GdzZNES GNIYyairdazy KI
planned movement of adolescents with chronic medical conditions from-ckitdered to adukoriented

KSI f 0 KBlu@dleNab 4993WhS NB | a | NI ya¥FSN KiimkeeverbtBayocdRiS&EA Y SR |
GKS GAYS GKS @&2dziK Aa (NI y §ProSinellEsunc fdriMaterial addiCBild O K A f
Health, 2013) This recommendatioemphasizes the continuous nature of tré@ien, rather than

considering it ag 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 transitierts ansure

high-quality, developmentally appropriate, psychologically sound healthcare that is continuous,
comprehensive, patierROSY 6§ SNBER FyR O22NRAYIFGSRE 6SF¥2NB FyR (K
pediatric care into the adult healthcare systé@@oley & Sagerman, 2011; Adolescent Health Committee

of the Canadian Paediatric Society, 2008lanned transition to adult care is therefore an ongoing,
patient-centered, multifaceted process thahouldbeginearly in adolescence and prior to the actual
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transfer of youth to adlt care services, and contindieereafter (Adolescent Health Committee of the
Canadian Paediatric Society, 2008)though not tailoredpecificalljto adolescents and young adults
living with diabetes, these goals and principles pertinentto this recommendation andpplicable 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:

1 PDEPs that arprepared for transitiomt both the individuapatientand organizational levels.

9 Collaboration and engagement with tipatientand theirfamiliesto ensure that the upcoming
OGN yaAGA2Y Aa GFAf2NBR (2 GKS Llivédndpsychosociad @2 t G A
needs(Peters & Laffel, 2011)

1 Adult diabetedeams ensure that the patierdontinuesto develop these selfnanagement skills
and knowledge of diabetes care followitigeir transition to adult diabetes care.

9 The occurrence of a fundaental shift in culture across the paediatric and adult diabetes
landscape to support the effective and seamless transitions to adult diabetes care.

1 Patientsand their families are provided with the opportunity to learn how to advocate for
themselves andise healthcare services effectively in order to ensure optimal management of
their diabetes, maintain their health and prevent health complicatiGhdolescent Health
Committee of the Canadian Paediatric Society, 2006)

Helpful Resources

t / al | QargePhrnidfhplementation Toehs selected as a resource to support this
recommendation. The toa$ intended as a guide for care providers to implement discharge planhing.
outlines specific activities to be conducted within discrete periods of timeginning at a minimum &4
months prior to the patient turning 18 years of age, and continues until after the patient has visited their
adult healtlcareproviders. Although not specific to diabetethis tool provides a comprehensive
frameworkthat can be used to guide the transition procefw adolescents and young adults living with
diabetes

DischargePlanning Implementation TodlSee Appendi®)

WSO2YYSYIRI A2y RI NRAT SR ¢NI yAAG

A standardized set of skills tailored to various agand stages should be established and incorporatec
into standardized education for youth with diabetes.

Rationale and Potential Impact

Building capacity in both youth and their families is an integral aspect of prepzaiintsfor effective
transition to adult healthcare, regardless of the health condit{enovincial Council for Maternal and
Child Health, 2013)The Adolescent Health Committee of the Canadian Paediatric Society (2006) states

Transition to Adult Care Working Group Recommendations Report Pagel2



that one of the core principles of transition is to begieparing for transition in early childhood and for
GKS LI SRAFGNARO OFNB LINPDARSNRE (2 SyO2dz2N»y3IS (KS &2
Ay GKSANI OKAf RQa OF NBo ¢tKA&d NBO2YYSyRIGandy T2 Odz
their parents or caregiverdDespite there being plethoraof resources and tools pertaining tansition
skills foryouth living with diabetes and their familieaset of transition skills has not yet been
standardizedor useacross the paediait diabetes landscape in Ontario. Establishing a standardized set
of transition skills that are tailored to specific ages and developmental stages@rgoratedinto PDEPs
will help to ensure that youth with diabetes:
1 Are equipped with appropriate tresition skills.
1 Acquire diabetes management skills and developmentally andaggeopriate knowledge.
1 Gainindependence and sdfficacy inmanaging their diabete$o the extent possible.
1 Enhance their autonomy to transition to adult diabetes servineani effective manner.

Helpful Resources

Several tools for standardized transition skills were reviewed by the Preparing for Transition Subgroup of
the TAGNG. The following two resources were selected to accompany this recommendation:
Gl St L) ¢KA¥Y DKBES&RNS D2 2 Biabates Pdgrani8eke Xppdndig) S
1 Developed by the Good 2 Go Transition Program at the Hospital for Sick Children in Ontario.
1 Provides agappropriate activities for parents of youth living with diabetes and ideas for
teerdak @ 2dzi K (2 RS@St 2L) Ay RS LISgseckiy,vEn famify, educaian | NS |
and in managing their diabet¢$Help Them Grow...so They're Good 2 Go" Timelines)
1 Inrecommending this topthe Sibgroup identified opportunities for enhanoeent 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 diagnokisp, later phases and other aspects of care.
Keys to Independence: Transitioning from the Pediatric to the Adult Health Care t€aee Appendik)
1 Developed by members of the University of Wiscodadison Pediatric and Adult Diabetes
Teams in Madison, &tonsin, United States.
1 Aims to help youth and their families learn more about diabetes and a formalized transition
process to adult diabetes care.
9 Divided into four stages that describe agppropriate tasks, corresponding with the following age
ranges 810, 1012, 1315, 1617.

wS02YYSyRl B2 RAYSad ! aaSaavSyd

A transition readiness assessment should be utilized to identify youth living with diabetes who woul
benefit from a more intensive approach to transition and to inform a plan of care.

Rationale and Potential Impact

The Canadian Diabetes Association recommendssiingport and education arevo key components of a
planned, seamless trait®n to adult diabetes servicd€anadian Diabetes Association Clinical Practice
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Guidelines Expel@ommittee, Wherrett, Huot Mitchell & Pacaud, 2013he purpose of a transition
readiness assessment is to identify areas in which further education and support may be needed and to
involvepatients their families and both their current and future carepiders in proactively planning for

the transition to adult diabetes carel'his recommendation focuses on the importance of conducting a
transition readiness assessmenthe results of a transition readiness assessment should be shared with
the healthcaie 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:

1 Help to identifyadolescents and young adultho may require more intensive counselingdan
more frequent visits.

T {SNBS +ta I YSlIya G2 ARSY(GAFe Il LA 2N YAalz2yYyYdzy
preparedness for transition to adult care.

T LYF2N)Y e2dziKX FFEYAfASE YR OFNB LINRPOARSNA | 02d
LX & Ay 2LGAYAT Ay3 G§KS LI i AnSlybingEeprimaddcafei A G A2y G2
provider.

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

1 Identify and potentially provide the opportunity to mitigateghssueghat arise prior to, during
or after transition.

Helpful Resources

The Preparing for Transition Subgroup conducted a comprehensive review of a collection of readiness
FaaSaaySyid (22ftax AyOf dZRRAyYy3I (K2 aRepoit & theiTrakditibhtod SSy LI
Adult Healthcare Services Work Group, those collected through an additional environmental scan of
diabetesspecific tools, and those being usedthg PDEPacross Ontdo. Based on this review, the

Subgroup selected tools toc@ompany this recommendatiapecific 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 Guidé€See Appendig)

1 Developed in 2006 by the Markham Stouffville Hospital in Onténrough funding from the
former Northern Diabetes Health Network.

1 Designed to guide patients through thestawo years of their paediatric diabetes care and
address important issues prior to transitioning to the adult diabetes clinic.

9 The Subgroup selected this tool as the preferred overall teaching guide. The Subgroup suggested
that the guide is due for anpdate and that a small committee, with representation from the
Markham Stoféfville Hospital, could be convened to conduct this update.

Gaz2z@Ay3d hyXé 2A0GK 5A1I0SGSa

Knowledge & Skills Selissessment (Ages 1B5 years)See AppendiX)

Adolescent Knowledg & Skills Checklist (Ages-1B years)See Appendif8)

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

1 Provide youth selassessment of learning needs and identify areas in which the youth requires
further education or skilllevelopment prior to transition.
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9 The Subgroup suggested that there were opportunities to make these tools more consistent and
userfriendly. For instance, rather than using a Likert scale, the tool fdi6lyear olds could
include the same scale useadthe tool for 1718 year olds.
For parents and caregivers:
Gaz2@Ay3 hyXé 2A0K 5AF0S0GSa
Adolescent Knowledge & Skills Checklist (AgeslB&ears)See Appendi®)
9 See description above.
For healthcare providers:
Ga2@Ay3 hyXé 2A0K 5AF06SiSa
Diabetes Edcator Transition CheckligiSee Appendi®)
T 5S@St2LSR o6& GKS 5/tb{ Ay al NOK HAMH
T 1St GKOIFI NS LINPJARSNEB OFy dzaS GKAA G2
Provider Assessment of Patient Skill 8eeAppendix10)
1 Developed by the Endocrine Society in Washington, D.C.
1 Intended as an aide to assessing the readines&lofescents angtoung adults in the transition
and to be transferred from paediatric to adult diabetes care providers
1 The Subgroup feltat 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

WSO2YYSYRI CRAYIEf 5Aa0KFNBS 5Aa

A formal and planned discharge discussion should occur with every pagea/or family on or near
their last appointment in the paediatric diabetes setting.
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Rationale and Potential Impact

This recommendation builds upon the recommendatipnaviously described and focuses on both the
importance of effective communicaticand therole of the paediatric diabetes care providers in
coordinating a formalized dischagliscussion with their patients. A formal discharge discussiontaims
ensure that aladolescentand young adults living with diabetes have clear instructionsiaformation
regarding their transition to adult diabetes car&€hetiming of the formal discharge discussisimould be
determinedby the patienR & Yy S i@eRtiiex] inltha transition readiness assessment. The formal
discharge discussion should indé the following key components:

1 Areview of differences in expectations and structure between pediatric and adult visits
Discussion of ageelated themes and concerns
Summary of the JI i A dayeie® Kistory
580FAfA | o2dai G KiSthelatuli diaBefes @ik prighaMBE (1 SA&A G 6 A
Discussion about the importance of attending regular visits with their primary care provider in
addition to their diabetes care team and/or endocrinologist.

=A =4 =4 =
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Helpful Resources

The Bridging the Gap Subgroup reviewedimhber of tools, checklists and guides pertaining to discharge
discussions. The Subgroup selectedThensition Teaching Content Templateveloped by the.ondon
Health Sciences Centas the preferred tool for formal discharge discussioiitie Subgroupdapted the
format and content of the toolo meet the needs ofdolescents and young aduliging with diabetes.
Modified Transition Teaching Content TemplaS8ee Appenditl)

~

WSO2YYSYRFIGA2Y pY C2NXYIf 5A&a0OK

Paediatric diabetes teams shouldra to identify high risk patients requiring a more intensive approac!
to transition early, ideally in the year prior to transfer of cardf possible, a joint discharge meeting
should occur in which the patient, family/caregiver(s) and members from paddiaand adult diabetes
teams, as appropriate, are present.

Rationale and Potential Impact

A staggering number @dolescents angloung adults with diabetes are lost to follewp care(Frank,

1996; Scott, Vallis, Charette, Murray, & Latta, 2005; Racdale, Stephure, Trussell, & Davies, 2008
do not receive diabetes care until they present to a diabetes program or emergency department with
extremely poor glucose control or severe diabetekted complications. Given the considerable impact
that loss to followup care can have on the healththbse livingwith diabetes, it is important for PDEPs
to identify patients who are at a high risk of being lost to fologvwell before their transition to adult
care. This wayn earlier, more intensivand supportive approach to transition can be devised.
Adolescents and young adult$ho may be at high risk include those withmmrbid conditions, problems
with compliance or attendance, poor glucose control and psychosocially vulnerable patiests. Iti
recommended thatf 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 helgpi@rson; havever insituations where distance, availability or
other circumstances preclude anirerson meeting, the meeting may be conducted via teleconference or
video-conference. The formal discharge meeting should entail:

9 Discussing discharge and providingevgint resources, as outlined in Recommendation 4

f 58S@St2LAYy3 | LIy 2F OFINB (2 FRRNBaa GKS LI GAS
readiness assessment, as outlined in Recommendation 3

1 Identifying which healthcare provider(s) will assumspensibility for functions related to the
LI GASYyiQa 20SNIff OFNB O22NRAYIGA2Y | YRk2NI LI

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

1 Designating adison 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
A20AFE 62NJI SNJI 2NJ RAIFI06SGSa ydzZNARS Sotesofthi2 NJ TN2 Y
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 ®IBERIr Centre for Complex Diabetes Care (CCDC)
where availablemay be a viable alternative.
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1 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 ttnansition.

Helpful Resources

The Bridging the Gap Subgroofithe TAGNVGidentified hospital communicationand emailpoliciesas
appropriate resourcet supportthis recommendation Such resources outline the parameters for
communication with patiets via electronic or alternative means of communication. Timsthodsof
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 communicagiolicy developed and

currently under review by the Markham Stouffville Hosptalicy. Where possiblePDEPs arencourage

G2 NBFSN I YR | R2daamudidat®ispdli® Bsheedatldrderitois@pyai fouth living

with diabetesin effectively transitioningo adult diabetes care

wSO2YYSYyRIGABXSYLD C2ff 26
It is recommended that adult diabetes teanssssume responsibility for tracking and followp of
patients following receipt of an initial referral.

Rationale and Potential lipact

For adolescents and young adults with diabetes in Ontaris unclear whether the PDERJult diabetes
education program (DER)r adult endocrinologiss responsible for following up witihem after an

initial referralhas been madeGiven thatpatients do nottypicallysee an adult enderinologist for six
months postdischargethe PDEP often continues to provide pdi&charge care, particularly fpatients

on insulin pump therapwho are required to be seen by a DEP or endocrinologist thneestper year in
ordertoYSS{G (GKS ! 3aAa0GA0S 5SPA0Sa t NRPINIYQa TFdzyRAy 3 &
adult DEPs often have medical directives that preclude other members of the team (registered nurses,
social workers and digtans)from being able to sepatients until they have been seen by an adult
endocrinologist. These circumstances can lead to a loss to fajiowith the PDEP and adult DEP both
presuming that the patient is being cared for by the other tearhis recommendion focuses on clearly
identifyingwhichdiabetes care providers are responsible for following up with patients once the
transitionof care has been initiatedefforts should be made to ensure that patients are seen within three
months of being dischargefrom their PDEP and that care remains aligned with the Canadian Diabetes

' 2a20A1 0A2yQa 3IdZA RSt Ay Sa T2 N Péabiatrif day adGitNiaet@s catds O2 Y'Y
providers should also emphasize the importance of the patient seeinggheiary 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 pafigidw-up and help to ensura seamless
transition in carethe TAGNG agreed that it would be most appropriate to assign the responsibility of
patient follow-up to the adultdiabetes care team. For the purposes of this recommendattmnatult
diabetes teanrefers toadult DEPsind adult endocrinologists. In seneircumstances, 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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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 A
their first visit. A letter with this information is also sent to the patient’s primary care provider. TO Su pport th IS
Note: Where appropriate, some centres conduct transition evenings/meetand greets between patients and the aduit diabetes

team to assist with bridging the divide. recommendation, the TAQ/G

developed a pathway that
Step 2: Adult diabetes team sends a mail-out information package tothe patient. OUt"neS the recommended
Note: This package should include:

1. An introductory letter with instructions for the patient's first visit process for patleﬁfo”ow upl
2 information about meadr..i: irf:::i:::ﬁr}:;:;f(:;iv a:' rt;(rochure (see example below) f rom th e p 0| nt | n tl m eWh en th e
patient is discharged from the
PDEP to when they are seen by
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. the adUIt DEP . The pathway aISO
Naote: Having point of care testing available means that the patient does not have to make a second trip for bioodwork. The - - -
patient's visit with the adult endocrinalogist will not be useful until they have their bloodwork. p rovi des d etal IS regard n g
communication with the patient,
the referring PDEP and the
LI G A S yaiyQ@adreprbdidar.Y
Refer to AppendixAfor the full
Step 5: A letter dictated by the adult endocrinologist is sent to the patient, and-the referring PDEP and the VerSIOI’l Of ﬂE pathWay,
ient" imari provi

Nate: The letter emphasizes the impo ik d is written in a tone that empowers the ContingenCieS andxamples Of
— ' communication tools

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

Step 6: Repeat steps 4and 5 until the patient is seen by the adult diabetes team. If repeated attemptsare
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. H e | p f u | R e S O u rC e S

There are a number of existing
Step 7: After the patient is seen by the adult diabetes team , the team should closes the loop with the PDEP, i
and the patient's primary care provider. The communication should include a detailed noteand care plan On||ne resources tha‘[ house

going forward. . .
information on the health
services available acse 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 therefore assist with these efforts

to improve patient followup during the process of transition for adolescents and young adults with
diabetes. One such resourceHsalth Care Optionsvhich is an online portal developed by the

government of Ontaridhat 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, rigfeirral criteria and the services

they provide. For more information about this resource, see Apperid@x Another relevant resource is
thehealthline.cawhich is a website that provides users with access to information on health and social
servicedn their community. Ontarians can search for information on health and social services by
SYyGiSNAYy3a GKSANI LRadlf O2RS 2N 4SSt SOGAy3a 2yS 27
08 GUKS [I1LbQa O2YYdzyA (e Omitlnon &vakety af healthyopidd5 | y R
healthcare facilities, events, and social services, including diabetes education programs. For more
information aboutthehealthlineca, see Appendix4

The TAGVG recommends that the creation of a comprehensit@nydalone 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 patientollow-up for adolescents and young adults living with diabetes.
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wSO02YYSYyRINARKT NES { dzY Y| NE
Every specialist involved in the provision of care to youth transitioning to an adult diabetes team shi
utilize a standardized formal discharge/transfer summary template that should be shared with:
9 The patient (and their family, as@propriate)
f ¢KS LI GASYdQa LINRYINE OFNB LINEPJARSNI
T ¢KS | RdAZ G RAF0SGiSa GSIHY gK2 gAftft 0SS Ay@2f
endocrinologists, family physicians, nurse practitioners, diabetes educators and specialists

Rationale and Ptntial Impact

This recommendation aims to facilitate the transition from paediatric to adult diabetes carepgging
a standardized means pfoviding members of the adult DEP teamd primary care providemsith
access to pertinent and ufp-date infamation aboutthe patient being referred. kntails the
O2YLX SGA2Y 2F | F2NXIf RAAOKINHS &adzYYINE GSYLX I GS
provider, whichis then reviewed by the patient and their family as appropriate and shared withthe
patient and the adultliabetes teanDEReamwho 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 sectiowith sensitive psghosocial informationhat may be useful to the
receiving adult diabetes team adult DEP ahdre exclusively with the adult diabetes care provider.
Having such atandardizedprocess in placeanhelp to:
1 Equipthe adult diabetes teanand primary care poviderwith easy access to information about
GKS LI GASYyiGQa OdNNByid KSFtGK adliddzaz RAIFI6SGSa
9 Foster collaboration amongst paediatric and adult diabetes care providers
91 Decrease a sense of isolation felttbgnsitioningpatients andadult diabetes care providers
1 Enhance communication amongst the care providers as well as with the patient anththéyr.
LF GKS LI GASYdQa LINAYEFNE OFNB LINPOGARSNI Aa | LI SRA
LJ- G % frivhdrgxare provider after they turn 18 years of age should be discu$sefdcilitate access
FYR O2YYdzyAOF A2y | Y2y3a4G RAIFI06S0Sa OF NBE baNEP OJARSNRE
housed on arintegrated, provincewide electronicmedical reord, 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
GKS 9YR2ONAYS {20ASi&z bl A2y é6spitél sfIEastdri Sriiari)d RdzOl ( A 2
Hospital for Sick Children and Diabetes Care Program of Nova Scotia. The Subgroup selected the following
templateto accompany this recommendation due to its extensiveness and the fact that it can be easily
adapted by a PDEPrftheir specific patient population and needs.
Clinical Summary foNew Health Care Tean{See Appendix5)

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

f Used by the pediatric diabetes care provider to summaaikd- G A Sy 1§ Qa4 Y SRtedl £ NBO

transferred to the adult diabetes care provider.
i The patient should receive a copy of the completed discharge template.
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wSO2YYSYWRI G¥eyXyS wSazdzaNDS / Sy
A provincial online resource centre should be established that brings together releveantdition tools,

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

Rationale and Potential Impact

This recommendation addressasotherstrategy to build capacity amosgadolescents and young adults
with diabetes who are transitioning to adult care, their families, paediatric diabetes care providers and
members of the adult DEP teamCurrently, there is multitude of resources available to both diabetes
care provides and the general publibat span various topics related tansitioning from paediatric to

adult diabetes carelt is oftentimes difficult to determin¢he accuracyandvalidity of these resources, or
their relevance to particular patient circumstancdsurthermore, theseesources are not standardized
across organizations, let alone across the province. The intention gfrthigicialonline resource centre

is to establish a standardized, whsed space where tools, templates, educational resousoes
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 acrossetprovince. 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 thosdifferent
jurisdictions. Furthermore, the TAQVG 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 dialbes care on their websitesThis online resource centre

should be maintained by the PDN and housed on the PCMCH websitéinksthorelevantexternal

websites Appendix i includes a list of additional resources and websiteghis online resourceantre,
asrecommended by the members of the TS,

wSO2YYSYydRIF G N2WAYOAL f LYy TN &G NIz
The MOHLTC, LHINs, PDN, and other paediatric diabetes stakeholders should partner to ensure tt
there is piovincial alignment and support fomitiatives 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 JuvenileciEab
Research Foundatiofunded Transition Trial).

B. Exploring opportunities to leverage an integrated, provineéde electronic medical record to

support continuity of diabetes care.

Rationale and Potential Impact

There are various stakeholder groups inealun 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 prare@sean importantstakeholder
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group since they provide cate K NB dz3 K 2 dzii { K Sat tindesivhes tidreCisia délay i & linhitgdR
access to adult diabetes care. Each of these stakeholder ghagggynificant roles to play when it

comes to transitionin@dolescens and young adultwith diabetes to adult diabetes services

Qollaborative efforts need to be mademongstall stakeholders to ensure that there is alignment across
the province and support of initiatives that impact youth who are transitioning to adaltedes care.

Two such initiatives currently underway are the Ontakiwenile Diabetes Research Foundation (JDRF)
funded Transition TrialThere may also be opportunities to leverage existing infrastructure, such as
provincial electronic medical records 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 DeveloprnmnbofAgen
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 careThis studyaims 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 dsletgices 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 applige to young adults with other chronic health conditions at the time of
transition.

As part of the provincial infrastructure, the TAGS also recommends exploring opportunities to support
transition by leveraging an integrated, proviratde electronianedical record or system that currently

exists. Although this portion of the recommendation extends well beyond the scope of this project, a
provincewide electronic medical record would help to enhance continuity of care and support effective
transitionsto 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

LINE A RS NA © t SNIAYSYyd KSI 4K A ngersanndarly, lieledagt Zlinidh dzOK | &
notes, and lab results could be made available as part of a module on the electronic medical record prior
G2 I LI SRAFGONRO RAFO6SGSa LI GASylQa-wideNdsofirdelisioh 2 y (i 2
particular imprtance given that many transitieaged 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 exisgrpatient information is the electronic Child Health Network (eCHN). eCHN

is a secure welbbased network that offers authorized healthcare providers from across Ontario to access

health information about paediatric patients, instantly, from multiple difiet sourceECHN, 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 asiembers of eCHRECHN, 2015)The eCHN portal holds records of over 1,800,000

patients, from newborn to 19 years of afeCHN, 2015)eCHN is already being used by many health care
professionals across the province and membership is not limited to paexhealth care providers.

/| dNNBy(iftes mnm K2aLAGlrfas yuw /2YYdzyAaide /FNB ! 00Sa

Transition to Adult Care Working Group Recommendations Report Page21l



numerous independent clinics and offices have become eCHN membefEs@eN, 2015)There are no
costs associated with registag as a member of eCHN.

Strong support, involvement and biury 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 itiatives andin considering future endeavours related to transition to
adult diabetes care.

WSOZ2YYSYWN UR@IYT dzl GA2Y 2F ¢NI Yy

Paediatric and adult diabetes teams should collect information prospectively and conduct evaluatiol
to ensure the onging 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 encourdgbetes care providen® conduct some form of
formal evalationfrom both theprogramlevel to ensure that the approaches, strategies and
interventionsin place to transitioradolescents and young adults with diabetesadult care are effective
and continually improvedponas necessary. This evaluation shaithil mechanisms to capture both
the patient and provider perspectives on the effectiveness of transitiinge to the nature of
transitioning from paediatric to adult diabetes care, the paediatric proglewel outcome measures
would differ consideralyl from those of the adult DEP3 o evaluate transitionshe Supporting and
Improving Transitions Subgroup suggehe following:

1 Small patient focus groups: For PDEPs, these would be comprised of graduated patients at some
time period after their trasition, 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 thoseaveho
struggling with transitioning to adult care.

9 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 misleadig may be difficult for some teams.

1 Outcome measuresthe crucial outcome measures of successful transition are initial contact with
an adult diabetes care provider and continued attendance at an adult DBErefore, the
Subgroup suggest that the minitn@aeasures that should be tracked include:

9 ForPDEPs:

0 % of patients discharged whiequest rereferral or referral to an alternate adult diabetes
care provider(knowing why would be important)

0 % of referrals for whim confirmation of first visit is receivefromthe adultdiabetes care
provider.

1 For adultdiabetes teams

0 % of patients referred who present for initial visit
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0 % of patients referred who remain with provider after a certain time period (e.g. 1 year,
2NJ GASR (2 A yrefan@peRattiwhich@$hg ameinaoftimbl&Epatient can
not show up for before they need to get-referred).

0 % of patients who had d%visit within their first year.

0 % of patients who had d%isit within their first year.

Outcomes measures from the JDRIRded Transition Trial could also lm®nsidered as ways to evaluate
transitions to adult diabetes cai&paic, et al., 2013)

wSO02YYSymM (5ARIYo S84 ¢SIHY Cdzy RAY
The 2010 Staff Funding Benchmark Review should be updated to accurately reflect 2@i¢htpa
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 transitioniyguth.

Rationale and Potential Impact

Despite increasing patient volumes, advancements in clinical technology requiring increased time for
patient educationandenhancements in standards of care for paediatric diabateevidencebased

lower clinicakargets as outlined in the 2013 Canadian Diabetes Association Chnawdice Guidelings

staffing benchmarks for PDEPs have remained unchanged since they were established over a decade ago.
In 2010, the former Network of Ontario Paediatric DiabetesgPams (NOPDP) completed a Staff Funding
Benchmark Review, which made recommendations for updated staffing ratios for the core members of
paediatric diabetes teamsregistered nurses, registered dietitians and social workegrsPDEPs 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 Committeemmended 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 TAWG recognized that revisiting the issue of PDEP fignidi outside the scope

of thisproject; however, they agreed to put this recommendation forth to emphasize the importance of
human resource capacity as it can have a considSrabh Y LI OG 2y GKS LI SRAFGNAO F
ability to support the recommendations proposed and ultimately enable youth living with diabetes to

have a successful and seamless transition to adult diabetes care.

bSEG { 4SLA
The next steps for theAGWG include proceeding to the second phase of the prgjectplementation

of the recommendations and subsequentlyconducting a formal evaluation of the degree to which youth
transitions to adult diabetes care have been impacted by the implementafiémeorecommendations.
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Implementation

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

the project by conducting a prioritization exercise to determine which recommendasiomsid be
implemented by pediatricand adultdiabetes 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 bias@3rovincial Council for Maternal ai@hild 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 constrats and cost implication@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 impieatien (Provincial Council for
Maternal and Child Health, 20137 modified Delphi approach is another methodology that may be
considered in order to prioritize the recommendations.

Once the prioritization exercise has been completed, the-WAZwilldevelop 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 faresi, 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 afglevalil
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 perspectivetdetermine 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 haviddgédied by

the TAGNG 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 tolfow-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 admirasive 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 trangion to adult diabetes careThe TAGVG has not yet embarked on the development

of this evaluation framework.

| 2y Of dzaAz2y

The transition from paediatric to adult diabetes care is a multifaceted process that begins prior to
transferring patient care respaibilities 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 familig@éth thesechallenges 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 dsseutlined in this
recommendations reporthis approacthas the potentiato cultivatea positive impact otthe provision

of diabetes care and thieealth and quality of life cdidolescents and young aduliging with diabetes.
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building a brighter future

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 desedn with the conclusion of their paediatric patieptovider relationship and find this a negative
experience. During this period, there is an increased risk of diaketated hospitalizations, and adolescents are at
increased risk of leaving medical suyision.

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 dialvelaed complications. With

both the increasing @ complexity and technological advancements faced in managing diabetase¢d 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 Pediatidds that the goals of planned healthcare transitions are
to ensure highguality, developmentally appropriate, psychologically sound healthcare that is continuous,
comprehensive, and coordinated, before and throughout the transfer of youth into the agsiém.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 disafitapsition to adult care services is a
procesghat 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 pant 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 orgdniimely, 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.

Pumpose:

The Transition to Adult Care (T35) 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 bilored to patients and families, paediatric and adult diabetes teams, Local Health
Integration Networks, and the Ministry of Health and Laregm Care, as appropriate. The recommendations put
forward will be generic so that they can be adapted to eaatigmt, patient population, and the unique
characteristics of an organization or the health system as a whole.

Objectives:
1 To identify current issues in transition to adult care, both from a paediatric and an adult care perspective
1 To identify currenbest practices in transition to adult care
1 To identify and clarify the roles of paediatric and adult teams over the period of transition to adult care
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To recommend strategies to ensure a seamless interface between paediatric and adult care providers
To gan 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

1 To make recommendations regarding evaluation of the impact rdleddmplementation of the
recommendations

= =4 —a -

=a =

Accountability:
The TAGNG will report to the Paediatric Diabetes Network Working Group (RN of theProvincial Council for
Maternal and Child Health (PCMCH).

Membership:
In order to ensure a comprehensiapproach, TAGQVG members will be chosen from both paediatric and adult care,
balanced by profession and organizational type.

Members:
1 Paediatric Endocrinologists {dreferably at least 1 with involvement in ongoing transition clinical trials)
1 Paediatrc program Registered Nurses/Dietitians/Social Workers from a mix of secondary and tertiary
centres (5)
91 Adult program Endocrinologist/Registered Nurse/Dietitian/Social Worker (2)
1 Representatives from established transition programs an adult settings (1)
1 LHN-based and/or MOHLFRased representative(s) {2)

DA@SY G(KS F20dzaSR yl ddz2NBE 2F (KS 3INRdzLIQa $2N] X FtaGSNYI G
Network Coordinator will provide support to the TACG.

Decision Making Process:

Members dare 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 evidencepromissig
practice based. Decisions will be madecbypsensus whenever possible. If voting is required, all members will have
one vote.

Conflict of Interest:
Members of the TAGVG shall disclose, to the chair of their group, without delay, any actual or potential situation
that may be reasonably interpretl as either a conflict of interest or a potential conflict of interest.

Communication and Confidentiality:
TACGWG material should be treated as confidential. It will be clearly stated wheAN@@naterial is no longer
confidential.

Meeting Schedule:
Odober 2013¢ March 2013
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Name Profession Organization LHIN

Cheril Clarson Paediatric Endocrinologis| London Health Sciences Cerntre | South West (2)

(CoChair)

Children's Hospital

Zubin Punthakee

Endocrinologist
(Paediatric and Adult)

Hamilton Health Sciences Centre
McMaster Children's Hospital

Hamilton Niagara
Haldimand Brant

(4)

Angelo Simone

Paediatric Endocrinologis

Paediatric Diabetes Services,
Trillium Health Partners
(Mississaug)

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 | Diabetes Edcation Centre, Brant | Hamilton Niagara
Adult) Community Healthcare System Haldimand Brant

(4)

Annie GaronMailer

RN, CDE (Paediatric and

North Bay Diabetes Education

North East (13)

(CoChair) Adult) Centre

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

Suela Cela MSW, RSW Diabetes Comprehensive Care Toronto Central (7)
Program & Mobility Program
St. Michael's Hospital (Toronto)

Leah Drazek RN, MN, CDE Women's College Hospital Toronto Central (7)
(Toronto)

Penny Frederick / | RN, CDE/ Peterborough Regional Health Central East (9)

Janet Harris RD, CDE Centre

Kiristin Yates

MPH, Psy.D, Clinical
Health Psychologist

Hamilton Health Sciences Centre
McMaster

Hamilton Niagara
Haldimand Brant

(4)

Renee Lebovitz
Pelletier

Integration Speialist,
Diabetes

Champlain LHIN

Champlain (11)

Greg Kennedy/Aryn
Gatto

Senior Project Manager

Provincial Council for Maternal an
Child Health

N/A

Beverly Walpole
(previous member)

Psychologist (Adult,
Experience in Paediatrics

Hamilton Health Scienc&entre-
McMaster

Hamilton Niagara
Haldimand Brant

(4)
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Appendix3 ¢ Discharge Planning Implementation Tool

b, - @ Developed by the Provincial Council for Maternal and Child Heaith
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buikding a raghter future

Discharge Planning Implementation Tool

- 24 months
Process - 24 months
Initiation

Transition
Team

Assess

Design

Implement

Monitor

Evaluate

The following recommendations will guide your care of youth who will transition to adult health services at 18 years of age. This
plan if fully implemented in your care setting will help you meet Accreditation Canada'’s transition standards published in Medical
Services required organizational practices (ROPs) February 2015 for inclusion in 2016 accreditation surveys. Please note that
while the plan identifies discrete fime periods, they are a guide for activities which will in fact be iterative and on a continuum
over the 24 months leading up to the patient's 18" birthday and transition to adult health services.

At an organizational level, consider the current workflow, policies and procedures, decision support analyses and IM/IT enablers
which could be used, modified or developed to enable discharge planning implementation. Consider the following:
» |s there a policy or procedure in our organization regarding discharging an adolescent from paediatric care to adult
services?
« Would it be possible to create a clinic visit called discharge consultation, in order to track the number of patients who
were provided a formal discharge planning discussion?
« How can the information management system (electronic medical record) support the discharge summary
development?
* Provide the discharge summary to the patient and or family so they can be informed and inform adult providers who
may for some reason not have the discharge summary immediately available for the patient visit?
* (Can we create or do we have a space within the discharge summary for patients to identify their goals for health and
social development?
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Developed by the Provincial Council far Maternal and Child Health
July 2015

Guidance Timeline

Process Initiation: 24 months before transition discharge (< or = 16 years old)

Transition «  Although plans begin as soon as a person becomes a paediatnc patient, a minimum of 24 months

team before the person’s 18= birthday, a series of decisions must be taken:

«  Which program within an organization is responsible for managing the patietns transition

+  Who is responsible for transition within a program

+  Who in the regular health care team is the primary fransition lead or facilitator for the patient

« |fthe patient attends other organizations, establish a lead organization (likely the organization
where the most care is received)

Assess Identify:
current state « apnmary care provider (not a paediatrician)
and gaps «  primary medical supports (specialists)
« community supports; regional and or provincial
« Supports
« financial
« social
« educational

« document transition assessment in chart
+ document discussion with patient and family

Determine if there are:
+ organizational fransition policies are in place to guide fransition processes
« transition clinics of this diagnostic group, or general youth transition
+ [fthere is no transition clinic in the organization, schedule a clinic visit to discuss and the initiation
of transiion; every HCP needs to discuss the transition — in addition the HCP may be supported
by a transition clinic
s community services (such as CCAC, community organization coordinators) should be engaged in
the process
« have a discussion about consent and capacity; start to prep child and family for the difference
between family centered and patient centered care. Begin to encourage independence /
autonomy.... At this point it should be a discussion.

|dentify Gaps and issues between:

« pafient readiness’

« family readiness

» cument paediatric services versus available adult services

» develop a plan to address readiness gaps for patient and for family

! A readiness for transition tool has been developed and validated by McMaster researchers and the use of this toaol, or a
similarly validated readiness tool is recommended. The development of a risk assessment tool to help identify those
adolescents most at risk of encountering difficulty after transitioning from paediatric services is in development and will also
be made available when it is ready on the CanChild website.
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Developed by the Provincial Council for Maternal and Child Health
July 2015

Process Initiation: 24 months before transition discharge (< or =16 years old)

Design
individualized | At every point of contact with the child and family assess readiness using readiness tools:
state . parem
= patient
= Link patient and family to resources
= developmental
= chronic disease
Develop a service mirror-example
Paediatric Adult
X | Primary care MD + | Primary care MD
< | Respirologist X | Respirologist
4 | Endocrinologist X | Endocrinologist
3 | Mental health clinician | Mental health clinician
+ | Paediatrician X | Paediatrician
Implement * Help patient complete “Good to Go Passport, an on line tool developed at SickKids to document
key health information on a form that can be printed and folded into a wallet sized document; it
includes the three sentence summary of health condition
»  |f multiple care organizations, collaborate to determine lead organization for transition preparation;
most likely organization providing the most service
»  |f patient does not have a family doctor, patient and or family supported in finding one.
= Health update sent to (new) family doctor
Monitor
Evaluate
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Developed by the Provincial Council for Maternal and Child Health
July 2015

12 months before transition discharge (< or =17 years old)

Transition team
Assess
Design = Develop “a Transition to adult health services document” that will provide an overview of the
= ftransition process, issues and mitigation strategies
= social, educational, developmental status and supports
= acomprehensive discharge summary with standard elements provided by all disciplines
currently involved in care
= all currently freating specialists to contribute standardized elemenis
= standard formatting recommended to improve clarity of communication for reader
= discharge summary sent to all adult providers and copy given to patient and/ or family (if
patient gives permission to share with family). Exceptions only for components that are
sensitive and have been identified as confidential
= |dentify who will provide case management {may be primary care provider / service or may be
community organization)
Implement »  Siart sending referrals for adult services
= Include a comprehensive summary that includes recommended elements
= Document activity and confirm plans for adult services:
= Name of provider / service
= Contact information for provider / service
= Location address
= Transportation to get to provider / service
Monitor
Evaluate
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Developed by the Provincial Council for Maternal and Child Heaith
July 2015

3 months before transition discharge (< 18 years old)

Transition team

Assess

Design

Implement

Primary case manager to conduct transition visit and include aduit providers as appropriate and
possible; if in person attendance is not possible, yet warm handover preferred, consider
videoconference, or teleconference option for adult provider

Ensure written documentation of transition visit in chart and given to patient and or family
Ensure family knows of coordinator to contact if problems arise.

Give written and verbal information to patient and family confirming all adult providers and
services arranged:

= name of provider / point of contact at service

= date and time of appointment

= location of provider

As availability and care complexity requires, link clinician types between paediatric and adult
teams: nurse to nurse, social work to social work, physician to physician (by specialty, or ensure
primary care adult doctor has contact information for paediatric specialist)

Document and confirm to patient and or family where to seek care if required before first contact
with adult provider

Monitor

Evaluate

Transition team

After Handoff

To ensure smooth transition let the patient and family know that the pediatric providers can be
contacted if problems arise prior to establishing the relationship / first visit with the adult provider

Assess

Design

Implement

Monitor »  (Contact patient within three months after discharge to confirm first visit to adult provider(s) has
faken place. Based on the phone call consider whether further action is required.

Evaluate = Plan to gather feedback from patients and family on transition process benefits and gaps

(organization level)
= Further provincial evaluation activity will be considered within the context of PCMCH strategic
work review and strategic planning
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SickKids
THE HOSPITAL FOR
SICK CHILDREN

Birth to 3 years old

* Remember, your child's diabetes is not who they are:
expect normal childhood experiences

= Be a part of your child’s healthcare team

* Take breaks 1o renew your energy and learn to accept
help from others

+ Encourage healthy eating habits for your child by setting

2 good example

General

« Take your child to playgrounds
and community activities

* Set limits for your child to
develop positive behavior

* Connect with other families
who have a child with diabetes

@.g. JORF and CDA

« Let your child participate in
their diabstes as appropiate
&g putting the strip in the meter

« Carry out insulin injections and blood sugar
checks in a calm matter-of-fact manner and
praise your child for being co-operative

+ Share responsibility for routines by making sure
at least two adults can perform diabetes care

 Keep a loghook of your child's blood sugar readings.
and insulin doses

Self-care

Help them grow... so they’re Good 2 Go!

For parents

 Praise your child for their efforts and accomplishments

* Encourage your child to make food choices, but continue
1o promote healthy eating

* Teach your child that behaviour has consequences
and be consistent

* Limit screen time e.g. TV, video games, computer

DIABETES PROGRAM

= Recognize your child's increasing need for independence
* Talk to your child about what they want to be when
they grow up
* Encourage your child to express needs and wants
« Support your child's involvement In activities to develop
their interests

* Ask questions and keep the lines of communication
open with your parents and diabetes team

* Talk 1o friends about your diabetes and how they
can help you out

« Ask about bodily changes you are noticing

For teens/youth

4 to 7 years old 8 to 11 years old 12 to 15 years old

1Good 2 Go

mTransition Program

16 years and up

 Look for positive role models.

« Keep exploring your interests in different activities

« Think about what you would like to do after high school
and how to prepare for this

« Find out if you will be covered by your parents' drug plan
when you turn 18

* Explore with your child their feelings about having diabetes
and, if they're ready, talk about simple ways to tell others
 When your child visits friends, give the host parents a basic

understanding about diabetes
« Try to control your own stress as children are sensitive
to this and may try to hide things to avoid upsetting you
« Gradually assign your child more responsibilities
e.g. cleaning up toys

* Coach your child on how to talk to their friends about
having diabetes

« Think about registering your child for a session
at the CDA's Camp Huronda

« Prepare your child to safely perform diabetes care
50 they can visit friends on their own

* Introduce your child to positive role models with diabetes

* Meet new friends by joining activities that interest you
« Plan ahead for being away from home by showing that
you can safely carry-out your diabetes care
« Take part in the Teen Day at SickKids to meet
with other teenagers and talk about what
itis like to have diabetes

* Provide reassurance, but don't delay blood sugar checks
o insulin Injections

* Use distraction to help your child relax before diabetes
routines e.g. singing, blowing bubbles and reward your
child with incentives for co-operating

* Allow your child to have some control and involvement in
their care e.g. choosing a tinger for the blood sugar check,
reading numbers from the meter

* Speak with the Child Life Specialist if your child is anxious
about their diabetes treatments

« Make sure your child’s meter and low sugar treatment
is always with you

* Encourage your child to wear a MedicAlert bracelet
* Set realistic expectations by helping your child
to not focus on every blood sugar reading
» Provide guidance to your child about the least
painful way to do disbetes routines
* Promote healthy ealing and encourage
your child to take part in meal
planning and preparation

* Use play activities and books to talk to your child about
their diabetes

« Inform all caregivers about your child's diabetes care
in a simple and direct way

* Be honest when explaining & procedure to your child,
even if it will hurt

* Talk to your child about upcoming clinic visits
and bring a favourite toy for comfort

 Ask your diabetes team for a school resource package
and discuss what to tell teachers

* Make sure your child knows the name of their
medical condition

* Help your child to recognize low blood sugar symptoms
and praise them for communicating these 1o others

* Learn that blood sugar highs and lows are not bad or good
and will happen

+ Find out about resources, such as the Diabetes Playbox
and the Just for Kids diabetes website

 Teach siblings about diabetes,
but limit the amount of
responsibility you give to them

* Communicate with your
child’s school to develop
a plan that ensures safety

* Look at age appropriate
websites with your child

* Remember, as your child
develops, they can start
leaming more about their
diabetes by participating
In teaching sessions

* Work with your diabetes team 1o adapt treatments
and meal times lo your child’s usual patterns

* Leam why your child's blood sugar target range and insulin
regimen is unique for their age

* When your child is having a low blood sugar, describe the
signs and symptoms to help them become more familiar
with these feelings in the future

* Plan ahead for vacations by taking extra diabetes supplies
and, if flying, get a travel letter

Medical

* Set new blood sugar targets with your diabetes team as
your child becomes more predictable in their eating and
«can recognize low blood sugars

* Meet with the dietitian to review your child's school
schedule to create a more regular meal plan

* Prepare for diabetes management what ifs by
talking with your team e.g. what to do if an insulin
injection is forgotten

* Speak with your child's doctor about the flu shot

* Help your child to speak directly to their diabetes team
members at clinic appointments
* Learn how exercise affects blood sugars and how
you can plan ahead to try to limit activity-related
highs and lows
* Remember that some high and low blood sugars are due
1o things you cannot control, such as growth and stress
* Make sure you have a glucagon kit at home and ask
for a refresher if you forget how to use it

« Ask for help from your parents with your diabetes
care when you need it e.g. during stressful times
or when you need a break

« Be honest if you make a mistake around your
diabetes and treat it as a chance to learn

* Meet with the dietitian on your own to review
carb counting and tips for healthy eating

* Work out a plan with your parents on
how to keep your loghook up-to-date.

 Make sure you have extra diabetes supplies
and low sugar treatment stored at your school .

« Talk about relationships and sexuality with
someone you trust

« If you're dating, decide when you are
ready to talk about your diabetes
« When away from home, make sure
that someone you're with knows
about your diabetes and what to
do if you need help

« Create a plan with your diabstes.
team to make sure you are safe
while driving
« Talk to someone you trust when
you are feeling stressed by school
or social /family pressures
o Plan ahead ta fit your diabetes care into your life so you
don’t miss out on anything e.g. keep a supply of insulin
at your best friend’s house
« Leam how smoking, drugs and drinking will affect
your bload sugars and overall health

* Learn a simple way to explain diabetes to teachers
and other people in your life

* Become your own diabetes expert by increasing what
you know e.g. understand what an Alc test is

* Speak to your diabetes team about the different types
of insulin routines and which one is best for you

* Talk about birth control, drugs, akohol and smoking
with your diabetes team

* Consider volunteer work or a parttime/summer job
« Take more responsibility for your diabetes by emalling
or phoning your nurse or dietitian with your questions
* Look into applying for a Diabetes Hope Foundation
Scholarship If you are planning to go to college /university
 Attend the Transition Day offered at SickKids to
help you prepare for adult care when you turn 18
« Be involved in choosing your adult diabetes team
and leam how your care will change

* Find out when you need to start seeing an ophthalmologist
and have regular complication screening tests performed

* Talk to your diabetes team about why your insulin doses
need to increase as you grow and how hormonal changes
can affect your blood sugars.

* Create or update your own MyMeaith Passport by visiting
www.sickkids.on.ca/myhealthpassport

* Make sure you take extra supplies with you on vacation
and bring a travel letter if you're flying

« Be in charge of your clinic appointment! Meet with diabetes
team members on your own, take responsibility for knowing
your Alc result and boak your future appaintments.

« Make sure you have an updated Mytealth Passport
by visiting www.sickkids.on.ca/myhealthpassport

« Let your SickKids team know if you have any problems
attending your first adult appointment

* Celebrate your graduation from SickKids!

As your child grows, continue with the suggestions from earlier years and add new

and ibilities as

Consider your child’s unique developmental course and use this as a guideline.
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Independence...

Transitioning from the Pediatric
to the Adult Care Team
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A Special Note to You and Your Family:

As a way to help make a smooth transition from pediatric to adult care,
we have created this booklet to help you learn more about diabetes and
to take charge of your diabetes and health.

The age at which you were diagnosed with diabetes will determine how
much help you need in managing your diabetes. This book will serve
as a tool for you and your family along with your health care team to
help you reach your goals. As time goes on, we hope that you will start
to use this booklet on your own. This is a great way to build confidence
in yourself, and also to let your parents know that you are learning to

take care of yourself.

As you grow and develop, you may find it helpful to refer back to the
“Pink Panther” Understanding Diabetes book*. This is a great source
for information about diabetes, ketones, standards of care, and long-
term complications. Chapter 18 explores responsibilities of children

at different ages.

As you learn more about diabetes, you can take charge of your life and

your heai I'h.

We wish you well on your journey. ..

* H. Peter Chase, M.D.
11th edition ©2006
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What Is Transition?

To get started, we look to our “Old friend” Webster’s dictionary.
According to Webster, transition is “the passage from one state, stage,
or place to another.” At the University of Wisconsin Diabetes Program,
we see it as moving from pediatric to adult care in a way that feels safe
and smooth to you and your family.

What Is Our Philosophy Regarding Transition?

We are committed to caring for people with diabetes across their lifespan.
Helping young adults and their families move to the adult care team is
a big part of our commitment. We believe transition is a rite of passage
or a milestone that you and your family will experience. This is a big
change. We want you to know that you are not alone and we will be
here to help you with this change. We'll help you throughout your
journey and promise to take good care of you along the way.

Just like school prepares children for the future, we hope our pediatric
diabetes program prepares you and your family for life as an independent,
healthy adult. Our goal for all young adults is to learn about and

manage their diabetes Eﬂ:t‘CtiVC‘ly illld SllCCESSﬁl“y.
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What Is The Diabetes Care Team’s
Policy On Transition?

The diabetes care team has a policy thar states that all young adults
under the age of 18 will be cared for in the Children’s Hospital. It also
states that we can provide care up to the age of 21. Both the pediatric
and adult diabetes care teams expect that you will transition by the age
of 21. To help you make a smooth transition, we have developed a
program to help you learn more about how to manage your diabetes
as you move from pediatric to adult care.

Stages Of Transition

Just as you had to roll over before crawling, crawl before walking, and
walk before running, there are times when you are ready to learn new
things and take on more responsibilities. Your diabetes management
is built on skills you will learn along the way. We have broken down
these skills into five stages. We have given you an overview of what to
expect during each stage.

Our philosophy is that your parents need to be involved in your diabetes
management at least until you are 16 years old. We choose the age of
16 based on the fact that you can't drive a car until you are 16 years
old. We also realize that not everyone is ready to be independent at the
age of 16 and some may require more family involvement.

We included a checklist to help you learn more about diabetes. Learning
the speciﬁc skills in each list will help you to take charge of your life
and your health.

Our experience shows most young adults are successful when they
have help from their parents throughout their adolescence.

Transition to Adult Care Working Group Recommendations Report

Page4l



Stage 1
Ages 8-10

The diabetes team begins to ask you (instead of your parents) questions
about your health. We help you understand how food, insulin, and
exercise affect your blood sugars.

Checklist

O Explain what it means to have diabetes.
O Understand why some people have diabetes and others do not.
O Begin to learn how your body uses the food you eat.

O Understand why checking your blood sugar is important, and
learn to check your blood sugar.

O Begin to learn how to give yourself insulin.
O Begin to identify foods that contain carbs. (Carbohydrates)

) Begin to learn hOW to make healthy fOOd ChOiCGS that are part Of
your fOOd plan

O Begin to understand the causes, symptoms, and treatment for low
blood sugars. (Hypoglycemia)

O Understand that insulin is going to be part of your daily life even
when you are sick.

O Name insulin types and simple reasons for taking them.

O Begin to understand how sports, play, and exercise affect your
blood sugar levels and insulin sensitivity.

O Begin to understand how your school day affects diabetes.
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Stage 2
Ages 10-12

We continue to ask you questions about your health and diabetes. Try
to answer questions about your health on your own. We will help you
to understand your diabetes and how to recognize changes in your
control. When you begin to notice these changes, you can start to
take charge of your own care. This helps you be more independent.

Checklist

3 Continue steps from stage 1.
3 Remember (most of the time) to check blood sugars on your own.

3 Choose foods that are healthy for you and fit your meal plan.
Discuss ways to make healthy choices at school, eating out with
friends, and other special occasions.

3 Begin to understand how an illness like a cold or flu can affect
your body and blood sugar.

3 Begin to answer questions in clinic.
3 Understand why you come to clinic every three months.
3 Begin to understand the importance of A1C values and targer goals.

3 Begin to name insulin types (use proper names), reasons for taking
them, and the proper doses.

3 Continue to understand how sports, play, and exercise affect your
blood sugar levels and insulin sensitivity.

3 Continue to Lllld&[’Stal]d llOW diabetes ‘J.fff,‘CIIS your SChOOl Cl.cly

T Begin to make choices about friends, drinking, and smoking that
keep you healthy.

T Discuss effects of growth, puberry, and sexual developmenr on
diabetes.
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Stage 3
Ages 13-15

The diabetes care team gives you and your family the option of seeing
you alone for a portion of the visit. We will ask your parents to join you
for the remainder of the visit to review information, talk abourt the health
care plan, and answer any questions or concerns. This helps you to be
more independent and to build confidence that you can take care of

your health.
Checklist

0 Continue with steps from the previous stages.
O Answer questions independently in clinic.
O Mix insulin and give all injections with minimal reminders.

O Parents review blood sugar logs, help you to think through and
double check insulin doses.

O Let parents know when you need medications or supplies.

0 Understand the significance of A1C, how the choices you make
affect it, and how you can change the numbers of your A1C.

O Introduce the option of attending a teenage clinic.

O Begin to understand ketones, what they are, what they do, and
how to check them.

O Begin to understand the tests that we do each year and why.

O Discuss effects of growth, puberty and sexual development;
sexual activity, and reproduction on diabetes.

O Begin to understand the impact of diabetes on driving and the
importance of checking blood sugar levels prior to driving.
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Stage 4
Ages 16-17

This is a time when you, instead of your parents, begin to talk directly
with the diabetes team over the phone when there are changes in your
health. We will begin talking about your plans for after high school and
how your career choice or school may impact you and your health.
We will talk about when to transition to the adult care team. You

and your family will have a chance to meet with adult team members
during a clinic visit. (See more detail about this clinic visit under,
“Common Questions And Concerns About Transition.”) You may
have already done this if you have attended the “Teenage Clinic” held
throughout the year.

Checklist

3 Continue with steps from the previous stages.
3 Independent with monitoring and recording blood sugars.
3 Independent with all insulin doses without parents reminding you.

3 Begin to call the diabetes team and speak directly with staff if there
are changes in your health. (See Keys to Independence Resource
Roadmap.)

3 Understand the impact of diabetes on driving and the importance
of checking blood sugar levels prior to driving.

3 Know your health history including major illness, surgeries, allergies,

‘J.[ld healt]l care providers.

3 Begin to think about the impact of college, work, and career
choices on diabetes management.
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Stage 5
Ages 18-21

We expect you to call the diabetes team independently if there are
changes in your health. You will manage your own insulin and diabetes
related medications and supplies and call when refills are needed.
We will continue to talk about how school, work and lifestyle choices
impact your health. We will talk about and help facilitate transition
and link you with the adult diabetes care team.

Checklist
3 Continue with steps from the previous stages.

O Routinely call the diabetes team and speak directly with staff if
there are changes in your health.

O Understand reproductive choices and the impact on your diabetes

and overall health.
O Understand Advanced Directives and complete if desired.
O Discuss long-term complications of diabetes, the need for routine

follow up and tests, and the importance of glucose control into

adulthood.

O Review the American Diabetes Association guidelines for managing
and controlling diabetes. (See Keys to Independence Resource
Roadmap.)

O Explore “Off to College” course offered by the Pediatric Diabetes Team.

O Establish care with an internist or family practice physician and
with an adult diabetes team.
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How to Prepare for Transition
What adult family members can do...

1. When your child is age 8, begin talking to him/her about the
changes that will happen in clinic. Explain that we will start to
ask questions directly to him/her. This will allow your child to get
comfortable answering questions while they have a “safety net” of
a parent in the room.

2. Work with your child at home to take an active role in his/her
care. You can use the checklist that we have provided as a guide.
Gently encourage independence, but know that it will take time.

3. When your child is 14, encourage him/her to see the Diabetes team
independently for the majority of the visit. You can join your child
and care providers at the end of the visit to review information
and ask any questions or concerns you may have. This will help
your child become independent and form a relationship with his/
her health care providers. This can also help him/her learn how
to form future relationships with the adult care team. You may
also encourage your child to attend the teenage clinic as a way to
increase independence.

4. Find out about the age limit and terms of coverage under your
health insurance policy.

5. Find out how your insurance company handles referrals to an
adult diabetes care team.

6. If it would be helpful to you, ask to speak to another parent who
has a child who has transitioned to the adult care team.

7. Remember, you are not alone and we will be here to help you with

this change.
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How to Prepare for Transition
What adolescents / young adults can do...

1. As you get older, take on more responsibility for your diabetes.

2. Keep a list of your health care providers and other information
about how you manage your diabetes.

3. Keep a log of blood sugars, insulin doses, and other medications.

4. Learn how to obrain and mainrain an appropriate weight through
good nutrition and exercise.

5. If it would be helpful to you, ask to speak to another young adult
who has recently transitioned to the adult care team.

6. Find out how your health insurance coverage works.

7. Make a list of questions to ask your future health care practitioner.
8. Work through the checklists for each of the five transition stages.
9. Remember you are not alone... your parents, and the pediatric

and adulrt care teams will help you with this change.

How to Prepare for Transition
What the health care team can do...

1. Encourage you to meet the ‘chlLllE care ream.

2. Encourage you to come to clinic prepared to talk about your
health, medication and supplies.

3. Remind you that you are not alone and will help you with the
move to the adult care team.

4. The adult care team will answer your questions and ease you into
their system.
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How Do You Know When It Is Time to Transition?

1. Do you take responsibility for your diabetes most of the time? Are
you independent with your blood sugar testing and medication
administration? Do you choose and make your own meals? Do
you know how these choices affect your diabetes?

2. When you give the diabetes team your health history, does it
sound the same as what your parents tell the team? Does your
health history match with the diabetes team’s view of your health
and diabetes control?

3. Do you speak directly with the diabetes team?

4. Do you know when you need refills for your medication and supplies?
Do you call the pharmacy?

5. Do you have a plan for your future, such as college or work?

6. Have you met the goals in each checklist?

If the answer to all the questions is “YES,” then you are ready for
transition.

If the answer to any of the questions is “NO,” then a plan will be made
to help you be more independent with that part of your diabetes
management. However, answering no to any of the above does not
stop you from transitioning to adult care. The adult care team is
experienced in helping young adults become independent.
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How Does Your Information Transfer
To The Adult Care Team?

* A Medical Summary Transfer Form

* Medical Records will be sent upon your request

* Release of Information Forms to allow medical records
to be sent to adult providers

* Bring patient and Family Notes to the Adult Care Team
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Patient And Family Notes To The Adult Care Team

What would you and your family like the adult care team to know
about you?
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Glossary

“Off to College” class — A one day course offered at the UW for high
school graduates planning to attend college. It provides information
regarding meal planning with college cafeterias, insulin adjustments,
exercise on campus, sick days, and special accommodations available
to students.

Annual labs/tests — Blood and urine tests done once a year to detect
early signs of diabetes complications. These tests generally include thyroid
studies, cholesterol screening, and urine microalbumin screening.

Diabetic Ketoacidosis (DKA) — What happens in the body when
not enough insulin is available. The blood sugar is usually high act this
time but can be normal. Moderate or large ketones are present in the
urine and then build up in the blood. The ketones make the blood
acidic resulting in total body acidosis.

Family Practice Physician — A doctor who specializes in the general
care of children and adults.

Ketones — Acids that build up in the blood. They appear in the urine
when the body doesn’t have enough insulin. Ketones can poison the
body. They are a warning sign that the diabetes is out of control or
that a person is getting sick.

Ketostix — Test strips which are dipped into the urine to detect ketones.
Medical records — Documents that contain one’s health history, medical

diagnoses, and treatments; cannot be shared without the individual’s
written permission.
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Medical Release form — the document that provides permission to
release all or a designated portion of the medical record. The individual
or legal guardian must sign it.

Medical summary transfer form — a document outlining a person’s
health history; utilized to ease his or her transition to another provider.

Teenage clinic — a UW pediatric diabetes clinic offered specifically for
teenagers with the goal of assisting teens to become more independent
in the care of their diabetes. The clinic focuses on issues of particular
interest to teens.
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Phone call “cheat sheet”
for sick days or high blood sugars

1. What is your glucose reading right now?
When did you last check it?

IS thi.S OL]ESidﬁ‘ Df your IlO[’IH‘J.l range?

2. Have you been nauseated, vomited or had diarrhea in the past
24 hours? Whart are you doing to manage your symptoms?

3. When was the last time you took any insulin?
What type was it?
How many units did you take?
If you are using a pump, what are your settings?

4. How old is the insulin you have been using?
Is it older than one month?

5. How do you usually correct a high sugar?
Do you use a correction scale?

Did you do this?

6. Do you have urine ketone sticks?
Have you checked your urine ketones?

7. Do you rotate your injection sites or do you use the same site
all the time?

8. Whart pharmacy do you use?

Wll‘éll’ is the phone number and/or I'l‘l{i‘. f:EIX number O{: I'hﬁ‘ pharmacy?
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THE YOUNG ADULTS
GUIDE TO TRANSITION
In your eighteenth year you will be leaving our Paediatric Diabetes Clinic and will

be moving on to an adult diabetes clinic for your diabetes care.This resource is to
help guide you through the last two years of your paediatric care.

There are many issues that are important to discuss before you leave the paediatric
clinic and this booklet has been developed to assist you.The responsibility

of recording your own important health information helps prepare you for
independence in your diabetes management.

Over the course of the next 4-6 clinic visits, different topics from the booklet will
be discussed with you.There will also be several interactive handouts for you to
keep. By your final visit all of the included documents will have been reviewed
and discussed. The completed booklet is for you to keep. Please feel free at any
appointment to ask questions or give comments on the material reviewed.
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INTRODUCTION

This initial section is designed to help you keep track of what you should expect at future
clinic visits. It also provides a way to keep track of the skills and information that you will

be talking about with the team.
Tracking Sheet for each visit

Date

HbA1C(<.07)

Meter

lab

Ht

Wt

BMI (20-25)

TSH
(0.34-5.6mu/L)

Cholesterol
(3.2-4.4mmo/L)

Eye Exam

Other

Albumin/
Creatinine ratio
(<3.0mg/mmol)
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You ng Adult’s Checklist

Topics Covered

]

Adult Diabetes Clinic Terminology

Signature of
team member

L

A review of insulin action

L

Relationship of HbA1C to average blood sugar

L

Meal planning

L

Use of glucagon for severe hypoglyceria

L

Use of glucagon for illness

L

When you are sick

L

Alcohol

L

Smoking

L

Drugs

L

Driving

L

Personal Matters

L

Heading off to College or University

L

What to tell your roommate

L

Traveling

L

Employment

L

Financial

L

Complications
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Adult Diabetes Clinic: Terminology

The main goal of diabetes management is to achieve blood sugars that are as close to normal as possible
without causing too many low blood sugars. Now that you are older and moving into an adult health
care setting, you will be expected to achieve lower blood sugar readings than you did when you were
younger. More aggressive and intensive treatment of your diabetes may be necessary to achieve these
targets. Remember that the lower your HbA1C over time the less likely you are to develop complications.

(pg. 25 on complications)

When you attend an adult program you may be asked to change your insulin dose or routine. The

following are some of the terms that you may hear in the adult clinic.

Multiple daily injections (MDI)—4-5 insulin injections of fast acting insulin per day
combined with 1-2 injections of a long acting insulin. Fast acting insulin is taken prior to each
meal and insulin dose is based on the amount of carbohydrate that is to be eaten at that time.
The benefit of MDI is flexibility in timing and amount of food. Properly used MDI has been
proven to lower HBA1C.

Basal and Bolus Insulin— Basal insulin refers to your long acting insulin Lantus
and Levemir when you are on MDI. If you are on a pump, it refers to the continuous flow of
background insulin. Basal insulin covers your non food insulin needs.

Bolus doses of unsulin are given prior to the mealtime intended to cover your food needs.

Correction dose—insulin given to account for blood sugar levels that are above the
target range. For example:

Actual blood sugar target range 4-8

Actual blood sugar 12mmol/L

A correction is given to bring blood sugar back down the target range.The correction dose is
individualized by your physician.

Carbohydrate counting—determining the amount carbohydrate you plan to eat at each
meal using food labels and nutrient tables.

Insulin to carbohydrate ratio—the amount of Carbohydrate you eat determines how
much insulin you need to cover a meal. Protein and fat that you eat are absorbed more slowly
and have little effect on your blood sugar level. Your insulin to carbohydrate rates will cover your
usual amounts of protein and fat, as well as your carbohydrate in that meal.

A typical ratio of 1 unit of insulin per 10 g of Carbohydrate, you would need 6 units of insulin for
a 60g carbohydrate meal.
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What to expect from
the adult diabetes team visit

There will be some changes in your care moving from the paediatric to the adult care setting.

The following are some of the new expectations:

1. The responsibility is shifted to you to make sure you check your blood sugars regularly and record
readings in your log book. You need to take control of your care, if you have not already .You may not
be reminded to do these things and you may need to learn how to ask questions of your provider
instead of them asking you all of the questions. For example asking about the latest advances in

diabetes management.
2. The team will most likely speak to you instead of your parents during your visit.
3. The focus will be on maintaining good control of your blood sugars with possibly lower target values.
4. Expectations will be to achieve an Hba1C to be less than 7%.
5. Insulin regimens may be changed.

6. When you are in the adult setting you may not have a diabetes nurse on call. Find out what
your adult diabetes team wants you to do.

7. Your feet will be checked to make sure you don't have any early signs of complications.
8. See your eye doctor at least once a year.

9. Your family doctor will continue to be your primary care giver. He/she will continue to provide on-going

medical support for all of your other health care.
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ANALTLT |

MANAGEMENT

This section identifies and provides information about important aspects of your diabetes
care that you need to know as you begin to take on mare responsibility for your health.

A Review of Insulin Action Profiles

PROFILE ONSET PEAK DURATION

Humalog/Novorapid 5-15min 60-90 min 2-3h

REGULAR 30-60min 2-4h 6-8h

Lantus/Levemir
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The Relationship of Hemog]obin A1C
(HHAIC) to Average Blood Sugar

The HbA1C is a test that correlates with the average blood sugar over the past

3 months. Hemoglobin is the part of the red blood cell that carries oxygen from the
lungs to the rest of the body. Sugar sticks to hemoglobin and stays there for the
lifespan of the red blood cell — approximately 3 months. HbA1C reflects the average
blood sugar level during that period.The HbA1C should be measured every 3 months.

How does the average blood sudar measured translate to HhALC?

Average Blood Sugar (mmol/L) % HbA1C
15.5- 19 mmol/L 12%

14 - 17 mmol/L 11%
12.5-15 mmol/L 10%

11 - 13 mmol/L 9%

9.5 - 1Tmmol/L 8%

8 - 9 mmol/L 7%

6.5 - mmol/L 6%

Canadian Diabetes Association Guidelines Tor Glveemic Tardets
For Adolescents

Age (years) A1C (%) Blood sugar target range
13-18 <7.0 4.0-7.0
Adult =6 if safely achieved
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Meal Planning

Many changes may be occurring in your life such as, going away to school, moving out
on your own, starting a career and taking on full responsibility for all your diabetes
management. At times your diet and exercise routine may not be a priority; However, to
perform your best keeping your diabetes under control is essential. Management of your
diabetes must include healthy eating and regular meals.This requires planning. Here are

some simple suggestions for meal planning.

Some simple sudgestions for eating and exereise.

+ try to choose at least 3 out of the 4 key food *
groups at each meal
+ starch
+ fruits & vegetables

Starches 1 Alter-
. } v
+ milk "

¢ protein foods

4+ choose portion sizes that will help you reach or maintain a healthy weight
+ by now you probably have stopped growing taller and do not need as much food as you
did before.
+ ifyou are in the habit of filling up on protein choices as “free” foods consider the extra
calories they are adding to your diet.

+ trytoinclude high fibre foods such as whole grain breads and cereals, fresh fruits, vegetables
and legumes, and grains (pasta, rice)

4+ make lower fat choices (e.g.use skim milk, lean meat and use smaller amounts of added
fat such as butter and salad dressings)
+ this can be challenging if you are eating out frequently.

+ have lower fat snacks available like yogurt and fruit instead of chips and granola bars.

+ try to get some physical activity on most days of the week
+ build time in your routine to get some exercise, walk or ride a bike, go skating, take up a

new activity.

* For more specific dietary advice speak to a dietitian.
* Adapted from Canadian Diabetes Association 2003 Clinical Practice Guidelines.
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When you are sick

In the past, your parents have probably managed your diabetes for you while you

were sick.When you are on your own managing an illness can be quite challenging.
Here are some guidelines for you to follow.

During an illness:
4 Check your urine for ketones every 4 hours and blood sugars every 2-3 hours or even more frequently
if you are vomiting.

4+ Most of the time you should take your usual amount of insulin even if you are unable to eat your usual
meals. However, if you are vomiting or your blood sugar is low you may need to decrease your overall
insulin by 20% of your toal daily dose.If you need help to adjust the insulin dose contact your diabetes

team for advice. If you are both low and vomiting please follow the guidelines for using low dose glucagon.

+ Check blood sugar and urine ketones every 4 hours to assess the need for more insulin. If blood sugar is
higher than 13mmo/L and ketones are present give 10-20% of your total daily dose as extra insulin.
To do this add up the amount of all of the insulin that you take in a day (fast acting and long acting) and
take 10% of that as fast acting insulin right away. If the next blood sugar is not lower than 13mmao/L give

20% extra the next time your insulin is due. Add the extra insulin to your usual dose.

+ Be sure to drink lots of fluids to prevent dehydration and help flush out any ketones. If blood sugars are
high drink sugar free fluids and if they are low use sugar-containing fluids.

Also use The Sick Day Guidelines Pamphlet you will be provided with as an additional resource.
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The Use of Glucagon for
Severe vaoglvceml(' Reactions

Glucagon is a hormone made by the alpha cells of the pancreas. It raises the blood sugar level
by stimulating the liver to release some of its store of carbohydrate (glycogen) into the blood
as sugar.

Glucagon is packaged as a kit with one vial containing 1 milligram (mg) of glucagon as a dry
powder, and a syringe preloaded with 1cc sterile diluent. It is to be used when there is a
severe hypoglycemic reaction and you are unconscious, or having a seizure, or so
uncooperative that juice or other concentrated sugar is not safe to be given by mouth.
Glucagon should be given by someone else like a roommate.

Review these guidelines with a roommate or living companion as you will not be able to
administer the Glucagon yourself.

Glucagon cannot be given by mouth. If someone has a seizure call 911.
Once unconscious you should be turned on your side.

To use the kit

1. remove the cap

2. inject the diluent directly from the loaded syringe into the dry powder vial
3. roll gently to dissolve

4. withdraw the fluid.

5. Inject the entire syringe as you would an injection
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It may take a little time to respond fully, possibly 10-20 minutes. Once alert, it is very important
that you be given some juice or fast acting sugar, followed by a long acting carbohydrate source.
Nausea and vomiting are common side effects and can last up to 24 hours. Your family physician

or diabetes team should be contacted, as you may need to adjust in your insulin dose.

*Adapted from the BC Children’s Hospital handout “Glucagon for Severe Hypoglycemic Reactions”
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The use of Glucagon during
Intercurrent Dness

Rationale:
During a time of illness, especially with vomiting and diarrhea, your blood sugar may fall to
dangerously low levels.This often requires that you may need to go to the emergency room to be

put on an IV with glucose.Tiny amounts of glucagon given like insulin can keep the blood sugar up

without causing vomiting and may be able to prevent a trip to the hospital.

How to use Glueagon

1.

2
3.

Dilute the glucagon in the usual fashion.*

Using an insulin syringe draw up 15 units.

Inject the glucagon under the skin like insulin.
Check the blood sugar in 30 minutes. It should have risen.
You may repeat the injections every 2 hours if the blood sugar falls too low again.

If after 3 injections the blood sugar drops too low, go to the nearest hospital emergency room
foran LV.

If you are not nauseated, continue to drink small amounts of sugar containing fluids.

*Once prepared glucagon may be stored in the refrigerator for up to 12 hours.
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