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Hello, my name is Angela Brisson. Thank you for joining me as I present my

DNP project on Improving Health Care Transition Planning in Pediatric
Primary Care.
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Introduction

Background

Health care transition (HCT): Moving
from pediatric, adult-supervised care to
adult-oriented care

HCT planning (HCTP): Facilitating the
HCT process via developmentally
appropriate care

HCT/HCTP goals: Promoting adolescents
and young adults’ (AYAs) self-management
and healthcare utilization skills

For AYAs, health care transition is the purposeful and planned process of
moving from pediatric, adult-supervised care to adult-oriented care.

The primary goal of HCT and HCTP is to ensure that AYAs receive
developmentally appropriate care that supports the acquisition of the
knowledge and skills necessary for success in an adult model of care.



Introduction

Problem Description 27.6% CSHCNs
24.3% Non-CSHCNs

National Survey of Children's Health,
2018-2019

22.9% CSHCNs

16.9% Non-CSHCNs

Children with Special Health Care Needs (CSHCNs) ages 12-17

Published studies suggest that a lack of structured HCTP is associated with
adverse health outcomes including discontinuity of care and limitations in
health and wellbeing.

AYAs with special health care needs, including chronic illnesses, are
particularly vulnerable to adverse health outcomes in the absence of effective
health care transition planning.

The National Survey of Children's Health data, which reports on the
percentage of adolescents who receive the services necessary to make the
transition to adult health care, shows that both nationally and locally,
adolescents with and without special health care needs do not receive optimal
HCTP.

In Vermont, as few as 27.6% of adolescents with special health care needs and
24.3% of those without special health care needs received recommended care
and services.



]
Available Knowledge

HCT Outcome Evidence

Systematic Reviews

Population Health:
e Increased care adherence
® Increased self-management
® Decreased morbidity, mortality

Consumer Experience:
e Increased patient satisfaction
® Decreased barriers to care

Care Utilization
(Cost of Care)

Care Utilization:
e Increased adult care attendance

e Decreased emergency department use
e Decreased rates of hospitalization

(Gabriel et al., 2017; Schmidt et al., 2020)

Recent systematic reviews have found that structured pediatric-to-adult HCTs
result in statistically significant positive outcomes aligned with the Triple Aim
of health care.

Ongoing research is also needed to determine which HCT interventions are
most efficacious.



Rationale

Establishing a Transition

Theoretical Framework and Care Policy/Guide

Got Transition's Six Core Elements of
Health Care Transition™ 3.0 model

Tracking and monitoring
progress

Jones et al., 2019
e Six Core Elements model Administering Transition

implementation in seven large Readiness Assessments

healthcare systems
Transition planning for

White et al., 2018 adult care
o Clinical report on transition endorsing

the Six Core Elements model Transfer of care to an
adult provider

McManus et al., 2015
e Six Core Elements model pilot project

=)}

This evidence-based practice project's underlying framework is Got
Transition's Six Core Elements of Health Care Transition™ 3.0 model.

This model is a structured process for transition aligned with the 2011 and
2018 clinical reports on transition and is endorsed by the American Academy
of Pediatrics.

The Six Core Elements framework applies to all AYAs, including those with
disabilities and chronic health conditions. The framework has been tested
using QI methodologies in multiple pediatric clinics from rural, suburban, and
urban sites across the United States.

McManus et al.’s pilot project and a recent QI project by Jones et al., suggests
that the Six Core Elements framework is an effective transition process that is
likely to be successful across various regions and patient populations.



Purpose & Aims

Purpose Aim
Improve HCTP for AYAs in pediatric Improve a pediatric office’s ability to
primary care educate AYAs and parents/caregivers on

the practice’s approach to HCT/HCTP

The purpose of this project was to improve a pediatric primary care office’s
ability to provide evidence-based transitional care by using the Six Core
Elements model to inform a clinical practice change.

This project aimed to improve a pediatric office’s ability to educate patients
and families on the practice’s approach to HCT and transition planning.



]
Methods

Context

Setting:
e Provider-owned, pediatric primary
care office in rural Vermont
® ~2,500 patients
® AYAs ages 13 through 23

Participants:
e HCT specialist/DNP student
e Health care providers (n=4)
e AYAs (n=7)
e Parents/caregivers (n=4)

This project took place at a pediatric primary care office in rural Vermont,
which provides care for approximately 2500 patients from birth to age 23.

Participants included the office’s pediatrician and three family nurse
practitioners, and patients and families recruited to participate in the
intervention.

Before engaging in this project, providers were not familiar with the Six Core
Elements model.



Intervention

The Six Core Elements model was used to
guide the development and dissemination
of a Transition and Care Policy/Guide
(TCP/G)

TCP/G Development
Plan-Do-Study-Act (PDSA) Cycles
® 9/18/2020 - 12/23/2020

TCP/G Dissemination

Annual Wellness Exams for Ages 14-23
e 12/23/2020 - 2/22/2021

For the intervention, the Six Core Elements model was used to guide the
development and dissemination of a Transition and Care Policy/Guide.

This policy describes a practice’s approach to health care transition. It is
intended to be shared with patients and families as a form of education and
anticipatory guidance starting early in adolescence and regularly reviewed as a
part of ongoing care.

It was anticipated that the policy would support providers’ ability to educate
patients and families on the practice’s approach and support the provision of
transition-related anticipatory guidance.

The policy was modeled after Got Transition’s sample tool and further
developed with input from patients and families over the course of four PDSA
cycles.

The finalized policy was disseminated to patients ages 14 to 23 during annual
wellness exams during which providers were encouraged to review the policy
with patients and their families if present.



Measures

PDSA Feedback Forms
e Open-ended feedback

Retrospective Chart Review
e Number of AYAs given TCP/Gs
e Completion rate

Post-Intervention Questionnaire
e Likert-type questions

e Open-ended feedback I
Got Transition’s Current Assessment of

Health Care Transition Activities

e Implementation level, scored 1 (basic)
to 4 (comprehensive)
e Combined score

PDSA feedback forms included open-ended questions to measure whether the
policy increased patient and families’ knowledge of the practice’s approach to
health care transition.

The retrospective chart review identified the number of patients given the
policy and the percentage of patients who completed the policy’s modified
health care transition readiness assessment.

The health care providers’ post-intervention questionnaire included likert-type
and opened-ended questions to measure whether the policy improved their
ability to educate and provide anticipatory guidance.

Got Transition’s Current Assessment of Health Care Transition Activities tool
measured the practice’s level of implementation of the Six Core Elements
model pre- and post-intervention.



]
Analysis

PDSA Feedback Forms
e Thematic analysis

Retrospective Chart Review
e Descriptive statistics

Post-Intervention Questionnaire
e Descriptive statistics
e Thematic Analysis

Got Transition’s Current Assessment of
Health Care Transition Activities
e Descriptive statistics

Thematic analysis was used to draw inferences from qualitative data generated
from the Plan-Do-Study-Act feedback forms and post-intervention
questionnaire.

Descriptive statistics were used to draw inferences from quantitative data
generated from the retrospective chart review, post-intervention
questionnaire, and Got Transition’s Current Assessment of Health Care
Transition Activities tool.



Ethical Considerations

Voluntary Participation
e Health care providers
® AYAs and parents/caregivers \ l V4

Data Privacy
e HIPAA compliance
e Anonymous questionnaires
e Data de-identification

IRB Review and Approval
e Quality improvement
® Research exempt

Patient and family participation in this project was voluntary, as was the
clinical practice staff's involvement.

All aspects of this project were HIPAA compliant. Providers completed
questionnaires anonymously.

UVM’s Self-Determination Tool deemed this project to be quality
improvement, and thus IRB review and approval were not required.
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Results

PDSA Feedback Forms
e Increased knowledge of HCT/HCTP,
86% (n=6)

Retrospective Chart Review
® AYAs ages 14 to 17 (n=20), 75%
completion
e AYAs ages 18 to 23 (n=20), 100%
completion

Current Assessment of Health Care
Transition Activities
e Core Element 1, Level 1> Level 4
e AYA and Parent/Caregiver Leadership,
Level 1 - Level 2
e Combined score, 8/32 > 12/32

86% of patients and families who provided feedback on the final version of the
policy felt it increased their knowledge of the practice’s approach to health
care transition and transition planning.

During the 8-week dissemination period, the policy was given to 20 patients
ages 14 to 17 and 20 patients ages 18 to 23

75% of patients ages 14 to 17 and 100% of patients ages 18 to 23 completed the
policy’s Readiness Assessment.

Following the intervention, the practice received full points in the area of
"Transition and Care Policy Guide" showing successful implementation of the
first core element of the Six Core Elements model.

The practice also made progress in the area of “Youth/Young adult and
Parent/Caregiver Leadership”, moving from Level 1 to Level 2 in this domain.
The overall score increased by 4 points following the intervention.



Post-Intervention Questionnaire
TCP/G Ages 14 to 17

67%

Supported providers’ ability to educate
® 67% (n=2) “agreed”
® 33% (n=1) “neutral”

Supported the provision of anticipatory
guidance
® 67% “agreed” (n=1) or “strongly
agreed” (n=1)

Post-Intervention Questionnaire
TCP/G Ages 18 to 23

100%

Supported providers’ ability to educate
® 100% “agreed” (n=2) or “strongly
agreed” (n=1)

Supported the provision of anticipatory
guidance
® 100% “agreed” (n=2) or “strongly
agreed” (n=1)

® 33% (n=1) “disagreed”

The post-intervention questionnaire had a 75% completion (n=3) rate among
providers.

Compared to before using the policy, 100% of providers were more likely to
discuss health care transition during annual wellness visits.

67% of providers agreed that the policy for ages 14 to 17 supported their ability
to educate on the practice’s approach.

67% of providers agreed or strongly agreed that the policy for ages 14 to 17
supported their ability to provide anticipatory guidance.

100% of providers agreed or strongly agreed that the policy for ages 18 to 23
supported their ability to educate on the practice’s approach.

100% of providers agreed or strongly agreed that the policy for ages 18 to 23
supported their ability to provide anticipatory guidance.



Post-Intervention Questionnaire Post-Intervention Questionnaire
Readiness Assessment Ages 14 to 17 Readiness Assessment Ages 18 to 23
Helped to identify HCTP needs and Helped to identify HCTP needs and
priorities priorities
® 33% (n=1) “agreed” ® 100% “agreed” (n=2) or “strongly
® 67% (n=2) “neutral” agreed” (n=1)

The HCT Readiness "I was able to find 2-3

Assessment for this patients for whom

age group "..did not planning was a priority
regularly stem a and was able to help

discussion." hel;fzisfor « more them find a new
adolescent helpful practice.
visits...." for 18+

visits...."

Only 33% of providers agreed that the policy’s readiness assessment helped
identify health care transition planning needs and priorities for adolescents
ages 14 to 17.

100% of providers agreed or strongly agreed that the readiness assessment
helped identify health care transition planning needs and priorities for AYAs
ages 18 to 23.



Discussion

Summary

TCP/G Intervention
e Improved practice’s ability to provide
evidence-based transitional care
e Supported providers’ ability to educate
and provide anticipatory guidance
e Helped providers to identify HCTP
needs and priorities

Strengths
® AYA and parent/caregiver leadership

In summary, by developing and disseminating the policies, the practice
improved its ability to provide evidence-based transitional care.

The policies supported providers’ ability to educate patients and families on
the practice’s approach to health care transition and transition planning and
supported the provision of related anticipatory guidance, particularly among
patients ages 18 to 23, thus meeting the aims of this project.

An unanticipated outcome was the incorporation of the Readiness Assessment
which was found to help identify needs and priorities of transfer age-youths,
ages 18 to 23.

A strength of this project was its involvement of patients and families during
the policy’s development. By eliciting direct patient and family feedback, the
policy evolved from merely a passive educational document into an interactive
tool with the ability to enhance patient, family, and provider engagement in
conversations about health care transition and transition planning.



Discussion

Interpretation

TCP/G Intervention
e Improved HCTP for AYAs via
increased engagement in HCT/HCTP

conversations

Intervention Outcomes
e Congruent with previous research
(Jones et al., 2019).
e Insight into impact at provider level

While the policy on its own was found to improve patients' and families’
knowledge of the practice's approach, a more significant benefit may lie in its
ability to support patient, family, and provider engagement in direct
conversations about health care transition and transition planning.

The policy serves as a primer for patients and families by 1) increasing their
awareness of health care transition and its associated developmental tasks and
2) encouraging patients to reflect on their perceived level of importance and
confidence in achieving the associated developmental tasks.

By increasing patients' and families’ awareness of health care transition and
AYA’s progress towards achieving the self-management and health care
utilizations skills necessary for success in adult health care, providers can help
patients and families set mutual goals and develop a plan of care.

Quality improvement projects utilizing the Six Core Elements model have
reported similar outcomes in implementing a structured transition process
that included developing and disseminating a transition policy.

Unlike the quality improvement project at hand, previous studies have not
assessed the policy intervention's impact on patient care from the provider or
patient perspective. The outcomes of this project provide new insight into the



policy’s ability to support education and the provision of anticipatory guidance
related to transition and shed light on providers’ experiences with utilizing the
policy to facilitate conversations regarding transition planning during patient
encounters.



Discussion

Limitations

Sample Size
e Impact of TCP/G on educating,
providing anticipatory guidance
e Impact of Readiness Assessment on
identifying HCTP needs/priorities

Generalizability
o Age limits in pediatric care

This project's limitations include its small sample size, which may have
impaired providers' abilities to determine the impact of the policy on
educating, providing anticipatory guidance, and identifying health care
transition planning needs and priorities, particularly among the younger age

group.

Additional limitations include this project's generalizability to other pediatric
primary care sites. This study's results pertain to a single pediatric practice in
a rural setting where patients may remain in pediatric care well beyond 18. It
is unclear whether allowing patients to stay in pediatric care through age 23 is
commonplace in Vermont or rural areas.



Discussion

Conclusions

Implications
e Validation as a means to improving
HCTP in pediatric primary care

Sustainability
e TCP/G evolution alongside practice's
approach to HCT/HCTP
e Continued AYA and parents/caregiver
leadership

Future Directions
® Readiness Assessment data
® AYAs' common concerns or questions
related to HCT/HCTP

This project provides an example of an evidence-based practice change that
can be implemented in a relatively short amount of time using a small,
interdisciplinary project team inclusive of the patients and families.

To ensure sustainability, practice stakeholders and patients and families
should review and revise the policy as applicable. The policy should evolve
alongside the practice’s approach.

Future research is needed to determine patients’ common concerns or
questions related to transition. Patients’ responses to the policy’s Readiness
Assessment should be used to inform subsequent quality improvement
projects aimed at improving the practice’s ability to provide optimal
transitional care.
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TCP/G Ages 12 to 23

Cycle 1 - Revisions:
CYCIe 1 14-year-old male and both ® Increased lower-end of age range
® Separated age groups

parents/caregivers
® Added Readiness Assessment

TCP/G Ages 14 to 17 TCP/G Ages 18 to 23

CyCle 2 15-year-old female and
: 19-year-old female
parent/caregiver

No Revisions No Revisions
1 1

| I 23-year-old female |

Cycle 3 I 16-year-old male

I
No Revisions No Revisions

Cycle 4 .
16-year-old female Same parent/caregiver 21-year-old male

TCP/G Finalized TCP/G Finalized




[ |approach to Health Care Transition — Ages 14-17

Health care transition is the process of getting ready for health care as an adult.

During childhood, your parents/caregivers usually help with your health and health care needs.
They callfor appointments, fill out forms, and keep track of medications. As you get older,
ing those needs b your ibil

Starting at age 14, we will work with you and your parentsicaregivers to prepare you for what
adultcare will be like. We will spend time during visits without your parent/caregiverin the room
to let you practice being independent. We will also help you develop important skills for
managing your health and health care needs.

To get ready for health care as an adult, you should:

* Learnaboutyour health conditions, medications, and allergies

* Learn aboutyour family medical history
Learnwhat to do in case of an emergency and how to get care when needed
Practice calling for appointments and filling outforms
Practice explaining your health needs to others and seeing the provider on your own
Practice keeping track of medications and asking for refills
Know that when you turn 18, you will have full privacy in your health care and will be
responsible for making your own decisions

Starting at age 18, we will care for you as an adultwhile you prepare to transition to an adult
healthcare provider. We will work with you to decide when this transition should occur.

Pationt’s name Date of birth Today's date

loase circlo th feel

How important is it to you to manage your own health and health care?

4 <
B |1 2 3 | s € |7 8 |9 By
How confidant do you fael about your ability to manage your own health and health care?

[ 2 |3 |4 s 6 |7 8 la | 38,

What questions or concerns do you have about managing your own health and health care needs?




I:IAwouch to Health Care Transition — Ages 18-23

Health care transition is the process of getting ready for health care as an adult.

Starting at age 18, we will care for you as an adult. We will only discuss your private health
information with others if you agree. Many adolescents and young adults choose to involve their
parents/caregivers in their health care choices. You will need to sign a consent form to let others.
be included in your care.

We will work with you to decide when is the best age to move to an adulthealth care office. We
ssuggestthis move take place before age 22. However, you can continue to be a patientat

luntil age 24. When you are ready, we will help you find an adulthealthcare
provider and make sure they receive your medical records.

To get ready to transition to adultcare, you should:

Continue to learn about your health and health conditions

Continue to develop skills for managing your health and health care needs

Continue to have yearly physical exams and follow-up visits for your health conditions
Talk to your provider aboutyour transition to

Talk to your healthcare provider aboutyour i

Ask your healthcare providerto talk to you aboutthe transfer process

Patient’s name Date of birth Today's date

& PA the foelnow.

How important is it to you'to prepare for/transfer to a healthcare provider who cares for adults?

9 [1 2 3 |4 B € |7 8 lo 10

ot _ very
How confident do you feel about your ability to prepare foritr to a healthcare pr for
adults?

) 2 3 |4 5 & |7 8 la 10

ot ey

What questions or concerns do you have about transferring to a healthcare provider who cares for adults?




