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Background and Purpose

Patients and families with chronic conditions cite
emotional health as one of their top concerns.
The Roadmap Project began with a request from

three parents of children with chronic conditions
to the American Board of Pediatrics:
"Please create a roadmap to improve the
emotional health of our children."

For children and adolescents, the stress of living with a
chronic condition can lead to anxiety disorders’
exacerbations in their conditio;xg, challenges in self-
care and treatment adherence, and delays in reaching
developmental milestones® Further, these effects can
persist long term, with associations between childhood
chronic physical illness and adult depression and

. .5
anxiety.

Chronic conditions in children can also have substantial
negative impact on the physical and emotional health
of family members, including parentse'gmd siblings?
Parent psychological distress is a risk factor for poorer
outcomes in youth with a variety of chronic medical
conditions, and parents have significant potential to
positively or negatively impact their child’'s adjustment
to chronic illness. gSiinngs of children with chronic
conditions may experience psychological, academic,
and peer-related difficulties at sche:)c:al.lD

While there have been numerous successful efforts to
improve the physical care of pediatric patients living
with chronic conditions, there has not been the same
focus on enhancing emotional health. Despite evidence
that emotional health impacts health outcomes, current
pediatric trainees do not report high
competence in the assessment and treatment of
children with emotional health concerns.n]n a 2020
survey completed by 4,121 subspecialty pediatric
fellows, 56.4% of pediatricians surveyed reported they
were interested in addressing the emotional health
concerns of children with chronic conditions. However,
only 20.5% reported they had the competence to treat
children and adolescents with emotional health
concerns. .

levels of

“My son Jake has critical congenital heart
disease. In 23 years of complex care at a
top-notch hospital, I don’t ever remember a
doctor asking Jake or myself how we were
coping emotionally. But there were many
times when my husband and I, and Jake,
were not coping well. And although Jake
has half a heart, the mental health struggles
have been the more painful parts of our
journey in many ways. It’s not enough that
Jake has survived ... he needs to thrive.”

-Diane Pickles, parent

The Roadmap Project was established by the
American Board of Pediatrics Foundation with support
to The James M. Anderson Center for Health Systems
Excellence at Cincinnati Children's Hospital; additional
support has been provided by the David R. Clare and
Margaret C. Clare Foundation. The aim of the
Roadmap Project is that patients with chronic
conditions and their families receive proactive support
from clinical teams to foster emotional health."* Our
tools and resources exist to support clinicians in
building the awareness, understanding, and
confidence to acknowledge and address patient and
family emotional health needs.
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How was this
Change Package
Developed?

The strategies described here are informed by
expert opinion and experience of patients,
parents, and clinicians, including psychologists.
Many, but not all, have been tested in a group of
clinical practices. This document should be seen
as a beginning ‘toolkit’ providing strategies and
ideas for those looking to start working in this
area. We expect that it will be a living document,
expanding and improving as new resources and
strategies are added.

"As a clinician in a subspecialty, it is often easier to
focus on ‘your disease,’ but failure to acknowledge the
emotional toll of chronic disease on patients and
families undermines the achievable and ideal treatment
success. | did not think | had time to incorporate another
) ) ‘screening’ into my clinic visits, but | learned it does not

Who is this Change PaCkage for? have to be perfect — it just needs to be authentic.
Normalize the emotional stress, ask how they are
feeling, pause to allow an answer, and then keep asking
every visit. Listening is an intervention itself, so just start
asking. It may be one of the most important elements of
care you provide to your patients.”

The target audience for this Change Package is
clinical teams working to improve care for
patients and families living with chronic pediatric
conditions, including clinicians, improvement
specialists, social workers, psychologists, Aliese Sarkissian, MD
patients, and parents. This is typically University of North Carolina at Chapel Hill
subspecialty pediatricians and trainees, although
general pediatricians will find the resources and
change ideas useful. Providing excellent and
equitable emotional and mental health support

requires multi-disciplinary collaboration.
Pediatricians and pediatric specialists "When YOU, as the provider, are the one to start the

participating on these teams may not provide the conversation and bring up guestions around mental
health, anxiety, depression — this normalizes talking

primaty therapeutic strategags bUt.mUSt _be, ) about mental health. This is such important modeling
knowledgeable and supportive of interdisciplinary from a caring adult.”

efforts.14

Johanna Bergan,
patient voice and former Executive Director of
Youth MOVE National
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What is the Work Ahead?

Embedding ongoing assessment of emotional health needs into each clinical encounter will require that
individual practices intentionally embed process and system changes. A Comprehensive Plan to Guide
Your Efforts is summarized on the following page and described in detail throughout the remainder of
this document. The changes you and your team make will fall within four categories, which we call “key
drivers” of improvement. You will self-assess to know where to get started, and then progress
sequentially through the key drivers based on the context of your team and institution.

N7,

RAISE
NARENESS
about the emotional
impact of living with
a chronic condition.
IDENTIFY
’ RESOURCES
and make them
available (e.g. peer-
to-peer, therapeutic
support, and patient
and family crisis
plans).

THE ROADMAP PROJECT

Improving the emotional health of children, adolescents,
and young adults with chronic conditions and their families.

LEARN MQRE AT WWW.ROADMAPFOREMOTIONALHEALTH.ORG

DEVELOP
SKILLS
and confidence to
address emotional
health.

BUILD
SURVEILLANCE
and assessment into
routine clinical
processes.

The Roadmap Project is supported by the American Board of Pediatrics Foundation and the David R. Clare and Margaret C. Clare Foundation.

1. Develop awareness and understanding of the
significant impact of emotional health on
patient and family functioning: Clinicians and
their support staff must first understand that
emotional health is important and tightly connected
to physical health. They have a unigue role to play
in the validation and assessment of the emotional
health needs of patients with chronic conditions.

2. Identify support resources and make them
available: Patients will often need help connecting
to numerous kinds of resources, which range from
self-care to peer communities that can help
patients feel supported and less isolated to
therapists when they need professional help.

3. Develop knowledge, know-how, and
confidence in discussing emotional health:
Patients want their subspecialty clinicians to feel
comfortable assessing and addressing emaotional
health concerns because they develop long-term
relationships with their subspecialty providers. While
patients don't expect subspecialty providers to be
perfect in how they inquire about emotional health,
being able to initiate discussions about emotional
health is an important skill.

4. Build surveillance and assessment of
emotional health into routine visit workflows:
Practice settings that are effectively assessing
patients and family members for emotional health
needs start early, ask often, and build these
approaches into their systems, from clinic workflows
to billing strategies.

Your work will need to encompass all four of these key drivers to successfully assess and address
the emotional health needs of all patients and their families in your practice and, ultimately, across
the clinical setting in which you practice. You might already do some of the changes suggested
below, in which case you will be able to progress to others. The key drivers describe the ‘what’ that
must be in place across practice settings that are effectively assessing emotional health needs of
their patients. This Change Package depicts some of the ‘how’ to get there.

The Roadmap Project
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Step 1: Self-Assess Your
Readiness Using the Readiness
Checklist

Rationale: The Roadmap Project has
identified several activities or “pre-cursor
tasks” for clinical teams and their practice
settings to effectively have conversations to
assess and support emotional health for
patients and families with chronic pediatric
conditions. This Checklist tool is designed to
help a practice setting assess readiness for
including emotional health as a routine part of
excellent and equitable care.

Suggested frequency: Complete the
assessment at three points in time: (1) before
beginning work (baseline), (2) at the midpoint
in time based on your stated aim (to be
completed in Step 3), and (3) on the stated
date of your aim.

Instructions: Complete the checklist as an
individual. If you are working with a team,
then come together as a team to discuss your
self-assessments. Ultimately, agree on one
score per team.

Interpretation: Scores are not meant to be
tallied. Rather, they are intended to suggest
opportunities for improvement. Items self-
assessed as a 0 (not currently) and 1
(developing or testing) are indicators that
teams will want to consider improvement
changes related to these topics. With active
efforts to make improvements, sites should
expect to see progress towards self-
assessing as a 2 (part of my individual
practice) and 3 (across the clinical setting in
which | practice). The Readiness Checklist
components (a-f) align with the Roadmap Key
Driver Diagram.

CLICK HERE TO COMPLETE THE
READINESS CHECKLIST

Step 2: Collect Simple Baseline Data

Measure: Percent of visits with assessment of
patient and/or family emotional health

Rationale: Improvement in the percentage of visits
in which children with chronic conditions and their
families’ emotional needs are assessed is the
primary outcome of interest.

Suggested frequency: At baseline and monthly
thereafter.

Instructions: Sample 10 charts each month of
patients seen by providers participating in
improvement efforts. We recommend 10 charts per
month, although even a handful will help your
improvement efforts. For each chart, assess the
following:
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Was the emotional health of the patient and/or family assessed
during this visit? Select all that apply:

D Not assessed

D Documented discussion with patient and/or family to verbally
assess emotional health and quality of life (e.g., mental health and
psychological wellbeing, physical activity, sleep, family life, quality of life,
coping, social support, school or work functioning, pleasurable
activities/interests/hobbies)

Used screening tool (e.g., PROMIS®, anxiety, depression,
QOL, etc.)

If you responded yes to #3 (used screening tool), was there documentation that the
results of the screening were discussed with patient and/or family?

Yes

No

Interpretation: Calculate the percent of visits each month in which patient and/or
family emotional health is assessed. Numerator: total number of charts with 2
(documented discussion) or 3 (used screening tool) scored. Denominator: Total
number of charts assessed.

Step 3: Set an Aim

Template:
Instructions: Complete the blanks to set your aim.

By [insert date], practice will improve % (baseline) to % the

number of visits in which children with chronic conditions and their families’
emotional needs are assessed.
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Step 4: Conduct PDSA Cycles

A Key Driver Diagram to Guide Your Efforts

A key driver diagram for improvement efforts in this area is included on the next page. While individual
clinicians will likely identify additional drivers and changes that could lead to improvement in their specific
environments, this is intended to help clinical teams get started thinking about choosing changes to test
that are most likely to lead to improvement.

Following the driver diagram is a range of specific possible changes to optimize emotional health for
pediatric patients and families living with a chronic condition. This list was developed based on review of
literature and other evidence, and with ideas and input from chronic condition-focused Learning Networks,
and parent and patient partners.

The changes are organized according to the key drivers included in the key driver diagram to help
individuals and improvement teams decide what to try based on the area of focus they would like to
address. There is sequencing built into the key drivers, but you should also factor in how you self-
assessed in each of the driver areas to determine where you want to get started. Many of the changes will
need to be customized to meet the needs of specific populations of patients and families.

&) The

,>,' . Roadmep Supporting Emotional Health for Children and Adolescents
Project with Chronic Conditions and Their Families
Potential Change Strategies
» Review patient and family stories that acknowledge the stresses of living
with/parenting a child with a chronic condition
Kex Drivers o Video: How are you Doing?*
Global Aim o Manuscript: A Roadmap to Emotional Health for Children and
R A Families with Chronic Pediatric Conditions*
Patients and their families 1. Develop awareness ' | . Increasalta:arenass of the emotional health stresses for marginalized
bl i ? . communities
i s i > Video: The Impact of Being Black While Living with a Chronic
support to promote Condition*
emotional health, including o Manuscript: The impact of being Black while living with a chronic
assessment and care for condition: Inpatient perspectives”
emotional health, as a
routine part of care for « Develop a list of resources of emotional health support services; keep it updated
chronic conditions. o Tool: Developing a Resource List*
2. Identify resources; « Develop a crisis plan for mental health emergencies for patients and families
Specific Aim (exampl make them available « Integrate psychosocial professionals (when available)
« Refer patients and families to peer support groups and peer mentoring programs
By June 2024, practice » Offer resources regardless of whether they have been identified as at-risk
willimprove __% from « Introduce resources at multiple time points; patients/families may not be ready at
baseline the number of visits == first
in which children with
Sawotiic sondtions and tax « Complete the ABP Continuing Certification Part 2 activity: Emotional Health and
families’ emotional needs Resilience for Patients and Families with Chronic Pediatric Conditions
are assessed. 3. Develop knowledge, « Learn and practice the Normalize, Ask, Pause, Connect technique for starting
: knicehow,.and ' s discussions about emational health
. © Video: How to Feel Comfortable Starting Discussions about
Population confidence Emotional Health*
» Use guides: Talking about Emotional Health: Example Conversations®
Patients and families living » View Roadmap videos: Talking about Emotional Health*
with pediatric chronic
conditions. « Include emotional health as a review of systems item during pre-visit planning
and team rounds
4. Build surveillance and « Introduce assessment of emotional health to patients and families at the time of
assessment into routine diagnosis so it becomes part of expected visit routine
visit workflows « Provide opportunities for patients / families to express emotional health needs:

o “What Matters Most” or “What do you want to talk about today?” cards
o Space on intake form

*These resources are available on The Roadmap Project’s website [E]¥%%;[E]
%
=
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Step 5: Continue to Test and Measure

Continue to test and measure ways to embed discussions about emotional and equitable health
into your daily care. Collect additional measure data and repeat the Roadmap Readiness
Checklist. Expand your successful PDSA cycles and implement successful changes. Ensure that
your measure data supports the effectiveness of the changes as you move to implementation.

L e e

whesasan sty ROADMAP PATHWAY

e
R
saw

e

Develop Knowledge & Confidence
+ Initiate discussion of emotional health at time of diagnosis

= Validate the stresses of living with a chronic condition Build assessment & surveillance

« Initiate conversations at every visit into routine visit workflows

* Recognize listening as an intervention * Develop a process for every

* Make connections to therapy clinical encounter

* Discuss assessment results at
routine visits

* Bill for your time

* Use team huddles and meetings
to improve your approach

Raise Awareness

* Understand the prevalence

= Highlight challenges for patients with data
and patient stories

+ Use team huddles and meetings to highlight
the importance

= |dentify and address personal and clinical
team barriers

e

Identify Resources
« Develop alist of peer-to-peer resources
= Connect patients and families to information
* Help patients and families find a therapist
+ Develop acrisis plan for mental health emergencies
* Integrate psychosocial professionals

T e T T T T T T LR

“awa

= e e
ORI I
ORI
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Key Driver 2: Identify Resources, Make Them Available

Providing a list of resource options for patients and families can be helpful in identifying a therapist
when one is needed. Use the Developing a Resource List tool to create or update a list of resources
specific to your practice’s location and patient population. Ensure you have a crisis plan for mental
health emergencies for patients and for families.

Potential Change Ideas Resources

Think of peer-to-peer support as part of the For clinicians:

treatment plan. » Developing a Resource List
« Refer patients and families to peer support « Webpage: Roadmap Patient and
groups and peer mentoring programs, both Family Webpage

locally and nationally.

Develop a list of resources of emotional health
support services.
« Ask around for existing resources — you may not
need to reinvent the wheell The Roadmap
Project offers this Developing_a Resource List

overview and template to guide you.
« Organize your resource guide by audience. .
+ Include patient/parent partners in developing “Please let your patients and
materials. families know that caring for a
+ Determine how you can keep your list updated. child with chronic illness is often
« Test it out! And ask patients/and families if they a difficult journey. Please tell
were successful in using the resource. your patients and families ‘it is
okay to admit you need help.™
Connect patients and families to information Robyn Kinebrew, M.A.,
about emotional health. mother of twins with sickle cell
« Offer resources regardless of whether patients disease
and families have been identified as at-risk.
« National resources will provide general
information.
« Local resources can include support services
and names of therapists.
« Introduce resources at multiple time points;
patients/families may not be ready at first.
Be able to help patients and families find a
therapist when they need one.
« Share resources that describe how to find a .
therapist. “More focus needs to be on

proactive mental and emotional
support for improving outcomes.
There is a difference between living
and existing. We need more tools
in the toolbox as patients.”

Develop a crisis plan for mental health
emergencies for patients and for families.

« Remember to develop a crisis plan for family
members who may not be able to receive
services at pediatric facilities.

Integrate psychosocial professionals (when
available)
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Key Driver 2: Identify Resources, Make Them Available (continued)

Patients and families should have access to peer-to-peer support as a resource to make
connections. Having a community that can validate, normalize, and support patients and families
with chronic conditions holds great value.

Practice self-care For Patients and Families:

« Self-care looks different for everyone, Find a therapist or mental health professional
but some common ideas include » Considerations for Choosing a
mindfulness, meditation, sleep, exercise, Community-Based Therapist
schedule a positive activity. Apps for
mindfulness recommended by « Ifin crisis, call 988.

psychologist advisors to Roadmap
include: MindShift, Smiling Mind, Mango
Health, and Mindful Powers.

Connect with peers for support
« Your clinicians might have information
about local and national peer support
groups for your condition.

“People gravitate toward peer support because of its humanizing effect on our challenging health care
system. And we love that it provides that personal connection to better understand physical and emotional
impacts of chronic illness and it is 100% patient-centered . . . Peer-to-peer supports looks different for
everyone, but that feeling of validation and understanding by someone who has walked in your shoes —
we learn from each other and gain tools to live healthier lives as parents, patients, and siblings."
Stacey Lihn, parent of child with single ventricle heart disease and president, Sisters-by Heart
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Key Driver 3: Develop Knowledge, Know-How, and Confidence

Clinician knowledge, know-how, and confidence to make discussions about emotional health part of their
clinical relationship with patients.

Potential Change Ideas Resources

Begin initiating discussions about emotional « Use guides: Talking about Emotional
health at the time of diagnosis. Health: Example Conversations
« If a relationship is already established, describe « Video: How to Feel Comfortable
this as a practice change. Starting Discussions about Emotional
« If applicable, consider pre-natal support for Health
parents. « Read Erica Sood, PhD's_Normalize-
« Use Roadmap resources to become comfortable Ask-Pause-Connect Approach

having conversations about emotional health with
patients and families.

NORMALIZE-ASK-
Validate the stresses about living with a chronic PAUSE“CONNECT

condition. - e
« Share with patients and families that it is common ekpectad P
to feel stress and worry in their circumstances. * Set up the discussion to promote emational disclosure.

Initiate conversations about emotional héalth at
every encounter (clinic or bedside)

« Consider using the *“Normalize-Ask-Pause-
Connect” technique to start conversations (see
video).

Continue to check in over time:

« Follow up to demonstrate your investment.

« If parents don't take clinicians up on therapy
connections initially, suggest other forms of self-
care and continue to check in with them.

« Be familiar with a few things patients can do while
they deal with waitlists — for el)éample, breathing
app, gratitude app, positive event every week.

Recognize that listening is an intervention in itself.

« Listening will not solve problems, but it signals
important support to patients and families.

« Create effective communication channels by

asking “How are you doing"? Patients want to hear

this from their sub-specialty provider.

* Use reflection to communicate that the patient/family was heard
and understood.

Make connections to therapy, when appropriate T

« Validate that it is common to seek support through
the help of a therapist in these circumstances.

« Share the connection between emotional and
physical health and how support from a therapist
may be helpful.

« Explain the process for finding a therapist. If a
referral is internal, use names and communicate
confidence and familiarity.

* Connect to additional providers and resources when availab
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Key Driver 4: Build Assessment and Surveillance into Your Clinic Workflow

Routine emotional health surveillance and assessment are part of the clinic and family structure/workflow.
Begin assessing emotional health at the time of diagnosis and continue through each clinical encounter.

Potential Change Ideas Resources

Develop a process with your clinical team to
ensure that emotional health is part of every
clinical encounter.
« Begin by planning small tests of change.
« Use huddles to review strategies for individual
patients and their caregivers.
« Determine discipline specific roles for starting
the conversation with or without screening

tools, sharing resources, and referral to
resources when needed.
» Develop documentation norms in order to “I've learned that it takes little time to

- Billing Strategies to Support
Effective Emotional Health

follow patient and family emotional needs. validate the stress that families undergo ...
« Communicate all changes and welcome | have the confidence to do that now. And
feedback to improve processes. I've learned | don't have to have all the
answers in one visit!”
Establish real-time feedback and discussion of Corey Stiver, MD, Cardiologist

emotional health assessment results into
routine visits.
« Holistically address both emotional and
physical health needs.
« When needed, refer to therapeutic support.
= If a screening tool is used, provide feedback

about results to the patient and/or family. ) ) ) )
“The goal is the medical provider is

driving the discussion about
emotional health... 90% of the time
listening will be the intervention.”
Mary Pat Gallagher, MD

Bill for your time discussing and following up
on emotional health.
« Use Billing_Strategies to Support Effective
Emotional Health as a resource.

Use meetings to discuss addressing emotional
health as routine care.

« Highlight successful process testing with tips
and tools for spread to other providers,
disciplines, and healthcare teams.

« Review strategies for assessing and
addressing emotional health during huddles
and division meetings.

« Create dedicated time in team huddles for
emotional health discussions related to both
process testing and feedback for specific
scenarios.
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