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Why did you choose this session?

• What do you hope to learn? 



Background: the Roadmap 
Initiative



Partnering with Patients and Families to Advance Quality
September 2016



65% of pediatricians, including subspecialists, 
surveyed by the American Academy of Pediatrics 
indicated that they lacked training in recognizing 

and treating mental health problems. 



Current child health systems 

have responded vigorously to 

the physical health 

challenges of chronic 

childhood disease but less 

consistently to the 

challenges of proactively 

supporting the wellness of 

patients and families  



Roadmap’s Goal 

Increase the resilience and emotional health of children 

with chronic conditions and their families by: 

• Raising awareness among patients and families to 

‘validate’ stress and promote self-care

• Raising awareness among clinical teams to address 

these issues and provide support

• Providing resources and connections for clinicians 

and families

“Many times, we don’t 

want to appear to need 

emotional help because 

we don’t want to appear 

to be unable to care for 

our child…we want to 

seem to have our act 

together even though 

we may only be holding 

on by a thread.”



This brief video highlights the power of four simple words.

https://www.youtube.com/watch?time_continue=1&v=n3j82_1ZTDw


Reflections



Addressing emotional health needs of 
patients and families with chronic 

conditions is important, evidence-based 
and feasible



Academic Pediatrics 2019 19, 44-50DOI: (10.1016/j.acap.2018.10.001) 

Nearly twice as many youth with CMCs had 

documented mental health diagnoses compared 

to healthy youth

Similar rates of documented substance use 

diagnoses in youth with CMCs compared to healthy 

youth

Academic Pediatrics 2019 19, 44-50DOI: (10.1016/j.acap.2018.10.001) 

Nearly twice as many youth with CMCs had mental 

health diagnoses compared to healthy youth

Similar rates of substance use diagnoses in youth 

with CMCs compared to healthy youth



Importance

• …that’s only among those with documented mental health and 
substance use diagnoses.

• Youth and young adults with chronic medical conditions (ages 0-26) 
and co-occurring mental health or substance use disorders had 
annual insurance payments 2.4 times larger than those with a 
chronic medical conditions only (Perrin et al., 2019)

Academic Pediatrics 2019 19, 44-50DOI: (10.1016/j.acap.2018.10.001) 



Evidence-base

• Adherence and self-management
– Nonadherence is related to increased health care utilization and poorer 

health outcomes across youth with CMCs

– Effective interdisciplinary adherence promotion interventions improve 
patient QoL and family-level outcomes and decrease healthcare utilization 
(McGrady & Hommel, 2013)

• Mind-body connection
– Symptoms of anxiety and depression are associated with increased 

patient-reported symptoms and poorer health outcomes across several 
pediatric CMCs (e.g., IBD, type 1 diabetes, asthma, cystic fibrosis)

Pediatrics 2013 132, 730-40 DOI: (10.1542/peds.2013-1451) 



Feasibility

• Psychosocial screening standards in specialty clinics and disease-
specific resources

– Type 1 diabetes, inflammatory bowel disease, cystic fibrosis, oncology

• Pediatric patient-centered medical homes (Kazak et al., 2017)

– Leads to improved health outcomes, enhanced patient and provider 
experiences, and reduced costs associated with unnecessary hospital and 
ED visits

American Psychologist 2017 72, 13-27 DOI: (10.1037/a0040411) 



What we have learned

• You don’t have to be a mental health professional to make a 

difference. 

• Begin the conversation early

– Support regular self-care: sleep, exercise, unplug, mindfulness 

• Use ongoing surveillance as well as screening at specific ages to 

identify and help those at risk. 

• Develop a list of resources/referrals (and gaps)

SELF CARE



Resources



https://www.abp.org/foundation/roadmap



We’ve developed resources you can use…



Change Package

Concrete, useful tools & strategies



“Drivers” to support resilience and emotional 
health

1. Patient/family and clinician awareness 

2. Care team clinician knowledge, know-how, and confidence

3. Patient/family resilience fostered

4. Peer-to-peer support

5. Surveillance/assessment/screening is built into visit and family 
workflows

6. Resources are available and accessible





Framework



Example Conversations



“I haven’t really asked

patients or families

about emotional health.

How do I start?”

“Our center is going to start 

annual anxiety and depression 

screening for teens. How should 

we explain this to patients and 

families?”



• Each conversation includes

– Components of the conversation

– A sample “script”

– Considerations and reminders 

• Developed in consultation with 

patients, parents, and health 

professionals

• Not condition-specific and are 

suitable for a variety of chronic 

conditions

About the Example Conversations 



Slide set introducing the Example 
Conversations



Getting started and staging

• Identify your “team”

• Provide background to understand importance of emotional health 

of patients with chronic conditions and their families

• Identify resources and potential referral sources

• Build confidence and capability of clinical team

• Integrate surveillance & screening into clinic flow



Putting Roadmap resources 
to use in your setting

Practice with the Example Conversations



• With a parent/caregiver of a young 

child with a newly diagnosed chronic 

condition

• With a young teen and a 

parent/caregiver about a newly 

diagnosed chronic condition

• At a routine surveillance visit with an 

established patient/family

• Introducing depression screening for 

young teens with a chronic condition

Example Conversations…



Using the 
Example Conversations

Discussion



Putting Roadmap resources 
to use in your setting



We’ve developed resources you can use…

and we’re not done!



Getting started and staging

• Identify your “team”

• Provide background to understand importance of emotional health 

of patients with chronic conditions and their families

• Identify resources and potential referral sources

• Build confidence and capability of clinical team

• Integrate surveillance & screening into clinic flow



Putting Roadmap resources 
to use in your setting

Discussion



Questions?
Thank you!


