
Supplemental Information

RAM RANKING METHODS SUMMARY

Rating Domains

Panelists rated the degree to which
each research topic represented the
following 3 domains:

• need and urgency, defined as the
impact of the problem underlying
the research topic on the health and
well-being of CYSHCN, the severity
of consequences, and the presence
of critical gaps in knowledge to
solve the problem;

• research impact, defined as the
ability of the knowledge gained
from this research topic to translate
to meaningful progress in 5 to
10 years and the potential to lead
to improvements in health status,
quality of care, public health, or
policy over the longer-term; and

• family centeredness, defined as
how well the research topic reflects
the experiences and priorities of
most CYSHCN and their families.

Ratings

Using a 9-point Likert scale, when
a research topic represented
a domain to a low degree, the rating
was 1 to 3 (low). Ratings of 4 to 6
reflected uncertainty, and ratings of 7
to 9 indicated high representation of
a domain.

Ranks

To convey relative prioritization, each
research topic was assigned a rank
order by the following criteria:

• rank 1: median in the high range
($7) for all 3 domains and .7 in at
least 2 of 3 domains;

• rank 2: median of $7 in all 3
domains and .7 in 1 of 3 domains;

• rank 3: median , 7 in 1 or 2 of 3
domains, or median = 7 for all
domains; and

• rank 4: median , 7 in all 3
domains or any disagreement.
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SUPPLEMENTAL TABLE 6 Multidisciplinary Stakeholder Groups Nominated to Participate in
Research Topic Development

AMCHP: Title V leaders from each state
AAP Medical Home Project Advisory Committee
AAP Council on Children with Disabilities
AAP Child Health Financing Group
Family Voices: Family-to-Family Health Information Centers and State Affiliate
Organization mailing lists

Academic Pediatric Association Complex Care Special Interest Group listserv
CYSHCNet Executive, Steering, and Advisory Committees and federal partners
from the MCHB

SUPPLEMENTAL TABLE 7 CYSHCN Research Topics With Uncertain Need and Urgency, Research Impact, and Family Centeredness

Theme Research Topic Descriptions by RAM Ranka

Rank 4 (Lowest)

Caregiving at home and caregiving experience —

Technology and care Family use of social media
Electronic health record documentation
Patient and/or parent portals
Application- or cloud-based care plans
Augmented communication technology

Access to services and supports (health systems and communities) Provider workforce for CYSHCN
EPSDT knowledge
Behavioral health follow-up

Financing, payment models, and insurance Child versus adult cost distinctions
Medical home and comprehensive care models Care team efficiency

EPSDT adherence
Provider satisfaction

Care planning and coordination Universal health screening for CYSHCN
Child health, vulnerability, and complexity Safety and injury prevention

Psychotropic medication use
Complementary interventions

Research methods innovations Marketing research findings to stakeholders
Meaningful CYSHCN subgroups
Residency training needs
Fellowship for medical complexity

Family health —

Rank 4: all 3 domains with a median of ,7 or any disagreement. EPSDT, early periodic screening diagnostic and treatment; —, not applicable.
a Rankings of individual research topics are based on RAM results. Rating domains were need and urgency, research impact, and family centeredness.
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SUPPLEMENTAL TABLE 8 Caregiving at Home and Caregiving Experience

Need and
Urgency

Research
Impact

Family
Centered

Rank

How can the optimal level of home health support that a family needs to
improve child and family outcomes be determined?

8 7 9 1

How does the home environment influence caregiving, and how can home be
incorporated into intervention feasibility?

7 7 8 2

How should parent engagement and activation in caregiving be measured, and
how do they influence child and family health?

7 7 8 2

What are family-identified education and engagement needs to care for
CYSHCN (ie, what parents wish they had known)?

7 7 8 2

What are the best approaches to managing behavioral health crises in
nonspecialty settings (eg, home, school)?

7 7 8 2

What are the most effective parent training interventions, accounting for
diversity and health literacy?

7 7 8 2

What are key standards for credentialing and supervising professional peer
(parent) supporters, and what are outcomes of professional peer support?

6 6 7 3

What are core competencies of CYSHCN home nurses, and how can they be
most effectively trained and monitored?

7 6 7 3

Which services are needed for CYSHCN to achieve independent living? 6 6 7 3
What are measurable impacts of peer-mentoring educational approaches? 7 6 8 3
What are effective and efficient group care models for CYSHCN? 6 6 7 3

SUPPLEMENTAL TABLE 9 Technology and Care

Need and
Urgency

Research
Impact

Family
Centered

Rank

What are feasible and/or acceptable telemedicine approaches, and what is
telemedicine’s influence on child and family outcomes?

7 8 8 1

What are best practices for using technology to reduce disparities (race,
ethnicity, and educational level)?

8 7 8 1

How can technology support real-time symptom monitoring and just-in-time
treatments?

7 7 8 2

How can technology support parent learning, experience sharing, and
treatment selection among multiple treatment options?

7 7 8 2

How can parents contribute to medical records, such as entering previsit
information into clinic notes, and what is the effect on outcomes?

7 6 8 3

How can data sharing across platforms, databases, settings, and/or agencies
be accomplished (including merging care plans created in different health
systems, paperless home nursing charting, etc)?

7 7 7 3

What is the influence of family use of Internet and social media on caregiving
(benefits and consequences)?

5 6 6 4

What are the best electronic documentation and technology strategies used by
CYSHCN programs?

6 6 6 4

What are barriers or facilitators to using patient and/or parent portals, and
how are they overcome?

6 6 6 4

How can technology support application-based care plans and information
management (unbound to EHR)?

6 6 6 4

How can augmented communication technologies be used to improve the
health of CYSHCN?

5 5 5 4

EHR, electronic health record.
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SUPPLEMENTAL TABLE 10 Access to Services and Supports (Health System and Community)

Need and
Urgency

Research
Impact

Family
Centered

Rank

How can insurance and community support lapses in early adulthood be
reduced, and what is their influence on CYSHCN health outcomes?

8 7 8 1

Does incorporation of behavioral support interventions reduce
hospitalizations, injuries, and school absences?

7 7 8 2

How can parent-parent coaching around self-care, self-management, and
health system navigation be optimized?

7 7 8 2

Do children with medical complexity have adequate access to specialty care
given recent changes in coverage sources and rules governing network
adequacy?

7 7 8 2

How can collaboration between medical and nonmedical community services
be improved?

7 6 8 3

How can providers be trained to effectively document CYSHCN needs to
support insurance coverage and reduce denials (eg, medical necessity)?

6 5 7 3

How can availability and capability of long-term in-home and/or residential
supports and services be optimized across states?

7 6 8 3

How can access to durable medical equipment be improved? 7 6 8 3
What does ideal school integration look like for CYSHCN, and how is it
achieved?

6 5 8 3

How can provision of oral health to CYSHCN and access to dental providers be
increased?

7 7 7 3

How large is the workforce caring for adult CYSHCN, and what are their skills
and gaps?

7 6 6 3

What factors motivate providers to enter the CYSHCN workforce (home
nurses, physicians, therapists, etc), and how can these factors be leveraged
to increase size and capability of the workforce?

6 5 6 4

How can family and provider knowledge about EPSDT rights be increased? 6 5 6 4
How can the optimal follow-up frequency for behavioral and developmental
services for CYSHCN be defined and achieved?

6 6 6 4

EPSDT, xxx.

SUPPLEMENTAL TABLE 11 Financing, Payment Models, and Insurance

Need and
Urgency

Research
Impact

Family
Centered

Rank

Which payment models and state organization approaches most effectively
enhance quality of health care delivery?

8 8 7 1

How is return on investment for CYSHCN care coordination best measured and
over what time frame?

8 8 8 1

Which value outcomes (quality and cost) are meaningful to patients and
families, providers, and payers?

8 7 9 1

Does paying families directly to care for their CYSHCN and allowing them to
direct funding to where it is most needed (even if nonmedical) improve
child and family outcomes?

7 7 8 2

Does paid family medical leave improve child and family outcomes, and what
is the best approach to implement?

7 7 8 2

How do specific payment models for CYSHCN care improve or harm outcomes
across the life span?

7 8 7 2

What is the effect of Medicaid-managed care on state CYSHCN program
outcomes?

7 8 7 2

Does higher provider compensation (home nurse, respite, primary care
provider) improve access, quality, and health outcomes?

7 7 7 3

How do delays from insurance denials affect CYSHCN health, and how can they
be minimized?

7 6 8 3

What payment models will improve the quality of transition from pediatric to
adult services? Which transition services and/or approaches will improve
use during the transition to and into adult health care?

7 7 7 3

Are CYSHCN savings achieved when services for parents that affect their
child’s health are covered (eg, vaccinations)?

6 7 7 3

What are important ways in which cost for adult and children with medical
complexity differ, and how can these differences be used to influence
advocacy and policy?

6 6 6 4
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SUPPLEMENTAL TABLE 12 Medical Home and Comprehensive Care Models

Need and
Urgency

Research
Impact

Family
Centered

Rank

What are the best models of integrated systems to improve child and family
outcomes, and how can they be disseminated?

8 8 8 1

What are key ingredients of successful CYSHCN care models (care plans,
coaching, crisis planning, behavioral health, social work, navigators, etc)?

8 8 8 1

How can palliative care services be effectively integrated into routine CYSHCN
care to improve child and family outcomes?

7 8 8 1

What are features of the most effective parent advisory board models (best
practices and outcomes)?

7 7 8 2

How can medical homes most effectively deliver culturally sensitive care? 7 7 8 2
What are ideal clinic staffing ratios to balance needed service delivery, child
and family outcomes, provider retention, and financial sustainability?

7 7 7 3

How could a “family faculty” position be created and sustained within
academic clinical programs?

6 6 7 3

How can care team efficiency be measured and improved? 6 6 6 4
What is variation in EPSDT adherence and the relationship between EPSDT
adherence and CYSHCN outcomes?

6 6 5 4

What are strategies to improve medical home provider satisfaction to
increase provider retention?

6 5 6 4

EPSDT, xxx.

SUPPLEMENTAL TABLE 13 Care Planning and Coordination

Need and
Urgency

Research
Impact

Family
Centered

Rank

What are the best models for youth-adult transition planning? 8 7 8 1
How can multispecialty provider care teams divide labor and comanagement
for CYSHCN most effectively?

8 8 8 1

Do interventions to integrate SDH into health care–related decision-making
and care planning improve child and family outcomes?

8 8 8 1

What are best approaches to shared decision-making and integrating goals
and needs into care plans?

7 7 8 2

How can family engagement in care planning be measured and improved? 7 7 8 2
What do families see as the role of professional care coordinators? How
should families and professional care coordinators comanage
coordination?

7 7 8 2

Can standardized and/or universal health care visit assessments and routine
health screenings be created for CYSHCN, and do they improve child and
family outcomes?

6 6 5 4
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SUPPLEMENTAL TABLE 14 Child Health, Vulnerability, and Complexity

Need and
Urgency

Research
Impact

Family
Centered

Rank

How can SDH be routinely addressed in care? 8 7 8 1
How does rurality uniquely affect CYSHCN, and what interventions should be
designed to support CYSHCN and families living in rural settings?

8 7 8 1

What child and family outcomes of caregiving are the most meaningful to
families?

7 7 8 2

What are the most effective ways to identify and reduce CYSHCN disparities? 7 7 8 2
Does screening for child and family mental health problems improve child and
family outcomes?

7 7 8 2

How can providers and parents support CYSHCN to develop and maintain peer
relationships?

6 6 7 3

What are avoidable morbidity and mortality risks during and after youth-adult
transition?

7 7 7 3

How does the youth-adult transition period contribute to mental health
condition exacerbations for CYSHCN, and how can they be minimized?

7 7 7 3

How do tiering systems influence CYSHCN, family, and health system
outcomes?

7 7 7 3

What child, family, and care characteristics lead to more hospital and ED use
in the child’s first year at home, and how can these visits be reduced?

7 7 7 3

What are the most effective approaches to supporting CYSHCN with an
unknown underlying diagnosis and their families?

7 6 7 3

How can later-life developmental consequences be defined and reduced for
CYSHCN born with high-risk conditions?

7 7 7 3

How can safety and injury prevention in the community be improved for
CYSHCN and siblings?

5 5 6 4

How can psychotropic medications be more appropriately used? 6 6 6 4
What are complementary interventions to improve CYSHCN body awareness,
coping, self-esteem, anxiety, pain, and stress?

6 6 6 4

ED, emergency department.

SUPPLEMENTAL TABLE 15 Family Health

Need and
Urgency

Research
Impact

Family
Centered

Rank

How can parent resilience be measured and improved? 8 7 8 1
How does parent mental and/or physical health influence CYSHCN health and
quality of life and vice versa?

7 7 8 2

What are the best ways to improve parent challenges with their own self-care
(emotional support)?

7 7 8 2

How can families most effectively be involved in cost and/or value
decision-making?

7 7 8 2

What are the best ways to improve parent challenges with their own mental
health and addiction?

7 6 8 3

How can parent stress associated with CYSHCN transition be reduced? 7 6 7 3
Does the inclusion of parents in care planning improve parent physical and
mental health outcomes?

7 5 7 3

Can measures of family health be used to evaluate the quality of CYSHCN
systems?

6 6 7 3

6



SUPPLEMENTAL TABLE 16 CYSHCN Research Methods Innovations

Need and
Urgency

Research
Impact

Family
Centered

Rank

What are the most effective approaches to integrating CYSHCN into research
teams?

7 7 7 3

What are common barriers for disseminating and implementing
evidence-based CYSHCN health interventions, and what are strategies for
overcoming them?

7 7 6 3

How can patient cohorts be developed for rare diseases to study
epidemiology, treatments, and outcomes?

7 7 7 3

What research designs, aside from controlled trials, can most effectively
establish causality and efficacy?

7 7 5 3

What are best practices and tool kits for marketing research findings to
payers, agencies, administrators, investors, drug companies, etc?

6 6 4 4

What are the most meaningful standardized CYSHCN subgroups to use across
studies?

6 6 5 4

What are the best residency training models to improve care for CYSHCN? 6 6 6 4
Is a fellowship for children with medical complexity needed, and what would it
look like?

6 5 5 4
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