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Key Points 
• Children, youth, and families have unique health needs, which set the foundation for health across 

the life course; chronic conditions now affect nearly one in three U.S. children, with 
disproportionate prevalence in those enrolled in Medicaid and CHIP. 

• Pediatric care delivery and financing interventions can address system fragmentation and unmet 
needs to improve health outcomes for children, youth, and families. 

• Strategic improvements in care access; child and family support; patient-centered planning; 
comprehensive medication management; cross-sector care coordination; connection to 
services addressing health drivers; and support for transitions of care are key, though 
evidence remains limited by inconsistent methodologies and a lack of standardized, child-
specific outcome measures. 

• Consistent, relevant, quality measurement across the health care continuum and outcomes, 
while challenging, is critical to advance care quality, support payment, and ultimately 
improve health.  

• Value-based payment approaches, including accountability for total cost of care and quality 
outcomes, have the potential to improve outcomes and health care delivery while reducing 
costs. Value-based payment requires appropriate operationalization and testing that 
accounts for the unique pediatric landscape. 

• The newly announced CMS Innovation Center Accelerating State Pediatric Innovation Readiness 
and Effectiveness (ASPIRE) Model presents an opportunity for states to improve care and address 
key issues highlighted in this brief for children who have or are at risk of developing complex 
health needs. 

 
 

Introduction 
 
The pediatric years are tremendously important for health promotion, disease prevention and management, 
and building resilience necessary for lifelong health. Efforts to improve care quality, health outcomes, and 
health care efficiency are critical for children and youth who face unique challenges due to their distinct needs 
and developmental trajectories. Long-term investment in prevention and cross-sector approaches are often 
needed. To measure progress, metrics for pediatric care delivery should be child-specific and reflective of their 
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unique developmental situation, caregiver influence on health, and outcomes that often present years later in 
their life course. Focused attention on children and youth can provide the benefit of improved child health 
now and into the future. 
 
Value-based payment models seek to shift provider incentives from volume to quality by tying reimbursement 
to performance on quality of care and health outcome measures. While evidence is growing, gaps remain with 
opportunities for testing innovative models of care that meet the needs of children, youth and families who 
face high and rising risks from chronic conditions and complex situations. This brief is intended to be a 
resource for provider groups, policymakers, the health services research community, and other partners 
designing new approaches or services for improving health outcomes in children and youth covered by 
Medicaid and the Children’s Health Insurance Program (CHIP).  
 

Pediatric Chronic Conditions: Putting the Health of U.S. Children and Youth at Risk 
 
The prevalence of pediatric chronic conditions in the U.S. has risen to just over 30% [1, 2], increasing annually 
by approximately 130,000 additional 5- to 17-year-old children per year from 1999/2000 to 2017/2018 [1]. 
From 2011 to 2023, the prevalence of 3- to 17-year-old children with a chronic condition rose from 25.8% to 
31.0% [2]. Of the chronic conditions and functional limitations in children, respiratory and behavioral 
conditions are the most frequent in the population [1]. Common examples of pediatric chronic conditions 
include asthma, diabetes, autism spectrum disorder, and anxiety. Additional examples such as cerebral palsy, 
cystic fibrosis, and sickle cell disease can significantly affect children across their life course.   
 
The definition and impacts of pediatric health conditions can encompass the diseases or conditions 
themselves, and effectively managing chronic conditions in children and youth requires also addressing the 
upstream drivers of health and situations that also put children at risk of long-term adverse health outcomes. 
Children and youth with special health care needs (CYSHCN) have been described as those who have or are at 
increased risk for having chronic physical, developmental, behavioral, or emotional conditions; they may 
require more specialized health and educational services to thrive [3]. Other definitions of health status focus 
on limitations imposed on routine activities of daily life. Disability is any condition of the body or mind that 
makes it more difficult for the person to do certain activities and interact with the world around them [4]. 
Moreover, children may be in situations that put them particularly at risk of long-term adverse health 
outcomes such as youth who are institutionalized or in foster care. In the population of children on Medicaid, 
those receiving home and community-based services waivers and those involved in the child welfare system 
can indicate a higher level of complexity and need.  
 
Pediatric chronic health conditions and upstream drivers of health can require ongoing care and affect a child’s 
quality of life. This can also put children and youth at high and rising risk of long-term adverse outcomes. 
Chronic conditions may disrupt a child's life and development, in part through challenges such as peer 
harassment and school absenteeism [5]. Disrupted routines, lifestyle adjustments, medical demands of the 
condition, emotional and social challenges can lead to ongoing stress, negatively affect mental well-being and 
daily functioning for both children and families [5]. Children with chronic conditions face a significantly higher 
risk of developing comorbid mental health disorders. They are about twice as likely to have a psychiatric illness 
at ages 10 and 13 years compared to children without chronic conditions, and have a 60% higher rate of poor 
mental health outcomes at age 15 years [5]. Overall the physical, behavioral, and social needs of children and 
youth can place them at high or rising risk of poor health outcomes, facing care gaps and delays, unmet needs, 
high utilization of services and costs, and continued need of services into adulthood.  
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Pediatric Care Delivery Interventions 
 
Pediatric care delivery interventions based on effective strategies across the health care delivery system and 
continuum of care are needed to meet the needs of children and families dealing with chronic conditions and 
situations that put them at high and rising risk of poor health outcomes.  
 

Health Care that Meets the Needs of Patients  
 
It is critically important to focus efforts on addressing the needs of children, youth, and their families across 
their health care journey over their life course. Traditionally improvements have focused on coverage, 
timeliness, and capability of the individual service itself [6, 3]. New care models can be reimagined as a 
proactive, human-centered system to address the health care system fragmentation and unmet needs 
experienced by patients [6]. This section will describe high-impact wraparound services and supports designed 
around the needs of the child and family. These care delivery interventions have been shown to improve care 
for children and youth regardless of diagnosis or condition severity by ensuring care is more accessible, family-
centered, comprehensive, and coordinated. 
 
(1) Access to Care  
 

Pediatric care can be accessed via suitable mechanisms, settings, and approaches to address unmet needs and 
empower children, youth and families. For example, telehealth visits have proven helpful in reaching patients 
where they are at home or in the community [6] and to meet behavioral health needs of patients where there 
are severe provider shortages [7]. Furthermore, care and consultation can be made accessible when families 
are available [6], such as through a 24-hour advice call line staffed by a health care professional.  
 
A literature review on children with complex medical conditions found that programs with twenty-four hours a 
day, seven days a week access to a known provider and/or next day appointments are the most consistent 
elements for successful intervention [8]. Given the mounting evidence for this expedited access to their care 
team, future interventions and testing may include further exploration of feasibility, acceptability, and a user-
centered design approach for these outpatient programmatic interventions [8].  
  
(2) Child and Family Support  
 

Adequate child, youth and family support is needed to help individuals and family caregivers face challenges 
and ensure the delivery of high-value care [9]. Oftentimes, pediatric care needs rely heavily on informal and 
unpaid care of parents or caregivers. Meanwhile, caregivers’ quality of life and overall health may be 
negatively affected as they face increased stress, and decreased sleep, income, employment, and energy. The 
pediatric care delivery system may offer supports such as in-home care, respite, financial resources, and 
quality adult health care access [10].  
 
Moreover, support can include connecting youth and family with their peers. Peer support interventions have 
been delivered through group peer support, remote, community-based settings, and/or integrated within the 
health care setting where families frequent; this has enhanced the health care team's ability to provide family-
centered emotional and tangible support for pediatric patients with complex health care needs [11]. For 
children with intellectual and developmental disabilities, a literature review identified that peer support 
networks can strengthen family caregivers, as they share similar experiences and provide critical information 
to each other, developing resilience and social connectedness [12]. Additional studies can further evaluate the 
outcomes and effectiveness of peer support networks [11, 12]. 
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(3) Patient-Centered Planning  
 

Empowering families with patient-centered care where children, youth, and families are partners in their 
health can also improve their experiences of care and outcomes. A comprehensive care plan that synthesizes a 
patient's medical, functional, and psychosocial needs into actionable steps should be developed with goals 
that are established with the child’s and the caregiver’s input when available and applicable. Interventions can 
include improving communications and providing comprehensive education on topics that support health at 
home.  
 
Through the interactive process of shared decision-making, patients, families, and providers participate in all 
phases of the decision-making process and together arrive at a treatment plan to be implemented [13]. This is 
helpful to align the child’s/family’s values, priorities, and understanding of perceived best choices and those of 
the clinician. Tools and resources have been constructed and made available, such as decision aids designed to 
provide education; outline treatment options, risks, and benefits; and support families’ values and priorities 
[13]. Incorporating voices of all stakeholders, especially in complex decision-making such as faced by children 
with disabilities and their families, can ultimately support the clinician, the family, and the autonomy and well-
being of the child [13]. 
 
(4) Comprehensive Medication Management  
 

Comprehensive medication management (CMM) can include all services and interventions related to 
prescribing, supervising, administering, checking and interpreting labs, monitoring for side effects, and/or 
providing self-management information for medicines. Provision of CMM can mitigate high rates of medication 
errors, reduce medication complexity, and benefit children with complex medical conditions. For example, one 
successful CMM intervention created a clinical pharmacotherapy practice in a pediatric long-term care facility 
with standard operating procedures to guide CMM, and a collaborative practice agreement to guide drug 
therapy [14]. This identified, prevented, or resolved drug therapy problems, decreased the average number of 
medications per patient, and prevented hospital readmissions and unnecessary medical visits for children with 
medical complexity.  
 
CMM services have been implemented in many, if not all, of the states, yet most published literature does not 
yet reflect a broader view of the patient’s life situation and its relationship to pharmacotherapy and the ways 
in which the pharmacist implements holistic elements (e.g. tailored interventions based on the context of 
patient’s daily life, exercise, and dietary habits) to solve or prevent drug-related problems [15]. This leaves 
opportunities for further implementation of a holistic approach to CMM that takes into account the physical, 
mental and emotional well-being of youth, as well as their socioeconomic circumstances; and improving the 
medication experiences and the pharmacotherapy outcomes from the patient’s perspective.  
 
(5) Cross-Sector Care Coordination  
 

Coordination of services and interventions across care sectors and transitions is similarly important to meet 
the needs of patients. This includes care management and coordination as patients navigate across providers 
such as specialty care and supportive services and among settings such as the child’s school and communities. 
This can proactively address issues and prevent fragmentation of services with a family-centered, team-based 
collaboration, bridging physical and mental health care, early intervention, and education to address 
interrelated needs. Goals include seamless care across systems, increased efficiencies, and supported families 
for improved satisfaction and improved health outcomes.  
 
Dedicated care coordination, as a team-driven activity that organizes and drives service integration, is 
increasingly seen as key to addressing the fragmented care that children with complex medical conditions 
often encounter [16]. For Medicaid-enrolled children with disabilities, caregivers who had a care coordinator 
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helping with specialist appointments or advocating for children reported higher satisfaction [17]. While 
caregivers report high-quality care coordination improves quality of life, there is further opportunity to provide 
tools and assess approaches to accomplish the goals of cross-sector care coordination.  
 
Furthermore, interventions that are cross-sector through the settings children live, learn and play, and multi-
level across the socioecological model have been used to address chronic conditions. One such model 
delivered multi-sector, multi-level supports with care coordination by community health care workers to 
improve care and outcomes for children in sites across the U.S. on Medicaid and CHIP who were overweight or 
obese [18]. Appropriate resource allocation under new payment models could help with further testing and 
implementation of effective multi-sector care coordination [16]. 
 
(6) Connection to Services Addressing Risk Factors  
 

Cross-sector interventions for children and youth needs must include connection to services that address risk 
factors and well-being. Pediatric care integrates preventive services like nutrition counseling and mental health 
screenings into routine visits to improve long-term health. Supportive services can, for example, address lack 
of knowledge and resources to engage in optimal levels of physical activity or improve consumption of healthy 
foods. Also critical is building resiliency and addressing food, housing, child care, and education necessary for 
well-being and quality of life [19]. Addressing these needs can improve intervention effectiveness and reduce 
disparities in childhood chronic conditions, such as obesity [20].  
 
Children and youth, especially those with increased medical complexity, can have elevated risks that often 
require additional nonclinical supports to thrive, such as supportive housing, food assistance, and special 
education, yet the current system is not ensuring access to these services [21]. Sectors, systems, and programs 
should be designed and implemented to mitigate these health effects on children and youth [21]. To decrease 
barriers to service connection, some supportive services programs co-locate with health providers onsite to 
provide fee-free care rather than requiring youth to seek medical care through a separate system thus 
streamlining redundant intake and case management [22]. 
 
(7) Support for Transitions of Care  
 

Youth and families should be supported across care transitions that may cause challenges and affect care 
quality and outcomes. This includes appropriate follow-up from inpatient hospitalization to other settings 
post-discharge. This can also include proper continuity of care as patients encounter changes in service 
providers, their own life experiences and skillsets across the life stages as they transition from pediatric to 
adult health care, work and independence. 
 
Families and care teams must be prepared to adequately manage care at home for a safe transition when 
discharged from the hospital, especially when caring for children with medical complexity. Discharge 
interventions to support a comprehensive and safe discharge can help improve experiences and smooth the 
transition from hospital to home. Approaches and strategies include optimal communication with families and 
community health care providers, relationships that build trust and confidence, and a team approach to 
planning (e.g., expert support for navigation, parent engagement in follow-up options such as telemedicine, 
and community care needs such as medical equipment ordered early [23].) 
 
Furthermore, comprehensive care to support and empower adolescents as they shift from pediatric to adult 
care and transition into adulthood starts early and involves a structured, phased process. It can focus on self-
management skills using tools like readiness assessments; address mental, social, educational, and vocational 
needs alongside medical care; build trust with new providers; and leverage national resources [24, 25]. Youth, 
especially those with complex conditions and high health risks, can face challenges in accessing age-
appropriate care, managing developmental needs and bridging supports for optimal health as their 
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multidisciplinary care is transitioned. Those provided structured transitions have improved use of services, 
health outcomes, and care experiences [26]. The negative consequences of failed care can be life-altering, and 
more rigorous studies to guide interventions and systems improvements for transition support have been 
identified as priorities [27, 28, 29]. 

 
Additional Components Key for Success 
 
The adoption of information technology (IT) has the potential to significantly impact pediatric health care 
delivery. It may create unprecedented access to real-time data that can be used to support decision-making. 
Despite all the untapped benefits of such technology, its full adoption faces many obstacles. This section will 
address the IT infrastructure needed, potential for learning health systems, and facilitators for the successful 
implementation. 
 
Information Technology Infrastructure 
 

To leverage the benefits of IT in pediatric care delivery, strong and reliable IT infrastructure is usually required 
[30]. Care platforms like virtual care and telehealth can contribute to expanding access to services and 
improving scheduling [31]. Such platforms played a major role in pediatric care by reducing barriers related to 

transportation, travel time and parental scheduling [32]. Additionally, they facilitate access to specialty care, 

especially for children with chronic and high-risk conditions, and for behavioral health services [33]. Much of 
this innovation is primarily focused on commercial clients, leaving an opportunity to bring this innovation to 
children with Medicaid coverage. 
 
Information technology plays a vital role in supporting children with complex health conditions and social risks 
by bridging fragmented systems and empowering families [34]. For example, integrated care coordination 
platforms, telehealth services, and electronic health records (EHRs) connect health providers, schools, social 
workers, and families, reducing caregivers’ burden while ensuring coordinated care [16]. Additionally, in some 
cases, predictive analytics can help identify high-risk children early, enabling proactive interventions and better 
resource allocation [35]. Assistive technologies, ranging from augmentative and alternative communication 
(AAC) devices and family-centered apps, further support children's communication and learning while helping 
families manage appointments, track symptoms, and access critical resources. Mobile health applications and 
web-based tools support family engagement by providing accessible health education, medication reminders, 
appointment scheduling, and social service navigation. Despite these benefits, several challenges remain 
including overcoming data silos across sectors, ensuring digital accessibility, and building rigorous research 
evidence. 
 
In addition to access, IT also creates unprecedented opportunities for tracking care quality metrics while 
identifying potential gaps in pediatric care delivery by generating data and information needed for decision-
making. The systematic collection and analysis of digital health data can help identify patterns in pediatric care 
delivery and outcomes that were previously invisible, enabling more targeted quality improvement efforts 
[36].  
 
However, several barriers, such as a lack of capital investment required for IT infrastructure, limited internet 
access, and low digital literacy, could hinder the full realization of technology’s potential [37]. Furthermore, 
security and privacy concerns are becoming more relevant in pediatric practice, where data protection should 
address not only parents but also evolving adolescent autonomy. In addition to the technical aspect, 
reimbursement policy models have historically lagged technological advancement and capabilities. However, 
recent policy changes and initiatives show promise in addressing the gap [38]. 
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Learning Health Systems (LHS) 
 

The Institute of Medicine (IOM) defines learning health systems as “one in which science, informatics, 
incentives, and culture are aligned for continuous improvement and innovation, with best practices seamlessly 
embedded in the care process, patients and families active participants in all elements, and new knowledge 
captured as an integral by-product of the care experience [39].” They represent a major shift toward 
continuous, data-driven improvement in pediatric care by systematically capturing insights from every patient 
encounter and translating evidence into practice. Collaboration and knowledge sharing form the core of 
learning health systems, enabling providers across different settings to learn from one another’s success and 
challenges. Such an approach becomes even more relevant in sharing information and best practice regarding 
pediatrics patients with rare diseases [40].   
 
Several learning systems, such as PEDSnet [40, 41] and the Pediatric Research in Inpatient Setting (PRIS) 
Network [42], have demonstrated that collective learning and knowledge sharing could foster improvement 
beyond what individual institutions could accomplish on their own. Through pre-existing resources and strong 
collaboration, PEDSnet has improved health outcomes for diseases such as cystic fibrosis and many childhood 
cancers [40]. However, the implementation of LHS faces various challenges including cultural resistance to 
changes among health care professionals, data quality and interoperability, and ethical considerations 
regarding informed consent [43, 44]. Furthermore, the technical complexity of integrating data from different 
electronic health record systems creates interoperability challenges that require significant resources which 
many practices may not possess. 
 
Success Factors 
 

Overall, successful technology adoption and learning systems implementation would require leadership 
commitment at organizational and policy levels to provide essential resources and remove institutional 
barriers [45]. Additionally, investment in training and support helps overcome digital literacy gaps among both 
providers and families. The development and adoption of data standards and definitions would enhance 
interoperability and data exchange. Finally, incentives structures, such as value-based payment models and 
patient-centered quality metrics, could facilitate sustained investment in these approaches.   
 

Evidence Across Select Pediatric Conditions 
 
Children with special health care needs covered by Medicaid are more likely to experience physical health 
conditions, behavioral health conditions, intellectual and developmental disabilities (ID/DD), and multiple 
chronic conditions compared to children with special health care needs covered by private insurance [46]. 
Although these conditions frequently overlap, they differ in clinical complexity, service needs, and system-level 
barriers to care. These differences have important implications for the design and evaluation of health care 
delivery interventions. Accordingly, this section synthesizes the evidence on effectiveness of pediatric care 
delivery across major conditional domains among children and youth with medical, behavioral, and social risks 
associated with suboptimal care experiences, quality, and utilization. Select condition categories below (i.e. 
CYSHCN, MBDD, and foster care) highlight how health care delivery strategies for example medical, behavioral 
and social conditions (which are overlapping and not mutually exclusive) can lead to improvements for 
children and families living with chronic conditions. 
 
Children and Youth with Special Health Care Needs (CYSHCN) 
 

Currently, 26.2% of U.S. children have special health care needs and only 13.0% of these children receive care 
in a well-organized health care system [47]. Given their elevated risk for chronic and comorbid physical, 
developmental, behavioral, or emotional conditions, CYSHCN and their families frequently interact with a 
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complex network of providers and public or private programs [48], making coordination difficult and time-
consuming [49]. 
 
Given the complexity and fragmentation of services, interest has expanded in health care delivery 
interventions. For example, The National Academy for State Health Policy developed the National Care 
Coordination Standards for CYSHCN that outlined six key domains for effective care coordination: continuous 
screening, identification, and assessment; shared care planning and accountability structures grounded in 
family priorities; timely, effective, and respectful team communication; child and family empowerment and 
skill-building; a well-prepared care coordination workforce; and support for transitions from pediatric to adult 
care [50]. 
 

Interventions for care coordination vary in the literature ranging from 24-hour access to a care coordinator and 
development of comprehensive care plans to outpatient visit coordination, facilitated and direct connection 
between inpatient and primary care providers, and supports across home, clinic, and school settings [51]. 
Outcomes are equally varied including inpatient and emergency department use, cost of care, caregiver quality 
of life, satisfaction with the health care system, school absences, and caregiver self-efficacy [51]. The absence 
of standardized outcome measures limits cross-study comparison and the ability to evaluate effectiveness in 
systematic reviews. Despite these challenges, there have been multiple systematic reviews that have examined 
the current evidence base. For example, a review of coordinated care models for CYSHCN identified 14 
randomized controlled trials examining care planning, case management, and other approaches such as the 
medical home model, disease-specific care, and managed clinical networks. The review found modest but not 
statistically significant improvements in children’s health, functioning, and quality of life, as well as a positive 
but non-significant trend in lowering hospital utilization and costs [52]. Similar findings were observed in 
transition-of-care interventions for adolescents, which demonstrated small gains in disease knowledge and 
readiness for self-management but no effects on health status, quality of life, or rates of transfer to adult 
services [53]. Evidence is also limited for children with medical complexity (CMC), a small but important subset 
of CYSHCN defined as those with multiple chronic conditions, functional limitations, and high medical and 
service needs. A review of four randomized controlled trials evaluating comprehensive care programs for CMC 
found no effect on health, functioning, quality of life, or overall health care costs [54]. 
 
For caregivers of CYSHCN, a meta-analysis of case management interventions found small but consistent 
improvements in mental health, reduced psychological distress, and higher satisfaction with care, though risks 
of bias limited generalizability [55]. Some reviews similarly conclude that high-quality care coordination 
improves caregiver quality of life even when effects on children are inconsistent [51], while others report no 
significant impact on caregiver health or well-being [52, 54]. Additional, a review found that parents valued 
peer support programs and appreciate the additional emotional support, but studies found no significant 
effects on parents’ psychological distress, confidence, self-efficacy, coping, or quality of life [56].  
 
Children with Mental, Behavioral, or Developmental Disorders (MBDD) 
 

In 2021, 27.7% of children had been diagnosed with a mental, behavioral, or developmental disorder (MBDD). 
Families of children with MBDD report poorer mental health and more economic strain than those without an 
affected child [57], yet only 60% of these children received mental or developmental services in the previous 
12 months [57]. One contributing factor is the nationwide shortage of mental health professionals, a challenge 
that is particularly acute for youth and for families living in rural areas [58]. 
 
Integrated medical–behavioral primary care models show promise in addressing care gaps. A meta-analysis of 
30 studies identified small but statistically significant benefits for mental health outcomes, especially within 
collaborative care models that use team-based approaches involving primary care providers, care managers, 
and mental health specialists compared to usual care [59]. A more recent meta-analysis aligned with these 
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findings, reporting that integrated care was superior to usual care across outcome types, with small to medium 
effects for behavior change, quality of life, and symptom reduction, although not for health [60]. Wraparound 
services are another option; among children with serious emotional disorders, a meta-analysis found that 
these services improved school functioning and yielded small positive effects on mental health and overall 
functioning [61]. 
 
Children with Intellectual and Developmental Disabilities (ID/DD) 
 

An important set of conditions causing physical, mental, and social impairments are intellectual and 
developmental disabilities (ID/DD), affecting approximately 5.3 million children in the United States [62]. 
ID/DD include, but are not limited to, conditions such as learning disabilities, autism spectrum disorder, 
cerebral palsy, and fetal alcohol syndrome [63]. These conditions often require additional medical, 
educational, and social services, although the type and intensity of supports vary widely depending on the 
specific condition and severity [64]. Evidence supports the use of family-centered care for children with ID/DD, 
an approach grounded in shared and informed decision-making, ongoing care planning, alignment of services 
with family needs and values, connection to resources, and a focus on outcomes that matter to families [65]. A 
systematic review found family-centered care led to improvements in children’s behavioral, social, and school 
outcomes and higher family satisfaction with health services, as well as some evidence of reduced parent 
stress and increased resilience [66]. 
 
Children in Foster Care 
 

One population with elevated situational risk, and a notable pediatric population in Medicaid, are children and 
youth in foster care. Children and youth in foster care experience higher rates of chronic and behavioral health 
conditions compared to children who have never been in foster care [67]. As a population considered to have 
special health care needs, children and youth in foster care often must navigate complex service systems, 
frequently with incomplete medical histories and limited access to prior health information [68]. In addition, 
the majority have experienced significant adverse childhood experiences, which are associated with poorer 
physical, mental, and social outcomes [69] and underscore the need for supportive care [68, 70]. 
 
Similar to the broader discussion on integrating primary care and mental health services, care coordination 
and integrated care are particularly important for children and youth in foster care. Research suggests that 
coordinated care can improve mental health outcomes, reduce behavioral problems and caregiver stress, and 
improve outcomes for conditions such as ADHD and depression [70, 71, 72]. Despite this promise, there 
remains a significant gap in high-quality, longitudinal research evaluating integrated care models within the 
foster care population, and implementation of these models has proven challenging. 
 
For children and youth with particularly complex needs, therapeutic foster care (TFC) provides services in a 
family-based setting rather than institutional or group care [73]. TFC typically includes coordinated, 
individualized treatment planning; specialized training for foster parents; crisis support; structured activities to 
develop social and coping skills; and access to behavioral health services [73]. A meta-analysis found evidence 
that TFC, particularly two evidence-based models, Treatment Foster Care Oregon (TFCO) and Together Facing 
the Challenge, improves social, mental, and behavioral outcomes.  
 
Methodological Limitations Across Populations 
 

All the reviews and meta-analyses highlighted that most of the current studies on pediatric health care delivery 
interventions are limited by lower quality with medium to high risk of bias, largely due to the lack of 
standardized clinical and patient-centered outcomes and inconsistent methodologies [52, 74]. Efforts to 
improve the standardization of valid outcome measures for the pediatric high-risk populations, along with 



 March 2026                               ISSUE BRIEF 10 
  

high-quality randomized designs, are necessary to adequately assess the impact of care coordination 
interventions across pediatric populations with health care needs.  
 

Gaps in Meeting Pediatric Care Needs and Opportunities Ahead 
 
Efforts are ongoing to improve pediatric care, yet gaps persist. In the 2022-2023 National Survey of Children's 
Health [75], less than half of respondents (45.3%) reported that their child received coordinated, ongoing, 
comprehensive care within a medical home. One-third (33.5%) of respondents indicated that they did not 
receive needed care coordination; and 14% did not often feel partnered in shared decision making for the 
child’s health. Rates were worse among those with higher medical and social needs.  
 
While evidence and progress are building as noted in the sections above, opportunities are critical to address 
across strategies and conditions for improvements in pediatric care delivery. Enabling better care for children 
is advantageous now and in the future with improved quality of life, health outcomes, health care utilization, 
caregiver and family health status, and potential youth long-term benefits such as productivity and health 
outcomes in adulthood. Cost and payment issues will also need to be addressed for viable implementation of 
strategies that hold promise in improving care for children and families. 
 

Measurement of Health Care and Health Outcomes  
 
Measurement in care delivery is critical for evidence, tracking, and quality improvement. However, no 
consistent national standard exists regarding what care outcomes best match with primary care quality [76]. 
Specifically, for complex pediatric populations, it remains difficult to attribute health outcomes when multiple 
systems are involved. Existing pediatric quality measures do not reflect important aspects of care for high-risk 
children and youth, and it is difficult to know how these youth fare compared to other groups due to poor data 
sharing across medical, behavioral health, and social service systems. This section will explore metrics 
considerations across the health care continuum and outcomes. 
 

Measurement Considerations for Health Care 
 
A wide variety of quality measures are available for pediatric populations, including those from CMS, Batelle, 
the National Quality Forum (NQF), and the National Committee for Quality Assurance (NCQA) [77]. The Core 
Set of Children’s Health Care Quality measures are a set of measures updated by CMS annually. These 
standardized sets of measures allow states to measure health care quality provided to CHIP recipients [76]. 
Reporting these measures became mandatory for states in 2024; however, since these measures are 
completed at the state level, it can be difficult to understand health outcomes at the beneficiary level, [76] and 
specifically in children with medical, behavioral, and social risks. The CMS consensus-based entity, whose role 
it is to promote consensus-based recommendations, endorses quality metrics from a variety of sources, 
creating potential for a wide variety of measures and sources for similar metrics [78]. More granular data 
would be helpful to better understand factors impacting a beneficiary’s experience, which are available in 
validated quality measures sets. The Agency for Healthcare Research and Quality (AHRQ) and NCQA offer 
these validated measures for use in clinical practice [79, 80]. These quality measures may be used to get a 
picture of the quality of care provided to children and caregiver burden.  
 
The American Academy of Pediatrics (AAP) and several studies noted gaps, specifically for children and 
adolescents with multiple chronic conditions, since coordinating care across sites can be difficult, along with 
the limited electronic health record connections between facilities [81, 82, 83]. The AAP suggests that youth 
with chronic medical conditions face additional challenges. Multiple biological, behavioral, social and physical 
environment factors impact the health of adolescents [84]. The Healthcare Effectiveness Data and Information 
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Set (HEDIS) from the NCQA offers opportunities to supplement the Core Set of Children’s Health Care Quality 
measures from CMS to measure quality of care [76, 84]. However, the United States Preventive Services Task 
Force (USPSTF) recommended services do not align with either the HEDIS or state measures, suggesting an 
opportunity for CMS to align quality frameworks to close this gap. By closing this gap, consistent 
implementation of these and other measures across health care settings can eliminate existing challenges [85]. 
Providing comprehensive care assessments for youth and adolescents that are aligned across governing bodies 
is critical to achieving optimal care at reduced costs to promote positive health outcomes [84]. 
 

Measurement Considerations for Health Outcomes  
 
AHRQ offers several outcome measures that reflect the impact of interventions on the health outcomes of 
patients. However, factors outside a health care organization or provider’s control can impact how an 
intervention or service affects health outcomes [86]. The AAP suggests that utilizing quality metrics to measure 
health outcomes may be difficult, due to the complexity of evaluating interventions in multi-payer, layered 
systems [84]. To help understand health outcomes in pediatric patients with chronic conditions or specialized 
needs, the Consumer Assessment of Healthcare Providers and Systems (CAHPS) Item Set for Children with 
Chronic Conditions can be used to compare to the general pediatric population. This measures access to 
prescription medicines, specialized services, family-centered care, and care coordination at the individual 
beneficiary level [79]. This can help providers better understand the needs of patients and how these may 
impact providers.  
 
Well-care and well-child visits offer opportunities to check in with pediatric patients to ensure developmental 
milestones are met. Finnell et al. noted that the AAP Bright Futures Guidelines for Health Supervision of 
Infants, Children, and Adolescents offer over 2,000 action items for consideration; the team consolidated these 
action items into 245 recommendations with 52 of them being actionable, which address screening and child 
safety [87]. However, addressing these actionable recommendations in one visit may be difficult for children, 
adolescents, and their families. For youth under 21 with complex conditions, Asare et al found that patient-
centered medical homes (PCMH) offer opportunities to improve screening for serious conditions [88]. 
Similarly, a meta-analysis by van den Berk-Clark et al. suggested that PCMHs had an overall positive association 
with better metrics [89]. This demonstrates that if caught sooner, children can be treated and improve their 
overall health outcomes. Finally, Van Cleave et al. suggests identifying CYSHCN and their families’ priorities for 
outcomes measurement, focusing efforts on measuring and collecting information that is important to 
understand longitudinal health outcomes [90]. Together, these considerations could provide a roadmap to 
better assess health outcomes in children and youth with high risks. 
 

Future Directions for Measures 
 
A more comprehensive set of valid, reliable quality measures would help drive better care for pediatric and 
adolescent patients. Coordinated efforts across organizations could help create consistent guidance across the 
industry and help health care organizations anticipate provider and patient needs as they move across the 
continuum [84]. Further, more longitudinal studies could help better understand the quality of care provided 
to pediatric patients with conditions of high risk based on core pediatric measures and offer the opportunity to 
adequately test new measures that will be meaningful to youth and their families. More consistent IT 
implementations would promote longitudinal data collection to help identify patterns in pediatric care delivery 
and outcomes [36]. However, a lack of capital investment and limited patient digital literacy and internet 
access could create barriers to collecting robust data across the continuum [37].  
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Value-Based Payment Models for Pediatric Care  

 
The current payment landscape for health care services is quite complex. Value-based payment (VBP) models, 
which move beyond traditional fee-for-service reimbursement, have been a focus of innovation in both public 
and private sectors for over two decades. Value-based payment encompasses a wide variety of 
models/strategies aimed at maximizing health care value gained by increasing coordination, cost efficiency and 
quality. By using methods that link health care payment and incentives to provider performance, VBPs provide 
intrinsic benefits to patients, providers, and payers. While most of the previous work has been in adults, VBPs 
have the potential to greatly enhance pediatric care and provide dividends long into the future. This section 
will describe how VBP can facilitate more effective care coordination and management, increase transparency 
of services provided across the system, and reduce avoidable high-intensity service utilization while optimizing 
utilization of services for youth with medical, behavioral, and social health care needs. 
 

Value-Based Payment 
 
In the private sector, employer sponsored plans began exploring the use of VBP in the 1990s [91]. However, it 
was not until the 2000s that private insurers began to incorporate pay for performance and incentivizing 
quality improvements in addition to cost containment strategies [92]. Later in the 2010s, VBP models evolved 
further to include the shared risk arrangements for providers and payers [92]. Risk refers to the ability to hold 
financial responsibility for health care quality and cost. VBP models could incorporate upside risk (i.e. financial 
gain from improvement) and/or downside risk (i.e. potential financial loss or penalties for poor performance) 
[93].  
 
VBP progress in public payers significantly accelerated with the introduction of the Centers for Medicare and 
Medicaid Services (CMS) Innovation Center which was established to test and scale innovative ways to provide 
better care, healthier people, and smarter spending [94]. The Innovation Center has been at the forefront of 
testing and developing alternative models of health care payment that account for the complexity of care 
coordination, especially for high-need groups. Value-based purchasing models employ strategies such as 
shared savings, bundled payments, Total Cost of Care (TCOC) accountability, multi-payer alignment, and 
shared risk. Examples of these models include: Comprehensive Primary Care Plus, Bundled Payments for Care 
Improvement Initiative (BPCI), and the Oncology Care Model. Others seek to build an accountable care 
relationship that establishes a provider as accountable for the quality of care and total cost for a defined 
beneficiary group [95]. Accountable Care Organizations (ACOs) usually emphasize care coordination to ensure 
appropriate service utilization, improve quality, and promote responsible stewardship of resources. Many ACO 
models also utilize quality metrics to connect care quality to payment. Recent ACO models include LEAD 
Model, ACO REACH, ACO Primary Care Flex, and Kidney Care Choices.  
 
CMS Innovation Center’s approach includes rigorous evaluation to assess demonstration results. While testing 
from multiple models has found that care coordination does decrease readmissions and costly expenditures, 
decreases in TCOC were mixed when accounting for financial incentives and lower acuity care costs [96, 97]. 
Models have also observed that care coordination could reduce/avert higher acuity services and more serious 
impairment in the future [97, 98]. The Accountable Health Communities (AHC) Model tested screening and 
navigation to community resources including housing, food, transportation, utilities and interpersonal violence. 
This model found that individuals who received AHC services had lower health care expenditures, inpatient 
stays, and ED visits [98]. Qualitative data indicate that participants reported being more proactive and seeking 
less acute care because of care navigation [99].  
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Challenges and Opportunities for VBP in Children 
 
Previous VBP models have almost exclusively focused on adult populations, with many on the Medicare 
population (i.e. likely aged 65+). While some elements might be transferable to children, many will not. The 
Medicare population is more likely to incur higher costs, with more chronic conditions than children [99]. 
Medicare claims provide a level of detail and consistency that are not widely available from other sources, 
including private payers and Medicaid. While adults account for a significant share of overall health care costs, 
among children, those with complex conditions account for a disproportionate share of health care 
expenditures. The health care experiences and providers are different when comparing children and adults. 
However, previous meta-analytic research has shown that similar to adults, models of integrated care 
improved outcomes for children with complex medical needs [100]. As CMCs may appropriately require high 
levels of healthcare services due to the severity of their impairments, integrated care models have the 
potential to increase efficiency of services while maintaining care quality and outcomes.  
 
Previously identified challenges in quality measurement are compounded by the fact that VBP models often 
rely on these measures for payment. Inconsistencies in measure use make it difficult to accurately quantify 
success. In addition, it is important to note that many pediatric measures are developed for general 
populations and may not accurately account for the complexity of care for CMC [101]. This severely impacts 
the development of norms/comparison groups and payment targets. To address this issue, some VBPs tie 
payment to the simple collection and reporting of measures, whereas others connect payment to performance 
on those measures.  
 
While the evidence base for VBP in this population is expanding, there is some indication of the potential 
opportunities in this area. There are significant opportunities for future cost improvement with early 
intervention in young patients that may not be possible in advanced age [101]. Reductions in the progression 
to more serious impairment due to early intervention have the potential to pay dividends in the way of 
decreased costs for decades to come. While there are more challenges in implementing and evaluating VBP 
models in pediatric populations, the potential benefits, particularly to Medicaid, are substantial. Previous 
economic research has shown that Medicaid-enrollment at birth had a positive impact on the long-term health 
status of vulnerable children (e.g. low birth weight and/or preterm infants) that extended to the next 
generation where their offspring were significantly less likely to have similar conditions at birth [103]. 

 
Medicaid and CHIP 
 

Medicaid and CHIP continue to be the largest single source of health care coverage for children in America. 
Enrollment data as of August 2025 indicate that 37.8 million children were covered by these public insurance 
programs across the states and the District of Columbia that report enrollment data [104]. This represents 
47.7% of total Medicaid and CHIP program enrollment [104]. Among children, Medicaid and CHIP cover a 
disproportionate share of those with special needs due to disability status and inclusion in out-of-home 
placement (e.g., foster care). Medicaid covers almost one quarter of the children in the United States with 
special needs compared to one third of those without [105]. 
 
One of the challenges in advancing VBP in children is the variability across state Medicaid programs. This also 
contributes to the difficulties in calculating incentives and capitation rates. Capitated payments are a way of 
paying providers an up-front consistent amount for patients over a specified time period. However, 
incorporating alternative payment approaches in Medicaid beneficiaries has been done in the past. Most 
notably, CMS Innovation Center launched the Integrated Care for Kids (InCK) model in 2020 aimed to reduce 
expenditures and improve quality of care for children covered by Medicaid [106]. The model required 
participants to implement at least one alternative payment model that best fit their state and local context. 
Most included per-member-per-month (PMPM) capitated payment and financial incentives for reducing costs 
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[106]. While the demonstration and evaluation are ongoing, early findings indicate broad interest in 
developing VBP models in pediatrics.  
 
Furthermore, in 2019 the Bipartisan Medicaid Act (HR 1839) created the Section 1945A Health Home option 
for CMC. While not specifically a VBP, this program does incorporate various elements of VBP by providing 
additional funds to encourage enhanced services for children at the state level. This law allowed states to 
offer standard health home services of coordinated care, care management, health promotion, transitional 
care, patient and family support, and referrals for children with complex medical needs. Specific to this 
population, CMS required specialized pediatric care, out-of-state access, and data reporting, for which states 
get an enhanced 90% Federal Medical Assistance Percentage for eight fiscal quarters. In 2022, Medicaid issued 
guidance to states on developing state plan amendments to include this benefit [107]. To date, no state has 
pursued this benefit. 
 
The recent CMS Innovation Center models and Medicaid benefit programs demonstrate that there is broad 
interest in improving health care for children by incorporating integrated care and value-based payment. 
However, further investigation is necessary to add to the evidence base and provide further justification for 
wider dissemination. As Medicaid is the largest single provider of insurance to children in the United States, 
any improvements in care, health outcomes, and more efficient and sustainable use of resources would greatly 
benefit the public insurance program.  

 

Pediatric Spending and Service Utilization Landscape 
 
It is estimated that Medicaid/CHIP spends $3,321 per enrollee on health care for children each year [46]. 
However, Medicaid spending for children with disabilities (enrolled through the Katie Beckett eligibility 
pathway) is almost six times higher than average [105]. Children with special health care needs tend to require 
more specialty services which are also more expensive. Although CMC represent less than 1% to 6% of U.S. 
children, they account for about one-third to one-fourth of pediatric health care costs [108, 109, 102].   
 
While specific benefits and eligibility for Medicaid may vary by state, CMS requires that all states provide a 
minimum level of Early and Periodic Screening, Diagnosis and Treatment (EPSDT) for all enrollees under the 
age of 21. This EPSDT benefit includes regular screenings for medical, dental, vision and hearing issues and any 
services required to address those issues, regardless of if it is covered by the state’s benefit package. 
Therefore, CMS requires and pays for services for children that are beyond those covered for other pediatric 
populations. In addition, approximately 9% of the children with special health care needs in the United States 
have both Medicaid and private insurance coverage [105]. These children tend to have even higher health care 
needs and are likely covered by private insurance through parental coverage and public insurance due to 
disability status. Children with Medicaid and private insurance also tend to have more functional difficulties 
than those who are covered by only one source [105].  

 
Accelerating State Pediatric Innovation Readiness and Effectiveness (ASPIRE) Model 
 

In early 2026, the CMS Innovation Center announced the Accelerating State Pediatric Innovation Readiness 

and Effectiveness (ASPIRE) Model. This model is intended to build upon lessons learned from the InCK model 
and focuses on children with medical and behavioral health needs. Specifically, ASPIRE seeks to improve care 
experience, efficiency, and effectiveness for children and youth under age 21 enrolled in Medicaid who are at 
high and rising risk (HRR) for poor health outcomes. ASPIRE will include VBP and care delivery interventions as 
complementary innovations that work together to address key issues in pediatric care. Care delivery 
interventions will include care coordination and case management, child and family support, access to care 
consultation, connection to important services such as medication management (as indicated), transition care, 
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interactive care planning and relationships with non-medical services. This model has an explicit focus on 
quality measurement to assess the efficacy of the care that children receive by focusing on metrics meaningful 
to HRR children, youth, and families.  
 

Conclusions  
 
The rising prevalence of pediatric chronic conditions, now affecting nearly one-third of U.S. children, 
underscores the urgent need for care delivery models that address the full spectrum of needs of at-risk 
children and youth, particularly those covered by Medicaid and CHIP. Evidence supports multicomponent 
interventions, including 24/7 care access, child and family support services, patient-centered planning, 
comprehensive medication management, cross-sector care coordination, services addressing health risks, and 
supported transitions of care, though the overarching evidence base remains limited by methodological 
inconsistencies and a lack of standardized, child-specific outcome measures. Strengthening quality 
measurement infrastructure to appropriately reflect the physical and mental complexity of pediatric care 
across cross-sector systems, with child-specific metrics and greater emphasis on long-term outcomes, is 
essential to accurately evaluating intervention effectiveness and informing payment policy. While nearly every 
chronic condition has antecedents in childhood, the current financing system requires reform that accounts for 
children's unique needs, service utilization patterns, and payment landscape. Value-based payment models 
offer a compelling framework for aligning financial incentives with care quality and cost accountability, yet their 
application to pediatric populations remains underdeveloped, highlighting the need for rigorous model testing. 
The ASPIRE Model represents a pivotal opportunity to advance pediatric value-based care by integrating 
coordinated care delivery with accountable payment structures, with the potential to generate lasting 
improvements in health outcomes, quality of life, and long-term productivity for the nation's most at-risk 
children and youth. 

 
  



 March 2026                               ISSUE BRIEF 16 
  

References  

[1]  Wisk, LE, Sharma, N., Prevalence and Trends in Pediatric-Onset Chronic Conditions in the United States, 1999-2018, Acad 
Pediatr, 2025;25(4):102810.  

[2]  Forrest CB, Koenigsberg LJ, Eddy Harvey F, Maltenfort MG, Halfon N, Trends in US Childrens Mortality, Chronic Conditions, 
Obesity, Functional Status, and Symptoms, JAMA, 2025;334(6):509–516.   

[3]  Health Resources and Services Administration (HRSA), Children and youth with special health care needs (CYSHCN), Rockville 
(MD): U.S. Department of Health and Human Services. 

[4]  Centers for Disease Control and Prevention, About disability and health, Atlanta (GA): U.S. Department of Health and Human 
Services. Available: cdc.gov/disability-and-health/about/. [Accessed Jan 2026]. 

[5]  Brady AM, Deighton J, Stansfeld S, Chronic illness in childhood and early adolescence: A longitudinal exploration of co-
occurring mental illness, Dev Psychopathol, 2021;33(3):885-898.   

[6]  Kuo DZ, Rodgers RC, Beers NS, McLellan SE, Nguyen TK. Access to Services for Children and Youth With Special Health Care 
Needs and Their Families: Concepts and Considerations for an Integrated Systems Redesign. Pediatrics, 2022; 149 (Suppl 7): 
e202105.  

[7]  Little J, Dormond M, Croake S, Bory C, Tran A, Brown J. Understanding the Optimal Balance of Using Telehealth and In Person 
Services to Support Adults with Serious Mental Illness and Children with Serious Emotional Disturbance (Issue Brief). Office of 
the Assistant Secretary for Planning and Evaluation, U.S. Department of Health and Human Services. Washington, DC: Nov 
2023. 

[8]  Pulcini CD, Coller RJ, Houtrow AJ, Belardo Z, Zorc JJ. Further Developments in Preventing Emergency Department Visits for 
Children with Medical Complexity. Acad Pediatr, 2024;24(1):10-12.  

[9]  Pordes E, Gordon J, Sanders LM, Cohen E, Models of care delivery for children with medical complexity, Pediatrics, 
2018;141(suppl 3):S212–S223.  

[10]  Romley JA, Shah AK, Chung PJ, Elliott MN, Vestal KD, Schuster MA. Family-provided health care for children with special health 
care needs. Pediatrics, 2017;139(1):e20161287.  

[11]  Pollock MD, Ming D, Chung RJ, Maslow G. Parent-to-parent peer support for children and youth with special health care needs: 
Preliminary evaluation of a family partner program in a healthcare system. J Pediatr Nurs, 2022,66, 6–14.   

[12]  Chakraborti M, Gitimoghaddam M, McKellin WH, Miller AR, Collet JP. Understanding the Implications of Peer Support for 
Families of Children With Neurodevelopmental and Intellectual Disabilities: A Scoping Review. Front Public Health, 
2021;9:719640.  

[13]  Adams RC, Levy SE, Council on Children with Disabilities. Shared Decision-Making and Children With Disabilities: Pathways to 
Consensus. Pediatrics, 2017; 139 (6): e20170956. 10.1542/peds.2017-0956.  

[14]  Quinn J, Bodenstab HM, Wo E, Parrish RH. Medication Management Through Collaborative Practice for Children With Medical 
Complexity: A Prospective Case Series. J Pediatr Pharmacol Ther, 2024;29(2):119-129.  

[15]  Rojas EI, Dupotey NM, De Loof H. Comprehensive Medication Management Services with a Holistic Point of View, a Scoping 
Review, Pharmacy (Basel)., 2023 Feb 16;11(1):37.   

[16]  Kuo DZ, McAllister JW, Rossignol L, Turchi RM, Stille CJ. Care Coordination for Children With Medical Complexity: Whose Care Is 
It, Anyway? Pediatrics, 2018;141(Suppl 3):S224-S232.   

[17]  Sheftall AH, Chisolm DJ, Alexy ER, Chavez LJ, Mangione-Smith RM, Ferrari RM, Song PH. Satisfaction With Care Coordination for 
Families of Children With Disabilities. J Pediatr Health Care, 2019;33(3):255-262.  

[18]  Foltz JL, Belay B, Dooyema CA, Williams N, Blanck HM. Childhood Obesity Research Demonstration (CORD): The Cross-Site 
Overview & Opportunities for Interventions Addressing Obesity Community-Wide. Child Obes, 2015 Feb; 11(1): 4-10.  

[19]  HHS Office of Disease Prevention and Health Promotion. Healthy People 2030, Social determinants of health. Available: 
odphp.health.gov/healthypeople/priority-areas/social-determinants-health. [Accessed Dec 2025]. 

[20]  Atkins M, Castro I, Sharifi M, Perkins M, OConnor G, Luo M, Sandel M, Taveras EM, Fiechtner L. Unmet Social Needs and 
Adherence to Pediatric Weight Management Interventions: Massachusetts, 2017–2019. Am J Public Health, 2020; 110, 
S251_S257.  

[21]  McLellan SE, Mann MY, Scott JA, Brown TW. A Blueprint for Change: Guiding Principles for a System of Services for Children 
and Youth With Special Health Care Needs and Their Families. Pediatrics, 2022; 149 (S7): e2021056150C. 10.1542/peds.2021-
056150C.  

[22]  Administration for Children and Families (ACF). Runaway and Homeless Youth Program Report to Congress. 2023. Available: 
acf.gov/sites/default/files/documents/fysb/fy-18-19-report-congress-rhy-program_0.pdf. [Accessed Feb 2026]. 

[23]  Mackay L, Dewan T, Lal J, Hayden KA, Chang U. Exploration of the Evidence on Discharge from Hospital to Home for Children 
with Medical Complexity and Their Parents: A Review of the Literature. Child Care Health Dev, 2025;51(1):e70031.   



 March 2026                               ISSUE BRIEF 17 
  

[24]  White PH, Cooley WC, Transitions Clinical Report Authoring Group, American Academy of Pediatrics, American Academy of 
Family Physicians, American College of Physicians. Supporting the Health Care Transition From Adolescence to Adulthood in 
the Medical Home. Pediatrics, 2018; 142 (5): e20182587. 10.1542/peds.2018-2587.  

[25]  White PH, Schmidt A, Shorr J, Ilango S, Beck D, McManus M. Six Core Elements of Health Care Transition™ 3.0. Washington, 
DC: Got Transition, The National Alliance to Advance Adolescent Health, 2020. Available: gottransition.org. [Accessed Dec 
2025]. 

[26]  Schmidt A, Ilango SM, McManus MA, Rogers KK, White PH. Outcomes of Pediatric to Adult Health Care Transition 
Interventions: An Updated Systematic Review. J Pediatr Nurs, 2020;51:92-107.  

[27]  Parsons HM, Abdi HI, Nelson VA, Claussen A, Wagner BL, Sadak KT, Scal PB, Wilt TJ, Butler M. Systematic Review: Transitions of 
Care From Pediatric to Adult Services for Children With Special Healthcare Needs. Comparative Effectiveness Review No. 255. 
AHRQ Publication No. 22-EHC027. Effective Health Care Program, Agency for Healthcare Research and Quality, Rockville, MD, 
2022.  

[28]  National Institutes of Health (NIH). Research on the Transition from Pediatric to Adult Health Care. Available: 
grants.nih.gov/funding/find-a-fit-for-your-research/highlighted-topics/2. [Accessed Dec 2025]. 

[29]  The Medicaid and CHIP Payment and Access Commission (MACPAC). Report to Congress on Medicaid and CHIP. Chapter 1: 
Children and Youth with Special Health Care Needs Transitions of Care. 2025. Available: macpac.gov/wp-
content/uploads/2025/06/MACPAC_June-2025-Chapter-1.pdf. [Accessed Dec 2025]. 

[30]  Chung SL, Pediatric Health Information Technology-What We Need for Optimal Care of Children. Appl Clin Inform, 2021 
May;12(3):708-709.  

[31]  Curfman A, Hackell JM, Herendeen NE, Alexander J, Marcin JP, Moskowitz WB, Bodnar CEF, Simon HK, McSwain SD, Telehealth: 
Opportunities to Improve Access, Quality, and Cost in Pediatric Care, Pediatrics, 2022;149(3):e2021056035.  

[32]  Saidinejad M, Barata I, Foster A, Ruttan TK, Waseem M, Holtzman DK, Benjamin LS, Shahid S, Berg K, Wallin D, Atabaki SM, 
Joseph MM, ACEP Pediatric Emergency Medicine Committee. The role of telehealth in pediatric emergency care., J Am Coll 
Emerg Physicians Open, 2023 Apr;4(3):e12952.   

[33]  Alansari AN, Zaazouee MS, Najar S, Elshanbary AA, Mesaoud M, Telemedicine applications in pediatric emergency surgery and 
trauma: a systematic review of diagnostic accuracy and clinical effectiveness. Pediatr Surg Int, 2025 Apr;41(1):122.   

[34]  DAlessandro DM, Dosa NP, Empowering Children and Families With Information Technology, Arch Pediatr Adolesc Med, 
2001;155(10):1131–1136.   

[35]  Park T, Lee IH, Lee SW, Kong SW, Artificial intelligence in pediatric healthcare: current applications, potential, and 
implementation considerations., Clin Exp Pediatr, 2025;68(9):641-651.   

[36]  National Academies of Sciences, Engineering, and Medicine; Health and Medicine Division; Board on Health Care Services; 
Committee on Implementing High-Quality Primary Care, Implementing High-Quality Primary Care: Rebuilding the Foundation 
of Health Care, Robinson SK, Meisnere M, Phillips RL Jr, McCauley L, editors. Washington (DC): National Academies Press (US); 
2021.   

[37]  Xiao J, Xu Z, Xiao A, Wang X, Skare M. Overcoming barriers and seizing opportunities in the innovative adoption of next-
generation digital technologies. J Innov Knowl, 2024;9(4):100622.   

[38]  Anderson JP, Couture SJ, Louis JF, Wiltz J, Sheingold S, Smith SR. Opportunities for Technology-Enabled Care: Economic and 
Payment Issues. Office of the Assistant Secretary for Planning and Evaluation, U.S. Department of Health and Human Services. 
2025. 

[39]  Committee on the Learning Health Care System in America; Institute of Medicine. Best Care at Lower Cost: The Path to 
Continuously Learning Health Care in America. Smith M, Saunders R, Stuckhardt L, McGinnis JM, editors. 5: A Continuously 
Learning Health Care System, in Best Care at Lower Cost: The Path to Continuously Learning Health Care in America, 
Washington (DC): National Academies Press (US), 2013.  

[40]  Forrest CB, Margolis PA, Bailey LC, Marsolo K, Del Beccaro MA, Finkelstein JA, Milov DE, Vieland VJ, Wolf BA, Yu FB, Kahn MG, 
PEDSnet: a National Pediatric Learning Health System. JAMIA, 2014;21(4): 602–606.  

[41]  Childrens Hospital of Philadelphia Research Institute. PEDSnet. Philadelphia (PA): Childrens Hospital of Philadelphia. Available: 
research.chop.edu/pedsnet. [Accessed Jan 2026]. 

[42]  Pediatric Research in Inpatient Settings (PRIS) Network. PRIS Network. Cincinnati (OH): PRIS Network. Available: 
prisnetwork.org/. [Accessed Jan 2026]. 

[43]  Pletcher MJ, Lo B, Grady D. Informed Consent in Randomized Quality Improvement Trials: A Critical Barrier for Learning Health 
Systems. JAMA Intern Med, 2014;174(5):668–670.   

[44]  Wouters RH, van der Graaf R, Voest EE, Bredenoord AL. Learning health care systems: highly needed but challenging, Learn 
Health Syst, 2020;4(3):e10211.   

[45]  Rajamani S, Hultman G, Bakker C, Melton GB. The role of organizational culture in health information technology 
implementations: A scoping review. Learn Health Syst, 2021;6(3):e10299.  



 March 2026                               ISSUE BRIEF 18 
  

[46]  Euhus R, Mathers J. A Look at Variation in Medicaid Spending Per Enrollee by Group and Across States. Kaiser Family 
Foundation, 2025.  

[47]  Minnaert JJ, Hirai AH, Donney JF, Ghandour RM, Novoa C, Brosco JP. Children and Youth With Special Health Care Needs, 
National Survey of Childrens Health 2022 – 2023. Health Resources and Services Administration Data Brief, 12 2025. 

[48]  Perrin JM, Romm D, Bloom SR, Homer CJ, Kuhlthau KA, Cooley C, Duncan P, Roberts R, Sloyer P, Wells N, Newacheck P. A 
family-centered, community-based system of services for children and youth with special health care needs. Arch Pediatr 
Adolesc Med, 2007 Oct;161(10):933-6.   

[49]  Allshouse C, Comeau M, Rodgers R, Wells N, Families of Children With Medical Complexity: A View From the Front Lines, 
Pediatrics, 2018; 141 (Suppl 3): S195–S201. 10.1542/peds.2017-1284D.  

[50]  National Academy for State Health Policy (NASHP). National Care Coordination Standards for Children and Youth with Special 
Health Care Needs (CYSHCN). Washington (DC): National Academy for State Health Policy.  

[51]  Van Orne J. Care coordination for children with medical complexity and caregiver empowerment in the process: A literature 
review. J Spec Pediatr Nurs, 2022;27(3):e12387.    

[52]  Ghotane S, Hirve R, Forman J, Tan D, Achercouk Z, Wolfe I. Integrated care for children and young people with special health 
and care needs: a systematic review. Arch Dis Child, 2024;109(11):924-931.    

[53]  Campbell F, Biggs K, Aldiss SK, ONeill PM, Clowes M, McDonagh J, While A, Gibson F. Transition of care for adolescents from 
paediatric services to adult health services. Cochrane Database Syst Rev, 2016;4(4):CD009794.   

[54]  Harvey AR, Meehan E, Merrick N, DAprano AL, Cox GR, Williams K, Gibb SM, Mountford NJ, Connell TG, Cohen E, 
Comprehensive care programmes for children with medical complexity. Cochrane Database Syst Rev, 2024, Issue 5. Art. No.: 
CD013329.  

[55]  Broll J, Schäfer SK, Stoffers-Winterling J, Hölzen S, Helmreich I, Lieb K. Case Management for Enhancing Wellbeing, Resilience, 
and Quality of Life in Caregivers of Children and Adolescents With Chronic Illnesses and Disabilities: A Systematic Review and 
Meta-Analysis. Nurs Health Sci, 2025 Jun;27(2):e70096.   

[56]  Sartore GM, Pourliakas A, Lagioia V, Peer support interventions for parents and carers of children with complex needs, 
Cochrane Database Syst Rev, 2021;12(12):CD010618.    

[57]  Leeb RT, Danielson ML, Claussen AH, Robinson LR, Lebrun-Harris LA, Ghandour R, Bitsko RH, Katz SM, Kaminski JW, Brown J. 
Trends in Mental, Behavioral, and Developmental Disorders Among Children and Adolescents in the US, 2016–2021. Prev 
Chronic Dis, 2024;21:240142.   

[58]  University of Michigan Behavioral Health Workforce Research Center. Estimating the distribution of the U.S. psychiatric 
subspecialist workforce. Ann Arbor (MI): University of Michigan School of Public Health; 2018. 

[59]  Asarnow JR, Rozenman M, Wiblin J, Zeltzer L. Integrated Medical-Behavioral Care Compared With Usual Primary Care for Child 
and Adolescent Behavioral Health: A Meta-analysis. JAMA Pediatr, 2015;169(10):929–937.   

[60]  Hostutler CA, Shahidullah JD, Mautone JA, Rybak TM, Okoroji C, Bruni T, Stephenson KG, Utset LV, Freeman KA, LaLonde L, 
Riley AR. A systematic review and meta-analysis of pediatric integrated primary care for the prevention and treatment of 
physical and behavioral health conditions. J Pediatr Psychol, 2025;50(7):561-578.    

[61]  Olson JR, Benjamin PH, Azman AA, Kellogg MA, Pullmann MD, Suter JC, Bruns EJ. Systematic Review and Meta-analysis: 
Effectiveness of Wraparound Care Coordination for Children and Adolescents. J Am Acad Child Adolesc Psychiatry, 
2021;60(11):1353-1366.   

[62]  Larson SA, Eschenbacher HJ, Taylor B, Pettingell S, Sowers M, Bourne ML. In-home and residential long-term supports and 
services for persons with intellectual or developmental disabilities: status and trends through 2017. Minneapolis (MN): 
University of Minnesota, Research and Training Center on Community Living, Institute on Community Integration; 2020. 

[63]  Sommers A, Chiri G, Rios N, Hayes M, Plourde E, Karimi M, Reichard A. Operationalizing the definition of intellectual and 
developmental disabilities in administrative claims data for research. Washington (DC): Office of the Assistant Secretary for 
Planning and Evaluation, U.S. Department of Health and Human Services, 2023. 

[64]  Machalicek W, Lang R, Raulston TJ. Training Parents of Children with Intellectual Disabilities: Trends, Issues, and Future 
Directions. Curr Dev Disord Rep, 2015; 2, 110–118.   

[65]  Dunst CJ, Espe-Sherwindt M. Family-centered practices in early childhood intervention. In: Reichow B, Boyd B, Barton E, Odom 
S, editors. Handbook of early childhood special education, Cham (CH): Springer; 2016.   

[66]  Mestre TD, Lopes MJ, Mestre DM, Ferreira RF, Costa AP, Caldeira EV. Impact of family-centered care in families with children 
with intellectual disability: A systematic review. Heliyon, 2024;10(7):e28241.   

[67]  Turney K, Wildeman C, Mental and physical health of children in foster care, Pediatrics, 2016;138(5):e20161118.   

[68]  Lamminen LM, McLeigh JD, Roman HK, Caring for children in child welfare systems: a trauma-informed model of integrated 
primary care, Pract Innov, 2020;5(1):55–64.  



 March 2026                               ISSUE BRIEF 19 
  

[69]  Felitti VJ, Anda RF, Nordenberg D, Williamson DF, Spitz AM, Edwards V, Koss MP, Marks JS, Relationship of childhood abuse and 
household dysfunction to many of the leading causes of death in adults, Am J Prev Med, 1998;14(4):245–258.  

[70]  Quick C, Meimers MC, Buchele E, Krawciw M, Hughes D, Rohn A, Integrated Healthcare for Youth in Foster Care: A Narrative 
Review, J Pediatr Health Care, 2025 Aug;S0891-5245(25)00190-7.  

[71]  Burkhart K, Asogwa K, Muzaffar N, Gabriel M, Pediatric Integrated Care Models: A Systematic Review, Clin Pediatr, 
2019;59(2):148-153.   

[72]  McLeigh JD, Malthaner L, Winebrenner C, Stone KE, Paediatric integrated care in the primary care setting: a scoping review of 
populations served, models used and outcomes measured, Child Care Health Dev, 2022;48(5):869–879. .  

[73]  Office of the Assistant Secretary for Planning and Evaluation, Challenges and opportunities in treatment foster care, 
Washington (DC): U.S. Department of Health and Human Services, 2019.  

[74]  Anderson B, Beckett J, Wells N, Comeau M., The Eye of the Beholder: A Discussion of Value and Quality From the Perspective 
of Families of Children and Youth With Special Health Care Needs, Pediatrics, 2017;139(Suppl 2):S99-S108.   

[75]  Child and Adolescent Health Measurement Initiative, Data query, National Survey of Childrens Health (NSCH), 2022-2023, Data 
Resource Center for Child and Adolescent Health supported by the US Department of Health and Human Services, Health 
Resources and Services Administration, Maternal and Child Health Bureau. Available: childhealthdata.org. [Accessed Nov 
2025]. 

[76]  Centers for Medicare & Medicaid Services, CMS Quality Measure Development Plan: Supporting the Transition to the Merit-
based Incentive Payment System (MIPS) and Alternative Payment Models (APMs), Baltimore, MD: CMS, 2016.  

[77]  Desai AD, Starmer AJ, Process metrics and outcomes to inform quality improvement in pediatric hospital medicine, Pediatr Clin 
North Am, 2019;66(4):725–737.   

[78]  Zima BT, Murphy JM, Scholle SH, Hoagwood KE, Sachdeva RC, Mangione-Smith R, Woods D, Kamin HS, Jellinek M, National 
quality measures for child mental health care: background, progress, and next steps, Pediatrics, 2013;131(Suppl 1):S38-S49.  

[79]  Agency for Healthcare Research and Quality, CAHPS Item Set for Children with Chronic Conditions, Rockville (MD): AHRQ, 
2022. Available: ahrq.gov/cahps/surveys-guidance/item-sets/children-chronic/index.html. [Accessed Nov 2025]. 

[80]  National Committee for Quality Assurance, Children and Adolescents Access to Primary Care Practitioners (CAP), Washington 
(DC): NCQA. Available: ncqa.org/report-cards/health-plans/state-of-health-care-quality-report/children-and-adolescents-
access-to-primary-care-practitioners-cap/. [Accessed Nov 2025]. 

[81]  Melnyk BM, Grossman DC, Chou R, Mabry-Hernandez I, Nicholson W, DeWitt TG, Cantu AG, Flores G, for the US Preventive 
Services Task Force, USPSTF Perspective on Evidence-Based Preventive Recommendations for Children, Pediatrics, 2012 Aug; 
130 (2): e399–e407. 10.1542/peds.2011-2087.  

[82]  Kealey E, Hudson Scholle S, Byron SC, Hoagwood K, Leckman-Westin E, Kelleher K, Finnerty M, Quality concerns in 
antipsychotic prescribing for youth: a review of treatment guidelines, Acad Pediatr, 2014;14(5 Suppl):S68-S75.   

[83]  Zeng L, Zhang L, Hu Z, Ehle EA, Chen Y, Liu L, Chen M, Systematic review of evidence-based guidelines on medication therapy 
for upper respiratory tract infection in children with AGREE instrument, PLoS One, 2014;9(2):e87711.   

[84]  Committee on Adolescence, Adelman W, Braverman PK, Alderman EM, Breuner CC, Levine DA, Marcell AV, OBrien RF, 
Achieving Quality Health Services for Adolescents, Pediatrics, 2016; 138 (2): e20161347. 10.1542/peds.2016-1347.  

[85]  Prentice JC, Frakt AB, Pizer SD, Metrics that matter, J Gen Intern Med, 2016;31(Suppl 1):70–73.   

[86]  Agency for Healthcare Research and Quality, Types of health care quality measures., Rockville (MD): AHRQ. Available: 
ahrq.gov/talkingquality/measures/types.html. [Accessed Jan 2026]. 

[87]  Finnell SME, Stanton JL, Downs SM, Actionable recommendations in the Bright Futures child health supervision guidelines, 
Appl Clin Inform, 2014;5(3):651-659.  

[88]  Asare AO, Stagg BC, Stipelman C, Killeen OJ, Hicks PM, Omotowa O, Hartmann EE, Keenan HT, Smith JD, Patient-centered 
medical homes and vision care for children: a cross-sectional analysis with data from the National Survey of Childrens Health 
2018–2019, BMC Pediatr, 2024;24:745.  

[89]  van den Berk-Clark C, Doucette E, Rottnek F, Manard W, Aragon Prada M, Hughes R, Lawrence T, Schneider FD, Do patient-
centered medical homes improve health behaviors, outcomes, and experiences of low-income patients? A systematic review 
and meta-analysis, Health Serv Res, 2018;53(3):1777-1798.   

[90]  Van Cleave J, Taft K, Ware A, Stille C, Assessing and addressing social determinants of health among children and youth with 
special health care needs, Acad Pediatr, 2022;22(2 Suppl):S28–S33.   

[91]  Maio V, Hartmann CW, Goldfarb NI, Roumm AR, Nash DB, Are employers pursuing value-based purchasing?, Benefits Q, 
2005;21(3):20–29.  

[92]  Milad MA, Murray RC, Navathe AS, Ryan AM, Value-based payment models in the commercial insurance sector: a systematic 
review, Health Aff (Millwood), 2022;41(4):540-548.  



 March 2026                               ISSUE BRIEF 20 
  

[93]  Centers for Medicare & Medicaid Services (CMS), Risk-Based Arrangements in Health Care, Baltimore (MD): CMS, 14 8 2023. 
Available: cms.gov/priorities/innovation/key-concepts/risk-based-arrangements-health-care. 

[94]  Centers for Medicare & Medicaid Services (CMS), Our mission, CMS Innovation Center, 27 2 2025. Available: 
cms.gov/priorities/innovation/about/our-mission. [Accessed Mar 2026]. 

[95]  Physician-Focused Payment Model Technical Advisory Committee (PTAC), Environmental scan on identifying a pathway toward 
maximizing participation in population-based total cost of care (PB-TCOC) models, Washington (DC): U.S. Department of 
Health and Human Services, ASPE, 2024.  

[96]  OMalley AS, Singh P, Fu N, Duda N, McCall N, Geonnotti K, Petersen D, Ghosh A, Morrison N, Keith R, Tu H, Orzol S, Dale S, 
Shanmugam P, Peebles V, Morrison Lee K, Au M, Felland L, Embry J, … & Sarwar R, Independent evaluation of Comprehensive 
Primary Care Plus (CPC+): Final report (Fifth Annual Evaluation Report), Mathematica Policy Research. Report to the Centers 
for Medicare & Medicaid Services, 2023.  

[97]  Lowell KH, Brantley E, Cahn S, Campbell L, Carpenter R, Chelluri D, Colligan E, Das S, Ewald E, Gao Y, Gianattasio K, Girouard E, 
Hefferon M, Hu W, Hunt M, Krauss D, Krone E, Loganathan S, Parashuram S, … & Xie L, Evaluation of the Next Generation 
Accountable Care Organization (NGACO) Model: Sixth Evaluation Report, NORC at the University of Chicago for the Centers for 
Medicare & Medicaid Services, 2024.   

[98]  Rojas Smith L, Sussman L, Toth M, Beil H, He F, Parish W, Renaud J, Accountable Health Communities (AHC) Model Evaluation: 
Final Report, RTI International;2026. Prepared for the CMS Center for Medicare & Medicaid Innovation.  

[99]  Parish WJ, Beil H, He F, DArcangelo N, Romaire M, Rojas-Smith L, Haber SG, Health care impacts of resource navigation for 
health-related social needs in the Accountable Health Communities model, Health Aff (Millwood), 2023;42(6):822–831.  

[100]  Wolfe I, Satherley RM, Scotney E, Newham J, Lingam R, Integrated care models and child health: a meta-analysis, Pediatrics, 
2020;145(1):e20183747.   

[101]  Bachman SS, Comeau M, Long TF, Statement of the problem: health reform, value-based purchasing, alternative payment 
strategies, and children and youth with special health care needs, Pediatrics, 2017;139(Suppl 2):S89–S98.   

[102]  Bergman DA, Keller D, Kuo DZ, Lerner C, Mansour M, Stille C, Richardson T, Rodean J, Hudak M, Costs and Use for Children 
With Medical Complexity in a Care Management Program, Pediatrics, 2020;145(4):e20192401.  

[103]  East CN, Miller S, Page M, Wherry LR, Multigenerational impacts of childhood access to the safety net: early life exposure to 
Medicaid and the next generations health., Am Econ Rev, 2023;113(1):98–135.  

[104]  Centers for Medicaid and CHIP Services, August 2025 Medicaid & CHIP enrollment data highlights. Available: 
medicaid.gov/medicaid/program-information/medicaid-and-chip-enrollment-data/report-highlights. [Accessed Mar 2026]. 

[105]  Williams, E, 5 Key Facts About Children with Special Health Care Needs and Medicaid, Kaiser Family Foundation, 2025. 
Available: kff.org/medicaid/5-key-facts-about-children-with-special-health-care-needs-and-medicaid/. 

[106]  Abt Associates Inc., Integrated Care for Kids Model Evaluation: Report 2, Prepared for the CMS Center for Medicare & 
Medicaid Innovation, 2024. Available:cms.gov/priorities/innovation/data-and-reports/2024/inck-model-second-eval-rpt. 

[107]  Centers for Medicare & Medicaid Services, Letter from Daniel Tsai to state Medicaid directors regarding “Health homes for 
children with medically complex conditions", 2022. Available: medicaid.gov/federal-policy-
guidance/downloads/smd22004.pdf. 

[108]  Lindstrom K, Cady R, Bushaw A, Family-centered care for children with medical complexity: A goal-planning initiative, Nurse 
Pract, 2020;45(8):49-55.   

[109] Cohen E, Kuo DZ, Agrawal R, Berry JG, Bhagat SK, Simon TD, Srivastava R, Children with medical complexity: an emerging 
population for clinical and research initiatives, Pediatrics, 2011;127(3):529-38.   

 

 

 



March 2026                       ISSUE BRIEF 21 
 

 

 

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES 

 
Office of the Assistant Secretary for Planning and Evaluation 
200 Independence Avenue SW, Mailstop 447D 
Washington, D.C. 20201 
 
For more ASPE briefs and other publications, visit: 
aspe.hhs.gov/reports 

 

 
 
ABOUT THE AUTHORS 
Jennifer Wiltz, Sara Couture, Jesse Anderson, Jean Fredo Louis, 
and Vetisha McClair are in the Office of Health Policy in the 
Office of the Assistant Secretary for Planning and Evaluation. 
 
SUGGESTED CITATION 
Wiltz JL, Couture SJ, Anderson JP, Louis JF, McClair VL. 
Accelerating Innovative and Effective Pediatric Health Care 
Delivery Systems: Interventions and Value-Based Care Models for 
Children with Chronic Health Conditions and Complex Needs. 
Office of the Assistant Secretary for Planning and Evaluation, U.S. 
Department of Health and Human Services. March 2026. 
 
COPYRIGHT INFORMATION 
All material appearing in this report is in the public domain and 
may be reproduced or copied without permission; citation as to 
source, however, is appreciated. 
 
DISCLOSURE  
This communication was printed, published, or produced and 
disseminated at U.S. taxpayer expense. 
 
Links and references to information from non-governmental 
organizations are provided for informational purposes and are 
not an HHS endorsement, recommendation, or preference for 
the non-governmental organizations. 
___________________________________ 

 
Subscribe to ASPE mailing list to receive  
email updates on new publications: 
https://list.nih.gov/cgi-bin/wa.exe?SUBED1=ASPE-HEALTH-POLICY&A=1 
 
For general questions or general  
information about ASPE: 
aspe.hhs.gov/about 

  

https://aspe.hhs.gov/about

