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Abstract 

 

People with intellectual and developmental disabilities (IDD) face significant health 

disparities due to structural inequities, healthcare access challenges, and fragmented financing 

and delivery systems. This paper presents key recommendations for improving healthcare 

financing and delivery systems developed at the American Association on Intellectual and 

Developmental Disabilities (AAIDD) National Goals for Health Equity for People with IDD 

meeting in June 2024. Strategic priorities included enhancing data collection and integration, 

developing standardized quality metrics tailored to people with IDD, and reforming healthcare 

financing to ensure equitable access to specialized care. The group also recommended increased 

development, regular evaluation of innovative healthcare financing and delivery models, and 

further research and advancement of health and wellness technologies specifically targeted to 

people with IDD. Finally, person centered approaches, informed by people with IDD and their 

families, were identified as critical to ensuring meaningful and effective reforms. While 

challenges remain, this paper emphasizes the urgent need for systemic changes to promote health 

equity and improve healthcare for people with IDD. 
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Introduction 

The approximately 8 to 10 million people with intellectual and developmental disabilities 

(IDD) in the United States have poorer overall health, more chronic conditions, and less access 

to quality healthcare than the general population (Havercamp & Bonardi, 2022; Johnston et al., 

2022; Larson et al., 2024; Pham et al., 2024). They are more likely to have diabetes, epilepsy, 

asthma, and hearing loss (Liao et al., 2021) and live shorter lives than those without IDD 

(Cooper et al., 2020; O'Leary et al., 2018; Reppermund & Walker, 2021). 

The health disparities faced by people with IDD have been linked to a combination of 

structural inequities, such as inadequate community and social support systems, as well as 

certain biological risk factors (Dean et al., 2021; Johnston et al., 2022). Unequal access to 

healthcare further exacerbates these disparities (Krahn et al., 2015; Whittle et al., 2018). While at 

significant risk for poor health outcomes, people with IDD often encounter barriers to receiving 

quality healthcare, including insufficient accommodations, ableism, and biases, in addition to a 

lack of knowledge, experience, and skills among healthcare providers (Alshammari et al., 2018; 

Lagu et al., 2022; VanPuymbrouck et al., 2020). 

Healthcare financing and delivery systems present significant challenges in meeting the 

health needs of people with IDD (Ervin, 2025; Shady et al., 2024). The complexity and 

inconsistency of insurance programs and insufficient funding for specialized care create a myriad 

of barriers for people with IDD (Bonardi et al., 2024; Bryan et al., 2023). Additionally, poor 

integration between healthcare services and community support systems, compounded by limited 

access to qualified care providers, further restricts access to comprehensive health services 

(Doherty et al., 2020; Havercamp & Bonardi, 2022). These challenges result in fragmented and 
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unequal access to physical and behavioral healthcare services for people with IDD (Marquis et 

al., 2024; Pham et al., 2024). 

This article outlines recommendations to address these challenges by highlighting 

research, policy, and practice recommendations from the "Healthcare Financing and Delivery 

Systems" section of the American Association on Intellectual and Developmental Disabilities 

(AAIDD) National Goals for Health Equity for People with IDD meeting. This meeting was held 

on June 7th and 8th, 2024. A team of nine academics, practitioners, policy staff, and people with 

lived experience met over two days to identify the most pressing research and policy priorities 

for healthcare financing and delivery systems for people with IDD.  

Key Recommendations for Improving Healthcare Financing and Delivery Systems 

Recommendation 1: Enhance Data Collection and Integration     

The lack of comprehensive, integrated data is a significant barrier to addressing 

healthcare disparities for people with IDD (Administration on Community Living [ACL], 2019; 

ACL, 2025; Havercamp et al., 2019; Krahn, 2019). Current health data systems are often 

fragmented and fail to capture the full scope of IDD-specific health needs. By improving data 

collection, infrastructure, and integration across healthcare, social services, and education 

systems, we can better identify health trends and more effectively track progress in reducing 

disparities. 

Currently, people with IDD are often excluded from key health data systems, which 

hinders the development of targeted, evidence-based interventions and policies.  (Dhopeshwarkar 

et al., 2024; Šiška et al., 2024; Wu et al., 2023). The absence of disaggregated data limits our 

understanding of the intersectional impact of factors such as race, ethnicity, socioeconomic 
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status, and geography on health outcomes within the IDD community (Landes & Turk, 2024; 

Williamson et al., 2023). As a result, policymakers, researchers, and advocates face significant 

challenges in making informed decisions that could promote health equity and improve the 

overall quality of life for people with IDD. 

The exclusion of people with IDD in national surveys, both from the sampling frame and 

by not including targeted questions, creates a significant blind spot in understanding their needs 

and experiences. (Havercamp et al., 2019; Rosencrans et al., 2021). This oversight contributes to 

their invisibility in national datasets, perpetuating inequities and hindering efforts to address 

systemic disparities. Compounding this issue is the complexity and fragmentation of existing 

data on IDD populations, which often resides in siloed systems that are difficult to integrate. 

These challenges create significant barriers to effective policy making and service delivery by 

limiting access to comprehensive, reliable, and actionable data.  

Due to strict privacy regulations, lengthy approval processes, and the need for specialized 

agreements to handle sensitive information, Medicare and Medicaid data are notoriously difficult 

for researchers to access (Ayanian & Buntin, 2024; Doshi et al., 2016). These challenges are 

particularly problematic for research on people with IDD, as the majority of this population 

relies on these programs for healthcare coverage. Limited access to this data restricts researchers' 

ability to analyze healthcare utilization, costs, and outcomes, leaving significant gaps in 

understanding the disparities and barriers faced by people with IDD. This lack of insight hinders 

the development of evidence-based policies and interventions, ultimately perpetuating inequities 

and preventing meaningful progress in addressing the healthcare needs of this population. 

Platforms that integrate fragmented data sources are critical for providing a 

comprehensive understanding of the health needs of people with IDD (ASPE, 2022). The current 
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fragmentation of data—spread across healthcare systems, social services, educational 

institutions, and government programs—creates significant barriers to analyzing the complex 

and intersecting factors that shape healthcare outcomes for this population (Bonardi et al., 2019; 

Dahm et al., 2017). By consolidating these diverse data streams into integrated systems, 

researchers, policymakers, and service providers can more effectively identify trends, needs, and 

gaps in care. For instance, integrated platforms enable a deeper exploration of disparities in 

funding allocations, the impact of different financing models, and variations in access to essential 

healthcare services across geographic and demographic groups.  

Comprehensive, integrated data systems are invaluable for informing targeted 

interventions and evidence-based policymaking (Dinora et al., 2020; Schalock et al., 2017). 

Moreover, robust, integrated data systems would improve the quality and accessibility of 

healthcare for people with IDD by empowering providers with actionable information, 

streamlining care coordination, and enabling more personalized approaches to treatment. 

Ultimately, these platforms are foundational for addressing health inequities and ensuring that 

people with IDD receive the comprehensive, high-quality care they need and deserve. 

Targeted Focus Areas for Research, Policy, and Practice 

●    Improve data collection and integration. Connecting data from healthcare, social services, 

and education helps better understand the health needs of people with IDD, track trends, and 

address disparities. 

●    Address data gaps and exclusion. People with IDD are often left out of health data, making it 

hard to address their needs. Including them in surveys and disaggregating data by factors like 

race and socioeconomic status will highlight disparities. 
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●    Expand access to health data. Limited access to health data, including Medicare and 

Medicaid data, hinders research on healthcare for people with IDD. Easing access to this data 

can reveal disparities and guide policy development. 

●   Develop integrated data platforms and evidence-based interventions. Fragmented data 

complicates understanding the health of people with IDD. Secure, integrated platforms can 

consolidate data, improving decision-making and resource allocation. 

Recommendation 2:  Develop Standardized Quality Metrics 

The development of standardized quality metrics focused on health outcomes for people 

with IDD is critical to ensuring equity and consistency in care (Bogenschutz et al., 2022; Pham et 

al., 2024). These metrics would enable a unified approach to assessing and improving health 

outcomes across diverse financing and delivery systems, addressing a long-standing gap in data-

driven strategies for this population. 

The current fragmentation in quality metrics within the U.S. IDD service system presents 

a substantial barrier to identifying systemic issues and improving health outcomes 

(Dhopeshwarkar et al., 2024; Havercamp & Bonardi, 2022). This fragmentation arises from the 

diversity of financing mechanisms, including Medicaid waivers, state-funded programs, and 

private insurance, each of which applies different standards and reporting requirements. 

Additionally, service settings—ranging from institutional care to home- and community-based 

services (HCBS)—operate under varying regulations and quality measures, further complicating 

efforts to assess and improve care (Barth et al., 2020). 

The lack of standardized quality metrics makes it difficult to compare provider 

performance across settings and states, limiting the ability to track outcomes systematically 
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(Bogenschutz et al., 2022; Doody et al., 2019). Without consistent benchmarks, identifying 

disparities in access and outcomes—such as variations in preventive care, crisis intervention, or 

long-term support services—becomes challenging. This inconsistency hampers efforts to 

implement evidence-based interventions that address overarching challenges like workforce 

shortages, service accessibility, and equitable healthcare delivery for people with IDD. 

The challenges associated with fragmented quality metrics for people with IDD are 

exacerbated by the inadequacy of existing measures, which often fail to capture the complexity 

of their health needs (Hart & Msall, 2022; Havercamp & Krahn, 2019). People with IDD 

experience a range of unique health concerns, including higher rates of chronic conditions, 

complex medication regimens, communication barriers, and increased reliance on long-term 

services and supports (LTSS) (Havercamp & Bonardi, 2022; Johnston et al., 2022). However, 

most quality metrics used in healthcare settings are designed for the general population and do 

not account for these specific factors. This leads to significant gaps in care, as traditional 

performance indicators may not reflect critical aspects of IDD health care, such as the 

effectiveness of behavioral health interventions, access to specialized services, or person-

centered outcomes like autonomy and community integration. Without tailored metrics, it 

becomes difficult to measure disparities in health outcomes, track service effectiveness, or 

develop policies that meaningfully improve care for people with IDD. 

Furthermore, the lack of standardized, IDD-specific quality measures limits efforts to 

promote health equity (Dharampuriya & Abend; Krahn et al., 2023). While tools like the 

National Core Indicators (NCI) surveys provide valuable insights into service experiences and 

individual outcomes, their adoption and consistency across states have varied (Caldwell & 

Machledt, 2022). The recent endorsement of 14 National Core Indicators-IDD measures by the 
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National Quality Forum (NQF) represents a critical step toward addressing these gaps by 

establishing rigorous, person-centered quality metrics tailored to IDD populations. The HCBS 

Final Access Rule contains requirements about quality measures and, although it applies only to 

the Medicaid-insured population, may be an opportunity for private payers to adopt similar 

measures. 

Targeted Focus Areas for Research, Policy, and Practice 

● Develop inclusive quality measures. Work with people with IDD and families to develop 

standardized quality measures to better reflect their health priorities and experiences. 

● Integrate IDD-specific indicators. Incorporate IDD-specific quality metrics into broader 

healthcare reporting systems to improve health outcomes and reduce disparities. 

● Standardize quality metrics across systems.  Develop consistent quality metrics across 

various healthcare delivery models and funding streams to improve care coordination and 

data collection for people with IDD. 

● Enhance accountability through quality metrics. Use standardized metrics to track eligibility, 

access, and outcomes, ensuring accountability in service delivery and improving care for 

people with IDD. 

Recommendation 3: Reform Healthcare Financing  

In the United States, the financing of healthcare services is characterized by a mix of 

private and public payers that operate and are regulated at both the federal and state levels. 

Insurers have important roles in healthcare financing. Insurers essentially provide direct payment 

for services to providers through 1) fee-for-service models, where a set amount is paid for each 
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service provided to a patient, or 2) capitated payment models, where a set amount is paid to 

cover a given patient for a certain period, rather than tying payments each specific service. 

While most Americans are covered by private insurance through their employer or through the 

individual marketplace (Keisler-Starkey & Bunch, 2024), people with IDD are overrepresented 

in public insurance programs (Ervin & Merrick, 2014a). Nearly all public insurance coverage for 

people with IDD is through Medicaid [public insurance program covering low-income children 

and families, pregnant women, people with disabilities, and people aged 65 and older 

administered through a federal-state partnership], either alone (58%) or with dual Medicare 

[federally administered publication insurance program for people aged 65 and older and certain 

people under 65 with disabilities] eligibility (31%) (Rubenstein et al., 2024).  

Particularly important for people with IDD, Medicaid waiver programs allow states to 

deviate from statutory requirements related to eligibility, financing, or service delivery, with 

common waivers including 1115 research and innovation waivers and 1915(c) home and 

community-based services (HCBS) waivers. 1115 waivers can fund experimental, pilot, or 

demonstration projects, such as extending postpartum Medicaid coverage, while 1915(c) waivers 

provide long-term services and supports in home or community settings instead of institutional 

care, benefiting people with IDD. More than 250 active 1915(c) waivers exist across nearly 

every state, with some targeting specific populations, like individuals with autism (CMS, n.d.-b). 

In addition to insurers, public healthcare service financing is supported by federal and 

state grant programs. These grants typically go to state agencies or other organizations, which 

provide healthcare services directly or by contracting with providers. Examples of grant 

programs include substance use and mental health block grants from the Substance Abuse and 

Mental Health Services Administration, which fund prevention and treatment services not 
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covered by insurance, and the Health Center Program (330 grant), which funds community and 

federally qualified health centers to provide health services and address issues like transportation 

and food insecurity.  

The wide range of payers and payment models with differing (and sometimes conflicting) 

eligibility criteria and coverage makes delivery of effective, coordinated care difficult. This is 

especially true for people with IDD, who are more likely to have multiple types of insurance 

coverage and to use services that are paid from different funding streams (Keisler-Starkey & 

Bunch, 2024; Rubenstein et al., 2024). Even within Medicaid, the most common payer for 

people with IDD, people may struggle to access high-quality healthcare as fewer physicians may 

accept Medicaid because of low reimbursement rates (Alexander & Schnell, 2024) or because of 

years-long waitlists for Medicaid HCBS composed mostly of people with IDD (Burns et al., 

2024).  

Some attempts have been made to address the fragmented financing system and 

incentivize care coordination, including innovative delivery models and blending, braiding, or 

sequencing funds to provide a range of services (Butler et al., 2020). Implementation of these 

models, though, often does not account for the impacts on people with IDD making it difficult to 

assess their ability to address healthcare disparities for this population. Further, any cuts to public 

financing of healthcare services will have disproportionate impacts on individuals with IDD.  

Target Areas for Research, Policy, and Practice 

● Expand research on the financing of healthcare services of people with IDD. Conduct 

research to better understand the current status of healthcare financing for people with IDD. 
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● Study innovative funding models. Test new funding models for impacts on care coordination 

and health outcomes among people with IDD. 

● Provide equitable reimbursement for IDD healthcare providers. Address under-

reimbursement for IDD services, especially for more diverse and medically complex people, 

to ensure equitable compensation for providers working with complex needs. 

Recommendation 4:  Evaluate Healthcare Delivery Models to Better Understand Impact 

State Medicaid programs are increasingly using managed care and a wide array of other 

service delivery and payment models to achieve better outcomes and lower costs. The Affordable 

Care Act (ACA) ushered in a new wave of innovations to better integrate financing and delivery 

of care across providers, enhance care coordination, and incentivize outcomes (i.e., often broadly 

referred to as value-based purchasing) (Friedman & Rizzolo, 2021; Medicaid Innovation 

Accelerator Program, 2019). 

Development of innovative service and delivery models for people with IDD has been 

slow but is growing. Promising examples of Patient-Centered Medical Homes (PCMHs) for 

people with IDD (Aguayo et al., 2024; Ervin et al., 2014; Kastner & Walsh, 2012; Lind & 

Archibald, 2013; National Academies, n.d.) have been highlighted. PCMH is a physician-led 

model where a multi-disciplinary care team is provided an additional per member per month 

payment to manage and coordinate care holistically manage an individual's ongoing care, 

sometimes including behavioral health and other supports (Lind & Archibald, 2013).    

The Centers for Medicare and Medicaid Services (CMS) awarded two major Health Care 

Innovation Awards to test medical home models for people with IDD. Mixed methods evaluation 

of these programs indicated positive outcomes, including improved quality and timeliness of 

care, self-management of chronic conditions, medication safety, and decreased hospitalizations 
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and ED visits (Ruiz et al., 2020). However, most of these programs are very small in scale, and 

the extent to which people with IDD are receiving care from PCMHs is unknown. 

     Another promising model is the ACA Health Home, which is a Medicaid State Plan 

Option included in the ACA that provides states with enhanced federal funding (i.e., 90% federal 

match for a limited time) to improve care coordination for targeted groups, including people with 

IDD, who have or at risk of developing multiple chronic conditions (CMS, n.d.-a). As of 

December 2024, 33 Medicaid ACA Health Homes were approved in 19 states (CMS, 2024). 

Among these, 8 programs in 7 states were targeting people with IDD.  

Accountable Care Organization (ACO) initiatives have been more predominant within 

Medicare. However, Medicaid ACOs have been established in 14 states (C. Lewis, et al., 2022). 

ACOs are groups of doctors, hospitals, and providers who share responsibility for a defined 

population's health care and outcomes. If they meet quality standards and save costs, they can 

share in the savings (CMS, n.d.). In Colorado, one ACO tested the effectiveness of a Cross-

Systems Care Integration model and found positive impacts on reducing chronic conditions. This 

innovative model expanded traditional care coordination to include community-based LTSS 

coordination and the involvement of family, friends, and other naturally occurring social supports 

(Wilson et al., 2020).     

     Most Medicaid beneficiaries with disabilities, including many people with IDD, already 

receive their health care through some form of Medicaid Managed Care. Medicaid managed care 

involves state Medicaid agencies contracting with managed care organizations (MCOs) to deliver 

Medicaid services, including behavioral health, for a set per-member per-month payment (CMS, 

n.d.-c). In FY 2022, 54.1% of Medicaid beneficiaries who qualify based on disability were in 

"comprehensive" managed care (Medicaid and CHIP Payment and Access Commission 
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[MACPAC], 2024), and 46.9% were in "limited benefit" managed care arrangements. States can 

exclude certain benefits from "comprehensive" managed care, such as behavioral health services, 

oral health services, or non-emergency transportation.  

Specific data on enrollment of people with IDD within managed care arrangements is 

limited. Moreover, the literature on care coordination models and the experiences and outcomes 

of people with IDD in managed care is sparse. Generalizability across states is limited, and the 

experiences of people and families are often mixed. These studies suggest the importance of 

design and implementation features within managed care programs, such as continuity of care, 

unmet needs, and person and family-centered care coordination (Bowers et al., 2019; Gibbons et 

al., 2016; Owen et al., 2016, 2020a, 2020b).  

     Over the past two decades, state adoption of Managed Long-Term Services and Supports 

(MLTSS) has grown exponentially. MLTSS refers to the delivery of long-term services and 

supports (LTSS) through capitated Medicaid managed care programs (CMS, n.d. -d). Within 

these programs, Managed Care Organizations (MCOs) integrate health care and LTSS to 

improve care coordination across the systems and outcomes.   

     Approximately half of the states now have MLTSS programs, up from only eight in 2004 

(E. Lewis, et al., 2018; Dobson, 2024). However, most states have carved out people with IDD 

from MLTSS programs. Only ten states include people with IDD in their MLTSS programs or 

have specific MLTSS programs for people with IDD (MACPAC, 2018; S. Lewis, et al. 2018). 

The growth of MLTSS for people with IDD has been slower for several reasons, including 

organized and engaged IDD stakeholder resistance and mistrust, lack of MCO experience serving 

people with IDD, and reduced potential for cost savings through rebalancing (Barth et al., 2020). 

Key elements in the design of successful MLTSS programs for people with IDD include 
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adequate time for transition, continuous stakeholder engagement, clearly identified goals, 

adequate network development and infrastructure, contracting and alignment of payment 

incentives, and effective state monitoring and oversight (Caldwell & Patterson, 2013; Dobson et 

al., n.d.; MACPAC, 2018). 

     There is very little research on the outcomes of MLTSS programs and the experiences of 

participants and families. Broadly, there is some evidence that programs may have contributed to 

greater rebalancing of LTSS spending, reduced HCBS waiver waiting lists for services, and 

improved health and quality of life outcomes (Dobson et al., 2021; Wysocki et al., 2020). 

However, findings are mixed, and few states have conducted formal evaluations. Moreover, 

given the wide variations in design and implementation of MLTSS programs, it is challenging to 

make sweeping generalizations about MLTSS across states. To our knowledge, no peer-reviewed 

studies have specifically evaluated outcomes for people with IDD. Qualitative studies of the 

experiences of families of people with IDD in MLTSS programs have indicated mixed 

experiences, particularly with family engagement in care coordination (Williamson et al., 2018). 

Targeted Focus Areas for Research, Policy, and Practice 

●   Improve data collection. Improved data on the enrollment of people with IDD in innovative 

service delivery and payment models is needed to better understand participation and outcomes. 

●   Research and evaluate service models. As states implement innovative service delivery and 

payment models, research is needed to evaluate the experiences and outcomes for people with 

IDD and their families, focusing on health, community living, and system-level impacts. 

●   Expand research on person-centered care coordination. Research should identify promising 

practices, particularly from the perspective of people using services and their family members, in 
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delivering person- and family-centered care coordination, integrating medical, behavioral, LTSS, 

and social supports, with evidence-based models needing to be scaled up. 

Recommendation 5: Leverage Emerging Innovations and Technologies in Healthcare  

Over the past decade, and particularly in the last five years, the integration of digital 

technologies has rapidly expanded within healthcare systems, creating new opportunities to 

improve health outcomes and facilitate care for people with IDD. Small pilot studies and larger 

trials have examined a broad range of interventions, such as telehealth and telemedicine 

platforms, mobile applications, personal digital assistants, virtual reality, and exergaming. While 

evidence suggests that digital health solutions can improve access, enhance self-management, 

and reduce barriers to care for people with IDD, methodological variability across studies has led 

to inconsistent outcomes and underscores the need for further research (Devitt et al., 2024; Selick 

et al., 2021). 

Telehealth and telemedicine interventions constitute the most frequently studied digital 

health approach for people with IDD (Carnett et al., 2020; Delves et al., 2022; Devitt et al., 2024; 

Kim et al., 2024). Many of these programs target improved access to care, reflecting the distinct 

challenges people with IDD face when seeking specialized clinical services. Several 

investigations report substantial increases in telehealth uptake, including 56% more telemedicine 

encounters for adults with IDD compared to adults without IDD (Kim et al., 2024). Another 

analysis showed a 40% rise in technology-based healthcare visits during the COVID-19 

pandemic (McCausland et al., 2022). Telehealth facilitates access to more distant or specialized 

providers at more convenient times (Delves et al., 2022). Hyde et al. (2020) observed that 

enrollment in remote behavioral interventions grew from 3 to 30 participants. In specific clinical 

contexts, the addition of telehealth consults contributed to shorter waiting periods for diagnostic 
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evaluations and treatments (Valentine et al., 2021). Nonetheless, some studies encountered 

technological literacy challenges, small sample sizes, or difficulties measuring long-term 

sustainability (Kalb et al., 2023; Park et al., 2024; Selick et al., 2021). 

Mobile applications and personal digital assistants (PDAs) have been used to increase 

oral health self-care, with one study reporting improvement in 40% of participants who remained 

in the program (O'Hara et al., 2008). Similarly, educational messaging platforms and reminder 

systems improved medication adherence in people with IDD and hypertension and demonstrated 

more than $1,000 in savings per member (Chen et al., 2024). 

Studies also highlight positive user engagement with intelligent personal assistants 

(IPAs). For instance, Smith et al. (2020) found that 79% of users with mild to moderate IDD 

reported enjoying the devices, while 80% felt the technology helped them to accomplish more 

tasks independently. Such findings demonstrate the potential of these tools to bolster everyday 

functioning and autonomy. However, low device usage among some participants and technical 

hurdles (e.g., keeping PDAs charged and user training needs) remain limiting factors (O'Hara et 

al., 2008; Smith et al., 2020). 

Virtual reality (VR) and video game-based interventions have increasingly been explored 

to encourage physical activity and build cognitive or behavioral skills in people with IDD (Corey 

et al., 2024; Torra Moreno et al., 2021). Exergaming platforms, which blend exercise with 

gaming elements, are posited to improve fitness outcomes and engagement by making physical 

activity more motivating (Corey et al., 2024). VR-based interventions show promise for skill 

development, including improvements in working memory, language skills, social skills, and 

behavioral skills, and can be adapted to user needs by customizing difficulty levels and providing 

immediate feedback (Torra Moreno et al., 2021). Despite the promise of VR and gaming 
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approaches, more robust data are needed to establish standardized outcome measures and 

evaluate the accessibility of these tools across diverse IDD populations. 

Speech-to-text and speech recognition technologies have long been used to support 

people with disabilities across various contexts. These technologies can improve participation 

and independence in educational, daily living, and communication tasks for people with speech 

impairments, motor disabilities, and visual impairments (Balaji & Sadashivappa, 2015; Berner & 

Alves, 2021; Semary et al., 2024). Automatic Speech Recognition (ASR) systems have been 

developed for specific conditions like cerebral palsy and apraxia (Ambewadikar & Baheti, 2020; 

Roundtree, 2022). Innovative interfaces, including mouth-mounted devices and biosignal 

sensors, are being explored to enhance speech recognition capabilities (Lee et al., 2021; Malavasi 

et al., 2017). 

Recent advancements in artificial intelligence (AI) speech recognition are transforming 

accessibility for people with disabilities. Applications like Voiceitt use a large database of non-

standard speech patterns and personalized voice training (Voiceitt, n.d.). Other large-scale 

collaborative data collection efforts through the Speech Accessibility Project (Hasegawa-Johnson 

et al., 2024) and targeted efforts like Google's Project Understood (FCB | Project Understood, 

n.d.) are making significant impacts by leveraging partnerships between industry, academic, and 

community partners. These developments, supported by research and industry collaboration, may 

help to increase the accessibility of a broader range of AI tools to improve healthcare access and 

delivery. However, challenges remain in ensuring fairness and accessibility in AI-driven speech 

recognition systems for people with disabilities (Guo et al., 2020). Future research should focus 

on developing more inclusive algorithms, conducting user-centered studies, and improving 

recognition accuracy for diverse populations and real-world applications. 
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Target Areas for Research, Policy, and Practice 

●   Study the impact of existing technologies on people with IDD. Although telehealth and other 

digital solutions have shown promise in improving healthcare access, more systematic research 

is needed to assess their long-term clinical and social impacts on people with IDD and to refine 

these tools for diverse user needs. 

●   Include people with IDD in research and development for new technologies. Actively 

involving people with IDD in the design and testing phases fosters greater usability, relevance, 

and ownership of technology. 

●   Expand telehealth services by addressing technological and literacy barriers. User-friendly 

interfaces, ongoing technical support, and inclusive policy frameworks will help to address 

digital skill gaps and logistical challenges for people with IDD. 

●   Promote digital literacy programs for patients and caregivers. Implementing targeted 

education and training initiatives can bridge knowledge gaps, enhance technology adoption, and 

improve health outcomes for people with IDD. 

Conclusion 

Healthcare financing and delivery play a significant role in creating disparities in 

outcomes for people with IDD. Complex and ever-changing insurance programs, insufficient 

funding of care, siloed services, and workforce shortages all contribute to inequitable access to 

healthcare, which in turn results in health outcome disparities. To address disparities, reform is 

necessary both within and outside finance and delivery systems as a comprehensive approach 

that is informed by people with lived experience of IDD and their families. 
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Across our recommendations, we see a clear need for improved and integrated data 

systems to better understand and enhance how healthcare financing and delivery systems support 

people with IDD. In particular, standardized quality metrics are critical for tracking and 

improving care across healthcare systems to ensure better outcomes. Within the fragmented 

healthcare financing landscape for people with IDD, we must address how to better reimburse 

complex, person-centered care and explore innovative funding models to ensure equitable access 

and support. A key part of expanding access includes increasing the availability and use of 

emerging technologies. Broadening telehealth services, improving digital literacy, and involving 

people with IDD in the design of healthcare technologies are essential steps to improve 

healthcare access and outcomes. Finally, and most importantly, the motto 'nothing about us 

without us' has never been more vital. People with IDD and their families must be engaged as 

leaders in their healthcare financing and delivery innovation. Whether identifying meaningful 

measures, co-researching financing models, or testing emerging technologies to improve care, 

people with IDD and their families have the most at stake and must be central to the solutions. 

Challenges exist that may hinder the implementation of the recommendations discussed 

here. First, proposed Medicaid instability and other federal and state funding streams have 

created uncertainties in how aligned the future of healthcare funding may be to existing models 

and data. While changes may allow for the implementation of innovative models, overall funding 

is potentially facing cuts, along with cuts to federal research. While better use of technology for 

informing and using finance and delivery systems is a recommendation, it also poses a challenge 

when considering the security of the data collected and the privacy and safety of those using the 

technology. As with any new technology, ensuring that it does not further exacerbate disparities 

with inaccessibility is vital. 
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This call for reform in healthcare financing and delivery systems comes during a time of 

uncertainty and immense innovation. As a field, we must prepare for potential changes while 

continuing to innovate. We have opportunities to rethink assumptions about the ways in which 

these systems function and study where improvements may be made, including ways in which 

we may increase the relevance and person centeredness of finance and delivery systems to 

promote health equity for people with ID. 

  



21 
 

References 

Administration on Community Living. (2019). Proceedings of the use of data in  

achieving health equity for individuals with intellectual and developmental disabilities: 

Developing the 2020-2030 roadmap for improving data on individuals with intellectual 

and developmental disabilities.  https://acl.gov/sites/default/files/programs/2020-

06/Proceedings_of_Nov_2019_Summit_on%20IDDD_Health_Equity_Data%20%28MG

%20remediation%29.pdf 

Administration on Community Living (2025). IDD counts. https://acl.gov/iddcounts. 

Aguayo, P., Lin, A. G., Stevens, P.T., Carbone, P.S., Bilder, D.A., & Rapaport, M.H. (2024). A  

patient-centered multidisciplinary medical HOME for persons with intellectual and 

developmental disabilities. Focus (American Psychiatric Publishing), 22(2), 170-174. 

https://doi.org/10.1176/appi.focus.20230036 

Alexander, D., & Schnell, M. (2024). The impacts of physician payments on patient 

access, use, and health. American Economic Journal: Applied Economics, 16(3), 142-

177. 

Alshammari, M., Doody, O., & Richardson, I. (2018). Barriers to the access and use of health  

information by individuals with intellectual and developmental disability: A review of the 

literature. In 2018 IEEE International Conference on Healthcare Informatics (ICHI) (pp. 

294-298).https://doi.org/10.1109/ICHI.2018.00040 

Ambewadikar, M. A., & Baheti, M. R. (2020). Review on Speech Recognition System for  

https://acl.gov/iddcounts


22 
 

Disabled People Using Automati c Speech Recognition (ASR). 2020 International 

Conference on Smart Innovations in Design, Environm Ent, Management, Planning and 

Computing (ICSIDEMPC), 31–34. Crossref. 

https://doi.org/10.1109/icsidempc49020.2020.9299615 

ASPE. (2022).  Improving data infrastructure for patient-centered outcomes research for people  

with intellectual and developmental disabilities. https://aspe.hhs.gov/reports/ 

improving-data-infrastructure-pcor-people-iddd. 

Ayanian, J. Z., & Buntin, M. B. (2024). Pausing the proposed CMS Data Access Policy. JAMA  

Health Forum, 5(5). https://doi.org/10.1001/jamahealthforum.2024.1328 

Balaji, V., & Sadashivappa, G. (2015). Speech disabilities in adults and the suitable speech  

recognition soft ware tools—A review. 2015 International Conference on Computing and 

Network Communications (CoCoNet), 559–564. 

https://doi.org/10.1109/coconet.2015.7411243 

Barth, S., Lewis, S., & Simmons, T. (2020). Medicaid services for people with intellectual or  

developmental disabilities - Evolution of addressing service needs and preferences. 

Health Management Associates. https://www.macpac.gov/wp-content/uploads/2021/01/ 

Medicaid-Services-for-People-with-Intellectual-or-Developmental-Disabilities-

%E2%80%93-Evolution-of-Addressing-Service-Needs-and-Preferences.pdf 

Berner, K., & Alves, A. N. (2021). A scoping review of literature using speech recognition  

https://aspe.hhs.gov/reports/improving-data-infrastructure-
https://aspe.hhs.gov/reports/improving-data-infrastructure-
https://www.macpac.gov/wp-content/uploads/2021/01/


23 
 

technologies by individuals with disabilities in multiple contexts. Disability and 

Rehabilitation: Assistive Technology, 18(7), 1139–1145. 

https://doi.org/10.1080/17483107.2021.1986583 

Bogenschutz, M., Dinora, P., Lineberry, S., Prohn, S., Broda, M., & West, A. (2022). Promising  

practices in the frontiers of Quality Outcome Measurement for intellectual and 

Developmental Disability Services. Frontiers in Rehabilitation Sciences, 3. 

https://doi.org/10.3389/fresc.2022.871178  

Bonardi, A., Abend, S. L., & Ne'eman, A. (2024). Healthcare access and delivery for people with  

intellectual and developmental disability in the United States: Policy, payment, and 

practice considerations. Journal of Policy and Practice in Intellectual Disabilities, 21(2), 

e12487. https://doi.org/10.1111/jppi.12487 

Bonardi, A., Lauer, E., Lulinski, A., Fay, M. L., Morris, A., Nygren, M. A., & Krahn, G. (2019).  

Unlocking the potential of state level data: Opportunities to monitor health and related 

outcomes in people with intellectual and developmental disabilities. Intellectual and 

Developmental Disabilities, 57(5), 390–404. https://doi.org/10.1352/1934-9556-57.5.390  

Bowers, A., Owen, R., & Heller, T. (2019). Managed care experiences of Medicaid enrollees  

with disabilities: A qualitative analysis of consumer survey responses. Journal of Health 

Care for the Poor and Underserved, 30(3), 968-985. 

https://doi.org/10.1353/hpu.2019.0068 

Bryan, J., Rabinowitz, C., Edwards, L. & Jacob, R. (2023). Primary care of adults with  

intellectual and developmental disabilities clinic: Coordination of care challenges.  



24 
 

Southern Medical Journal, 116 (4), 355-357. 

https://doi.org/10.14423/SMJ.0000000000001535. 

Burns, A., Wolk A., O’Malley Watts, M., Mohamed, M., & Pena, M.T. (2024). A look at waiting  

lists for Medicaid home- and community-based services from 2016 to 2024. Retrieved 

February 14, 2025, from https://www.kff.org/medicaid/issue-brief/a-look-at-waiting-lists-

for-medicaid-home-and-community-based-services-from-2016-to-2024/. 

Butler, S., Higashi, T., & Cabello, M. (2020). Budgeting to promote social objectives: A 

primer on braiding and blending. https://www.brookings.edu/wp-

content/uploads/2020/04/BraidingAndBlending20200403.pdf 

Caldwell, J., & Machledt, D. (2022). Advancing policy and practice in Medicaid home and  

community-based services quality. Frontiers in Rehabilitation Sciences, 3. 

https://doi.org/10.3389/fresc.2022.876871  

Caldwell, J., & Patterson, R. (2013). Managed Long-Term Services and Supports: 2012 report to  

the President's accessible summary. President’s Committee for People with Intellectual 

Disabilities, U.S. Department of Health and Human Services.  

Carnett, A., Hansen, S., Tullis, C., & Machalicek, W. (2020). Using behavioural skills training  

via telehealth to increase teachers' use of communication interventions and increase 

student use of speech‐generating devices in a high school functional skills classroom. 

Journal of Intellectual Disability Research, 65(2), 133–148. 

https://doi.org/10.1111/jir.12794 

CMS. (n.d.). Accountable care organizations (ACOs):  

https://www.brookings.edu/wp-content/uploads/2020/04/BraidingAndBlending20200403.pdf
https://www.brookings.edu/wp-content/uploads/2020/04/BraidingAndBlending20200403.pdf


25 
 

general information. Retrieved February 10, 2025, from 

https://www.cms.gov/priorities/innovation/innovation-models/aco  

CMS. (n.d.-a). Health homes. Retrieved February 10,  

2025 from https://www.medicaid.gov/medicaid/long-term-services-supports/ 

health-homes/index.html 

CMS. (n.d.-b) Home & community based services 1915(c). 

https://www.medicaid.gov/medicaid/home-community-based-services/home-community-

based-services-authorities/home-community-based-services-1915c/index.html 

CMS. (n.d..-c). Managed care. Retrieved February 10, 2025  

from https://www.medicaid.gov/medicaid/managed-care/index.html 

CMS. (n.d.-d). Managed long-term services and  

Supports. https://www.medicaid.gov/medicaid/ 

managed-care/managed-long-term-services-and-supports/index.html 

CMS. (2024). Conditions targeted by medicaid health  

homes. https://www.medicaid.gov/ 

resources-for-states/downloads/hh-targeted-cndtn-matrix-dec-2024.pdf 

Chen, B., McDermott, S., Salzberg, D., Zhang, W., & Hardin, J. W. (2024). Cost-effectiveness of  

a low-cost educational messaging and prescription-fill reminder intervention to improve 

medication adherence among individuals with intellectual and developmental disability 

https://www.cms.gov/priorities/innovation/innovation-models/aco
https://www.cms.gov/priorities/innovation/innovation-models/aco
https://www.medicaid.gov/medicaid/long-term-services-supports/health-homes/index.html
https://www.medicaid.gov/medicaid/long-term-services-supports/


26 
 

and hypertension. Medical Care, 63(1S), S15–S24.  

https://doi.org/10.1097/mlr.0000000000001946 

Cooper, S.-A., Allan, L., Greenlaw, N., McSkimming, P., Jasilek, A., Henderson, A., McCowan,  

C., Kinnear, D., & Melville, C. (2020). Rates, causes, place and predictors of mortality in 

adults with intellectual disabilities with and without Down Syndrome: Cohort study with 

record linkage. BMJ Open, 10(5). https://doi.org/10.1136/bmjopen-2019-036465  

Corey, J., Tsai, J. M., Mhadeshwar, A., Srinivasan, S., & Bhat, A. (2024). Digital motor  

intervention effects on physical activity performance of individuals with developmental 

disabilities: A systematic review. Disability and Rehabilitation, 1–16. 

https://doi.org/10.1080/09638288.2024.2398148 

Dahm, M. R., Georgiou, A., Balandin, S., Hill, S., & Hemsley, B. (2017). Health information  

infrastructure for people with intellectual and developmental disabilities (I/DD) living in 

supported accommodation: Communication, co-ordination and integration of Health 

Information. Health Communication, 34(1), 91–99. 

https://doi.org/10.1080/10410236.2017.1384431  

Dean, S., Marshall, J., Whelan, E., Watson, J., Zorbas, C., & Cameron, A. J. (2021). A  

systematic review of health promotion programs to improve nutrition for people with 

intellectual disability. Current Nutrition Reports, 1-12. https://doi.org/10.1007/s13668-

021-00382-0 

Delves, M., Luscombe, G. M., Juratowitch, R., Srikanth, R., Trollor, J. N., Brown, D., &  



27 
 

Embury, A. (2022). ‘Say hi to the lady on the television’: A review of clinic presentations 

and comparison of telepsychiatry and in‐person mental health assessments for people 

with intellectual disability in rural New South Wales. Journal of Policy and Practice in 

Intellectual Disabilities, 20(2), 177–191. https://doi.org/10.1111/jppi.12448 

Devitt, A., Nott, M., Nelson, S., Sgarlata, J., Gray, M., Balachandran, S., & Taskin, A. (2024).  

Using virtual care to assess the health needs of people with intellectual disabilities: A 

scoping review. Journal of Applied Research in Intellectual Disabilities, 38(1). 

https://doi.org/10.1111/jar.13328 

Dharampuriya, P. R., & Abend, S. L. (2022). Roadmap for creating effective communication  

tools to improve health equity for persons with intellectual and developmental 

disabilities. Frontiers in Health Services, 2. https://doi.org/10.3389/frhs.2022.859008  

Dhopeshwarkar, R., Jiménez, F., Ryan, S., Plourde, E., & Karimi, M. (2024). Improving data  

infrastructure for person-centered outcomes research on intellectual and developmental 

disabilities. American Journal on Intellectual and Developmental Disabilities, 129(3), 

231–241. https://doi.org/10.1352/1944-7558-129.3.231 

Dinora, P., Bogenschutz, M., & Broda, M. (2020). Identifying predictors for enhanced outcomes  

for people with intellectual and developmental disabilities. Intellectual and 

Developmental Disabilities, 58(2), 139–157. https://doi.org/10.1352/1934-9556-58.2.139  

Dobson, C. (2024). Medicaid MLTSS Intensive. Advancing States HCBS Conference. Baltimore,  

MD, United States.  



28 
 

Dobson, C., Mosey, A., Plasencia, R., Muster, C., Gibbs, S., & Smith, L. (2021). Demonstrating  

the value of Medicaid MLTSS programs. MLTSS Institute. 

https://www.advancingstates.org/sites/default/files/2021%20-

%20Demonstrating%20the%20Value%20of%20MLTSS.pdf 

Dobson, C., Ne’eman, A., Sowers, M. P., & Vegas, L. (n.d.). MLTSS for people with intellectual  

and developmental disabilities. MLTSS Institute. 

https://www.advancingstates.org/sites/default/files/ 

2018%20MLTSS%20for%20People%20with%20IDD-

%20Strategies%20for%20Success.pdf 

Doherty, A. J., Atherton, H., Boland, P., Hastings, R., Hives, L., Hood, K., James-Jenkinson, L.,  

Leavey, R., Randell, E., Reed, J., Taggart, L., Wilson, N., & Chauhan, U. (2020). Barriers 

and facilitators to primary health care for people with intellectual disabilities 

and/or autism: An integrative review. BJGP Open, 4(3). 

https://doi.org/10.3399/bjgpopen20X101030 

Doody, O., Murphy, F., Lyons, R., Gallen, A., Ryan, J., Downey, J., & Sezgin, D. (2019).  

Development of Nursing Quality Care Process Metrics and indicators for intellectual 

disability services: A literature review and modified Delphi Consensus Study. BMC 

Health Services Research, 19(1). https://doi.org/10.1186/s12913-019-4749-y  

Doshi, J. A., Hendrick, F. B., Graff, J. S., & Stuart, B. C. (2016). Data, data everywhere, but  

https://www.advancingstates.org/sites/default/files/2018%20MLTSS%20for%20People%20with%20IDD-%20Strategies%20for%20Success.pdf
https://www.advancingstates.org/sites/default/files/2018%20MLTSS%20for%20People%20with%20IDD-%20Strategies%20for%20Success.pdf
https://www.advancingstates.org/sites/default/files/2018%20MLTSS%20for%20People%20with%20IDD-%20Strategies%20for%20Success.pdf
https://doi.org/10.3399/bjgpopen20X101030


29 
 

access remains a big issue for researchers: A review of access policies for publicly-

funded patient-level health care data in the United States. eGEMs (Generating Evidence 

&amp; Methods to Improve Patient Outcomes), 4(2), 8. https://doi.org/10.13063/2327-

9214.1204  

Ervin, D. A. (2025). The state of medical care for adults with intellectual and/or developmental  

disabilities. Medical Care, 63(1), S1-S7. 

https://doi.org/10.1097/MLR.0000000000001977 

Ervin D. A., & Merrick, J. (2014a).Intellectual and developmental disability: Healthcare  

financing. Frontiers in  Public Health, 2, 160. https://doi.org/10.3389/fpubh.2014.00160 

Ervin, D. A., Williams, A., & Merrick, J. (2014b). Primary care: mental and behavioral health  

and persons with intellectual and developmental disabilities. Frontiers in Public Health, 

2(76). https://doi.org/10.3389/fpubh.2014.00076 

FCB (n.d.). Retrieved from https://fcb.com/work/project-understood 

Friedman, C., & Rizzolo, M. C. (2021). Value-based payments: Intellectual and developmental  

disabilities quality indicators associated with billing expenditures. Journal of Intellectual 

and Developmental Disability 59(4), 295-314. https://doi.org/10.1352/1934-9556-

59.4.295 

Gibbons, H. M., Owen, R., & Heller, T. (2016). Perceptions of health and healthcare of people  

https://doi.org/10.3389/fpubh.2014.00076
https://doi.org/10.1352/1934-9556-59.4.295
https://doi.org/10.1352/1934-9556-59.4.295


30 
 

with intellectual and developmental disabilities in Medicaid managed care. Journal of 

Intellectual and Developmental Disability, 54(2), 94-105. https://doi.org/10.1352/1934-

9556-54.2.94 

Guo, A., Kamar, E., Vaughan, J. W., Wallach, H., & Morris, M. R. (2020). Toward fairness in  

AI for people with disabilities SBG@a research road map. ACM SIGACCESS 

Accessibility and Computing, 125, 1–1,  https://doi.org/10.1145/3386296.3386298 

Hart, L. C., & Msall, M. E. (2022). Defining a high-quality transition for youth with intellectual  

and developmental disabilities. Pediatrics, 150(1). https://doi.org/10.1542/peds.2022-

057310 

Hasegawa-Johnson, M., Zheng, X., Kim, H., Mendes, C., Dickinson, M., Hege, E., Zwilling, C.,  

Channell, M. M., Mattie, L., Hodges, H., Ramig, L., Bellard, M., Shebanek, M., Sarι, L., 

Kalgaonkar, K., Frerichs, D., Bigham, J. P., Findlater, L., Lea, C., … MacDonald, B. 

(2024). Community-Supported Shared Infrastructure in Support of Speech Accessibility. 

Journal of Speech, Language, and Hearing Research, 67(11), 4162–4175. 

https://doi.org/10.1044/2024_JSLHR-24-00122 

Havercamp, S. M., & Bonardi, A. (2022). Special issue introduction: Addressing healthcare  

inequities in intellectual disability and developmental disabilities. Intellectual and 

Developmental Disabilities, 60(6), 449-452. https://doi.org/10.1352/1934-9556-60.6.449 

Havercamp, S. M., & Krahn, G. L. (2019). What matters in population health and how we count  

it among people with intellectual and developmental disabilities. Intellectual and 

Developmental Disabilities, 57(5), 347–356. https://doi.org/10.1352/1934-9556-57.5.347  

https://doi.org/10.1352/1934-9556-54.2.94
https://doi.org/10.1352/1934-9556-54.2.94


31 
 

Havercamp, S. M., Krahn, G. L., Larson, S. A., Fujiura, G., Goode, T. D., Kornblau, B. L.,  

& National Health Surveillance for IDD Workgroup. (2019). Identifying people with 

intellectual and developmental disabilities in national population surveys. Intellectual and 

developmental disabilities, 57(5), 376-389. https://doi.org/10.1352/1934-9556-57.5.376 

Hyde, C., Pizzano, M., McDonald, N. M., Nelson, C. A., III, Kasari, C., Thiele, E. A., & Jeste, S.  

S. (2020). A telehealth approach to improving clinical trial access for infants with 

tuberous sclerosis complex. Journal of Neurodevelopmental Disorders, 12(1). 

https://doi.org/10.1186/s11689-019-9302-0 

Johnston, K. J., Chin, M. H., & Pollack, H. A. (2022). Health equity for individuals with  

intellectual and developmental disabilities. JAMA, 328(16), 1587-1588.  

https://doi.org/10.1001/jama.2022.18500 

Kalb, L. G., Kramer, J. M., Goode, T.  D., Black, S. J., Klick, S., Caoili, A., Klipsch, S., Klein,  

A., Urquilla, M. P., & Beasley, J. B. (2023). Evaluation of telemental health services for 

people with intellectual and developmental disabilities: Protocol for a randomized non-

inferior ity trial. BMC Health Services Research, 23(1). https://doi.org/10.1186/s12913-

023-09663-6 

Kastner, T. A., & Walsh, K.K. (2012). Chapter one - health care for individuals with intellectual  

and developmental disabilities: An integrated DD Health Home model. International 

Review of Research in Developmental Disabilities, 43, 1-45. 

https://doi.org/10.1016/B978-0-12-398261-2.00001-5 



32 
 

Keisler-Starkey, K., & Bunch, L. N. (2024). U.S. Census Bureau, Current Population 

Reports, P60-284, Health Insurance Coverage in the United States: 2023, U.S. 

Government Publishing Office, Washington, DC. 

Kim, J., Roy, I., Sanchez, J., Weir, P., Nelson, R., & Jones, K. (2024). Differences in  

telemedicine use between people with and without an intellectual or other developmental 

disability during the COVID-19 pandemic. INQUIRY: The Journal of Health Care 

Organization, Provision, and Finan Cing, 61. 

https://doi.org/10.1177/00469580241226540 

Krahn, G., Cargill-Willis, K., Bersani, L., Moore, T., & Johnson, J. (2023). Recruiting the voices  

of persons with intellectual and developmental disabilities in policy development: 

Priorities for Health Equity Data. Intellectual and Developmental Disabilities, 61(5), 

368–384. https://doi.org/10.1352/1934-9556-61.5.368  

Krahn, G.L. (2019). A call for better data on prevalence and health surveillance of people with  

intellectual and developmental disabilities. Intellectual and Developmental Disabilities, 

57(5), 357–375. https://doi.org/10.1352/1934-9556-57.5.357  

Krahn, G. L., Walker, D. K., & Correa-De-Araujo, R. (2015). Persons with disabilities as an  

unrecognized health disparity population. American Journal of Public Health, 105(S2), 

S198-S206. https://doi.org/10.2105/AJPH.2014.302182. 

Lagu, T., Haywood, C., Reimold, K., DeJong, C., Walker Sterling, R., & Iezzoni, L. I. (2022). ‘I  

am not the doctor for you’: Physicians’ attitudes about caring for people with disabilities. 

Health Affairs, 41(10), 1387–1395. https://doi.org/10.1377/hlthaff.2022.00475  



33 
 

Landes, S. D., & Turk, M. A. (2024). Health equity for people with intellectual and  

developmental disability requires vast improvements to data collection: Lessons from the 

covid-19 pandemic. Disability and Health Journal, 17(1), 101539. 

https://doi.org/10.1016/j.dhjo.2023.101539  

Larson, S. A., Neidorf, J., Pettingell, S., & Sowers, M. (2024). Long-term supports and services  

for persons with intellectual or developmental disabilities: Status and trends through  

2020. Minneapolis: University of Minnesota, Research and Training Center on 

Community Living, Institute on Community Integration. 

https://publications.ici.umn.edu/risp/data-bytes/prevalence-of-idd-in-the-us 

Lee, W., Seong, J. J., Ozlu, B., Shim, B. S., Marakhimov, A., & Lee, S. (2021). Biosignal  

sensors and deep learning-based speech recognition: A review. Sensors, 21(4), 1399.. 

https://doi.org/10.3390/s21041399 

Lewis, C., Abrams, M. K., Seervai, S., Horstman, C., & Blumenthal, D. (2022, April 28). The  

impact of the payment and delivery system reforms of the Affordable Care Act. The 

Commonwealth Fund. https://www.commonwealthfund.org/publications/2022/ 

apr/impact-payment-and-delivery-system-reforms-affordable-care-

act?redirect_source=/evidence-decade-innovation-impact-payment-and-delivery-system-

reforms-affordable-care-act 

Lewis, E., Eiken, S., Amos, A., & Saucier, P. (2018). The growth of managed Long-Term  

https://www.commonwealthfund.org/publications/2022/


34 
 

Services and Supports programs: 2017 update. Truven Health Analytics. 

https://www.advancingstates.org/sites/default/files/mltssp-inventory-update-2017.pdf 

Lewis, S., Patterson, R., & Alter, M. (2018). Current landscape: Managed Long-Term Services  

and Supports for people with intellectual and developmental disabilities. Health 

Management Associates. https://www.ancor.org/wp-content/uploads/2022/09/Current- 

Landscape-Managed-Long-Term-Services-and-Supports-for-People-with-IDD.pdf 

Liao, P., Vajdic, C., Trollor, J., & Reppermund, S. (2021). Prevalence and incidence of physical  

health conditions in people with intellectual disability–a systematic review. PLOS One, 

16(8), e0256294. https://doi.org/10.1371/journal.pone.0256294 

Lind, A., & Archibald, N. (2013). Structuring new service delivery models for individuals with  

intellectual and developmental disabilities. Center for Health Care Strategies. 

https://www.chcs.org/media/New_Service_Delivery_Models_for_IDD_020413.pdf 

Malavasi, M., Turri, E., Atria, J. J., Christensen, H., Marxer, R.,  

Desideri, L., Coy, A., Tamburini., F., & Green, P. (2017). An innovative speech-based 

user interface for smarthomes and IoT solutions to help people with speech and motor 

disabilities. In Studies in Health Technology and Informatics. IOS Press; 

https://doi.org/10.3233/978-1-61499-798-6-306 

Marquis, S., O'Leary, R., Bandara, N. A., & Baumbusch, J. (2024). Health policy narratives  

https://www.advancingstates.org/sites/default/files/mltssp-inventory-update-2017.pdf
https://www.advancingstates.org/sites/default/files/mltssp-inventory-update-2017.pdf
https://www.ancor.org/wp-content/uploads/2022/09/Current-Landscape-Managed-Long-Term-Services-and-Supports-for-People-with-IDD.pdf
https://www.ancor.org/wp-content/uploads/2022/09/
https://www.ancor.org/wp-content/uploads/2022/09/Current-Landscape-Managed-Long-Term-Services-and-Supports-for-People-with-IDD.pdf
https://www.ancor.org/wp-content/uploads/2022/09/Current-Landscape-Managed-Long-Term-Services-and-Supports-for-People-with-IDD.pdf
https://www.chcs.org/media/New_Service_Delivery_Models_for_IDD_020413.pdf
https://www.chcs.org/media/New_Service_Delivery_Models_for_IDD_020413.pdf


35 
 

contributing to health inequities experienced by people with intellectual/developmental 

disabilities: New evidence from COVID-19. Clinical Ethics, 19(1), 54-61. 

https://doi.org/10.1177/14777509231196704 

McCausland, D., McCarron, M., & McCallion, P. (2022). Use of technology by older adults with  

an intellectual disability in Ireland to support health, well‐being and social inclusion 

during the COVID‐19 pandemic. British Journal of Learning Disabilities, 51(2), 175–

190. https://doi.org/10.1111/bld.12514 

Medicaid and CHIP Payment and Access Commission (MACPAC). (2018). Chapter 3:  

Managed Long-Term services and supports: Status of state adoption and areas of 

program Evolution. https://www.macpac.gov/wp-content/uploads/2018/06/ 

Managed-Long-Term-Services-and-Supports-Status-of-State-Adoption-and-Areas-of-

Program-Evolution.pdf 

Medicaid and CHIP Payment and Access Commission (MACPAC). (2024). MACStats:  

Medicaid and CHIP data book. https://www.macpac.gov/wp-content/uploads/2024/ 

12/MACSTATS_Dec2024_WEB-508.pdf 

Medicaid Innovation Accelerator Program. (2019). Value-based payment for home and  

community-based services: Intellectual and developmental disability systems. 

https://www.advancingstates.org/sites/default/files/iap-hcbs-ltss-factsheet.pdf 

National Academies. (n.d.). Exploring an optimal integrated care system for people with  

https://www.macpac.gov/wp-content/uploads/2018/06/Managed-Long-Term-Services-and-Supports-Status-of-State-Adoption-and-Areas-of-Program-Evolution.pdf
https://www.macpac.gov/wp-content/uploads/2018/06/Managed-Long-Term-Services-and-Supports-Status-of-State-Adoption-and-Areas-of-Program-Evolution.pdf
https://www.macpac.gov/wp-content/uploads/2018/06/Managed-Long-Term-Services-and-Supports-Status-of-State-Adoption-and-Areas-of-Program-Evolution.pdf
https://www.macpac.gov/wp-content/uploads/2024/12/MACSTATS_Dec2024_WEB-508.pdf
https://www.macpac.gov/wp-content/uploads/2024/12/MACSTATS_Dec2024_WEB-508.pdf
https://www.advancingstates.org/sites/default/files/iap-hcbs-ltss-factsheet.pdf
https://www.advancingstates.org/sites/default/files/iap-hcbs-ltss-factsheet.pdf


36 
 

intellectual and developmental disabilities: A workshop (day 2). Retrieved February 10, 

2025, from https://www.nationalacademies.org/event/12-10-2021/exploring-an-optimal- 

Integrated-care-system-for-people-with-intellectual-and-developmental- 

disabilities-a-workshop-day-2#sectionContact/  

O’Hara, D. M., Seagriff-Curtin, P., Levitz, M., Davies, D., & Stock, S. (2008). Using Personal  

Digital Assistants to improve self-care in oral health. Journal of Telemedicine and 

Telecare, 14(3), 150–151. https://doi.org/10.1258/jtt.2008.003016 

O'Leary, L., Cooper, S. A., & Hughes‐McCormack, L. (2018). Early death and causes of death of  

people with intellectual disabilities: a systematic review. Journal of Applied Research in 

Intellectual Disabilities, 31(3), 325-342. https://doi.org/10.1111/jar.12417 

Owen, R., Crabb, C., Stober, K., & Heller, T. (2020a). Impacts of family-informed care for  

people with disabilities enrolled in Medicaid managed care. Journal of Family Social 

Work, 23(5), 431–448. https://doi.org/10.1080/10522158.2020.1724580 

Owen, R., Crabb, C., Stober, K., Mitchell, D., Yamaki, K., & Heller, T. (2020b). Utilization of  

and relationships with primary care providers during the transition to Medicaid managed 

care. Journal of Disability Policy Studies, 31(2), 67-76. 

https://doi.org/10.1177/1044207319880278 

Owen, R., Heller, T., & Bowers, A. (2016). Health services appraisal and the transition to  

Medicaid managed care from fee for Service. Disability and Health Journal, 9(2), 239–

247. https://doi.org/10.1016/j.dhjo.2015.10.004  

https://www.nationalacademies.org/event/12-10-2021/exploring-an-optimal-integrated-care-system-for-people-with-intellectual-and-developmental-disabilities-a-workshop-day-2#sectionContact
https://www.nationalacademies.org/event/12-10-2021/exploring-an-optimal-
https://www.nationalacademies.org/event/12-10-2021/exploring-an-optimal-integrated-care-system-for-people-with-intellectual-and-developmental-disabilities-a-workshop-day-2#sectionContact
https://www.nationalacademies.org/event/12-10-2021/exploring-an-optimal-integrated-care-system-for-people-with-intellectual-and-developmental-disabilities-a-workshop-day-2#sectionContact
https://doi.org/10.1080/10522158.2020.1724580
https://doi.org/10.1177/1044207319880278
https://doi.org/10.1177/1044207319880278
https://doi.org/10.1177/1044207319880278


37 
 

Park, H. N., Kang, G., Nam, H. J., Lee, S., Kim, B., Lee, H., & Yoon, J. Y. (2024). The use of  

telehealth for people with disabilities: A systematic literature review and narrative 

synthesis. Journal of Advanced Nursing, 81(3), 1241–1258. Crossref. 

https://doi.org/10.1111/jan.16470 

Pham, H. H., Benevides, T. W., Andresen, M. L., Bahr, M., Nicholson, J., Corey, T., Woodward,  

C.,  Jaremski, J. E., Faughnan, K., Edelman, M., Hernandez-Hons, A., Langer, C., Shore,  

S., Ausderau, K., Burstin, H., Hingle, S. T., Kirk, A. S., Johnson, K., Siasoco, V., & 

Budway, E., (2024, August). Advancing health policy and outcomes for people with 

intellectual or developmental disabilities: A community-led agenda. JAMA Health 

Forum, 5(8), e242201-e242201. https://doi.org/10.1001/jamahealthforum.2024.2201 

Reppermund, S., & Walker, A. R. (2021). Addressing the high rates of mortality in people  

with intellectual disability. JAMA Network Open, 4(6), e2113446. 

https://doi.org/10.1001/jamanetworkopen.2021.13446 

Rosencrans, M., Tassé, M. J., Kim, M., Krahn, G. L., Bonardi, A., Rabidoux, P., Bourne, M. L.,  

& Havercamp, S. M. (2021). Invisible populations: Who is missing from research in 

intellectual disability? Research in Developmental Disabilities, 119, 104117. 

https://doi.org/10.1016/j.ridd.2021.104117  

Roundtree, A. (2022). Speech recognition technology for users with apraxia: Integrative  

review and sentiment analysis. AHFE International. Crossref. 

https://doi.org/10.54941/ahfe1001651 

https://doi.org/10.1001/jamahealthforum.2024.2201


38 
 

Rubenstein, E., Tewolde, S., Levine, A. A., Droscha, L., Meyer, R. M., Michals, A., & 

Skotko, B. (2024). Medicare, Medicaid, and dual enrollment for adults with intellectual 

and developmental disabilities. Health Services Research, 59(3), e14287. 

Ruiz, S., Giuriceo, K., Caldwell, J., Snyder, L. P., & Putnam, M. (2020). Care coordination  

models improve quality of care for adults aging with intellectual and developmental 

disabilities. Journal of Disability Policy Studies, 30(4), 191-201. 

Schalock, R. L., Gomez, L. E., Verdugo, M. A., & Claes, C. (2017). Evidence and  

evidence-based practices: Are we there yet? Intellectual and Developmental Disabilities, 

55(2), 112–119. https://doi.org/10.1352/1934-9556-55.2.112 

Selick, A., Bobbette, N., Lunsky, Y., Hamdani, Y., Rayner, J., & Durbin, J. (2021). Virtual  

health care for adult patients with intellectual and developme ntal disabilities: A scoping 

review. Disability and Health Journal, 14(4), 101132. 

https://doi.org/10.1016/j.dhjo.2021.101132 

Semary, H. E., Al-Karawi, K. A., & Abdelwahab, M. M. (2024). Using voice technologies to  

support disabled people. Journal of Disability Research, 3(1). 

https://doi.org/10.57197/jdr-2023-0063 

Shady, K., Phillips, S., & Newman, S. (2024). Barriers and facilitators to healthcare access in  

adults with intellectual and developmental disorders and communication difficulties: an 

integrative review. Review Journal of Autism and Developmental Disorders, 11(1), 39-51. 

https://doi.org/10.1007/s40489-022-00324-8 



39 
 

Šiška, J., Beadle‐Brown, J., Tichá, R., Stancliffe, R., Abery, B., & Káňová, Š. (2024). Advances  

and gaps in policy, practice, and research in transition for students with intellectual and 

developmental disabilities across four countries. Journal of Policy and Practice in 

Intellectual Disabilities, 21(3). https://doi.org/10.1111/jppi.12524 

Smith, E., Sumner, P., Hedge, C., & Powell, G. (2020). Smart-speaker technology and  

intellectual disabilities: Agency and wellbeing. Disability and Rehabilitation: Assistive 

Technology, 18(4), 432–442. https://doi.org/10.1080/17483107.2020.1864670 

Torra Moreno, M., Canals Sans, J., & Colomina Fosch, M. T. (2021). Behavioral and cognitive  

interventions with digital devices in subjects with intellectual disability: A systematic 

review. Frontiers in Psychiatry, 12. https://doi.org/10.3389/fpsyt.2021.647399 

Valentine, A. Z., Hall, S. S., Young, E., Brown, B. J., Groom, M. J., Hollis, C., & Hall, C. L.  

(2021). Implementation of Telehealth Services to Assess, Monitor, and Treat 

Neurodevelopmental Disorders: Systematic Review. Journal of Medical Internet 

Research, 23(1), e22619. Crossref. https://doi.org/10.2196/22619 

VanPuymbrouck, L., Friedman, C., & Feldner, H. (2020). Explicit and implicit disability  

attitudes of healthcare providers. Rehabilitation Psychology, 65(2), 101. 

https://doi.org/10.1037/rep0000317 

Voiceitt. (n.d.). Voiceitt raises $10 million in a successful Series-A funding round. Retrieved  

March 3, 2025, from https://www.prnewswire.com/il/news-releases/voiceitt-raises 

-10-million-in-a-successful-series-a-funding-round-301105749.html 

https://doi.org/10.1080/19315864.2017.1408724
https://www.prnewswire.com/il/news-releases/voiceitt-raises


40 
 

Whittle, E. L., Fisher, K. R., Reppermund, S., Lenroot, R., & Trollor, J. (2018). Barriers and  

enablers to accessing mental health services for people with intellectual disability: A 

scoping review. Journal of Mental Health Research in Intellectual Disabilities, 11(1), 69-

102. https://doi.org/10.1080/19315864.2017.1408724 

Williamson, H. J., Chico-Jarillo, T., Sasse, S., Rennie, L., Etcitty, J. R., Howe, C. L., Lee, M. S.,  

& Armin, J. S. (2023). A scoping review of health research with racially/ethnically 

minoritized adults with intellectual and developmental disabilities. Developmental 

Disabilities Network Journal, 3(2). https://doi.org/10.59620/2694-1104.1082  

Williamson, H. J., Perkins, E.A., Massey, O.T., Baldwin, J. A., Lulinski, A., Armstrong, M. I., &  

Levins, B. L. (2018). Family caregivers as needed partners: Recognizing their role in 

Medicaid managed Long-Term Services and Supports. Journal of Policy and Practice in 

Intellectual Disabilities, 15(3), 214-225.  https://doi.org/10.1111/jppi.12258 

Wilson, T., Geer, B., Guerra, N., Karber, B., & Ervin, D. A. (2020). Cross-systems care  

integration impact on adults with intellectual disability utilizing risk weight and 

comorbidity data: A comparative effectiveness study, 2014–2017. Journal of Intellectual 

and Developmental Disability, 58(5), 422-431. https://doi.org/10.1352/1934-9556-

58.5.422 

Wu, K., Tran, M. H., Petersen, E., Koushik, V., & Szafir, D. A. (2023). Data, data, everywhere:  

Uncovering everyday data experiences for people with intellectual and developmental 

disabilities. Proceedings of the 2023 CHI Conference on Human Factors in Computing 

Systems, 1–17. https://doi.org/10.1145/3544548.3581204 

https://doi.org/10.1080/19315864.2017.1408724
https://doi.org/10.1111/jppi.12258
https://doi.org/10.1352/1934-9556-58.5.422
https://doi.org/10.1352/1934-9556-58.5.422


41 
 

Wysocki, A., Liberksy, J., Gellar, J., Miller, D., Liu, S., Luo, M., Tourtellotte, A., & Lipson, D.  

(2020). Medicaid Section 1115 Demonstrations Summative Evaluation Report. 

Mathematica. https://www.medicaid.gov/medicaid/section-1115-demonstrations/ 

downloads/mltss-summeval-rep.pdf 

 

 

 
 

https://www.medicaid.gov/medicaid/section-1115-demonstrations/downloads/mltss-summeval-rep.pdf
https://www.medicaid.gov/medicaid/section-1115-demonstrations/
https://www.medicaid.gov/medicaid/section-1115-demonstrations/downloads/mltss-summeval-rep.pdf

	Telehealth and telemedicine interventions constitute the most frequently studied digital health approach for people with IDD (Carnett et al., 2020; Delves et al., 2022; Devitt et al., 2024; Kim et al., 2024). Many of these programs target improved acc...

