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Editorial on the Research Topic
Interdisciplinary approaches to address health disparities for intellectual and developmental disabilities from underserved communities



Individuals with intellectual and developmental disabilities (IDD) account for a significant proportion of the population with about 18% having any type of developmental disability and about 1% with intellectual disabilities globally (1, 2). Prevalence in low- and middle-income countries is even higher (2), and those with IDD are often considered the largest global minority group (3). Unfortunately, health outcomes are consistently worse for those with IDD compared to those without IDD. Many decades worth of data consistently show higher rates of mental illness, addiction, obesity, in-patient care use, and all-cause mortality (4, 5) for those with IDD. Additionally, those with IDDs tend to experience increased social isolation (6), family stress (7), stigma (2), and education barriers (8). These challenges are likely even more extensive for children with IDD from underserved groups (e.g., rural and inner-city children, racial and ethnic minorities) (9–11). Though the needs of individuals with IDDs are often unique and complex, care teams serving those with IDD largely work in isolation from one another (e.g., education vs. healthcare). As a result, the public health burden due to IDD is high with few coordinated services that are often structurally disconnected by policy or funding siloes (12). For example, individuals with IDD and their families must navigate complex and fragmented networks of services, which limits providers' ability to gather a full understanding of the individuals they are serving.

Despite this high prevalence and public health burden, individuals with IDD still often struggle to live independently. Moreover, the approaches used to improve the lives of those with IDD are often designed to work within isolated disciples or for contained populations, which limits opportunities for innovation. Therefore, there is a tremendous need to support interdisciplinary work that develops novel approaches to define, measure, and intervene in order to improve outcomes for those living with IDD across the lifespan, and their families.

This collection focuses on enhancing the understanding of complex systems of care by creating a forum for interdisciplinary teams that explore innovative solutions to a variety of problems facing those with IDD. “Interdisciplinary” is broadly defined here and includes collaborative, family-centered approaches leveraging multiple systems. Collectively, these papers underscore a global commitment to advancing systems of care, professional training, and meaningful inclusion for individuals with IDD across the lifespan and address a wide range of critical areas of investigation. For instance, Ramachandran et al. review barriers to transitioning from pediatric to adult care for people with IDD, including limited provider training, poor care coordination, and lack of self-advocacy support. These authors recommend structured transition programs, enhanced provider education, and system-level reforms to ensure continuity and equity of care.

Three articles offer global perspectives. First, Zhong and Wijesinghe examine caregiving experiences among parents of children with cerebral palsy in Southwest China. They note that caregiver burden is influenced by child functioning, social support, and education, and the authors advocate for stronger psychosocial and policy supports to improve caregiver well-being. Second, Bakuwa et al. investigate the feasibility of a caregiver-led training model for parents of children with cerebral palsy in rural Malawi. They found this approach to be promising but highlight social and role challenges while recommending context-sensitive peer-led models to address workforce gaps. Third, Ferreira-Vasques et al. report on Brazilian norms for the Griffiths Scales of Child Development, Third Edition (GSCD-III), highlighting the importance of culturally relevant developmental measures and provides normative data for clinical and research use in Brazil.

Three other articles address capacity building projects that offer innovative approaches to improving accessibility and workforce development. Specifically, Fisher et al. discuss how the Leadership Education in Neurodevelopmental and Related Disabilities (LEND) program improves trainee knowledge and skill of how to effectively include people with disabilities in their work. Weber et al. describes a large workforce capacity building project called Project SCOPE. It is a scalable ECHO-based training program to enhance providers build capacity to work with children impacted by prenatal opioid exposure leading to neonatal abstinence syndrome. This article describes increased knowledge of intervention techniques, and confidence in implementation, as well as how the approach leads to exponential improvement in workforce capacity. Finally, Dudley et al. explore experiences of individuals with IDD participating in research to better understand how to support inclusive IDD research practices. Participants valued inclusion but noted accessibility and communication challenges. The authors suggest that developing accessible materials, supporting individuals with IDD to be in co-researcher roles, and ensuring financial compensation promote genuine inclusion and will improve research.

Finally, systems-level insights from public health and pandemic response are addressed in the last two articles. Specifically, Canpolat et al. examined national trends in special needs reports for children over a five-year period, finding disparities in access to services based on gender, geography, and socioeconomic status. The authors advocate for stronger data systems and targeted policy interventions to reduce inequities. Gotto et al., on the other hand, analyzed experiences with COVID-19 testing among children with IDD to identify broader lessons for care delivery. They found that communication difficulties, sensory sensitivities, and lack of provider preparedness were barriers to COVID testing, whereas caregiver advocacy, flexible procedures, and staff training in behavioral supports facilitated testing. The authors argue that these lessons can be applied to support more inclusive and adaptable healthcare practices beyond COVID-19.

Overall, these articles represent a diverse range of topics and fields, address complex and persistent challenges, and provide unique insights into solutions that have broad applicability. Together, they promote practical and exciting models for collaboration, training, and inclusion that center individuals with IDD and their families as partners in research, policy, and service design. However, ongoing research is needed to further develop these, and other innovations, that address challenges facing those with IDD, along with provision of robust person and familycentered support programs, and clinical interventions from an interdisciplinary lens. As this field develops, the use of inclusive, person/family-centered and interdisciplinary approaches will find the best, most effective solutions, and will create exciting new paths to allow those with IDD to thrive in their own communities on their own terms.


Author contributions

EM: Conceptualization, Writing – original draft, Writing – review & editing. BB: Conceptualization, Writing – review & editing. NR: Writing – review & editing. JL: Writing – review & editing.



Conflict of interest

The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Generative AI statement

The author(s) declare that no Generative AI was used in the creation of this manuscript.

Any alternative text (alt text) provided alongside figures in this article has been generated by Frontiers with the support of artificial intelligence and reasonable efforts have been made to ensure accuracy, including review by the authors wherever possible. If you identify any issues, please contact us.



Publisher's note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References


	1. Zablotsky B, Black LI, Maenner MJ, Schieve LA, Danielson ML, Bitsko RH, et al. Prevalence and trends of developmental disabilities among children in the United States: 2009–2017. Pediatrics. (2019) 144(4):e20190811. doi: 10.1542/peds.2019-0811


	2. Maulik PK, Mascarenhas MN, Mathers CD, Dua T, Saxena S. Prevalence of intellectual disability: a meta-analysis of population-based studies. Res Dev Disabil. (2011) 32(2):419–36. doi: 10.1016/j.ridd.2010.12.018


	3. Kronk R, Lucas D, Williams S. Nurse practitioner education: uniting the 2021 essentials with the core competencies on disability health care education. J Am Assoc Nurse Pract. (2023) 36(2):121–7. doi: 10.1097/JXX.0000000000000953


	4. Lin E, Balogh R, Chung H, Dobranowski K, Durbin A, Volpe T, et al. Looking across health and healthcare outcomes for people with intellectual and developmental disabilities and psychiatric disorders: population-based longitudinal study. Br J Psychiatry. (2021) 218(1):51–7. doi: 10.1192/bjp.2020.202


	5. Perera B, Audi S, Solomou S, Courtenay K, Ramsay H. Mental and physical health conditions in people with intellectual disabilities: comparing local and national data. Brit J Learn Disabil. (2020) 48(1):19–27. doi: 10.1111/bld.12304


	6. Kwan C, Gitimoghaddam M, Collet J-P. Effects of social isolation and loneliness in children with neurodevelopmental disabilities: a scoping review. Brain Sci. (2020) 10(11):786. doi: 10.3390/brainsci10110786


	7. McConnell D, Savage A. Stress and resilience among families caring for children with intellectual disability: expanding the research agenda. Curr Dev Disord Rep. (2015) 2(2):100–9. doi: 10.1007/s40474-015-0040-z


	8. Bani Odeh K, Lach LM. Barriers to, and facilitators of, education for children with disabilities worldwide: a descriptive review. Front Public Health. (2024) 11:1294849. doi: 10.3389/fpubh.2023.1294849


	9. Smith AM, Caudill A. Impact of county-level urbanicity on quality of life for people with intellectual and developmental disabilities in a rural state. Dev Disabil Netw J. (2024) 4(2):182–201. doi: 10.59620/2694-1104.1103


	10. Scott H, Havercamp SM. Race and health disparities in adults with intellectual and developmental disabilities living in the United States. Intellect Dev Disabil. (2014) 52(6):409–18. doi: 10.1352/1934-9556-52.6.409


	11. Ratnayake I, Shooshtari S, Château D, Kristjanson M. Complete physical examinations in Manitoba adults with an intellectual or developmental disability: a retrospective cohort study. J Appl Res Intellect. (2021) 34(6):1582–91. doi: 10.1111/jar.12908


	12. Yang X, Liu C, Liu Y, He Z, Li J, Li Y, et al. The global burden, trends, and inequalities of individuals with developmental and intellectual disabilities attributable to iodine deficiency from 1990 to 2019 and its prediction up to 2030. Front Nutr. (2024) 11:1366525. doi: 10.3389/fnut.2024.1366525







OPS/images/cover.jpg
& frontiers | Frontiers in Pediatrics

Editorial: Interdisciplinary approaches to
address health disparities for intellectual and
developmental disabilities from underserved

communities








OPS/images/crossmark.jpg
(®) Check for updates.





OPS/xhtml/Nav.xhtml




Contents





		Cover



		Editorial: Interdisciplinary approaches to address health disparities for intellectual and developmental disabilities from underserved communities

		Author contributions



		Conflict of interest



		Generative AI statement



		Publisher's note



		References



















OPS/images/logo.jpg
& frontiers | Frontiers in Pediatrics





