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The COVID-19 pandemic has significantly impacted caregivers, especially those raising a child with an intellectual/developmental disability (IDD). While research has shown substantial disruption to the family, school, and occupational lives of the IDD community, little is known about the long-term impacts of COVID-19. To address this question, 249 caregivers were surveyed via an online questionnaire, between April and August of 2022 (more than 2 years into the pandemic) about potential impacts of the COVID-19 pandemic on their child's access to health- and school-based therapeutic services, caregiver mental health, and family life. The majority of caregivers reported disruptions in access to and quality of school-based therapeutic services for their child as well as a reduction in educational accommodations in the 2021–2022 academic year. Nearly half of caregivers reported feeling anxious and almost a quarter reported feeling depressed for the majority of their days. More than half of respondents reported decreased social support, and one-fifth reported employment disruptions and decreased access to food. These findings suggest that families of children with IDD are still experiencing ongoing negative impacts of the pandemic, emphasizing the critical need for continued support in the wake of the initial and more obvious disruptions caused by the COVID-19 outbreak.
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1. Introduction

Intellectual disability is characterized by difficulties with intellectual functioning (e.g., learning and problem solving) and adaptive functioning (e.g., social skills and activities of daily living), while the term “developmental disability” encompasses a broader category that includes both intellectual and physical challenges (1). Intellectual/developmental disability, or IDD, often describes situations in which both intellectual and other developmental disabilities are present. Examples of IDDs include Down syndrome, autism spectrum disorder, and cerebral palsy (1). These conditions are typically present at birth or begin during childhood, and impact individuals in a variety of ways, including how they interact with their family and community (1). Individuals with IDD often have co-occurring medical conditions such as hypertension, heart disease, respiratory disease, and diabetes. The medical complexity associated with IDD places them at greater risk than their neurotypical peers for worse COVID-19 outcomes (2).

Caring for a child with IDD also impacts family life in a variety of ways. In addition to medical concerns, children with IDD often have more behavior problems than their typically developing peers (3, 4), and such behavior problems have been associated with parental stress (5). Caregiver financial burden and employment concerns have also been associated with the severity of a child's disability or health condition (6, 7). The additive impact of medical, behavioral, and financial concerns related to IDD may contribute to caregiver mental health challenges. In a meta-analysis investigating the relationship between caring for a child with IDD and mental health concerns, 90%–95% of studies found a positive association between caring for a child with IDD and parental depression and/or anxiety (8).

Since 2020, the World Health Organization (WHO) has reported globally that over six million people have succumbed to complications associated with the SARS-CoV-2 virus (9). Certain populations, such as the elderly and racially minoritized groups, have been disproportionately affected by the COVID-19 pandemic. Individuals with IDDs are one such population, as they are more likely to contract the virus, become hospitalized, and have a higher case-fatality rate once infected, when compared to the general population (2, 10).

Children with IDD require a host of clinical and medical services to meet their healthcare needs. A large proportion of these services are delivered in their educational setting. The Individuals with Disabilities Education Act (IDEA) ensures that eligible children with disabilities have access to a free public education through the provision of special education and related services through an individualized education program (11). However, the COVID-19 pandemic resulted in a disruption of the delivery of special education and related services, as well as the provisions of necessary accommodations, modifications, and programmatic supports (12).

Several studies surveying caregivers of children with IDD assessed changes in access to educational and therapeutic services due to the COVID-19 pandemic. A Family Strengths Survey disseminated in Western Pennsylvania indicated that 76% of families of children with disabilities had reduced access to early intervention services and 81% had reduced access to school-based therapies due to COVID-19 school closures (13). In a different survey examining special education services, 60% of caregivers reported that following school closures, their children received fewer special education hours and a significant decrease in the number of related service hours compared to what they were supposed to receive, as indicated by their individualized education program (14). Many caregivers reported a complete loss of services, with 74% of caregivers in one survey reporting that their child lost access to at least one therapy or education service (15), and 42% of caregivers from another survey reporting that their child lost access to all therapy services at some point during the first few months of the pandemic (16).

Studies have also shown that caregivers have concerns about the quality of services their child received during the pandemic. When asked about overall satisfaction with their child's therapeutic services during the pandemic, Murphy et al. found that 44% of caregivers completing an online survey reported low satisfaction with services, while only 21% reported high satisfaction (17). In another survey disseminated online across the U.S., Allison & Levac found over 40% of caregivers attributed declines in their child's motor, behavioral, social, and communication skills to these service changes (16).

Given the substantial impact of COVID-19 on family life and the burden that already exists for caregivers of children with IDD, it is not surprising that the pandemic has resulted in substantial caregiver distress. Chafouleas and Iovino found that caregivers of children with disabilities reported significantly higher levels of depression, anxiety, and stress during the pandemic (18). In another, larger survey, Kalb et al. reported caregivers of children with autism spectrum disorder reported higher levels of overall psychological distress, notably feelings of panic, during the COVID-19 pandemic, when compared to a general sample of caregivers in the U.S. (19). There are numerous reasons why the pandemic has had a specific effect on these caregivers. For instance, loss of childcare supports, income/employment (to support the child's healthcare needs), and increased concerns about infection may have acute impacts on these caregivers.

Although a number of studies have been conducted on the impact of COVID-19 on children with IDD and their families, most of these studies took place at the beginning of the pandemic in 2020, when stay-at-home orders were still in place. Less is known about more recent impacts of the pandemic, especially as schools and healthcare facilities began to reopen for in-person operations. The primary goal of this study was to address this gap by understanding the continued impact of the COVID-19 pandemic on children with IDD and their families in terms of: (1) children's health and school-based services, (2) caregiver mental health, and (3) family life. The current study was conducted as part of the Rapid Acceleration of Diagnostics-Underserved Populations (RADx-UP) program, funded by the National Institutes of Health. The RADx-UP program aims to ensure that all Americans, particularly those most impacted by the pandemic, have access to COVID-19 testing (20). RADx-UP supports over 100 community-engaged research projects, including the current study.



2. Methods

Data for this cross-sectional study were gathered via an online survey between April and August 2022. The survey was administered via Qualtrics Survey Platform (21) and consisted of an anonymous questionnaire developed using items from an existing survey as well as original items developed for this survey. Surveys were disseminated to email listservs of five disability-related nonprofit organizations. Two of these organizations were nationally based, while three were statewide parent advocacy groups in Maryland and Missouri. As an incentive for completion of the questionnaire, a $50.00 USD donation was offered to the participant's choice for one of the five aforementioned organizations. The only inclusion criterion for the survey was that the respondent must have a child, aged 4–22, with an intellectual or developmental disability. Only one survey response was allowed per respondent (as determined by the Internet Protocol address). All participants were informed, in the opening of the survey, of the ethics surrounding the purpose, procedures, risks, benefits, voluntariness, and payment involved in this study. Participants acknowledged these disclosures by progressing through the survey. The language used for the ethical disclosure, and this study as a whole, was approved by the local Institutional Review Board (IRB).


2.1. Measures


2.1.1. Electronic questionnaire

An electronic questionnaire, which took about 25 min to complete, queried caregivers of children with IDD about demographic information, pandemic-related impacts on services, schooling, caregiver mental health, and family life. Most items in this questionnaire were custom developed. Survey items are available upon request to the corresponding author.

Data were gathered between April and August of 2022, and the reporting period for all items was the last three months. At the beginning of the survey, caregivers were asked to indicate how many of their children with IDD were enrolled in a kindergarten through 12th grade school program (excluding homeschool). If a caregiver noted that they had five or more children with IDD enrolled in school, they were asked to share the ages of their five youngest children. For caregivers with more than one child with a disability enrolled in school, one of their children was randomly selected by the survey algorithm as the focus for the rest of the questionnaire. This algorithm was developed to avoid confusion about which child the survey was asking about if the caregiver was raising multiple children with disabilities.


2.1.1.1. Demographics

Survey demographic variables about the caregiver/informant included age, gender, race, ethnicity, relationship to child, number of children in the household, primary language, current state of residence, region, geographic setting, marital status, highest level of education, and employment status. Demographic variables for the randomly selected child with IDD included age (in years), gender, race, highest level of verbal communication, whether or not the child uses alternate forms of communication, type of school, educational accommodations or services, and diagnoses. See Table 1, Supplementary Tables S1, S2 for item categories.


TABLE 1 Participant characteristics.
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2.1.1.2. COVID-19 impact on child's health- and school-based services

Five 5-point Likert-scale questions were used to assess the impact of the COVID-19 pandemic on the child's progress towards reaching individualized education program (IEP)/504 plan goals, as well as their access to and quality of school-based therapeutic services and accommodations. Response options for the items included: disrupted a little, disrupted a lot, no change, improved a little, or improved a lot. In addition, three binary choice (yes/no) questions asked participants if their child missed or had delayed regular health or dental visits, specialty or referral appointments (e.g., behavior therapy, mental health services, occupational therapy), or non-COVID-19-related immunizations or vaccines (e.g., Hepatitis A, Varicella) due to reasons related to the COVID-19 pandemic.



2.1.1.3. COVID-19 impact on caregiver mental health

Two 4-point Likert-scale questions were asked to assess caregiver mental wellbeing. These items were taken from the Patient Health Questionnaire-4 (22). The items assess anxiety and depression, with the response options reflecting days in the last week they have experienced symptoms (not at all, several days, more than half the days, nearly every day).



2.1.1.4. COVID-19 impact on family life

A single, multi-select question assessed the impact the COVID-19 pandemic on family life (“How has the COVID-19 pandemic affected you and your household? Check all that apply.”). Domains included childcare challenges, financial impacts, employment disruptions, and changes in work settings. In addition, caregivers were asked about their family's current access to medical care (including dental), mental health care, extended family and non-family social supports, and food. Response options for these five questions were decreased a lot, decreased somewhat, no change, increased a lot, and increased somewhat.





2.2. Data analysis

The goal of the study was descriptive in nature. As such, descriptive statistics (means, proportions, and percentages) and graphs were used to describe distributions of survey items. All data analytic procedures took place in the R software program (23).




3. Results


3.1. Participant characteristics

Two hundred forty-nine caregivers of children with intellectual/developmental disabilities completed the questionnaire (Table 1 and Supplementary Table S1). Of those who began the survey and passed the eligibility screening (i.e., had a child with IDD), the rate of completion was 77.5%. The majority of the caregivers were female (90%; 82% biological mothers), White (75%), married (77%), spoke English (93%), living in suburban settings (63%), and had a bachelor's degree or higher (73%). Participants were from the Northeast (61%), West (13%), Midwest (12%), Mountain Region (9%), and Southeast (6%). The state with the most participants was Maryland (44.9%). See Supplementary Table S1 for complete list of states respondents were from.

The majority of the children were white (66%), verbal (88%), attended public school (80%), and had an IEP, 504 plan, or IDEA accommodation (96%; see Table 1 and Supplementary Table S2). Eighty-six percent of children had more than one disability diagnosis, and children had an average of three disabilities. The most common diagnosis was autism spectrum disorder (54%); the five most common diagnoses are listed in Table 1, and the full list of child diagnoses are available in Supplementary Table S2. See Supplementary Table S2 for full child demographics.



3.2. Impact on child's health- and school-based services

When asked about impacts on children's school-based services and healthcare services, the majority of caregivers reported disruptions in access and quality of school-based therapeutic services (access: 76%; quality: 75%) and IDEA accommodations (access: 70%; quality: 75%) (Table 2). Progress reaching IEP or 504 plan goals was disrupted for 81% of the sample. Caregivers reported a reduction in medical (43%) and mental health services (37%). Over one-third (37%) reported a delayed or missed regular healthcare or dental visit and 42% reported a delayed or missed specialty or referral appointment.


TABLE 2 Impact on Child's health- and school-based services.
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3.3. Impact on caregiver mental health

With respect to the pandemic's impact on caregivers' feelings of anxiety and depression, and how often these feelings occurred, nearly half (45%) of caregivers reported being anxious and over one-fifth (22%) reported being depressed for more than half their days or nearly every day (Table 3).


TABLE 3 Impact on caregiver mental health.
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3.4. Impact on family life

Twenty-six percent of participants reported a childcare disruption, 23% reported an adverse financial impact, 41% reported an employment disruption, and 43% reported a disruption in work setting (Table 4). Over half (59%) reported reduced social support and nearly a fifth (18%) reported reduced food access.


TABLE 4 Impact on family life.
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4. Discussion

COVID-19 has had a significant impact on daily life for children with IDD and their families. However, less is known about the long reach of COVID-19 on families, particularly children with IDD and their caregivers. The current study provides updated data on how the pandemic has continued, two and a half years later, to impact school-based therapeutic services, healthcare services, caregiver mental health, and general family life such as employment and access to social support. Overall, our data suggest that families are still being negatively impacted by the COVID-19 pandemic across multiple domains of life.

Prior research has shown that the COVID-19 pandemic caused major disruptions in educational and therapeutic service delivery, and in some cases has resulted in a loss of services entirely (15). In the current study, three-quarters of caregiver respondents reported that in early to mid-2022, their child's access to school-based therapies and the quality of these services was significantly disrupted or diminished due to the COVID-19 pandemic. More than 8 in 10 caregivers also reported interruptions in their child's progress toward IEP or 504 plan goals. These findings are consistent with literature earlier in the pandemic where caregivers reported disruptions in school-based services and subsequent declines in their child's functioning due to the COVID-19 pandemic (13–17).

Even with a return to in-person education, our data indicate that disruptions continued to occur among children with IDD. This warrants further investigation into potential causes. For instance, factors such as sickness or COVID-19 isolation protocols may result in staff or student absence, and thus contribute to continued disruptions in-person school-based service delivery. Workforce shortages are also more common post-pandemic, including in schools. Additionally, the pandemic has dramatically shifted the ways in which services are delivered, such that many services are now offered virtually. It is possible that caregiver perceptions of service quality are related to the virtual format where technical difficulties may arise, and where parental involvement is crucial, compared to in-person service delivery from only a teacher or provider. Studies have begun to examine differences in service quality between in-person and virtual formats. For instance, caregivers in one survey indicated that barriers to distance learning were related to inconvenient timing of sessions, session attendance being optional, and the child not wanting to participate (24). Given that educational and other school-based services lead to better developmental outcomes for children with IDD, it is critical that we continue to investigate pandemic-induced disruptions.

The current study also revealed healthcare service impacts for children with IDD and their families. Thirty-seven percent of children missed or delayed a regular healthcare or dental visit, and four out of ten missed or delayed a specialty appointment or referral visit. These findings are striking compared to research conducted earlier in the pandemic on missed appointments in general pediatric populations, where between a quarter and a third of children experienced delayed or missed appointments for COVID-19 related reasons (25, 26). Our findings demonstrate that the effects of COVID-19 on missed healthcare appointments could be greater for children with IDD, even years since the start of the pandemic. Since children with IDD often have co-occurring conditions and require more frequent follow-up visits as well as care management, it is essential supports are put in place to ensure they are getting the care they need. Considering that many early pandemic obstacles (e.g., office closures) are less common today, future research is needed to replicate this finding and determine why the pandemic continues to disrupt families' access to regular, specialty, dental, or referral care.

Caregivers in our study also reported negative impacts to their own mental health, consistent with research conducted prior to, and earlier in the pandemic (8, 18, 19). Nearly half (45%) of caregivers indicated that they experienced significant anxiety, whereas about one in five (22%) reported significant symptoms of depression, during early to mid-2022. These mental health challenges may be related to financial, social, or other household strains that have emerged during, and continued throughout the pandemic, such as difficulty paying bills or lack of social support. In the current study, 23% of caregivers reported COVID-19 related financial impacts, and 59% of caregivers reported decreased social support. Although we did not assess relationships between survey responses, it is likely that these financial and social burdens are associated with caregivers' mental health challenges. Additionally, caregivers struggling with their mental health may not have been able to receive the help they needed, as 37% reported a decrease in mental health care or treatment. Future research should assess what factors are contributing to anxiety and depression symptoms in this population, as well as interventions that can help with caregiver burnout and mental health status.

Little research has been published describing COVID-19-related impacts several years since the start of the pandemic. However, one parent-report survey investigating a general population of children in Switzerland found that 12.7% of children were severely impacted by the pandemic two years later across broad domains of child and family functioning (27). These figures are far lower than the proportions found in our study on children with IDD, such as the 81% who faced disruptions in progress reaching their IEP or 504 plan goals, or the 42% who missed specialty appointments or referral appointments. While we do not have data on our sample prior to COVID-19 to compare pre-pandemic trends, it is possible that existing challenges associated with raising a child with IDD were exacerbated due to the pandemic.

A major strength of this study is that it fills an important gap in the literature by addressing the long-term effects of the pandemic on a vulnerable population. Although stay-at-home orders have long been lifted, it is important to understand how families of children with IDD are still being impacted by the pandemic, so that we can develop effective strategies to support their needs. Another strength of this study is that we were able to represent a relatively wide range of children in terms of ages and diagnoses. With large and almost equivalent samples of younger school-aged children (43% ages 6–12) and older school-aged children (42% ages 13–18), as well as small samples of children under five (7%) and over 18 (8%), we were able to represent children at different developmental levels, and thus demonstrate that our findings are not limited to a certain age range or school level. Our sample also consisted of children diagnosed with a variety of different IDDs, and thus we were able to represent a variety of disability-related experiences and perspectives.

This study also has its limitations. Most notably, our findings may not generalize to all children with IDD and their families. Although the survey was distributed to multiple, disability-related organizations, sampling bias may have been present. Members of these organizations, and those who chose to complete the survey, may share certain characteristics that are not representative of all families of children with IDD. The majority of our respondents were female (90%), White (75%), and highly educated (73% had a bachelor's degree or higher), and therefore do not represent all caregivers of children with IDD. It is possible that marginalized groups such as people of color or those with lower levels of educational attainment may face even greater challenges due to the COVID-19 pandemic. Another limitation is the lack of data available on the children's level of support needs, which may have been associated with the outcomes described in the current study. For example, it is possible that children with greater support needs (i.e., children who receive more services) may have faced additional disruptions in service access and quality than children with fewer support needs. In turn, children with greater support needs may have had more difficulty progressing towards their academic or behavioral goals. Similarly, families' pandemic-related experiences may have varied based on their child's condition. To capture a variety of perspectives, we included children with a wide range of IDDs; however, we did not assess potential differences in COVID-19-related impacts between these diagnostic groups. Additionally, our study did not have a comparison group including caregivers of typically developing children, so it is unclear whether these impacts are exclusive to families of children with IDD, or if they are prevalent amongst all families. Lastly, since the majority of survey questions were novel, we cannot ensure their validity or reliability.

In summary, the present study queried caregivers of children with IDD on recent impacts of the COVID-19 pandemic on school-based therapeutic and healthcare services, caregiver mental health, and family life. Notably, these data are reflective of recent months, indicating ongoing and long-lasting impacts. While much of the existing literature focuses on the broadly experienced impacts of the early pandemic, it is essential to understand how and why families of children with IDD continue to experience negative impacts to provide data-informed support to this already-vulnerable population. Although the majority of schools and healthcare facilities are open again, there are still a number of pandemic-related influences that continue to shape the delivery of care, special education, related services, and day-to-day life as we know it. Ongoing investigation of the delivery and quality of school-based therapeutic services, caregiver mental health, and family life disruptions will provide the data needed to support children with IDD and their families as they continue to navigate the COVID-19 pandemic.



Data availability statement

The datasets presented in this article are not readily available because Consent was not obtained for sharing of information. Requests to access the datasets should be directed to kalb@kennedykrieger.org.



Ethics statement

The studies involving human participants were reviewed and approved by Johns Hopkins Medical Institutional Review Board. Written informed consent for participation was not required for this study in accordance with the national legislation and the institutional requirements.



Author contributions

EJ, MM, CG, MS, and LK contributed to the conception and design of the study as part of a larger grant-supported project. VS, CH, and LK performed the statistical analyses. EJ created and managed the database. RN, EJ, VS, CH, MM, CG, MS, and LK contributed to manuscript conception and revisions. All authors contributed to the article and approved the submitted version.



Acknowledgments

The authors would like to acknowledge the efforts of the COMPASS-T Study Team at Washington University in St. Louis. We would also like to recognize the following organizations for their assistance with recruitment for this study and for their efforts to support children with intellectual/developmental disabilities and their families: the Association of University Centers on Disabilities (AUCD), Council of Parent Attorneys and Advocates, Inc. (COPAA), Family Advocacy and Community Training of Missouri (FACTS), Missouri Parents Act, and Parents' Place of Maryland.



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.



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.



Supplementary material

The Supplementary Material for this article can be found online at: https://www.frontiersin.org/articles/10.3389/fped.2023.1196275/full#supplementary-material



References

1. Eunice Kennedy Shriver National Institute of Child Health and Human Development. About intellectual and developmental disabilities (IDDs). Rockville, MD, USA: Eunice Kennedy Shriver National Institute of Child Health and Human Development (2021). Available at: https://www.nichd.nih.gov/

2. Turk MA, Landes SD, Formica MK, Goss KD. Intellectual and developmental disability and COVID-19 case-fatality trends: TriNetX analysis. Disabil Health J. (2020) 13(3):100942. doi: 10.1016/j.dhjo.2020.100942

3. Baker BL, McIntyre LL, Blacher J, Crnic K, Edelbrock C, Low C. Pre-school children with and without developmental delay: behaviour problems and parenting stress over time. J Intellect Disabil Res. (2003) 47(4–5):217–30. doi: 10.1046/j.1365-2788.2003.00484.x

4. De Ruiter KP, Dekker MC, Verhulst FC, Koot HM. Developmental course of psychopathology in youths with and without intellectual disabilities. J Child Psychol Psychiatry. (2007) 48(5):498–507. doi: 10.1111/j.1469-7610.2006.01712.x

5. Woodman AC, Mawdsley HP, Hauser-Cram P. Parenting stress and child behavior problems within families of children with developmental disabilities: transactional relations across 15 years. Res Dev Disabil. (2015) 36:264–76. doi: 10.1016/j.ridd.2014.10.011

6. Saunders BS, Tilford JM, Fussell JJ, Schulz EG, Casey PH, Kuo DZ. Financial and employment impact of intellectual disability on families of children with autism. Fam Syst Health. (2015) 33(1):36–45. doi: 10.1037/fsh0000102

7. Kuhlthau K, Hill KS, Yucel R, Perrin JM. Financial burden for families of children with special health care needs. Matern Child Health J. (2005) 9(2):207–18. doi: 10.1007/s10995-005-4870-x

8. Scherer N, Verhey I, Kuper H. Depression and anxiety in parents of children with intellectual and developmental disabilities: a systematic review and meta-analysis. PLoS One. (2019) 14(7):e0219888. doi: 10.1371/journal.pone.0219888

9. World Health Organization. WHO Coronavirus (COVID-19) dashboard. Geneva, Switzerland: World Health Organization (2023). Available at: https://covid19.who.int/

10. Gleason J, Ross W, Fossi A, Blonsky H, Stephens M. The devastating impact of COVID-19 on individuals with intellectual disabilities in the United States. NEJM Catal Innov Care Deliv. (2021). doi: 10.1056/CAT.21.0051

11. IDEA: Individuals with Disabilities Education Act. About IDEA. Washington, DC, USA: U.S. Department of Education.Available at: https://sites.ed.gov/idea/about-idea/

12. Brandenburg JE, Holman LK, Apkon SD, Houtrow AJ, Rinaldi R, Sholas MG. School reopening during COVID-19 pandemic: considering students with disabilities. J Pediatr Rehabil Med. (2020) 13(3):425–31. doi: 10.3233/PRM-200789

13. Levin-Decanini T, Henderson C, Mistry S, Dwarakanath N, Ray K, Miller E, et al. Decreased access to therapeutic services for children with disabilities during COVID-19 stay-at-home orders in Western Pennsylvania. J Pediatr Rehabil Med. (2022) 15(3):517–21. doi: 10.3233/PRM-200799

14. Sonnenschein S, Stites ML, Grossman JA, Galczyk SH. “This will likely affect his entire life”: parents’ views of special education services during COVID-19. Int J Educ Res. (2022) 112:101941. doi: 10.1016/j.ijer.2022.101941

15. Jeste S, Hyde C, Distefano C, Halladay A, Ray S, Porath M, et al. Changes in access to educational and healthcare services for individuals with intellectual and developmental disabilities during COVID-19 restrictions. J Intellect Disabil Res. (2020) 64(11):825–33. doi: 10.1111/jir.12776

16. Allison KM, Levac DE. Impact of the COVID-19 pandemic on therapy service delivery and functioning for school-aged children with disabilities in the United States. Disabil Health J. (2022) 15(2):101266. doi: 10.1016/j.dhjo.2021.101266

17. Murphy A, Pinkerton LM, Bruckner E, Risser HJ. The impact of the novel coronavirus disease 2019 on therapy service delivery for children with disabilities. J Pediatr. (2021) 231:168–77. e1. doi: 10.1016/j.jpeds.2020.12.060

18. Chafouleas SM, Iovino EA. Comparing the initial impact of COVID-19 on burden and psychological distress among family caregivers of children with and without developmental disabilities. Sch Psychol. (2021) 36(5):358–66. doi: 10.1037/spq0000426

19. Kalb LG, Badillo-Goicoechea E, Holingue C, Riehm KE, Thrul J, Stuart EA, et al. Psychological distress among caregivers raising a child with autism spectrum disorder during the COVID-19 pandemic. Autism Res. (2021) 14(10):2183–8. doi: 10.1002/aur.2589

20. National Institutes of Health (NIH). RADx. Bethesda, MD, USA: U.S. Department of Health and Human Services (2020). Available at: https://www.nih.gov/research-training/medical-research-initiatives/radx

21. Qualtrics. Qualtrics. Provo, Utah: Qualtrics (2018). Available at: https://www.qualtrics.com

22. Kroenke K, Spitzer RL, Williams JBW, Löwe B. An ultra-brief screening scale for anxiety and depression: the PHQ–4. Psychosomatics. (2009) 50(6):613–21. doi: 10.1016/S0033-3182(09)70864-3

23. R Core Team. R: A language and environment for statistical computing. R Foundation for Statistical Computing (2018). Available at: https://www.r-project.org/

24. Chen B, Rasmussen P, Legg M, Alexander N, Vedmurthy P, Asiedu A, et al. Reduction in school individualized education program (IEP) services during the COVID-19 pandemic. Front Rehabil Sci. (2022) 3:962893. doi: 10.3389/fresc.2022.962893

25. Gonzalez D, Karpman M, Kenney GM, Zuckerman S. Delayed and forgone health care for children during the COVID-19 pandemic. Washington, DC, USA: Urban Institute (2021).

26. Lebrun-Harris LA, Sappenfield OR, Warren MD. Missed and delayed preventive health care visits among US children due to the COVID-19 pandemic. Public Health Rep. (2022) 137(2):336–43. doi: 10.1177/00333549211061322

27. Richard V, Dumont R, Lorthe E, Loizeau A, Baysson H, Zaballa ME, et al. Impact of the COVID-19 pandemic on children and adolescents: determinants and association with quality of life and mental health—a cross-sectional study. Child Adolesc Psychiatry Ment Health. (2023) 17(1):17. doi: 10.1186/s13034-023-00563-5



OPS/xhtml/Nav.xhtml




Contents





		Cover



		Caregiver perspectives on the continued impact of the COVID-19 pandemic on children with intellectual/developmental disabilities

		1. Introduction



		2. Methods



		2.1. Measures



		2.1.1. Electronic questionnaire



		2.1.1.1. Demographics



		2.1.1.2. COVID-19 impact on child's health- and school-based services



		2.1.1.3. COVID-19 impact on caregiver mental health



		2.1.1.4. COVID-19 impact on family life



















		2.2. Data analysis











		3. Results



		3.1. Participant characteristics



		3.2. Impact on child's health- and school-based services



		3.3. Impact on caregiver mental health



		3.4. Impact on family life











		4. Discussion



		Data availability statement



		Ethics statement



		Author contributions



		Acknowledgments



		Conflict of interest



		Publisher's note



		Supplementary material



		References



















OPS/images/cover.jpg
}frontiers ‘ Frontiers in Pediatrics

Caregiver perspectives on the continued
impact of the COVID-19 pandemic on
children with intellectual/developmental
disabilities





OPS/images/fped-11-1196275-t001.jpg
Characteristic

Caregiver age

Under 30 3 (1.3%)
30-39 47 (19.7%)
40-49 112 (47.1%)
50-59 59 (24.8%)
60-69 15 (6.3%)
70 and older 2 (0.8%)

Highest level of education
High School or less 9 (3.6%)

Trade iates degree 25 (10.0%)
Some college (no degree) 28 (112%)
Bachelor's degree 74 (29.7%)
Master's degree 82 (32.9%)
Doctorate degree 27 (10.8%)
Do not wish to disclose 4 (16%)

Working full-time (32 h or more per week) 137 (55.0%)
or stay-at-home caregiver 43 (17.3%)
‘Working part-time (less than 32 h per week) 43 (17.3%)
Multi select 14 (5.6%)
Full-time student 3 (1.2%)
Retired 3 (1.2%)
Unemployed and looking for work 2 (0.8%)
Furloughed 1(04%)
On disability 1 (04%)
Do not wish to disclose 2 (0.8%)
Number of children in the

86 (34.5%)
105 (42.2%)
47 (18.9%)
8 (3.2%)
5 or more 3 (1.2%)
Child age
<=5 18 (7.2%)
612 107 (43.0%)
13-18 105 (422%)
>18 19 (7.6%)
Child diagnosis
Autism spectrum disorder 135 (54.2%)
ADHD 124 (49.8%)

Speech or language impairment 91 (36.5%)

Ansiety disorder 77 (309%)
Intellectual disability 75 (30.1%)
Other 175 (703%)
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Service

Access—School-based ic services

Disrupted a little 60 (30.8%)
Disrupted a lot 88 (45.1%)
No change 41 (21.0%)
Improved a little 2 (1.0%)

Improved a lot 4(2.1%)

Quality—School-based
Disrupted a little 52 (26.7%)
Disrupted a lot 94 (48.2%)
No change 44 (22.6%)
Improved a little 3 (1.5%)

Improved a lot 2 (1.0%)

A ions in the Classroom

Disrupted a little 26 (29.9%)
Disrupted a lot 35 (40.2%)
No change 25 (28.7%)
Improved a little 0.(0.0%)
Improved a lot 1(1.1%)

Quality—Accommodations in the classroom
Disrupted a little 29 (33.3%)
Disrupted a lot 36 (41.4%)
No change 21 (24.1%)
Improved a little 0.(0.0%)
Improved a lot 1(11%)

Progress—Reaching IEP or 504 plan goals

Disrupted a little 67 (31.9%)
Disrupted a lot 103 (49.0%)
No change 28 (13.3%)
Improved a little 5 (2.4%)
Improved a lot 7 (33%)

Regular healthcare or dental visits
No | 154 (63.4%)
Yes | 89 (36.6%)

Specialty i or referral visits

No | 139 (58.2%)

Yes 100 (41.8%)
Non-COVID-related i izati ines (e.g, Hep A, Varicella)
No 195 (85.9%)

Yes 32 (14.1%)
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Symptom

Nervous, anxious, or on edge

Not at all

32 (12.9%)

Several days
More than half the days

105 (42.2%)
72 (28.9%)

Nearly every day

40 (16.1%)

Down, or hopeless

Not at all

82 (32.9%)

Several days

113 (45.4%)

More than half the days

42 (16.9%)

Nearly every day

12 (4.8%)
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Type of Impact

Child Care 64 (25.7%)
Had difficultly arranging for childcare 60 (24.1%)
Incurred increased cost for childcare expenses 25 (10.0%)
Financial Impact 56 (22.5%)
Incurred increased cost for childcare expenses 25 (10.0%)
Had difficulty paying bills 34 (13.7%)
Had serious financial problems 17 (6.8%)
Disruption 103 (41.4%)
Worked more hours than usual 55 (22.1%)
Worked reduced hours 23 (92%)
Started a new job 18 (7.2%)
Income or pay reduced 16 (6.4%)
‘Was not able to work 11 (44%)
Not paid at all 5(2.0%)
Laid off 3(1.2%)
Furloughed with full or partial pay 1(0.4%)
Furloughed without pay 1(0.4%)
Work Setting 108 (43.4%)
Worked home more than you usually do 77 (30.9%)
Started working home 39 (157%)
Access to medical health care (including dental):
Decreased a lot 22 (91%)
Decreased somewhat 83 (34.3%)
No Change 120 (49.6%)
Increased a lot 5 (2.1%)
Increased somewhat 12 (5.0%)
Access to mental health care or treatment:
Decreased a lot 30 (13.7%)
Decreased somewhat 50 (22.8%)
No Change 118 (53.9%)
Increased a lot 8 (3.7%)
Increased somewhat 13 (5.9%)
Access to extended family and non-family social supports:
Decreased a lot 58 (24.0%)
Decreased somewhat 84 (34.7%)
No Change 77 (31.8%)
Increased a lot 12 (5.0%)
Increased somewhat 11 (4.5%)
Access to food:
Decreased a lot 8 (3.3%)
Decreased somewhat 36 (14.9%)
No Change 182 (75.5%)
Increased a lot 4(1.7%)
Increased somewhat 11 (4.6%)

Bolded numbers under Type of Impact represent aggregates of subcategories

Balow: Silbcieocas wire not Fruitlslly encliEie








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





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





