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Parents and caregivers of children and youth with disabilities  are facing unique challenges as a result of COVID-19. For example, while social distancing has been
widely promoted as the best strategy to avoid transmission, that advice may not be realistic for people who care for children and youth with disabilities who may
require therapy or assistance with daily tasks. Meanwhile, children’s clinical services and other treatments are being disrupted with the closures of schools, medical
settings and caregiving agencies. Families’ ability to obtain critical medical supplies can become difficult as resources become scarce .

In addition, while children overall seem to be less likely to show symptoms of COVID-19, those with disabilities may fall into the category of “high risk” due to
secondary health conditions,  further adding to caregiver stress related to fears of infection and contagion. Should a child with a disability become sick or need
medical care during the pandemic, many parents worry about rationing  of care and supplies as another threat to their child’s safety. Stressors like these intensify
enacted or perceived experiences of stigma and discrimination.

Strategies to ease stressors
Research by psychologists points to several important ways parents and caregivers of children and youth with disabilities can cope with the challenges created by
the COVID-19 pandemic.

Communication is key
Stay informed, but don’t overdo media. While it is important to keep up to date on the rapidly changing information on COVID-19 in your community, the
oversaturation of information can add to stress. To stay informed and keep your family up to date while remaining safe, identify a few trusted sources for accurate
updates and limit social media.

Talk to your children and other family members about COVID-19. Choose a safe, comfortable place and time to openly discuss the reason for the changes to
their lives. Social narratives, which draw on text and pictures to talk about situations and responses, can be a useful tool (links to social narratives on COVID-19
appear below). Remember, children may have difficulty expressing their feelings in words and sometimes anxiety, fear and frustration can be expressed through
challenging behaviors. Other children may express these feelings through play. Answer their questions and assure them of the shared goal to keep everyone safe.
Revisit the topic periodically to be sure they understand what’s happening around them.

Check-in with your child’s school, teachers and therapists about how educational and therapeutic service delivery may change in the coming weeks. If schools
offer distance-learning opportunities to students without disabilities, the same support should be offered to students with disabilities. Don’t feel pressured to
exactly replicate school and therapy at home. With flexibility, you may identify new ways to learn and grow together that would be more difficult in a typical time.

Check-in with your child’s health-care provider by calling or using telehealth services if available. If your child has a chronic or acute medical condition, talking
with the healthcare provider can guide decisions about how to access needed equipment, supplies, medications, etc., and whether it is best to visit a healthcare
facility or stay at home.

Prioritize self-care
Stay connected with others virtually. With many people needing to shelter in place, keep up social ties with others by planning regular times to call family and
friends. Self-isolation, quarantine and shelter-in-place are only temporary ways of being. Email, texting, video chatting and social media also offer ways to engage.
Seek support from those around you. For example, you might ask a friend to deliver food or medicine to your home.

Be kind to yourself. Since previously available respite options may no longer be available, focus on what can help you feel restored. This might mean taking short
breaks from the immediate stress of the situation. This might mean spending some time watching animal videos to give yourself a brief mental break.

Seek help. Disability or condition-specific organizations and support groups can provide helpful information, social support and reduce feelings of stigma.  Reach
out to local organizations to see if they offer virtual support groups or have active email listservs that send out information and resources.

Be prepared. While difficult to consider, establish a plan of care for your child and other family members should you become ill. Typical secondary caregivers may
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Disability and Health Information for Caregivers from the CDC
(https://www.cdc.gov/ncbddd/disabilityandhealth/family.html)                     

Department of Education Question and answers on Providing Services to Children with Disabilities
during the coronavirus disease 2019 Outbreak (https://www.isbe.net/Documents/qa-covid-19-03-12-
2020.pdf) :

Administration for Community Living Resources for Older Adults and People with Disabilities
(https://acl.gov/COVID-19)

National School Psychologists Association: Talking to Children About COVID19
(https://www.nasponline.org/resources-and-publications/resources-and-podcasts/school-climate-safety-and-
crisis/health-crisis-resources/talking-to-children-about-covid-19-(coronavirus)-a-parent-resource)

Talking to Kids About Coronavirus with Alternative/Augmentative Downloadable Communication
Boards (https://janellesampson.wordpress.com/2020/03/12/talking-to-kids-about-coronavirus/?
fbclid=IwAR3eDjHfUfNOVg7XPNHxFTqp-axoJa1L2h_HjDquM4iK9nnBC3MBiqASKWU)

be unavailable. Determining your plan prior to needing it provides a sense of security and reassurance at a time fraught with uncertainty.

Reassuring your child
Foster calm. In times of change, opportunities to engage in calming behaviors become especially important, so schedule coping and calming activities into a
child’s day and consider ways to introduce new calming behaviors. 

Create routines. If previously established routines have been disrupted, create new routines for your child. This can help your child feel more secure and
understand what is expected of them. This can also be an important way to introduce new behaviors — such as handwashing or behaviors in line with social
distancing — into daily habits.

Be empathetic. Acknowledge that your child may not have their usual school or disability-related equipment, which may lead to added difficulties, discomfort or
pain. Validate their feelings and try reaching out to therapists and other families in similar situations to brainstorm ideas to address any discomfort and/or sensory,
communication, and movement challenges to the extent possible.

Show the love. Children with disabilities may internalize feelings that they and/or their care needs are burdensome to their parents. During this stressful and
uncertain time in which parents may be wearing the hats of employee, teacher and caregiver, simultaneously, this feeling may be heightened. Remind your child of
your unconditional love and joy of getting to spend extra time with them.  

Encourage them to talk about their feelings. Children with disabilities often experience feelings of social isolation from their peers, and social distancing policies
related to COVID-19 may amplify these feelings. Give your child opportunities discuss these feelings and brainstorm ways for your child to interact with others
through texting, phone calls, and video chatting and other virtual platforms.

Research  suggests that the experience of raising a child with atypical development can foster strengths including flexibility in handling uncertainty, creative
problem-solving and resilience. These strengths can be an asset when faced with new challenges such as COVID-19.

If your family needs help, look for local community resources and contact your area psychological association.

Additional Resources

Footnotes
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