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Individuals with intellectual and developmental disabilities (IDD) comprise a large proportion of 
neurologic clinic patients1. Their myriad diagnoses include cerebral palsy, Down syndrome, and Autism 
Spectrum Disorder, with many of these disorders co-morbid with each other. Their abilities range from 
complete functional independence to complete functional dependence with variable requirements at 
baseline for life-sustaining supports, for example, home ventilators, gastrostomy tubes, or personal care 
assistants (PCAs). Often, simple viral illnesses can throw individuals with IDD into medical crisis which 
can include exacerbation of baseline challenges with muscle tone to inability to tolerate feeding to 
behavioral dysregulation that puts themselves or others at risk. As such, though we all feel vulnerable 
during the COVID-19 pandemic, our patients with IDD are particularly at risk.  

Adults with IDD maybe living in group homes; the support staff and associated organizations are likely 
under enormous pressure to ensure that COVID-19 does not create internal chaos. Maintaining a 
routine schedule, ensuring safety, happiness, and a constant level of health are all paramount.  

Routine neurology visits are critical for early detection of emerging or worsening symptoms of cognitive 
impairment, epilepsy, depression, or increased tone. In the setting of a significant social, economic, and 
medical stressor like the COVID-19 pandemic, these routine visits become even more critical. 

Here we highlight strategies to decrease potential infectious exposures and ensure continued optimal 
neurologic care for individuals with IDD during the COVID-19 pandemic. Finally, in a climate of potential 
medical resource restriction, we offer some suggestions for advocacy. 

Strategies for preventative telecare 

At this point in the pandemic, there is a tendency to cancel “non-urgent” or “routine” follow-up 
appointments with plans to reschedule in 2-3 months. For individuals with IDD, postponing neurologic 
follow-up for 2-3 months could be catastrophic. In fact, noting that individuals with IDD may be a 
population that is highly vulnerable to adverse outcomes if infected with the coronavirus, it would be 
medically prudent to specifically reach out to this particularly fragile population. Now is the time to 
invest in HIPAA-compliant video-based tele-health services or utilize telephone only visits to continue to 
check in on our most vulnerable patients. Strategies to this end have been outlined excellently by the 
AAN in webinar format2 Error! Hyperlink reference not valid.and by other neurology focused outlets 
like Neurology Live3. Specifics you may consider discussing in a tele-health follow-up visit in the setting 
of the COVID-19 pandemic include: 

1. Re-affirming the value of physical distancing while mitigating the associated challenges 

Particularly for individuals with IDD who may be medically vulnerable, physical distancing may be the 
best way to prevent coronavirus exposure. However, deviance from the typical daily routine, loss of 
inter-personal and therapeutic interactions, and limited circadian light exposure can exacerbate 
psychiatric co-morbidities and sleep difficulties. Encourage time outdoors within spaces isolated from 
others (e.g. a backyard or a balcony) and open windows during the day. Also encourage adherence to a 
daily routine including bathing, dressing, and engaging in productive activities in the main living space of 
the home during the day. Advocate that patients engage in similar wind-down activities at nighttime. 
Maintenance of a routine will likely help establish some continuity of lifestyle in this time of uncertainty. 
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2. Ensure adequate medication refills 

Minimizing trips to the pharmacy is critical in the interests of physical distancing. Discuss mail-order 
pharmacies with your patients. If this is not a feasible option, consider prescribing three-month supplies 
of medications instead of one-month supplies. Send letters of medical necessity in advance to medical 
insurance companies describing how individuals with IDD are at higher risk of morbidity and mortality 
from viral infections, let alone COVID-19, to augment your justification for a longer duration refill. Some 
health insurance companies are allowing for longer duration refills in the setting of this pandemic4,5. Let 
the insurance companies know that longer duration refills will be one of the primary ways you can keep 
your patients safe.  

3. Ensure that you are both on the same page regarding their healthy baseline 

These tele-medicine visits are a good time to revisit your understanding and your patient’s 
understanding of their baseline level of function and status of medical co-morbidities6. Comprehensive 
discussion of baseline function often gives way to management of the “chief complaint” in routine 
follow-up visits. During this pandemic, it is best to ensure that all neurologic concerns are “tuned up” to 
allow the best buffer in case of infection. Some specifics to establish/reaffirm:  

- Current ability to accomplish activities of daily living: Who currently helps achieve these activities if 
your patient is not able to? If this support person becomes unavailable, who can take over for them? Are 
caregivers and other support people also maintaining social distancing, handwashing, and otherwise 
using appropriate precautionary measures to avoid infecting your patient? 

- Current status of psychiatric co-morbidities: When was the last episode of behavioral dysregulation 
that required administration of an abortive medication? Is the patient currently pleased with their mood 
and ability to temper severe mood fluctuations. Are there measures put in place to ensure that the 
current social restrictions due to COVID-19 do not have a functionally significant impact upon their 
mood? 

- Current status of sleep: What is the patient’s current sleep hygiene and sleep schedule? What 
medications are used to aid sleep? 

- Current status of tone: Does the patient feel that their tone is currently well managed? What are the 
most effective medications/injectables for the patient’s tone? Are orthotics and wheelchairs fitting well 
without causing discomfort? 

- Current status of pain: Is the patient currently experiencing pain and if so, in what settings? How is the 
patient currently managing pain? 

- Current status of cognition: In children, ensure that developmental progress is ongoing and that 
communication needs are being met. In adults, consider empiric standardized cognitive assessment7 at 
this visit, particularly in those who are at risk for progressive cognitive impairment like individuals with 
Down syndrome or epilepsy.  

4. Have specific plans in place for crisis management 

 Encourage your patients to immediately consult with you or their primary care provider if they 
display symptoms concerning for COVID-19 (namely fever and/or upper or lower respiratory 
symptoms) so that they may follow local protocols for testing and quarantine.  
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 Consider formally screening your patients for depression and anxiety during your tele-health 
visits. Catching the symptoms of depression early can help you adjust medication dosing and 
develop therapeutic strategies while still maintaining social distancing appropriately.  

 In patients with epilepsy, ensure that seizure frequency is being monitored so that intervention 
can be pursued promptly with any increase in seizure frequency. It is also vitally important that 
seizure medications are given on a timely manner to help avoid breakthrough events. If your 
patient is at risk for having breakthrough seizures it is extremely important to have a plan in 
place on how to manage these seizures. Rescue medication with a clear action plan needs to be 
put in place. Avoiding usage of emergency health services would be best if possible, during this 
current crisis.  

 In patients with baclofen pumps, discuss the symptoms of withdrawal and overdose. Have a 
plan in place for concerns for pump failure.  

 In patients with dystonia, have a plan in place in the event of emerging dystonic crisis or status 
dystonicus.  

 For patients at risk for behavioral dysregulation or aggression, have an abortive medication plan 
in place.  

 Give patients clear instructions about when they should go to the emergency room and to call 
your exchange, if you have this service available, with any questions regarding this.  

 Ensure that the patient and family has enough refills for abortive medications for the above 
medical crisis situations. Once these crisis plans are established, consider sending the patient 
and any caregivers a secure e-correspondence detailing their personalized crisis management 
plans. In the event that the patient becomes unable to take medications orally during an 
emergent hospitalization, consider including a plan for parenteral bridging medications in the 
crisis management plan. Clearly document these crisis management plans in the medical record 
as well. 

5. Set pre-determined requirements for in-person visits 

It is best at this time to postpone in-person visits for at least 2-3 months. Beyond scheduled baclofen 
pump refills, many visits for patients with IDD can be accomplished virtually. Patients who rely on 
botulinum toxin or phenol injections in many cases may be able to temporarily be managed with 
increases in other tone-related medications, specifically with night-time dosing. Consider whether 
injectable therapies are providing improvements in pain and/or functionality and how these resultant 
issues may be otherwise temporarily addressed. If injectable therapies are absolutely required, which 
they may be for many of your patients, try to bundle this visit in with any other requirement for the 
family to visit the hospital. 

Previously scheduled office visits to discuss on-going seizure management, behavioral assessments, 
cognitive evaluations, and other neurologic concerns should not be postponed because of the COVID-19 
crisis. These visits, if at all possible, should be converted to phone or video-based tele-health visits. 
Maintaining oversight on chronic neurologic conditions is mandatory to ensure that these various 
personal and health challenges do not lead to unforeseen disruptions.  

6. Caregiver check-ins and social network building 

If they are a regular part of your medical visits with your patient, consider empiric screening of 
caregivers for depression and anxiety. Caregivers cannot adequately care for your patients if they 
themselves are unwell. Ensure that they have access to a reputable online social network of other 
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caregivers to help with coping with the unusual levels of stress and uncertainty they are currently facing. 
Examples include CPDailyLiving8, Error! Hyperlink reference not valid.CPNOW9, National Down 
Syndrome Society10, Spina Bifida Association11, and American Academy of Developmental Medicine and 
Dentistry resources12, among many others available through the AAN and CDC. 

7. Ensuring food and housing security 

It is critical to discuss basic needs in this time of limited work availability in an often financially 
compromised population. Discuss with your clinic or local hospital social worker regarding local food 
delivery/volunteer programs and shelters. Consider providing information about these resources to all 
of your patients at this time regardless of whether they endorse food or housing insecurity. For many 
patients and families, this could be a source of new embarrassment that they will be uncomfortable 
discussing in the context of a circumscribed tele-health visit. 

8. Assert your focus on evidence-based practice 

Understandably heightened emotions and the desperate desire for treatments for COVID-19 has led to a 
surge of requests for immediate institution of poorly studied therapeutic regimens. Some of these 
treatments, if instituted empirically, can have serious consequences for individuals with IDD due to 
interactions with common medications they may already be taking. For example, chloroquine taken 
together with antidepressants like citalopram or fluoxetine or antipsychotics like quetiapine can have 
potent QT prolonging effects. Urge your patients to not take these medications empirically and to 
consult with your or another physician familiar with their full medication list. Encourage them that a 
well-designed global trial is underway to determine effective treatments for COVID-19 quickly13. 

9. Too much for one visit? 

Consider prioritizing medication refills, crisis management, and food and housing security in your first 
tele-visit during the pandemic and subsequently following up in two weeks to re-assess. Ongoing, 
perhaps frequent, and short tele-health visits are useful for ensuring medical needs are met and have 
the added benefit of helping your patients combat social isolation. 

Advocacy 

Though rife with ethical turmoil, there are resource utilization strategies being discussed across the 
country and world. Legal and ethical texts have eschewed the merits of a disability-based resource 
utilization approach, particularly where the disability in question is not, in and of itself, life limiting. 
Some have proposed a lottery system as the fairest method of resource allocation14. Perhaps our job is 
not to offer such heart-wrenching and draconian alternatives but to instead assert that our patients’ 
lives have inherent value and that our patients have already demonstrated remarkable emotional and 
medical resiliency in a world that often counts them out.  

It is our responsibility to advocate for personal protective equipment, not just for us as health care 
workers, but also sufficient for our vulnerable patients and their caregivers if they have to come in for 
maintenance medical care in the middle of this pandemic. It is our responsibility to advocate for a surge 
in the production of medical equipment such that life or death discussions about resource utilization 
become moot. It is our responsibility to let the public know what should constitute a medically adequate 
response to this pandemic, and how this response is currently lacking. To this end, we strongly 
encourage: 
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-Publicly available written or recorded commentary, to ensure shareability via online platforms, on what 
is required for adequate medical care 

-Reporting of any signs of abuse or neglect 

-Reaching out to your local news station offering to discuss your thoughts on this pandemic and 
pandemic response 

-Writing your senator and congressman regarding the abhorring nature of life valuation based on 
disability   

-Voting whenever the opportunity is available 

-Leading by example 

For the next pandemic 

Though the COVID-19 pandemic is unlike anything else we have seen in our lifetimes, our last pandemic 
was relatively recent: the H1N1 pandemic of 2009. Let this be a wake-up call for pandemic 
preparedness. As has already been a call to arms following our last pandemic, it is critical to include 
those with IDD, their caregivers, and their advocates as a part of the team devoted to developing the 
next pandemic plan15,16. We cannot appropriately care for individuals with IDD without being aware of 
their needs.  

Ensure that crisis management plans are always clearly documented for your patients, particularly 
individuals with IDD who are particularly medically vulnerable17. Also ensure that your patients have 
copies of this crisis management plan and that they carry this plan with them when seeking urgent 
medical care.  

If there can be any health-care silver lining to the COVID-19 pandemic, it is that this pandemic has 
prompted rapid adoption of tele-health services. Those who are medically vulnerable in a pandemic 
remain medically vulnerable outside of a pandemic as well. Tele-health follow-up visits may ultimately 
allow us to provide ongoing safe, equitable, patient-centered care long after this pandemic subsides.  
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