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Overview

This guide is an abridgement of our journal article Environmental Accommodations for University
Students Affected by Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME/CFS),* which was
originally designed to educate occupational therapists about how they could help university students
with ME/CFS. Recommendations from the article were also adapted to highlight steps faculty, staff and
administrative professionals can take to provide support and accommodations for students afflicted
with this highly debilitating disease.

While many of our suggestions are applicable to chronic illnesses in general?, the lack of familiarity with
ME/CFS underscores the importance of having a resource specifically oriented toward this disease.
Universities might recommend that students and families use this guide to help educate their physicians
and occupational therapists to better enable them to advocate on behalf of the student.

As of August 2020, at least 51,000 cases of COVID-19%and 60 deaths have been associated with
universities and colleges across the United States. Although many of those afflicted may have been
asymptomatic or experienced mostly mild symptoms, some people, though no longer at risk of
spreading the disease, have continued experiencing symptoms weeks and months afterwards. This
chronically affected group includes adolescents and young adults.* As pointed out by Dr. Anthony Fauci,
Director of the National Institute of Allergy and Infectious Diseases: “[COVID-19 survivors] have things
that are highly suggestive of myalgic encephalomyelitis and chronic fatigue syndrome - brain fog,
fatigue, difficulty in concentrating so this is something we really need to seriously look at because there



very well might be there is a post-viral syndrome associated with covid-19."®

A study of survivors of a
similar coronavirus (SARS-CoV)® showed that 27% of survivors developed ME/CFS. Consequently, it is
reasonable to expect that COVID-19 will result in a significant number of students being diagnosed with
ME/CFS or experiencing ME/CFS-like symptoms in the near future. In addition to helping students who
are already diagnosed with ME/CFS, the recommendations made herein may help universities and
colleges anticipate the COVID-19 related needs of afflicted students. Even if a student eventually
recovers completely from COVID-19, implementing the accommodations we suggest will help and not

harm them in the interim.

Disease characteristics and background

ME/CFS is a chronic, complex, disabling disease that affects between 1 and 2.5 million Americans’.
Those afflicted include men, women, and children of all races, ethnicities and socioeconomic
backgrounds. Onset often occurs between the ages of 10 and 19 and usually follows an infection. For
example, up to 14% of people afflicted with Epstein-Barr virus (EBV) mononucleosis will develop this
condition®°. In 2015, the American College Health Association found that 1.5% of college students were
diagnosed with EBV mononucleosis each year®®, which corresponds to 0.2% potentially developing
ME/CFS annually. With an estimated college student population of about 20 million*!, up to 40,000
students could be newly affected by ME/CFS annually'?. The total number of students affected may be
higher due to ME/CFS following other infections, enrollment of students already affected by ME/CFS,
and the persistence of ME/CFS over time.

ME/CFS has one of the highest morbidity rates among known diseases*?. Its hallmark symptom is post-
exertional malaise (PEM) - a delayed, prolonged, and sometimes unpredictable exacerbation of
symptoms and loss of stamina following mental or physical exertion. An estimated 25-29% of people
with ME/CFS are bedbound or homebound, 35-69% are unemployed, and 84-91% remain undiagnosed.
The cause of ME/CFS remains unknown and there is no FDA-approved treatment specifically for ME/CFS.
However, proper care can improve the patient’s health, function and quality of life.

ME/CFS sufferers have limited physical and cognitive energy and often require rest breaks throughout
the day. Too much energy expended in too short a time period risks a PEM episode (referred to as a
“crash” by some sufferers), which can result in anywhere from hours to weeks of incapacitation. Those
afflicted must take care to not exceed their energy ceiling.

This guide (together with our journal article) focuses on environmental accommodations within post-
secondary education. Ideally, these accommodations will work in conjunction with appropriate medical
care® and with behavioral measures® that students can take in their own lives (e.g., planning activities
ahead of time, prioritizing tasks, delegating when possible, etc.).



Recommended accommodations

The following are accommodations that we recommend for university students. Please consult our full
journal article for elaboration and rationale.

Awareness of the fluctuating nature of ME/CFS
1. Be aware of the waxing and waning nature of ME/CFS and its unpredictability
Negotiation of accommodations in advance
2. Ensure that affected students are aware of the need to register with the disability office as early
as possible
3. Advise student to schedule an appointment with an academic advisor/consultant early in their

university years
4. Encourage students to communicate with instructors prior to beginning a class

5. Encourage students to request assignment flexibility when possible, emphasizing mastery over
quantity of work
6. Help students minimize travel. Consider

Support for participation from off-campus sites

Provision of teleconference capabilities

Online courses and/or placement of class materials online

Housing close to campus

Dorm rooms that are private, handicap-accessible, and/or close to shared amenities
Handicapped parking permits
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Transportation to and between classes

Actions universities can take to accommodate students

7. Encourage lecture notes and/or recordings when lectures are not online or otherwise available
for review; if no recordings are available, allow students to record lectures on their own
8. Allow examination accommodations, especially when requested ahead of time. Some examples
are:
a. Additional time
Scheduled and/or spontaneous rest breaks
Allowance of food and drink (provided by the student) as needed to effectively manage
their condition
d. Alternative testing modalities (e.g., online, oral)
Scheduling exams so that students can take advantage of their higher energy times
Spacing out examinations (e.g., allowing two two-hour final tests to be taken on
separate days rather than the same day)



g. A quiet place to take exams (e.g., disability office) or the use of earplugs or noise-
cancelling headphones

9. Permit flexible scheduling when possible and the ability to miss or leave classes without penalty
when medically necessary

10. Organize easily accessible rest areas on campus and include the right to take opportunities for
rest where and when needed

11. Furnish ergonomic furniture and devices, such as desks, chairs, computers, keyboards, computer
mice.

12. Incorporate as much flexibility as allowable for students who have a work assignment, such as a
teaching assistantship, or another type of work-like experience such as an experimental learning
course requirement. Examples of accommodations include:

a. Teaching remotely
b. Scheduling class at a convenient time
c. Facilitating remote office hours

13. Facilitate the use of wheelchairs, mobility aids, and other power-driven mobility devices
(OPDMDs), as provided for in the Americans for Disabilities Act, where legal and consistent with
applicable university policies

Universities should inform students and their families about these accommodation options and how to
access them.

Advocating for students at a systemic level

14. Provide awareness training to relevant university staff
a. Educate faculty and staff about non-traditional disabilities (e.g., share this Guide and
associated infographic!® with staff)
b. Prepare orienting information for faculty and student-facing staff who encounter
students with ME/CFS
c. Educate campus-based medical providers, psychologists and counselors about the
physiological basis of ME/CFS so that inappropriate suggestions for more activity or
psychological treatment are not offered
15. Arrange for support services, ideally:
a. An advisor trained to advocate for students with ME/CFS
b. A guide directed at students with ME/CFS that teaches them self-advocacy, their rights
on campus, what accommodations are available, what accommodations to ask for, and
how to ask
c. A pamphlet for faculty that the student could provide at the beginning of the term
d. Opportunities for interaction with other afflicted students
e. Counseling staff who are aware of the needs of students with ME/CFS
f. Health center staff who are familiar with ME/CFS
16. Ensure that the various university offices that serve students with ME/CFS are working
synchronously and in harmony with each other
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