Preparing for College
with a Chronic lliness

Chronically ill young adults face many challenges as they plan their postsecondary

education, and while these challenges are difficult, they are not insurmountable.

By Abbie Cornett

GRADUATING HIGH school can be one of the most
exciting and scary times in young adults’ lives. For most,
completing secondary education represents having achieved
their first milestone on the road to success as an adult. And,
while this triumph culminates years of hard study for all
students, it is a particularly impressive accomplishment for
graduates who are battling chronic illness.

For those who choose to attend college, the battle to com-
plete their education has just begun. Research has shown that,
as a group, children with long-term illness are at very high risk
of educational and vocational problems. Not only are they less
likely to graduate high school, they are also less likely to
attend or graduate college.' Failure to address the issues chron-
ically ill young adults face can have long-term employment
and financial repercussions. So, what can be done to prevent
the college dream from becoming a nightmare?

Understanding the Law

It is likely high school graduates haven’t given much thought
to the laws that have protected them up to this point in their
education. Access to education has been something their
parents have managed. But, upon entering college, that
changes. Expectations are that college students have reached a
level of maturity to advocate for themselves. Unfortunately, this
is frequently untrue due to lack of knowledge and experience.
Therefore, the critical first step to success is to become familiar
with the laws in place to protect their right to an education.

The Americans with Disabilities Act (ADA) and Section
504 of the Rehabilitation Act of 1973 protect the rights of
persons with handicaps in programs and activities that receive
federal financial assistance. Further, Section 504 protects the
rights not only of individuals with visible disabilities but also
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those with hidden disabilities (those that are not obvious),
including chronic illnesses.* And, while the act does not list
specific disabilities,’ its language specifies that individuals are
protected if their physical or mental impairment results in a
substantial limitation of one or more major life activities.

Understanding Civil Rights

Although college isn’t an entitlement, all individuals do
have a civil right to higher education. This means institutions
have to provide access and opportunity to participate in
college by providing reasonable accommodations. But, it
doesn’t mean institutions are obligated to guarantee an
education if students don’t meet the criteria for admission,
nor are institutions required to guarantee success.

According to Liz Brown, disability services specialist at
Bellevue University in Nebraska, educational institutions
receiving federal funds cannot exclude otherwise qualified
individuals with disabilities. This means those who meet all
applicable qualifications cannot be prevented from pursuing
postsecondary education based on their disability status.
However, they must meet academic and technical standards
for the program and/or institution just like any other student.

In addition, students with disabilities are allowed to
request reasonable accommodations that create equitable
opportunity in the postsecondary setting. But, reasonable
accommodations cannot fundamentally alter academic
standards or program objectives that are essential for every
student. Common reasonable accommodations include
attendance flexibility, extended time on exams, reduced-
distraction testing environments, note-taking services,
preferential seating, alternative format textbooks and use

of assistive technology.*



It is important for students to understand the ADA defines
disability broadly, so those who don’t necessarily identify
as having a disability may still qualify. If it is determined
reasonable accommodations are warranted, it is then
decided what accommodations are appropriate. Examples
of accommodations a college might offer include:’

* Recording of lectures or having a note-taker with the
student in class

* Extending the amount of time needed to take a test, or
taking tests in smaller sections over a period of time

* Extending time on assignments

* Using adaptive technology such as a smart pen or screen
reader for tests and assignments

* Special seating

* Accommodating absences

Registering for Accommodations

The first step in registering for reasonable accommoda-
tions is to contact disability services at the institution to
which they are applying and directly disclose a documented
disability. Once the disability has been disclosed, students
are instructed to submit an intake form, release form and
appropriate medical documentation such as the evidence of
disability that includes:

* The disability’s diagnosis;

* How the disability limits a major life activity;

* How the disability can affect academic performance; and

* Accommodations requested.

Based on the students’ self-report and medical docu-
mentation, the disability services office will determine if
reasonable accommodations are warranted and what
accommodations are appropriate.

Before any information is sent to instructors, students will
be asked to review the assigned accommodations and approve
them. Instructors will then be notified of the approved
accommodations. No disability-specific information is
shared; instructors are only informed that students have been
determined eligible for reasonable accommodations under
the ADA. All disability/medical documentation is kept in a
secure and confidential file that is available only to disability
services staff.

The School Matters

When universities look at requests for accommodations,
they must determine if the condition substandially limits a

major life activity such as learning, says Brown. Universities
have come a long way and typically do a good job when it
comes to accommodating visible disabilities such as hearing,
visual or mobility impairments. Unfortunately, though,
many still have room for improvement when it comes to
dealing with chronic conditions, autoimmune diseases and
rare diseases.’

Unlike students with visible disabilities, those with chronic
invisible illnesses frequently encounter professors and univer-
sity personnel who fail to understand the unpredictability
of their illnesses. These individuals don’t understand how
the students can be well one day and sick the next, which
subjects students to disbelief and claims of malingering.’

In addition, students with a chronic illness can face many
other issues. Often, they are forced to miss class, sometimes
for lengthy periods due to medical appointments, illness or
hospital stays. They may also be required to take medication
that has incapacitating side effects or may make then drowsy
or fatigued during class.

Like all other areas of life,

success in college is

dependent on how well
students communicate.

Recognizing the many challenges of chronic illness, a
number of schools are committed to working directly with
students with disabilities to help ensure access to higher edu-
cation. One such school is Bellevue University, a member of
the Association on Higher Education and Disability
(AHEAD), an organization of professional members who are
involved in the development of policy, as well as the provision
of services that meet the needs of people with disabilities, and
who are involved in every area of higher education. Formed
in 1977, AHEAD began delivering training to personnel
who provide higher education via conferences, publications,
workshops and consultation. Its members are a diverse network
of professionals who actively pursue disability issues on
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Immediately report to your physician any of the following symptoms,
which could be signs of serious adverse reactions to Hizentra:

e Reduced urination, sudden weight gain, or swelling in your legs
(possible signs of a kidney problem).

e Pain and/or swelling or discoloration of an arm or leg, unexplained
shortness of breath, chest pain or discomfort that worsens on deep
breathing, unexplained rapid pulse, or numbness/weakness on one
side of the body (possible signs of a blood clot).

¢ Bad headache with nausea; vomiting; stiff neck; fever; and sensitivity
to light (possible signs of meningitis).

e Brown or red urine; rapid heart rate; yellowing of the skin or
eyes; chest pains or breathing trouble; fever over 100°F (possible
symptoms of other conditions that require prompt treatment).

Hizentra is made from human blood. The risk of transmission of infectious
agents, including viruses and, theoretically, the Creutzfeldt-Jakob disease
(CJD) agent and its variant (vCJD), cannot be completely eliminated.

IV infusions can be challenging
for people who have hard-to-find
or damaged veins. Hizentra
allows you to infuse just under
the skin, not into a vein, after
training from your doctor.

Hizentra has an established safety
profile and demonstrated tolerability.
In clinical trials, the most common
side effects were redness, swelling,
itching, and/or bruising at the
infusion site; headache, chest, joint
or back pain; diarrhea; tiredness;
cough; rash; itching; fever, nausea,
and vomiting. These are not the only
side effects possible.
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The most common side effects in the clinical trials for Hizentra
include redness, swelling, itching, and/or bruising at the infusion
site; headache; chest, joint or back pain; diarrhea; tiredness; cough;
rash; itching; fever, nausea, and vomiting. These are not the only
side effects possible. Tell your doctor about any side effect that
bothers you or does not go away.

Before receiving any vaccine, tell immunizing physician if you have
had recent therapy with Hizentra, as effectiveness of the vaccine
could be compromised.

Please see brief summary of full prescribing information for
Hizentra on adjacent page. For full prescribing information,
including boxed warning and patient product information,
please visit Hizentra.com.

You are encouraged to report negative side effects of
prescription drugs to the FDA. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.
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campuses they are involved with, as well as in the field of
higher education. The association is active in all aspects of
promoting equal and full participation by people who
experience forms of disabilities in higher education. And,
it supports the institutions, systems, professionals and
professions that are important for attaining their mission.’

But, not all higher-education institutions are members of
AHEAD. And, while that doesn’t mean those institutions
can’t meet students’ needs, it is important for students to per-
form due diligence to ensure the school they are considering
recognizes the impact of chronic illness on students’ success.
To do this, students can start by contacting the school’s
disability services office to ask the following questions:®

* What services are typically available for students with
disabilities?

* Where is the disability office located, and what are its
hours of operation?

¢ Is there a document that describes available services?

e Are there other students enrolled with similar disabilities?

Don’t Be Afraid of the Word “Disability”

When preparing for college, students need to decide early
on if they are going to disclose their disability. While the
decision to disclose is a personal choice, it is important to
keep in mind that disclosure is a requirement for receiving
accommodations. Unfortunately, many times students with
a chronic illness shy away from the word “disability” or don’t
think disability services are relevant to their condition.
According to a U.S. Department of Education study, about
half of those with disabilities enrolled in postsecondary
coursework did not define themselves as disabled, and 40
percent of students in their study did not inform their
schools of their disability.’

Unlike the K-12 school system, postsecondary schools
aren’t obligated to identify students who need accommoda-
tions. And, if students fail to register as disabled before their
illness requires the need for accommodations, they can face
devastating economic and educational consequences such as
the loss of scholarships, automatic withdrawal from classes or
failing grades. At the postsecondary level, it is the students’
responsibility to make their disability known and to request
academic adjustments.”

Like all other areas of life, success in college is dependent
on how well students communicate. Brown’s first recom-

mendation to students is to be willing to ask for help. This

Additional Resources

¢ Disabilities, Opportunities, Internetworking and
Technology (DO-IT) —

® Going to College: A Resource for Teens with Disabilities

e The Chronic lliness Initiative: Supporting College
Students with Chronic lliness Needs at DePaul
University —

¢ The Civil Rights of Students with Hidden Disabilities
Under Section 504 of the Rehabilitation Act of 1973 —

e \We Connect Now —

could be from anyone with whom students feel more
comfortable, including disability services, an academic

advisor or an instructor.

Fulfilling the College Dream

College life can be a struggle for anyone with or without a
chronic illness. And, for those with a chronic illness, certain
rights and laws are in place to help them succeed. But, it’s the
students’ responsibility to communicate their disability to
the school at the postsecondary level. In addition, students
need to be proactive to ensure the schools they are consider-
ing are both committed to and have programs in place to
assist them. Only then can they have the best chance of ful-
filling their college dream. =

ABBIE CORNETT is the patient advocate for G Living magazine.
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