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INTRODUCTION
This handbook is designed to help guide
prospective students to thrive in college.
Here, you will learn:
What dysautonomia is and how it impacts
college performance
Considerations for choosing a college
Accommodations and the steps to obtain
then
Suggested academic accommodations
Symptom and condition management
strategies to help you thrive in college
Tips and advice for college
Appendix full of additional resources
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DYSAUTONOMIA AND COLLEGE
What is Dysautonomia and How Does
it Impact College Performance?
Dysautonomia refers to a group of disorders
where the autonomic nervous system (ANS)
1
does not function as it should. The ANS helps
control everything our body does automatically.
This can involve dysfunction in any of the
divisions of the ANS: the sympathetic,
2
parasympathetic, or enteric nervous systems.
Dysautonomia can affect any system in the
body, sometimes in unpredictable ways.
Symptoms may be mild or debilitating. 3

Dysautonomia symptoms can affect college
performance in multiple ways. Below are some
examples of college activities that may be difficult:
Attending class on a regular basis
Absorbing information in class
Socially engaging with classmates
Getting meals in the university cafeteria
Living with others in a dorm setting

Forms of
Dysautonomia
While some specific
forms are rare,
dysautonomia itself is
not. Over 70 million
people in the world are
living with one or more
1
forms of dysautonomia.
Some of the forms
1
include:
Postural Orthostatic
Tachycardia
Syndrome (POTS)
Neurally Mediated
Syncope (NMS)
Orthostatic
Intolerance (OI)
Autoimmune
Autonomic
Ganglionopathy

While college is possible and made easier with
accommodations, there is an adjustment curve
upon first arrival and dealing with different levels of
severity of symptoms.

(AAG)
Pure Autonomic
Failure (PAF)
Multiple System
Atrophy (MSA)
and more.
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Dysautonomia Symptoms
Head

Vision

Dizziness
Light-headedness
Pre-Syncope
Syncope
Tinnitus (ringing in ears)
Migraine/Headache
Occipital Neuralgia
Neck Pain
Coat-hanger Pain

Sensitivity to Textures
Sensitivity to Light
Difficulty with Depth
Perception

Mind

Anxiety
Attention Deficit
Cognitive Impairment
Brain Fog
Mood Disturbances
Sensitivity to Sound and
Light

Sleep

Insomnia
Sleep-Disordered
Breathing
Sleep Paralysis
Altered Sleep
architecture

Respiratory

Dyspnea
Shortness of Breath
Hyperventilation

Genitourinary

Cardiovascular

Urinary Frequency
Urinary Retention
Urinary Incontinence
Dysmenorrhea
Endometriosis Pain
Erectile Dysfunction
Decreased Libido

Tachycardia
Bradycardia
Palpitations
Hypertension
Hypotension
Large Swings in heart rate
and blood pressure
Chest Pain

Skin

Cyanosis
Blood Pooling
Livedo Reticularis
Sensitivity to Touch
Flushing

Gastrointestinal
Nausea/Vomiting
Loss of Appetite
Early Satiety
Indigestion
Constipation
Diarrhea
Abdominal Pain
Difficulty Swallowing

Systemic

Generalized Fatigue
Early Exhaustion
Exercise Intolerance
Muscle Weakness
Problems with Balance
Sensitivity to Motion
Tremulousness
Temperature
Dysregulation
Paresthesias
Heat Intolerance

Extremities

Acral Coldness
Raynaud Syndrome
Hyper-hydrosis
Anhidrosis
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In some cases, otherwise healthy patients
can develop dysautonomia, or the cause
may be unknown.

Prognosis
There is currently no
cure for dysautonomia,
but ongoing research
builds a better
understanding of many
forms of dysautonomia
1
and offers new hope.
Treatment involves
assessing each
individual's unique
presentation and
combining lifestyle
changes and
sometimes medication
use to help improve
symptoms. In addition,
proper medical care
and patient education
can help those
affected by
dysautonomia better
manage their condition
and improve their
quality of life.

THE CROSS ROAD
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In addition, some patients develop
dysautonomia secondary to other
1
underlying conditions such as:
Ehlers-Danlos syndromes (EDS),
Marfan syndrome,
Chiari malformation (CM),
Mast cell activation syndrome (MCAS),
Multiple sclerosis (MS),
Parkinson's disease (PD),
Diabetes,
Autoimmune disorders,
Viruses,
Trauma,
and more.

Patients whose dysautonomia is caused by
an underlying condition are more likely to
deal with symptoms to some degree
indefinitely. However, when possible,
treating the underlying condition can
sometimes improve patients' symptoms of
4
dysautonomia.
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CHOOSING A COLLEGE
Choosing a college can
be an overwhelming
process. There are many
different factors to
consider to determine if
a college is the right fit
for you.
If you are still in high
school, it may be helpful
to contact your
guidance counselor to
help you through the
process. In addition, it is
important to think about
your individual
strengths, needs,
interests, and long-term
goals when researching
colleges.
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It is recommended to research the
college’s Disability Support Services
(DSS), Office of Disability Services
(ODS), or similar department to
determine what the accommodation
registration process looks like and
what options are available to you. If
you attend a campus tour, you may
also be able to schedule an
appointment with the DSS office to
ask about potential accommodations
and learn about the process of
applying for accommodations. When
applying for college, keep in mind
that the law does not require you to
disclose your disability unless you are
comfortable doing so or applying for
5
a specialized program. All colleges
follow the Americans with Disabilities
Act (ADA) and Section 504 of the
Rehabilitation Act of 1973, which will
be thoroughly discussed later in the
5
handbook.
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This section will provide you with
considerations to help guide you
through the process of choosing a
college to best fit your individualized
needs.

Type of School
Are you interested in attending a 4year vs. 2-year college (e.g.,
community college, technical
college)?
The type of school is the first
important factor to consider when
researching colleges. Both options
have pros and cons. A 2-year
college is more cost-efficient and
a great option if living close to
home is a priority. However, a 4year college may have academic,
social, and collegiate
opportunities.

Cost
How much are tuition and
fees?
Choosing a public college
in-state will be more costeffective than attending
an out-of-state college,
where you may need to

Are you interested in attending a
private or public college?
Private colleges tend to have
higher tuition and smaller class
sizes compared to public colleges.
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pay higher out-of-state
tuition. Additionally, a
two-year college typically
costs much less than a 4year college. Consider the
cost of room and board if
living on-campus.
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Academics

Cost
What financial aid
packages and scholarships
are available?
Both 4- and 2-year
colleges have financial
aid packages and
scholarship
opportunities.
Know that a college’s
“sticker price” may not
be the actual cost of
attending as they may
have scholarships and
grant opportunities.

What academic majors and
concentrations are available?
What are class sizes like?
Are the classes held in lecture halls
or smaller classrooms?
Are there hybrid or remote/online
courses available?
Due to COVID-19, there may be
more remote/online learning
options for students in both 2and 4-year colleges.

Size of Institution
What is the campus size?
What is the distance between your
classes, dining hall, dormitory, the
gym, and the DSS office, etc.?
What is the student-faculty ratio?
A low student-faculty ratio
indicates smaller class sizes and
more guidance from professors.
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Geographical Location
What is the climate?
This factor is important to
consider for students with
dysautonomia due to difficulties
with temperature regulation and
elevation.
Is the location close to your family or
support system?
Is the location rural or urban?
In an urban area, you tend to be
near a major city and can more
easily access hospitals, airports,
and other facilities compared to a
rural area where medical facilities
and transportation will be further
away.

Campus Layout

How close is transportation (airport,
train, buses) to get home?

If living on campus, are
residence areas far away
from classes?

Do you have the option to commute?
Think about travel time and the
energy expenditure it will take
compared to living on campus.

Is the campus layout flat or
hilly?

Are there buses or any form
of transportation provided
from residential areas to
class buildings?

Are there reputable doctors who
treat dysautonomia close to the
college?
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On Campus
Amenities
What food allergy/sensitivity
accommodations does the
college offer?
What are the dining hall
policies and guidelines
regarding food allergies
or sensitivities?
Can you get a waiver for
the food plan?
Is there an on-staff
nutritionist/dietician that
I can meet with to discuss
my dietary needs?
Does your college provide a
medical center on-campus,
or are there doctors familiar
with your condition nearby?

On-Campus vs. OffCampus Housing Options
Is on-campus housing guaranteed?
What off-campus housing options
are available?
For housing, can you get disability
accommodations?
What on-campus accessibility
options are there?
What public transportation on- and
off-campus does the college offer?
Is there communication between the
Disability Support Services Office and
Resident Life to support your housing
accommodations?
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Disability Support
Services
Is the college willing to make specific
accommodations such as
academics and housing to support
your individualized needs?
What is the policy if a student
becomes sick during the semester or
needs to take medical leave?
What will happen to tuition and
credits?
If on a part-time schedule, is it
possible to be referred to as full-time
status to be able to access benefits?

Transportation
Do you have access to mobility
assistance for transportation on
and off campus?
What is the process for requesting
transportation services?
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COLLEGE ACCOMMODATIONS
What are Accommodations
and How are They Different
in College?
The process for obtaining accommodations
6
in college is different than K-12 education.
Students in K-12 are entitled to a free
appropriate public education (FAPE), legally
mandated by an education act called the
Individuals with Disabilities Education Act
(IDEA). Two civil laws legally mandate
college accommodations: The Americans
with Disabilities Act (ADA) and Section 504
of the Rehabilitation Act of 1973.6 Both of
these laws prohibit discrimination against
individuals with disabilities. Colleges are
required to provide appropriate academic
adjustments to ensure that they do not

Accommodations
Accommodations are
supports, strategies, and
services provided to
qualified students with
disabilities to have equal
access and opportunity to
benefit from their
educational program.

6

discriminate based on disability.
Additionally, colleges must provide housing
to students without disabilities that is
comparable, convenient, and accessible to
7
students with disabilities at the same cost.
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Unlike K-12 education, students in college
do not have Individualized Education
Programs (IEPs) or 504 plans.6 Some
accommodations available in the K-12
education system are not available in
college.6 In K-12 education, the goal of
accommodations and modifications is to
ensure success in school. In higher
education, the goal of accommodations is
to ensure that all students are able to
access the environment and the
6
curriculum. Therefore, in college, a
PHOTO BY MARTIN R. SMITH
student must be eligible for
accommodations. The process for
obtaining accommodations will be
detailed in the next section.
Accommodations must be authorized by
an office commonly known as a Disability
Support Services (DSS) Office on campus.
Other common names include Disability
Resource Center, Office of Accessible
Education, Student Accessibility Services,
Office of Disability Services, etc.

On a typical day, college
student responsibilities may
include time management,
arriving to class on time,
establishing and maintaining
their own goals, managing
their own health, pacing
themselves, and making
good choices. 7
For an individual with
dysautonomia, college can
be challenging without the
proper accommodations to
support their needs.
Dysautonomia symptoms
can significantly impact a
student’s ability to handle
the academic and physical
demands of college.

Why are Accommodations
Important for People with
Dysautonomia?
Transitioning from high school to college
is a huge adjustment, and naturally, one
must take on more responsibilities,
increasing their overall independence.
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Therefore, accommodations
are individualized and can be
essential for students with
dysautonomia to succeed in
college. Listed below are
suggested academic
accommodations for
common symptoms students
with dysautonomia
experience. It may be helpful
to print out these pages to
check off or highlight
accommodations that may
be beneficial for you to have
access to in college. You can
then attach your
accommodation list with your
registration application to the
DSS office when applying for
college.

THE CROSS ROAD
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Steps to Obtaining
Accommodations
Upon choosing a college, find what
office handles accommodations on
8
campus. This office is commonly known
as the Disability Support Services Office
(DSS).
Research what documentation is required
and what steps will need to be taken in
order to register as a student with a
disability. Documentation must be recent
9
and usually three years old or less. Types
of documentation can include a copy of a
physician's letter, medical records that
9

include a diagnosis, among others.
Typically, information and forms are
available on the designated school
website or can be found in publications
such as catalogs or student handbooks. It
may be helpful to contact the office via
email or phone to confirm the necessary
steps to get accommodations. IEPs and
504 plans may be beneficial to provide to
DSS as part of the application process;
however, it is generally considered
10
insufficient. In addition, many colleges
have different DSS policies and
procedures that should be reviewed when
applying for colleges.
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When admitted to the college,
10
complete the following steps
1. Complete a registration application
and provide all necessary
documentation to the DSS office.
2. Call the DSS office to schedule an
appointment with the DSS coordinator.
3. Meet with the DSS coordinator to
determine eligibility and reasonable

Therefore, it is the student’s
responsibility to apply for
accommodations as soon as
possible. Accommodations
typically are effective for one
semester and must be
requested again the

accommodations. Be prepared to
discuss how your medical conditions
PHOTO BY MARTIN R. SMITH
cause barriers to accessing the
educational environment, curriculum,
assignments, and/or exams. The DSS
coordinator may provide you with
accommodation letters to give to each
of your professors so they are aware of
your needs. Many schools also have an
online portal or electronic delivery
system for letters to be provided for
professors on behalf of the student.

following semester. If you
would like your parent’s
involvement, ask your DSS
office if they have a release
of information form you can
sign to allow your parents to
have access to your
accommodation information.

Reasonable accommodations will be
determined based on the student’s
disability, individual needs, and
documentation. It is important to note
accommodations are not retroactive and
11
will not be “backdated”. Therefore, it is
vital to contact your DSS Office
immediately to ensure you are able to
receive your accommodation requests in
a timely manner. Some accommodations
9
can take up to six weeks to process.

THE CROSS ROAD

DYSAUTONOMIA

SUPPORT

NETWORK

PAGE1702

Suggested Academic
Accommodations
Suggested Academic Accommodations
for the following symptoms of
dysautonomia are included.

Pain
Fatigue
Cognitive Dysfunction
Orthostatic Intolerance
It is important to introduce
yourself to your professors
during the first week of class.
The DSS office may provide
you with an accommodation
letter to provide to each of
your professors, so they are
aware of your learning needs.
Another option is to create a
personalized letter or email to
your professors to introduce
yourself, disclose your
disability (if comfortable),
how your disability impacts

Temperature Regulation
Gastrointestinal
Sensory Sensitivities
Other Accommodations

your daily life, and how that
may manifest for you as a
college student. A third option
is to meet with your
professors during office hours
to introduce yourself.
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Pain
Pain can commonly be experienced by
many individuals with dysautonomia. In a
study of individuals with POTS, many
reported experiencing pain including
chest pain (79%), stomach pain (83%),
muscle pain (84%), headaches (94%), and
migraines (40%).12 Individuals with
dysautonomia can also experience small
fiber neuropathy, a type of nerve pain that
results in an unpleasant tingling and
Pburning
H O T O B Y Msensation.
A R T I N R . S M I 13-14
T H Central sensitization
can also occur resulting in increased
sensitivity that can make normal feelings
13,15
of touch or pressure painful. Individuals
with orthostatic intolerance often report
experiencing coat hanger pain that
impacts the upper back and neck muscles
due to poor blood flow from being in an
16,17
upright position.

Access to assistive
technology and training
such as voice activation
software, text to speech
software, and/or speech
to text software
Dictation software or
scribe for exams
Access to copy of lecture
notes and/or note-taker
Permission to audiorecord lectures
Access to elevators or
elevator keys, if needed
Access to audiobooks or
electronic books to
reduce the need to carry
heavy textbooks to and
from class.
Attendance flexibility

The following accommodations may
be helpful if you experience pain:
Ability to prop feet up during class or
exams
Ability to sit while giving presentations
and/or labs
Preferential seating will be available
near the door to allow for movement
breaks
Stretch breaks during class or exams
Use of alternative format for print
materials (e.g., digital scans or
electronic text format)
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The following accommodations
may be helpful if you experience
fatigue:
Quiet environment to reduce
auditory or visual distractions when
taking exams
Extended time on exams or
assignments
Ability to sit while giving
presentations and/or labs
Use of alternative format for print
materials (e.g., digital scans or
electronic text format)
Access to slides/class materials
before or immediately after class
(same day)
Use of alternative format for exams

Fatigue
Fatigue is a common symptom
that individuals with
dysautonomia experience due to
the physical nature of this
condition. 18 Fatigue can range
from mild to debilitating,
sometimes depleting all energy
despite the amount of sleep you
have received. Fatigue can make
the college experience more
challenging, especially as you try
to manage the increase in
physical and cognitive demands.

THE CROSS ROAD
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Permission to audio-record lectures
Access to assistive technology and
training such as voice activation
software, text to speech software,
and/or speech to text software
Access to copy of lecture notes
and/or note-taker
Permission to make audio and/or
video recordings of classes, if
allowed
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Cognitive Dysfunction
Cognitive dysfunction, also referred to as
brain fog, can commonly occur in
19,20

individuals with dysautonomia.
Some of
the most common cognitive dysfunction
symptoms are difficulty concentrating for
long periods of time, slower cognitive
processing time, trouble with finding the
right words, and memory impairment. 21 For
individuals with dysautonomia that involve
orthostatic intolerance such as POTS,
Porthostatic
H O T O B Y M A R T Ihypotension,
N R. SMITH
autoimmune
autonomic ganglionopathy (AAG) and
others, cognitive dysfunction is reported
as being one of the most disabling
symptoms as it can have serious
implications on daily activities such as
20-22
work and school.
Cognitive dysfunction
is often associated with fatigue,
mentioned above, and can be one of the
22-24
hardest symptoms to control.

Permission to audio-record
lectures
Use of alternative format for
exams
Use of laptop for tests or
exams
Access to assistive
technology and training
such as voice activation
software, text to speech
software, and/or speech to
text software
Access to copy of lecture
notes and/or note-taker
Access to slides/ class
materials before or
immediately after class
(same day)
Permission to make audio
and/or video recordings of
classes, if allowed
Use of calculator

The following accommodations may
be helpful if you experience
cognitive dysfunction:
Quiet environment to reduce auditory
or visual distractions when taking
exams
Preferential seating will be available
near the door to allow for movement
breaks
Extended time on exams or
assignments
Use of alternative format for print
materials, e.g., digital scans or
electronic text format
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These symptoms can significantly
impact a patient’s quality of life and
make it increasingly difficult to navigate
27

the college environment. Experiencing
orthostatic intolerance as a college
student may make it challenging to
attend professor’s lectures, stand in line,
or stand to present a project to
classmates.
The following accommodations
may be helpful if you experience
orthostatic intolerance:

Orthostatic
Intolerance
Orthostatic intolerance
involves the development of
symptoms such as syncope
(fainting), presyncope (near
fainting), tachycardia (fast
heart rate) and
lightheadedness, with
changes in position, such as
moving from a position of
25
lying down to standing.
Despite how frequently
orthostatic intolerance
occurs in patients with
dysautonomia, there are
some variations in the
underlying cause and
26
symptom presentation. The
orthostatic nature of
symptoms means that they
are usually relieved or
reduced upon lying down.
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Preferential seating available near
the door to allow for movement
breaks
Ability to elevate feet during class or
exams
Climate controlled, well ventilated,
cool room for exams & class
Allowed water, electrolyte drinks, &
snacks during exams and class
Ability to sit while giving
presentations and/or during labs
Use of alternative format for exams
Access to assistive technology and
training such as voice activation
software, text to speech software,
and/or speech to text software
Dictation software or scribe for
exams
Access to copy of lecture notes
and/or note-taker
Attendance flexibility
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The following
accommodations may be
helpful if you experience
difficulties with temperature
regulation:
Climate controlled, well
ventilated, cool room for
exams and class
Allowed water, electrolyte
drinks, and snacks during
exams and class
Use of a portable fan for
exams and class

Temperature Regulation
Temperature regulation difficulties can
present in individuals with dysautonomia
due to the autonomic nervous system’s
role in thermoregulation. 28 The autonomic
nervous system’s response to both heat
and cold stressors can malfunction,
leading some patients to experience heat
intolerance, cold intolerance, and/or
associated symptoms. Some associated
symptoms may include diminished or
Pexcessive
H O T O B Y M A Rsweating
T I N R . S M I T Hand impaired
28
responses to cold related to neuropathy.
Temperature regulation difficulties might
make it more challenging for
dysautonomia patients to be comfortable
in certain settings, making
accommodations extremely helpful.
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The following accommodations
may be helpful if you
experience gastrointestinal
difficulties:

Gastrointestinal
Gastrointestinal symptoms
frequently result from
functional and motility
disorders that arise from the
different portions of the
gastrointestinal tract.
Difficulties arising from the
gastrointestinal tract can
stem from gastroparesis
(delayed gastric emptying),
esophageal dysmotility
(esophagus dysfunction),
small intestinal bacterial
overgrowth (SIBO), diarrhea,
fecal incontinence (difficulty
controlling bowels), and
29
constipation. The variation
in gastrointestinal symptom
type and severity can make
classroom settings more
challenging.
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Access to the restroom during
exams or bathroom breaks during
class
Permission to access water,
electrolyte drinks, & snacks during
exams and class
Preferential seating will be
available near the door to allow
for bathroom or movement breaks
Exempt from participating in a
meal plan
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The following
accommodations may be
helpful if you experience
sensory sensitivities:

Sensory Sensitivities
The sympathetic and parasympathetic
branches (two branches of the autonomic
nervous system) play critical roles in the
modulation of sensory and visceral
30
(internal) functions. Malfunctioning of
these branches can lead to difficulties in
30
processing sensory information. Patients

Permission to wear earplugs
or noise cancellation
headphones for auditory
sensitivities
Wearing sunglasses (to
reduce brightness from
fluorescent lights in class)
Quiet environment to reduce
auditory or visual
distractions when taking
exams
Options to take exams on
paper as opposed to
screens if necessary

can experience symptoms such as
photophobia (light sensitivity) and
allodynia (sensitivity to touch). 31 This may
Plead
HOTO B
Y M
A R T I N R . difficulties
SMITH
to
added
in classroom
settings where there is fluorescent
lighting, and also may make it more
difficult to take exams on computers due
to screen brightness.
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Other Accommodations

Exam Schedule

The following are other
accommodations that may
be available and helpful to

Schedule exams at times when
symptoms are likely to be less severe.

succeed in college:
Priority Registration
Schedule classes when you
are less symptomatic.
Individuals with
dysautonomia tend to be the
most symptomatic in the
morning due to low blood
pressure. If possible,
schedule classes that are
close in proximity to one
another, allow for extended
time between classes to walk
or use public transportation
or break up your classes
throughout the day to allow
for a break.

Flexible Deadlines
Check with professors or DSS about
flexible deadlines for projects or
assignments.
Stop the Clock Testing
This type of timing for an exam will not
penalize the amount of time used for a
break (bathroom or movement/
stretch).
Attendance Allowances
Enquire about attendance policies and
whether you can be not penalized for
tardiness or absences required for
medical appointments and/or your
disability

Reduce Course Load
Check to see if you can take
a reduced course load and
still be considered as a fulltime student.
Medication Use
Ability to take medication
during exams or class
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Suggested Campus and
Housing
Accommodations
Centrally located campus housing
Working and accessible air
conditioning and heat controls
Single room due to strict limitations on
student’s sleep schedule, temperature
and lighting, and stress reduction
needs
Private or semi-private bathroom
Access to private or semi-private
PHOTO BY MARTIN R. SMITH
kitchen with microwave, stove, and
refrigerator, ideally in-suite or close by
Excused from the school meal plan
and/or on-campus housing
requirement if accommodations can’t
be adequately and reliably provided

Allowed presence of emotional
support/therapy animal in campus
housing
Campus transportation for mobility
assistance, if available
If on-campus disability parking is
available, it should be considered
Allowed to park a car on campus,
during the day or evening
Ground floor or reliable elevators in
dorms and classroom buildings, keys to
elevators if necessary
On “evacuation list” to ensure students
may shelter in place during drills

Service Dogs or
Emotional Assistance
Animals
If you have a service dog or
emotional assistance animal you
would like to accompany you to
college, you must first contact
DSS for approval. It is important
to keep in mind colleges have
different policies and procedures
as well as documentation
requirements. Contact your DSS
office to review your college’s
process.
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SYMPTOM AND CONDITION
MANAGEMENT STRATEGIES
Salt and Water
Exercise
Once you’ve chosen a college, you’ll need
to consider what strategies you’ll
implement to manage your
dysautonomia symptoms. The following
symptom management strategies may
be helpful in symptom management of
dysautonomia in college. Please be sure
to discuss with your healthcare provider
what treatments are appropriate for your
individual needs prior to incorporating
any of them. Some treatments may be
contraindicated in your specific case or
may need to be adjusted to work best for
you.

Temperature
Regulation
Compression
Garments
Diet
Sleep
Counter
Maneuvers
Energy
Conservation
Strategies
Mental Health
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Salt and Water
There are several different ways you can
increase your salt intake, including eating high
sodium foods in your diet, electrolytes (e.g.,

Staying hydrated is
imperative if you have
dysautonomia. Salt or
sodium is an
electrolyte and, in
combination with
water, can help to
increase blood
volume to reduce
orthostatic
intolerance
symptoms. In
addition, increasing
one’s sodium intake
along with water can
help to increase one’s
blood pressure.
Typically, up to 10
grams or two
teaspoons of salt is
recommended in
combination with 2-4
liters of hydrating
32,33
fluids per day.

THE CROSS ROAD

sports drinks or electrolyte powder), and salt
pills. In addition, saline, or sodium chloride
intravenous (IV) therapy, may be an option if
oral intake is problematic and would need to be
discussed with your medical provider.
Intravenous (IV) saline infusions help increase
the fluid volume in the blood, which helps
32
increase blood pressure. They can be
commonly used to help relieve short-term
exacerbations of POTS.34 Routine IV saline use as
a chronic treatment for POTS is not
recommended due to the increased potential
of harm from infections and potential blood
clots that can occur with central IV access used
35
to sustain long-term IV therapy.
In college, it is advised to always bring a water
bottle and electrolytes with you on campus to
ensure you are adequately hydrated for your
day. It is recommended you pack extra
electrolytes, whether through salt pills or
powders, with you to have on hand.
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Exercise
Exercise can improve cardiac
output, decreasing stroke volume
(amount of blood your heart
pumps each time it beats), leading
to a decrease in heart rate. 32,33
Additionally, exercise strengthens
your heart and muscles, improves
the tone of your vascular system,
and releases endorphins to reduce
pain. Deconditioning can
significantly increase the
frequency and severity of your
symptoms. 32,33,36 Therefore, it is
vital to incorporate exercise and
movement on a daily basis.

Exercise should be customized and tolerable
for the individual and should focus on
strengthening the legs, glutes, and
37
abdominal muscles. Exercise should be
introduced slowly and gradually. For some
individuals starting an exercise program for
the first time, it is recommended to start
38

exercises either lying (supine) or sitting. The
recumbent bike, rowing machine, and
swimming are usually best tolerated for
individuals with dysautonomia. Once
tolerated, you can increase the frequency,
intensity, and duration of exercise. It can
take 4-6 weeks for some individuals to start
35
to notice improvement. It is advised to
consult with your doctor, a physical
therapist (PT), an occupational therapist
(OT), or another professional who has
experience in working with individuals with
dysautonomia prior to starting an exercise
program.
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An example of an exercise program
designed for individuals with Postural
Orthostatic Tachycardia Syndrome (POTS)
is called the POTS Exercise Program from
the Children’s Hospital of Philadelphia
(CHOP), also known as the CHOP protocol.
The CHOP protocol is an 8-month
progressive exercise program
incorporating strength and cardio training
safely. To learn more about the CHOP
Protocol, please refer to the resources
section.

Exercise is imperative to incorporate
into your daily routine to reap the
cardiovascular benefits and assist
with overall symptom management.
Most colleges have gyms or recreation
centers that students can access for
free. Check to see if access to these
amenities is included in your tuition
and fees or if there is a separate
membership fee. In addition, it is
important to commit to exercise
regularly and schedule it into your
routine. There are many ways to be
active, whether it's taking a short walk
around campus, going to the
recreation center, or staying in your
dorm and doing low-impact exercises.
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Temperature Regulation
Individuals with dysautonomia may experience
28
difficulties with temperature regulation. Heat is
a common trigger and can exacerbate a
variety of symptoms, including feeling faint,
nausea, excessive sweating, and dizziness.
When consulting with DSS, ask if each of your
classes and dorm rooms have air conditioning
and heat. Some college dorms do not have
central air conditioning but use window units
that are taken out during the colder months.
DSS may be able to help with keeping the air
conditioning unit year-round.
Checking the weather before your class is
highly encouraged in order for you to prepare
before leaving for the class through your outfit
choice (e.g., wearing light-colored and/or UV
protective clothing, hat, sunglasses, etc.) and
increasing your salt and water intake. When
navigating campus in warm weather, you can
detour and walk through buildings with airconditioning so you do not get overheated.
Depending on your location, it may be best to
schedule classes in the morning or late evening
to reduce heat exposure.
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Other ways to stay cool
in warm weather:
Hydrate by drinking water
and electrolytes
Using a portable fan or
device
Using ice packs or a
cooling vest
Dressing in light-colored
and UV protective clothing
Using a water-activated
cooling towel
Wearing a hat and
sunglasses
Eating water-abundant
produce such as
cucumbers or melons and
taking breaks in the air
conditioning whenever
possible.
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Individuals with dysautonomia may
experience Raynaud’s phenomenon
(decreased blood flow to distal
extremities such as the fingers, nose, and
39
toes). Raynaud’s phenomenon may
result in symptoms such as discoloration
of the extremities, sensitivity to the cold,
numbness, and pain.

Ways to stay warm in
cold weather:
Dress in layers
Keep your core temperature
warm by keeping your hands,
feet, and head covered by
wearing something warm
Drink a warm beverage such as
tea or soup broth
Use a heating pad
Hand and feet warmers
Take a warm shower
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Compression Garments
Compression garments can help to
manage blood pooling in the abdomen
and legs, therefore combating
orthostatic intolerance and
hypotension (low blood pressure) by
returning blood to the heart. A recent
research study has shown that full
abdominal and lower body
compression reduced heart rate and
40
improved POTS symptoms. It is
recommended to find compression
stockings with 30-40 mmHg of
compression and should be worn all
day except for rest. For abdominal
compression, many individuals with
dysautonomia prefer Spanx. If
purchasing an abdominal binder, it is
recommended that you purchase one
that you have to step into rather than
32,33
one that wraps around you.
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Consumption of alcohol and caffeine can
exacerbate symptoms in individuals with
36,37
dysautonomia. Alcohol can significantly
affect one’s autonomic nervous system
via vasodilation (opening of the blood
vessels), therefore, decreasing overall
blood volume and causing orthostatic
symptoms. Consequently, it is advised to
36,41
avoid alcohol.
Caffeine is a
vasoconstrictor (narrowing blood vessels).
Individuals with dysautonomia either
benefit from caffeine or experience an
increased frequency of symptoms. Keep in
mind that consuming large amounts of

Diet
Diet is a key element in symptom
management for dysautonomia. It is
recommended that individuals with
dysautonomia eat smaller meals
32,33
throughout the day.
When a large
meal is consumed, blood shifts to the
abdomen to assist with digestion,
ultimately decreasing one’s blood
volume. This results in orthostatic
symptoms (e.g., lightheadedness, blurry
vision, nausea, confusion) and can be
problematic. Eating 5-6 small meals
compared to 3 large meals can be
extremely beneficial for some individuals.
It is advised to avoid heavy
carbohydrates as they take longer to
digest. 32,33

THE CROSS ROAD

DYSAUTONOMIA

caffeine can cause anxiety, insomnia,
heart palpitations, increased body
temperature, headaches, and high blood
pressure. It is important to consume
caffeine in moderation and depending on
your form of dysautonomia, some medical
providers may advise avoiding all caffeine
37
consumption.
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In college, many students who live on campus
eat at the dining hall. The dining hall can pose
several challenges if you are on a special diet
or have food allergies. If you do have a food
allergy, review the dining hall policies and
guidelines to determine how food allergies and
intolerances are handled to avoid crosscontamination. It may be beneficial to consult
with the college nutritionist and dining staff, so
they are aware of your dietary restrictions. You
can ask if there are allergen-free pantries
available and if you are able to request
specific items/meals. To avoid crosscontamination, it is beneficial to avoid buffetstyle served foods such as a salad bar or hot
bar. If eating in the dining hall, bring your epipen with you in case an emergency situation
arises. It also might be helpful to keep easy
meals in your dorm. Keeping snacks that fit
your diet and other microwavable meals on
hand can be helpful if you are unable to make
it to the dining room.

THE CROSS ROAD

DYSAUTONOMIA

SUPPORT

NETWORK

PAGE3602

Sleep
It is recommended adults receive a
minimum of 7 hours of sleep per night.
42
Individuals with dysautonomia commonly
experience sleep problems, including
insomnia and sleep disturbances.

Tips to establish
p r o p e r s l e e p h y g i e n e :7
Avoid eating snacks
or meals 2-3 hours
before bedtime
Avoid all forms of
caffeine (coffee, tea,
soda, chocolate)
after 3:00 PM, or at
least six hours before
you plan on going to
sleep
Limit screen time
(phone, television,
tablet) before bed
Avoid long mid-day
naps to avoid
affecting your
circadian rhythm
(brain’s natural
sleep-wake cycle or
internal clock)
Avoid strenuous
exercise/activities
before bedtime

THE CROSS ROAD

DYSAUTONOMIA

It is highly encouraged to establish and
maintain a regular sleep schedule, meaning
going to bed at the same time every night
and waking up at the same time every
morning.

Other ways to optimize your sleep
patterns include:
Setting up a relaxing environment to
prepare your body for sleep by setting
your room to a comfortable temperature
Using blackout curtains or using an eye
mask
Using a white noise machine or app that
plays soundscapes
Using a fan
Using a meditation or relaxation app
prior to bedtime to allow your mind and
body to be in a restful state
If you have or choose a roommate to
live with, it may be helpful to discuss
your lifestyle, sleeping schedule (early
bird vs. night owl, and activity level) and
establish boundaries such as quiet
hours or times allotted to have guests
over in order to respect each other’s
space and individual needs.
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Counter Maneuvers
In college, a typical day can involve sitting for
an extended period of time in class or
studying, standing in line at the dining hall,
and standing to present a project. These tasks
can cause blood to pool in the abdomen and
into the lower extremities. Counter maneuvers
are useful when you start experiencing presyncope symptoms (e.g., dizziness,
blurry/tunnel vision, sweating, nausea). These
counter maneuver techniques help pump
blood back up to the heart to reduce blood
pooling. 34,35,36
The following counter maneuvers are
beneficial to utilize when encountering the
physical demands of college throughout the
day. 34,35,36,43

Standing:

Sitting:

Contract or tighten the glute
muscles when standing
Do calf or heel raises
Standing with your legs crossed
Walk instead of standing still in
a fixed position
Shift weight from one leg to the
other
Stand alternating on your toes
and heels
Bending the knees and hips in a
squatting position
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Cross your legs while
seated and contract the
thigh muscles
Cross your legs together
at the ankles and
squeeze the leg muscles
Tap your feet on the
floor, alternating toes
and heels
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Planning
Planning means identifying what you need to
do for the week, what tasks you should
complete, and what tasks can be delegated.
This allows you to know what times of the day
are best for productivity. For example, if
mornings are more difficult, you may prefer to
schedule your classes in the afternoon.

Pacing

Energy Conservation
Strategies
Energy conservation is a
symptom management
strategy that allows the
individual to decrease the
amount of energy needed to
complete important tasks. 44
Energy conservation includes
four principles: Planning,
Pacing, Prioritizing, and
Positioning. 45

Pacing means distributing the tasks
throughout the day/week to best fit with your
energy levels.

Prioritizing
Prioritizing helps you to determine what
tasks/activities are needed to get done this
week and what can be completed later.

Positioning
Positioning involves focusing on seating and
position that allows for comfort and focus. This
involves utilizing ergonomic principles while
you are engaging in all educational tasks.
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Computer Positioning Considerations
When working at a computer, you want your computer monitor at eye level,
and keyboard and your mouse positioned so that your shoulders rest
comfortably at your sides with your elbows at a 90-degree angle.
Adjust your seating to allow your lower back to be supported and ensure your
chair is high enough to allow your elbows to be at 90-degrees.
After adjusting the chair, if your feet don’t touch the ground, use a footrest or
box to ensure your feet are flat, and your hips are at a 90-degree angle.

Your monitor should
be in front of you- the
top of the screen
should be at eye level.
Sit an arm's length
away from the
monitor.

Keep shoulders relaxed
and back straight and
supported. Don't slouch
or raise your shoulders

Keep your arms bent in
an L shape and your
elbows by your sides
with your wrists in a
comfortable position.
Sit straight with your
hips far back into your
chair. The back of your
chair should be reclined
to a 100-110 degree
angle.

Ensure the keyboard is
close and directly in
front of you. Leave a gap
of 4-6 inches at the
front of the desk to rest
your wrists between
typing.

Ensure your feet
are flat on the
floor and knees
are in line with our
hips. Adjust your
chair if needs be.
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MENTAL HEALTH
Though it is vitally important to discuss ways
to manage and relieve physical symptoms,
the emotional dimensions of chronic
conditions like dysautonomia are just as
important to address. The relationship
between our emotional health and physical
health cannot be ignored. Being mindful of our
emotional health is crucial because of the
impact that stress, depression, and anxiety
have on physical symptoms, chronic illness,
and disease management. The hope is that
creating space for mental health support and
awareness provides dysautonomia patients
with the resources needed to care for both
their minds and bodies.

Why is Mental Health a
Sensitive Subject?
Talking about mental health with
dysautonomia patients can be particularly
difficult because of how many patients are
dismissed, sometimes for years, with many of
their symptoms attributed to psychological
causes such as anxiety. In fact, a study
performed by Shaw et al. (2019) the authors
found that 77% of participants encountered a
provider who suggested their symptoms were
psychological in nature before being
12
diagnosed with POTS. However, of those 77%
whose symptoms were deemed as
psychological in origin, 49% were not
experiencing any psychiatric or psychological
difficulties. 12
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In addition to the dismissal patients have
experienced, the stigmatization of mental
health struggles can also make
46
discussions more challenging. It is not
surprising that a significant amount of
evidence illustrates that individuals with
mental illness experience discrimination in
almost every area of their lives, including
their medical care. 47
Some patients do experience
understandable anxiety, depression, and
other mental health challenges that can
exacerbate and worsen their underlying
health condition when left untreated, so
we must bridge the gap and make sure
patients feel supported, understood, and
20
heard.
The emotional dimensions of chronic
conditions can complicate disease
management because of the clear
relationship between chronic conditions,
disability, and depression. Dysautonomia is
not a mental health condition and does
not cause mental health conditions;
however, the decline in functional abilities
20
can be a cause for anxiety or depression.
This is a very important distinction as the
symptoms are not caused by anxiety but
can create anxiety for patients due to how
frightening and challenging many of them
20,48
are.
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Why Do We Need to Talk
About Mental
Health/Emotional Health?
A chronic illness diagnosis can take a
huge toll on mental health, as
illustrated by the strong link between
chronic illness and depression. The
relationship between chronic
inflammation and depression can be
attributed to the interaction between
pro-inflammatory cytokines (cells that
promote inflammation) and
malfunctioning bodily systems
(specifically endocrine and
neurotransmitter systems), which can
make patients more susceptible to
depression. 49

It is crucial to note that there is also an
increased incidence of suicidal
thoughts and suicidality in patients with
dysautonomia, specifically POTS. In a
POTS-specific study, 47.6% of patients
were at high risk for suicide. The
researchers also found that 97% of the
patients reported activity limitations
due to health difficulties. These often
young patients experience significant
50
quality of life barriers and challenges.
This can have a dramatic impact on
mental health. Mental health difficulties
can also aggravate preexisting health
conditions because of the impact that
stress has on exacerbating
inflammation and inflammatory
conditions. 51
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Pederson et al. (2017) found that
orthostatic intolerance can lead to a
decreased quality of life, in addition to
issues with chronic pain, sleep, and
50
activity limitations. These researchers
also hypothesized that feelings of
burdensomeness increase the risk for
suicide, which may explain why 40% of
patients diagnosed with POTS in the study
had a suicide plan or had attempted
suicide.
As difficult as it is to discuss these
statistics, it is important to emphasize the
severity of depression and suicidality in
50
some patients with dysautonomia.
A separate study that assessed the
impact of mental health difficulties in
adolescents with dysautonomia found
that 75% of the patients experienced a
52
mental health challenge. Although
specifics regarding how a dysautonomia
diagnosis impacted their mental health
were not available, it is evident that
patients with dysautonomia should
receive mental health support in
52
combination with their treatment plans.
One of our goals is to increase the support
these patients have to reduce the
likelihood of suicidality and depression,
and to help them be more in control of
their health.
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Why Do Dysautonomia Patients
Struggle with Their Mental Health?
Some researchers have found that the
mental health struggles dysautonomia
patients experience are exacerbated by their
quality of life, activity limitations, syncope,
issues with sleep, and chronic pain. The
activity limitations patients experience and
reliance on others for assistance can
increase the likelihood that patients feel like
a burden, which is a suicide risk factor.50

Overall, it has been found that about 25%
of chronically ill patients have significant
psychological symptoms, some of which
are related to the high levels of
53
uncertainty that patients experience.
The added uncertainty is in addition to
the grieving process that patients go
through, as many have experienced
significant loss in quite a few areas of
54
their lives. Therefore, the emotional
dimensions of chronic illnesses need to
be considered as much as the physical
dimensions.
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Transitioning to College
The transition to college is a known stressor,
55
particularly impacting students in their first year.
The abrupt changes in support systems, shifts in
responsibilities, and a foreign social environment
can all be especially challenging to navigate.
Students making this transition can be especially
55
vulnerable to stress and other difficulties.
More specifically, students in their first year tend
to experience higher levels of stress, specifically
chronic stress, which can interfere with their
ability to cope, manage relationships, and
navigate the academic environment. 56
Studies have illustrated that the strain on
students is highest during the first year. Still, even
as it decreases, stress remains higher than before
starting college.57 This has led to higher levels of
reported anxiety among these students. 57
In addition to the challenging transition, research
has shown an increase in the overall number and
severity of mental health challenges college
students have experienced globally over the last
58
ten years.
These findings are important to consider as
students prepare to transition to college,
especially with underlying diagnoses such as
dysautonomia. In addition, the transition period
can be challenging because of the academic
adjustments and new challenges, so managing a
chronic illness on top of that requires special
attention and support.59
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Benefits of Psychological
Interventions
Psychological interventions can be very
beneficial to patients. When psychological
functioning improves and patients are able
to cope with their illnesses in healthier
ways, researchers have found that the
60
overall health of patients also improves.
In addition, patients are more likely to
adhere to treatments, with some
psychological interventions focusing
specifically on improving patient
61
adherence.

Due to the role stress has in increasing
inflammation and the overall risk of
inflammation, psychological
interventions that help reduce stress
51
are paramount. This can include
cognitive behavioral therapy (CBT) to
help modify negative thoughts and
behaviors that could contribute to
symptoms. CBT has helped reframe
how patients view their illnesses,
focusing specifically on the thoughts
53
they may have. Some practices have
shown that patients also benefit from
monitoring their symptoms with
symptom diaries, where they can
monitor and record any symptom
53
triggers.
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Other studies have illustrated the benefits of stress
reduction techniques and CBT, specifically when CBT
focuses on reframing catastrophic thinking
(predicting the worst possible outcome) and beliefs
around various symptoms patients may have. An
example of catastrophic thinking would involve
patients with dysautonomia believing they have no
future because of their diagnosis. This would be an
example of patients predicting the worst possible
outcome, to the point that they would end up causing
themselves unnecessary psychological harm.
A healthier way of looking at a new diagnosis such as
dysautonomia is that although it may present new
challenges, there are resources and support systems
available to help patients conquer those new
challenges and still have very meaningful, happy, and
satisfying lives.

It is important to note that
psychological interventions such as
CBT are beneficial when combined
with the disease management plan
62
already in place. Overall, this
reinforces the importance of adding
CBT and psychological support to
disease management plans already in
place, as it is not a replacement for
current treatment methods. It can
instead be used to improve coping
strategies, reduce stress,
and improve adherence to
beneficial treatments.
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Benefits of Psychological
Interventions
The following are examples of
different kinds of therapy which can
be helpful. It is not an exhaustive
list. Talk with your provider about
which kind of therapy would be best
for you.

Individual Talk Therapy

Dialectical Behavior
Therapy (DBT)
A form of CBT that focuses on
developing additional strategies and
skills used for coping with painful
emotions and challenging relationships

Cognitive Behavioral
Therapy(CBT)

Involves meeting one-on-one with a
psychotherapist or therapist and talking
through difficulties.

Group Therapy
Involves meeting with a group of
individuals, one of whom is a
psychotherapist or therapist

A specific type of talk therapy that can
help patients restructure certain
thought processes

Trauma Therapy
Eye movement
desensitization and
reprocessing

Involves meeting with a therapist or
psychotherapist who specializes in
trauma therapy and treatment

A form of therapy that uses bilateral
stimulation to help patients with
reprocessing and heal from trauma
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When Should You Seek Help?
Researchers have shown that even mild
depression can have a negative impact on the
motivation patients need to follow treatment

plans and receive medical care.48 Seeking
additional support is never a bad idea, even if
you aren’t struggling with your mental health. The
more support you have, the better, especially
because managing a chronic illness can be so
emotionally challenging. DSN especially
recommends reaching out for help if you are
struggling with your mental health or coping
ability. It can be extremely challenging to fight
this battle, so please don’t fight it alone. Finding
resources to help support you in your journey to
finding the best treatments and managing daily
symptoms can make a huge difference in both
your emotional and physical health.
We want to emphasize the importance of seeking help immediately if
you are experiencing a mental health crisis.

Some signs that you may be
experiencing a mental health crisis
63
include:
thoughts of hurting yourself
thoughts of ending your life
thoughts of hurting others
inability to care for yourself
and/or the inability to function within
the community due to mental health
struggles
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What Mental Health Support is
Available Through Your
School?
Help is always available, even when it may
seem difficult to access. Most universities
include therapy services in their tuition, which
can be extremely beneficial. We recommend
contacting the main student center or student
services at your college or university and ask
for the counseling center’s contact information.

We also recommend
getting more involved
with the
dysautonomia
community, as it can
be helpful to increase
involvement with a
supportive
community that
understands and can
provide empathy and
added support. Given
the numerous
benefits of
psychological
interventions,
including those
specific to stress
reduction techniques,
it is important to
consider how this
support could
positively impact your
life. 62
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You can use this information to make an
appointment at your school’s counseling center
with a licensed professional. Finding a mental
health professional who will listen and provide
added support, especially emotional support,
can make a huge difference.
Listed below are the various mental health
professionals you may have available to you
through your school’s tuition and counseling
center:
Counselors, Clinicians, and/or Therapists:
health care professionals with a master's
degree who can provide therapeutic
services and support
Psychologists: health care professionals with
a doctoral degree, usually specific to clinical
psychology. They may have specific training
that allows them to provide cognitive
behavioral therapy (CBT) services.
Psychiatric or Mental Health Nurse
Practitioners: advanced practice nurses with
mental health training who can diagnose
and prescribe medications in some states
Psychiatrists: physicians who have
psychiatric training and can prescribe
medication
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A Few Examples of Healthy
Coping Skills and Strategies
Coping skills may also be helpful to consider as you
navigate life and college with dysautonomia.
Examples include:
Setting healthy boundaries with family and
friends
Setting healthy boundaries with friends and
family members can help you conserve both
emotional and physical energy. It is important
not to spend more energy than you have.
Having healthy boundaries and enforcing
them is an important piece of self-care.

Surround yourself with those
who support you and your
illness
Sometimes this can be

Meditation for stress-relief
10-20 minutes of meditation daily can be very
helpful. We have some meditation apps listed
in our “Helpful apps for college students

difficult during the college
transition so our support
groups can help
significantly.

section.”

Mindfulness
Some apps listed in our “Helpful apps for
college students section” encourage
mindfulness exercises that can help you stay
in the present moment. Mindfulness is a
practice and way of thinking that encourages
us to notice our thoughts and bodies in
nonjudgmental and calming ways. Meditation
can help us become more mindful of our
bodies and thought processes, but
mindfulness can exist without meditation.

Asking for help when it is
needed
It is important to ask for
help, especially when you
need it. This can mean
talking to family, friends,
counseling centers on
campus, and/or your
professors about what is
going on.

Journaling
Journaling can be done at

Engaging in a fun activity you enjoy
Participating in fun activities can be a great
mental health boost. Often these can occur
through various college clubs, organizations,
or events that can occur on or near campus.

any point during the day
and can give you the
opportunity to write down
any thoughts or feelings
you may be having. This
reflective practice is great
for your mental health.
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Reading/listening to a favorite book
While this might be difficult on top of other
schoolwork, making time for reading something you
enjoy can be helpful.

Listening to music
Listen to any music that you find enjoyable!

Physical activity you can tolerate
While this can vary from person to person, it is
important to do what you are most comfortable
with.

Cooking (stools and chairs can help with
orthostatic intolerance)
Cooking can also be therapeutic. However, the
ability to do it can vary depending on your living
situation.

Progressive Muscle Relaxation
These are exercises designed to tense and relax
your muscles to ease tension.

Relaxation Resources:
Self-compassion exercises:
free exercises and guided practices
designed to offer yourself added
compassion and support

Guided visualizations:
free mindfulness exercises that can help
with stress relief and relaxation, as you use
your imagination to visualize calming and
peaceful exercises

Meditation and Guided Practice/
Visualization:
free meditations and guided visualizations
that can help with stress
relief and relaxation
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How Does DSN Support and Help
Connect Dysautonomia Patients?
DSN is proud of our supportive platforms and the
communities we make available to our patients.
Using this website,
https://www.dysautonomiasupport.org/find-support,
you can access all of our online communities. We
have tried to offer a variety of different community
options to help meet the needs of our patient
population. These include global communities, U.S.
regional communities, special interest communities,
and lifestyle clubs.

Global Communities:
https://www.dysautonomiasupport.org/global-communities
Offers a Facebook group that offers peer-to-peer support with others around the world.
U.S. Regional Communities:
https://www.dysautonomiasupport.org/us-regional-communities
Offers a Facebook community based on your geographic location in the U.S.
Special Interest Communities:
https://www.dysautonomiasupport.org/special-interest-communities
Designed to help individuals with unique concerns and/or challenges. Includes
individual Facebook communities for college connections.
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MEDICAL LEAVE & LEAVES OF
ABSENCE
While it is entirely possible to thrive in college with dysautonomia, a student may
occasionally need to take a step back from their studies to focus all their
attention on their health. If you find yourself in this position, one option is taking a
Medical Leave of Absence (MLOA). An MLOA is available to college students with
medical or psychological conditions that have significantly impacted their ability
to function and thrive in the college environment. Usually, students can request
an MLOA at any time during the semester.
Taking an MLOA is a big decision that should be discussed with your support
system, college advisors, and medical team. It can have significant impacts on
your academics and financial aid, as well as your personal life. However, taking an
MLOA can also provide the opportunity to take the time needed to focus on your
health without impacting your GPA.

Procedures
Different colleges and universities have
different procedures when it comes to
granting MLOAs. Information on MLOA
policies typically can be found through
your academic advisor, dean of students,
or Disability Support Services office.
These entities should be able to walk you
through your college or university’s
specific protocols. Most MLOAs are
granted on a case-by-case basis. This
may be a lengthy process, so it is a good
idea to plan ahead if you can.
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Procedures
Most MLOAs will require the following components:
Medical documentation from your provider:
Medical documentation will typically include a letter
from your provider explaining your diagnosis, brief
medical history, and any further documentation that
supports MLOA as an option for medical or mental

health reasons.64 In addition, you may need to sign a
Release Of Information form so your provider can
65
legally release your medical information. It is a good
idea to make an appointment with this provider to
review these protocols and what supporting
documentation should be included. Be aware that
some medical providers may charge for filling out
forms.

Treatment plan and plan of return:
A brief outline of your treatment plan may be asked to be included in your provider’s
66
letter. Universities will vary on the amount of detail expected here, but some will
expect an overview of your intended treatment and certain progress benchmarks that
65
should occur before you return from leave. In addition, a general anticipated timeline
of your treatment, recovery, and return to study may be expected. It is okay if this
changes later.
Personal statement:
In addition to medical documentation from your medical team, you may need to
provide a personal statement on why you think taking a medical leave is your best
option. You may be expected to discuss how your diagnoses and symptoms, including
66
dysautonomia, impact your ability to complete your studies and thrive in college. If
you are comfortable doing so, this can be an opportunity to share some personal
details about your quality of life that your medical documentation may not feature.
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What if your medical leave request
is denied?
It is possible for an MLOA request to be denied.
The denial may be for a variety of reasons,
ranging from an error in the paperwork to a
committee finding you ineligible for medical
leave. However, most colleges and universities
will have an appeals process where you can resubmit an MLOA request with changes.
Some alternatives to MLOA may be available to
you if your request is denied or you decide that
67
MLOA is not your best option. These include:
Reducing your course load
Incorporating academic accommodations
Petitioning for an exception to an
established academic policy
Opting for Credit/No Credit classes
Taking an Incomplete

Depending on the duration of
your medical leave or any changes
in academic policy, you may need to
work with your financial aid
department, academic advisors, and
dean of students to get you back on
track for your plan of study.

Returning from MLOA
Many colleges and universities will expect an
application to return from an MLOA several
months before the intended semester you plan
to return. Applications for returning from MLOA
will typically involve the same components as
your initial application but instead are updated
to establish that you are well enough to return.
Components may include medical
documentation, treatment plan/plan of return,
65
and personal statement.
Plan ahead to
ensure you have the required paperwork to
stay on track.
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SELF ADVOCACY
Transitioning from high school to college is a
huge milestone involving increased
independence and freedom, increased
academic demands, new relationships, and
new environments. Self-advocacy is a key
component to develop a successful transition
from high school to college to achieve your
goals. It is important to educate yourself on
your disability and the laws associated with
obtaining accommodations. Then, reflect on
your strengths and needs and how these
components will all play a role in achieving
your goals.
Below are four additional strategies to help
with self-advocacy while in college.

Creating Peer Support

Creating Peer Support
Stay Organized
Allies Within Administration
Offer Yourself Compassion
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It’s important to be open and honest with
trusted peers about your health and what
they can do to help you. Since roommates
will have unique proximity to you, it is extra
important to communicate with them
about your health and how they could
assist you when necessary.
Most friends and roommates will want to
be supportive but may be unfamiliar with
invisible illnesses. Therefore, giving them
specific direction on how to support you is
a good strategy.
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It may be helpful to start by asking them if
they’re willing to support you when you’re
symptomatic. For example, saying something
like, “My health condition, dysautonomia,
causes me to feel dizzy and tired. If I’m feeling
very unwell, would you be willing to grab me
some water from the fridge?”
You may find some peers or roommates want
to know more about your experience with
dysautonomia over time as trust develops. If
you are willing to answer questions they have,
this open channel of communication will help
both you and them. You might also direct
them to the “What is Dysautonomia?” page on
the Dysautonomia Support Network website
for further information.

You may also seek out peers who can
relate to what you are going through
and understand your unique
struggles. For example, DSN’s College
Connections Facebook group is there
to help you build friendships and
community with people who are
dealing with dysautonomia while in
college. Your college may also offer
similar social organizations.
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Overall, it is essential to stay as
socially connected as you can.
You may feel tempted to isolate
yourself at times. It is even more
imperative that you reach out to
peers and social support
networks, during those periods.
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Stay Organized
Be a good administrator for yourself. Especially
in this new chapter of life, you may be
managing more logistics independently, so
staying organized will be imperative. For
example, it may be helpful to get a specific
folder or binder for easy access to any
paperwork or records you may need.
Overall, plan and work ahead of deadlines in
case you become symptomatic or have a flare
when something is due.
For example, if you will need to update
information with the DSS Coordinator every
semester, put that in your calendar weeks
ahead of the deadline. Likewise, if you have an
important exam coming up, start studying early
in case you become highly symptomatic the
day before when you planned to cram in study
time.

Allies Within Administration
When going through the process of getting
disability accommodations, it is important to
have as many people on your side as
possible. You want to meet other people with
the intention of working with them as a team.
In some cases, this may be easy, and the
people you collaborate with are like-minded.
In other cases, there may be difficult stages
of the process, and you are met with
resistance.
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How can you keep people listening to you while disagreeing with them?
As best as you can, stay away from the “me vs. you” mentality. That’s when people
stop cooperating.
Through the frustration, try to stay focused on what the common ground is
between you and the person or system you are in conflict with.
Labeling the common goal before getting into the points of conflict can help make
sure others are still listening to you. For example, “We both want me to have a
positive experience at this college.”
Another way to disarm an argument is to use the phrase, “Would you help me to
understand….”. It shows the other person you want to get on the same page and
PHOTO BY MARTIN R. SMITH

figure out the issue with them.
You may not enjoy every person within the administration, but your priority is to
maintain cooperation so you can have the best experience possible at college.

Offer Yourself Compassion
If you feel overwhelmed when seeking
accommodations, connecting with
peers, or generally adjusting to college,
offer yourself some grace and
compassion. You are doing a great job.
Over time you will feel more and more
confident in managing your health in
this new setting.
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The Self Advocacy Guide
and Handbook from
Colorado State University is
also a great resource to
begin learning about selfadvocacy in college.
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COLLEGE TIPS
Medical Tips Before Leaving for
College
Set up appointments with your home
doctors and make sure you have
enough medication while you are
away in college.
Choose a pharmacy near your
campus and transfer your
prescriptions to your new pharmacy.
Check to see if you are eligible for
mail-order prescriptions to
decrease the need to go to the
pharmacy for pick-up.
If attending college far from home,
research and establish new doctors
for your plan of care, including
locating the nearest hospitals and
urgent care centers.
If your college has a medical clinic on
campus, call and make an
appointment to establish care with a
doctor there. It can be helpful to ask
for a physician who has experience
working with chronic health
conditions/illnesses.
Learn about the various services
your college’s medical clinic offers.
Some may offer mental health
services, case management, dental
care, acupuncture, physical
therapy, or a student pharmacy.
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Essentials to Bring With You to
College

Water bottle (Insulated preferred)
Salty snacks, salt pills, electrolyte
powders
Compression garments
Insurance card, prescription card,
emergency information with doctor’s
phone numbers, medical
documentation
Medical identification bracelet
Medications (including over the counter
such as ibuprofen, antacids, antinausea, and allergy)
Thermometer
Epi-pen (if prescribed)
Pulse Oximeter
Blood pressure monitor
Pulse watch or activity tracker
Pill organizer or pill bags
Locker/safe box to store controlled
substances or medications
Blue light glasses (such as Theraspecs)
Rolling backpack if you have heavy
textbooks
First aid kit
“In case of emergency” instructions for
roommates, friends, and residential
advisors
Bedside storage caddy

Heating pad or hot water bottle
Baseball cap or hat,
sunglasses, heat-protective
clothing
Portable fan
Reusable ice packs
Heated blanket
Planner to track appointments
and deadlines
White noise machine
Earplugs or noise cancellation
headphones
Blackout curtains
Pedaler, small weights,
resistance bands
Body braces (e.g., knee, wrist,
ankle, etc.)
Shower stool or chair
Seat cane or folding cane
Reacher/grabber
Face mask, hand sanitizer,
antibacterial wipes

Lumbar pillow
Fingerless gloves (for Raynaud’s)
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General Advice for Navigating College
Other general tips for making a successful transition to college

Time Management and
Organization
Scheduling
Activities of Daily Living
(ADLs) and Instrumental
Activities of Daily Living
(IADLs)
Social
Participation
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Time Management and
Organization
Allow yourself a brain break every 30
minutes by taking a movement or stretch
break. Sometimes it is helpful to set a
timer to accomplish this.
During the first week of class, review your
course syllabi and write down deadlines
and plan ahead.
If you anticipate periods of very heavy
workload and high stress in your
schedule (for example, during finals
season), plan to utilize your
accommodations like deadline
extensions ahead of time to reduce
stress.
Use a planner (virtual or paper) to track
and manage appointments, deadlines,
and assignments.
Take advantage of tutoring sessions; most
campuses offer this service for free.
Take advantage of library study rooms for
a quiet study space that can be reserved
in advance; most campuses offer this for
free.
Connect with a study buddy.
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General Advice for Navigating College
Scheduling
Map out your classes in advance to
navigate the best travel route to
optimize your time between classes
and do a test run of your travel route to
familiarize yourself with the campus.
Schedule a gap between your classes
to allow for travel time
Familiarize yourself with the bathrooms,
elevators, seating areas, water
fountains, etc., near each of your
classrooms.
Familiarize yourself with the campus
and locate the DSS office, health office,
dining hall, recreation center, library,
etc.
Schedule classes when least
symptomatic.
Depending on your location, consider
scheduling more difficult classes during
the fall semester if you are more
symptomatic during the warmer
months.
If you are on a set timeline for
graduation and are on part-time status,
look into taking summer or winter
classes to catch up.
Consider online/remote or hybrid
classes.
Consult with your program/degree
advisor to determine the best course
sequencing for your individualized
needs.

THE CROSS ROAD

DYSAUTONOMIA

SUPPORT

NETWORK

PAGE6502

Activities of Daily Living (ADLs) and Instrumental
Activities of Daily Living (IADLs)
Personal Hygiene (Bathing/Showering
and Grooming):
Shower when least symptomatic
Use a shower chair or stool if you do not
have access to a handicapped shower.
Use a portable chair or stool when
brushing your teeth and washing your
face.
Use dry shampoo to eliminate the need to
lift your arms up for an extended period of
time to reduce blood pooling and
orthostatic symptoms.
Use a long-handled sponge or hairbrush
to eliminate the need to bend or lift your
arms up while bathing/showering.
Use travel-size shampoo, conditioner, and
body wash bottles, or use a pump that
can be placed in bottles.
Use a modified position when blow-drying
hair, such as a blow dryer stand.
Transferring/Mobility/Positioning:
Invest in a recliner (depending on the
space of your room) or an office chair to
study in a reclining position to reduce
symptoms.
If possible, elevate the head of the bed 46 inches to get your bed at an angle using
dorm bed risers (use 2 on one side of the
bed instead of 4) to reduce orthostatic
stress.
Use a mobility aid such as a seat cane,
folding cane, walker, or wheelchair as
needed.
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Cooking/Meal Preparation:
Prepare food by sitting on a chair or stool
at the table or stove
Keep a bin of extra snacks and water
bottles in your room to access when you
have a flare-up of symptoms.
Meal preparation and freeze extra meals
to be used later
Use pre-cut vegetables or
crockpot/instant pot to conserve energy
Use food or delivery services
Organizing your kitchen area to minimize
symptoms (e.g., putting heavy pots and
pans in an accessible area like the stove
to conserve energy)
Using built-up handles on utensils or on
pot
Use adaptive equipment such as a jar
gripper, electric can opener, L-shaped
knife, boiling basket, etc.
Invest in a personal mini-fridge to prevent
any mix-ups or contamination from
allergens.
Laundry:
Use a backpack, rolling
cart/suitcase/backpack, or pull a cloth bag to
avoid lifting the arms and conserve energy.
Do smaller loads of laundry at a time to
reduce fatigue.
Use detergent pods to reduce fatigue.
Use a reacher to pick up clothes from inside
the washer or dryer to avoid bending.
If available, consider investing in a laundry
pick-up and delivery service if doing laundry is
difficult or your college’s laundry facilities are
inaccessible.
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Medication Management:
Invest in a pill organizer or pill bag to organize
medications for the week
Use a medication tracking app or reminder on
your phone to track your medication intake daily.
Set up automatic refills with your pharmacy or
set up refill reminders on your phone for the
week before your medications run out to prevent
any missed doses.
Place medication next to bedside table if taken
in the morning
Carry an extra supply of medicines with you
Consider making a “chronic illness cart,” a
storage cart on wheels stocked with as-needed
medications, snacks, water, heating pads or
other helpful items, and self-care activities for
easy access during symptom-heavy days.

Social Participation
Look into joining the Delta Alpha Pi chapter, an
honor society for students with disabilities
Look into local chronic illness or disability
support groups, particularly those geared
towards college students.
Connect with people who are like-minded and
have the same interests as you
Ask the DSS office if there are any
extracurricular activities they can connect you
with
Check out college clubs/organizations you
may be interested in
If comfortable, consider disclosing your
disability to your residential advisor (RA) and
schedule regular “check-ins” to see how you’re
doing, connect you to campus resources,
create a plan for any health emergencies or
flare-ups, or just to have a safe place to talk.
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Helpful Apps for College Students
Dysautonomia Support Network does not endorse
any specific app. These are provided as options
that can potentially be helpful during college.
School:
Dictation
Apple Dictation: On your Mac, choose
Apple menu > System Preferences, click
Keyboard, then click Dictation. Click On.
If a prompt appears, click Enable
Dictation.
Google Docs: Open Google Docs and
Click Tools >Voice typing
Microsoft Windows: Open a document,
email, or another file into which you
want to dictate. Hold down the Windows
key and press H to trigger the dictation
toolbar. You can now dictate your text.
When you're done, press Win key + H to
turn off the dictation toolbar.
Grammarly: also offered as a Google
extension. This app provides real-time
writing suggestions, including spelling and
grammar checks, vocabulary
enhancements, and synonym finder and
suggestions for unclear sentences. There is
a free version and a paid premium version.
Voice Memo: This app allows you to record
lectures to supplement your notes.
Permission needs to be granted by your
professor prior to recording audio.
Google Read and Write: Word prediction,
text to speech, speech to text capabilities.
Co-Writer: Word prediction, text-to-speech,
speech-to-text capabilities
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Water Reminder and
Tracker:
Apps that provide notifications
to help remind you to drink
water.
My Water: Daily Drink
Tracker
Drink Water Reminder N
Tracker
WaterMinder App
Apple Health App
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Helpful Apps for College Students
Medical:
My ID-Medical ID Profile: This app contains
your medical profile. If you have an
affiliated bracelet, you can also link it to
this app.
ICE Contact: This app has the ability to
contact your family, friends, and campus
security through a text or email using a
pre-composed message and sharing your
location.
Medisafe Medication Management: This
app provides daily notifications to help
remind you to take your medications at
designated scheduled times. It will also
remind you when to refill prescriptions.
MyTherapy: Medication Reminder: This app
provides daily notifications to help remind
you to take your medications at
designated scheduled times. This app also
will track your mood and includes a health
journal to track your vitals and symptoms.
Cardiogram: This app tracks your
heart rate on a visual ECG graph in
real time. You can add your symptoms
and habits to detect patterns.
Flaredown: This app is a symptom and
treatment tracker.
Tally: This app is for overall tracking
such as habits, water, medications,
daily planner/to-do list, budgeting,
pain, symptoms, moods, etc.
Migraine Buddy: This app tracks your
migraines and headaches, helping you
track patterns.
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Helpful Apps for College Students
Organization:
Google Calendar
Google Keep: This app or Google
extension allows you to add notes, lists,
photos, and audio as location or timebased reminders. You can set locationbased reminders (For example, you can
set a reminder to turn in your math
assignment when you arrive at the
math building). This app gives you the
ability to share with anyone.
Microsoft To Do and Planner
Evernote Notes Organizer: This app is for
organization, task management, and
note-taking. It also allows you to use it
as a planner to keep track of
assignments.
myHomework Student Planner: This app
is a virtual planner that tracks classes,
homework, tests, and assignments and
has the ability to sync across all
platforms.
Homework App: This app is a virtual
planner that tracks classes and
assignments.
My Study Life School Planner: This app is
a virtual planner that tracks your
schedule, homework, assignments, and
exams. It can sync between devices
even when offline.
Notion Productivity Manager: This app is
for organization, time management,
and note-taking. Customize to your
liking or use a variety of pre-made
templates. Available as an app or
website and syncs across devices.

THE CROSS ROAD

DYSAUTONOMIA

SUPPORT

NETWORK

PAGE7102

Helpful Apps for College Students
Mental Health:
Insight Timer: free guided meditations and
talks
Calm: includes meditations, sleep stories,
and much more
Headspace: includes meditations, sleep
stories, and much more
Moodfit: wonderful app for reducing stress
and improving mental health
Moodkit: uses CBT strategies to reduce
negative thinking and stress
TaoMix 2 Sleep Sounds & Focus:
soundscapes for meditation, sleeping, and
relaxation

Stop Breathe Think:
meditation, mindfulness,
and activities based on
your mood
Curable: helpful for
chronic pain, uses CBT
strategies
Rain Rain: helpful and
relaxing sleep sounds
PTSD Coach: free PTSD
app that includes
symptom management
strategies and tools
Sanvello: great for
relieving stress
Talkspace: a great option
for talk therapy
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APPENDIX
College Accommodations
School and College AccommodationsStanding Up to POTS
Accommodations- Veroniica, an
advocate with Chiari Malformation
and low vision impairment

Communicating with Your
Professors

Exercise
CHOP Modified Dallas POTS Exercise
Program

Tips for Communicating with Your
Professor About AccommodationsClayton State University

*Disclaimer: Please discuss starting an
exercise program with your physician to
ensure that this program is right for you.
This program might not be appropriate if

Developing Self-Advocacy
Student Self Advocacy- Colorado
State University

you have other conditions in addition to
POTS, such as Ehlers-Danlos syndromes,
chronic fatigue syndrome, Chiari
malformation, or others.

Student Rights and ResponsibilitiesColorado State University
Self Advocacy for College Success
and Beyond- Colorado State University

Disability Friendly Colleges
and Universities
50 Best Disability Friendly Colleges
and Universities- College Choice
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Food Allergies
Preparing for College- Food Allergy
Research and Education
FAACT and Managing Food Allergies in
College- Food Allergy & Anaphylaxis
Connection Team
Allergic Living’s U.S. Colleges Directory:
Comparing Allergy and Gluten-Free
Policies
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Hacks

Sample Forms

28 Hacks That Can Make Going to
College With a Chronic Illness EasierThe Mighty

University of Maryland Verification of
Medical Disability for
Accommodations Form

College Scheduling Hacks for Students
with Chronic Illness- Veroniiica, an
advocate with Chiari Malformation and
low vision impairment

Salisbury University Reasonable
Accommodation Verification Form:
Housing/Dining Accommodations

A Study Guide for the Chronically Ill: 23
Proven Strategies- The Health Sessions

Housing

Salisbury University Reasonable
Accommodation Verification Form for
an Emotional Support Animal (ESA)

Scholarships

A Student Housing Professional’s Guide
to Reasonable Accommodations Under
the Fair Housing Act- Fair Housing
Center of West Michigan
Dorm/ Housing Information- Verioniiica,
an advocate with Chiari Malformation
and low vision impairment

Sample Accommodation
Letters From DSS

Financial Aid for Students with
Disabilities- Onlineschools.org
The Fully Accessible Guide to Paying
for College for Students with
Disabilities- Good Call
Grands for College Students in Health
Crisis- The Orion Fund
Disability ScholarshipsScholarships.com

Sample Accommodation Letter from
Disability Services- Kutztown University

Grants for Students with DisabilitiesCollegescholarships.com

Sample Accommodation Letter from
Office of Accessibility ServicesWheaton College

Rare is Scholarship- EveryLife
Foundation
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Service Animals
ADA Requirements: Service Animals
ADA Frequently Asked Questions:
Service Animals

Other
College Tuition Insurance- US News
and World Report

Scan the QR Code To Go To A
Listing of Website Resources
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ABOUT

Incorporated in 2016, Dysautonomia Support Network (DSN) is a
US based volunteer-run 501(c)(3). Our mission is to provide a
COMMUNITY, that EMPOWERS and SUPPORTS those affected by
dysautonomia to live their best lives. DSN strives to improve the
quality of life of patients worldwide by increasing awareness and
understanding of dysautonomia and building a patient-led
community who support each other.
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