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My story with
POTS/EDS/Chiari
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Frequent Questions

you develop POTS?
you get better?
you get through school?

Are you really cured?



Beginning of EDS Symptoms

- /‘f rm{é_ !?'. - ; t.‘:?\n.- g

-

- o -~
- S






Alternative diagnoses

Nothing is wrong with you
Anorexia

Chronic daily headaches
Bruxism (cause of headaches)
Functional dyspepsia

GERD

IBS

SIBO

Candida infection
fiboromyalgia






How | was diagnosed with POTS, EDS,
and Chiari
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How | was diagnosed with POTS, EDS,
and Chiari







How did | get better and get
through school?

| coped with the current situation while working
on improving my symptoms and helping others.

1) Cope
2) Improve
3) Help




Part 1. Coping with the situation




My POTS/EDS survival guide

* Adjust diet
(more water + salt, dairy free)
* Dress in layers

* Scooter / shuttle to class B
* Accommodations for school

(access to water, snacks, meds, bathroom during tests; extensions on assignments; lighter course load)

 Distractions/hobbies (pets, knitting, coloring, writing poetry)
 Take meds

* Manual PT for joint pain with a physical therapist experienced
with EDS

* Tape for shoulder and avoid overextending joints



Part 2. Working
Towards Improvement







Part 3. Help Others

DYSAUTONOMIA INTERNATIONAL

lonic Bond

—— Joined v A Share  +/ Notifications

Photos

AWARENESS ADVOCACY ADVANCEMENT Discussion Members Events

Cardiovascular
A% ITRODUCTION TO
Physiology
21 . Mechanisms and o -
L3 SYNCOPE: e | —

FRUNTH EOITIEN JR Levick

Human Cardiovascular Contral

OWELL

The

Pimmmcolog\ml 3
Basis of g EE
THERAPEUT\CS -




pwN R

Y

What helped most?

. TIME!!!

Diet (dairy free + more salt)
Medications

Gradually increasing cardio exercise
(help from experienced PT)

Coping mechanisms

Motivation to push through the
symptoms until they resolved



Am | cured?

Old statements
“am 90% better.”
“I still have some days when | feel dizzy.”

New Attitude

“I may not feel 100% healthy but POTS doesn’t stop
me from doing what | want to do.”

“My life is better now than it is ever was before |
had POTS!”






Having POTS/EDS ignited my passion
for biomedical research

A Double-blind Plac ebo-con
Midodrine in Adolesc ents

trolled Crossover Study of the Vascylar Effacts of
With Postural Orthostatic Tachycardia Syndrome
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A full recovery from POTS/EDS/Chiari is possible!
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