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COMMITTEE ON HEALTH

Report of Regular Meeting
Tuesday, January 12, 2016
House Hearing Room 4 -- 2:00 p.m,

Convened 2:19 p.m.
Recessed
Reconvened

Adjourned 3:22 p.m.

Members Present - Members Absent
Mr. Boyer

Mr, Friese

Mr. Lawrence

Mr. Meyer

Mrs, Cobb, Vice-Chairman

Mrs. Carter, Chairman

Agenda
Original Agenda — Attachment 1
Request to Speak
None
Presentations
Name Organization Attachments (Handouts)
Katie Sosnowski Postural Orthostatic Tachycardia 2
Syndrome (P.O.T.S)
Charis Ober Save the Cord Foundation 3
Committee Action
Bill Action Yote Attachments (Summaries,
Amendments, Attendance)
Committee Attendance 4
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Sandy Kelley Chairman As@ght

January 13 ,2016

(Original attachments on file in the Office of the Chief Clerk; video archives available at http://www.azleg.gov)
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ARIZONA HOUSE OF REPRESENTATIVES
Fifty-second Legislature - Second Regular Session

REGULAR MEETING AGENDA
COMMITTEE ON HEALTH
DATE Tuesday, January 12, 2016 ROOM HHR4 TIME 2:00 P.M.
Members:
Mr. Boyer Mr. Lawrence Mrs, Cobb, Vice-Chairman
Mr. Friese Mr. Meyer Mrs, Carter, Chairman
I. Introduction of Committee Members and Staff
2. Presentations

* Katie Sosnowski, Postural Orthostatic Tachycardia Syndrome (P.Q.T.S.)
e  Charis Ober, Executive Director and Founder, Save the Cord Foundation

Heather Carter, Chairman

slk
1/7/16

People with disabilities may request reasonable accommodations such as interpreters, alternative formats, or

assistance with physical accessibility. If you require accommodations, please contact the Chief Clerk's Office at
(602) 926-3032, TDD (602) 926-3241.
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Postural Orthostatic Tachycardia Syndrome

Term was created in 1993 by Mayo Clinic researchers

A form of dysautonomia

» means the autonomic nervous system is not functioning properly4

When a patient stands up:

+ Dizziness

« Weakness

+ Fast heart rate (tachycardia)

+ Shortness of breath®

Chronic symptoms include: fatigue, insomnia, light/noise sensitivity,
migraines, brain fog, heat intolerance, nausea, vomiting, diarrhea,
constipation, weight loss/gain(5:9)

Symptoms are “invisible,” unpredictable, and place a daunting financial and
emotional toll on family®

My Life with POTS

- = About a year of symptoms befoxe 1ecemng !
- my diagnosis in November 2012 .

Fatlgue weakness b1' athlng problen 3




» I was fortunate to finally receive a diagnosis in less than a year

« Average time spent finding diagnosis is 5 years, 11 months®

« Misdiagnoses of depression/anxiety are common®)

» It’s not just citizens...most doctors haven’t heard of POTS either
» No cure to date — only able to treat symptoms

* Major lack of research on the condition and its proper treatment

I would love to see Arizona be a state that recognizes and supports
POTS patients so they do not suffer for such a long time!

« POTS may affect 1in 100 teens in the US and 1 to 3 million Americans
total®

« Can’t be considered rare — a rare disease affects fewer than 200,000
people in the US according to the National Organization for Rare
Disorders (NORD)®)

« Quality of life is compared to illnesses such as COPD, congestive heart
failure, and patients on dialysis for kidney failuret4

Prevalence of Illnesses in US (in millions of people)(1:2:3:4.8)
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A Rare Disease HIV IBD/Crohn's POTS Heart Failure




Treatment of POTS

» Recommended LOW sodium diet = <1.5¢

* Recommended NORMAL sodium diet = <2.3g

» AVERAGE American’s sodium diet = 3.4g (scandalous!)

* Recommended sodium diet for POTS patients = 10 to 20g (!!!)

(See References 6, 7)




Raising Awareness and Research Money

for the Mayo Clinio of AZ.
and for the Bysautonomia Youth Network
CAwerica (PYNA
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ARIZONA STATE LEGISLATURE
Fifty-second Legislature - Second Regular Session

COMMITTEE ATTENDANCE RECORD

COMMITTEE ON | HEALTH
CHAiRMAN: Heather Carter VICE-CHAIRMAN: Regina Cobb
DATE 1/ 12,116 /16 /16 /18 /16
CONVENED A 1gem m - om m m
RECESSED |
RECONVENED
ADJOURNED 22
MEMBERS ,
Mr. Boyer

Mr. Friese

Mr. Lawrence

Mrs. Cobb, Vice-Chairman

v
i/
4
Mr. Meyer \/
va
v

Mrs. Carter, Chairman

v Present —  Absent exc Excused
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