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Welcome
Dear Patients, Caregivers, and Patient Advocates, 

It’s been a momentous time here at the American Sleep Apnea Association (ASAA)! We started our fiscal year off 

gathering together the stories and data from our first ever AWAKE Sleep Apnea Survey and Summit. Patients told 

moving stories about their struggles with sleep apnea, and over 5,600 of you shared details of your sleep apnea 

journey through our 2018 survey. The AWAKE Sleep Apnea Report was released during our annual Sleeptember 

awareness campaign, along with multi-media stories from patients. The rich data on patient experiences collected 

in this report will help guide our educational efforts and research goals for the next several years.

This fiscal year has seen the conclusion of several major research studies in which the ASAA was involved, such 

as our O2verlap study with the COPD Foundation and our SleepHealth App Study. We look forward to sharing 

results from this research with you in FY19/20. We are also proud to announce that the ASAA has launched a 

completely new website, with more content and new ways for patients to connect, share, learn, and get involved!

One of our focal themes this year has been to take a multi-disciplinary, holistic approach to sleep apnea diagnosis 

and treatment, and identifying issues where we can improve patient experiences and outcomes. Our fiscal year 

ended this summer with preparations for another AWAKE survey to gather patients’ perspectives on these issues. 

The ASAA’s AWAKETogether Summit in California focused on this interdisciplinary approach and patient-identified 

barriers to effective sleep apnea treatment. 

This Annual Report details the activities and achievements of the ASAA during the 2018/2019 fiscal year ending 

June 30, 2019. Unless otherwise specified, reported outcomes reflect all ASAA activities for each program 

through the end of June 2019. We thank all of you for making the ASAA part of your sleep journey, and we look 

forward to working with you over the next year to improve the lives of sleep apnea patients!

Sincerely,

Adam Amdur Carl Stepnowsky, PhD 

ASAA Board Chair and Chief Patient Officer Chief Science Officer

ADAM AMDUR
Chief Patient Officer, ASAA

Board Chair, Sleep Apnea Patient

WILL HEADAPOHL
Author, “Sleep or Die. Overcome 
Apnea Before It Overcomes You. 
Three Approaches.”

Chair Emeritus, Sleep Apnea 
Patient

CARL STEPNOWSKY, PHD
Research Psychologist in 
Behavioral Sleep Medicine, UC 
San Diego

Chief Science Officer, Sleep Apnea 
Patient

ANDRES MENDOZA
Partner, Attorney, Akerman LLP

Board Treasurer, Sleep Apnea 
Patient

RICH BREN
VP of Transportation at 
International Excess Program 
Managers 

Board Member, Sleep Apnea 
Patient

THERESA SHUMARD
Advocate for Patients, Former 
Sleep Editor and Sleep Technician 

Board Member, ASAA Education 
Support Manager, Sleep Apnea 
Patient

SAN JUANITA SANCHEZ
Attorney, The Law Office of San 
Juanita Sanchez 

Board Member, Sleep Apnea 
Patient

PAUL JANNACE
Sales Management Executive, 
Salesforce.com 

Board Member, Sleep Apnea 
Patient

BILL CLARK
Senior Director of Patient and 
Community Outreach for the 
COPD Foundation 

Board Member (retired from 
duties October 2019)

ZACK MILLER
Founder, Editor Tearsheet

Board Member, Sleep Apnea 
Patient

A. JOSEPH BORELLI, JR., MD
Founder, President and Medical 
Director of 3T MRI at Belfair in 
Bluffton, SC. 

Board Member, UARS Patient

ANNE BOWDIDGE
Corporate Communications 
Consultant, Anne Bowdidge 
Consulting

Board Member, Sleep Apnea 
Patient

Board of Directors
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ASAA Programs 
The mission of the American Sleep Apnea Association 

(ASAA) is to improve the lives of sleep apnea patients. 

We accomplish this mission through education, services, 

peer-support, research, and advocacy. At the ASAA, 

we envision a world in which no one suffers from sleep 

apnea because it is easily diagnosed and cured. In the 

meantime, we work towards a world in which sleep 

apnea is promptly diagnosed in adults or children; 

treatments are affordable, convenient, and highly 

effective; and patient voices are an essential element 

guiding healthcare delivery.
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AWAKE
The “Alert, Well, and Keeping Energetic” (AWAKE) Network of support groups provides in-person and online support 

for sleep apnea patients and caregivers. In FY18/19 the ASAA developed the first official curricula modules for the 

peer support groups based on the needs, preferences, and interests expressed in our 2018 AWAKESleepApnea Survey. 

This curriculum was rolled out to our in-person groups, and presented live to our AWAKE Sleep Health Facebook 

group. In FY18/19:

• The ASAA AWAKE website forum has 1,462 registered users. In additional to registered users (who can comment 

on posts) there are an additional 9,800 (average per quarter) users who visit and read the forum.

• The AWAKE Sleep Health Group on Facebook had 1,421 active members.

• There were 44 active AWAKE groups across the country, including 10 added in FY 18/19. The ASAA actively 

supports our existing AWAKE groups and encourages more groups to join. As we propel the program forward, we 

are focusing our efforts on growing the online AWAKE community via our Facebook Group (AWAKE Sleep Health), 

our online Forum and through an increased output of registered webinars and events.
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Education & Awareness Programs
Much of the ASAA’s educational materials are shared across our social media channels, where 

patients can engage and discuss the content within a community of peers. We also host events 

on Zoom and Facebook Live, which covered topics of interest to sleep apnea patients.

ASAA Facebook page has 92,357 followers

AWAKE Sleep Health Group on Facebook has 1,421 active members

Offered 12 LIVE events on Facebook and Zoom, with an average 
attendance of 808 people. Topics included Pain and Sleep; Sleep 

Aids; Learning About My CPAP; several AWAKE curriculum modules; 
and patient interviews

1,309,472 visitors 
to sleepapnea.org 

and 2,630,025 page-
views for the fiscal 

year

9,122 Twitter followers  
@sleepapneaorg  

@sleeptember  
@SleepHealthApp.  

Tweets gained 380K 
impressions over the year

2,685 LinkedIn group 
members and 1,805 

followers

Grew YouTube 
channel subscribers 
from 17 to 141, and 
views from 1,600 to 

6,100

Attended 10 sleep 
conferences, including the 

2019 AASM SLEEP conference, 
providing educational 

materials on sleep apnea to 
patients, academics, industry 
representatives, and medical 

professionals

E-mail newsletter list 
of 31,810 subscribers
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https://www.facebook.com/sleepapneaorg/
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https://www.sleepapnea.org
https://twitter.com/sleepapneaorg
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CPAP Assistance Program (CAP)
The CPAP Assistance Program provides low-cost CPAP machines and supplies to 

low-income, uninsured, or underinsured sleep apnea patients. At the ASAA, we 

believe no one should go untreated due to financial hardship or other issues. It is 

our goal to help as many patients as possible get the treatment that they need. 

In FY18/19, the CAP program provided between 177 to 314 CPAP machines or 

supply packages per month, for a total of 2,684 CPAPs and supply packages 

shipped!

The CPAP Assistance Program relies on donations of machines and supplies 

from equipment manufacturers, and donations of gently used machines from 

individuals. If you have a gently used CPAP machine or new supplies (in unopened 

packaging) that you would like to donate, please visit the CAP page on our website 

for donation instructions. 

We would like to thank ResMed for their donation of 1,300 CPAP machines, and 

AeroFlow/Moffit for their donation of 1,034 masks! If your company would like to 

donate CPAP machines or supplies, please contact our CAP Program Manager via 

email manager@sleepapnea.org. 

“Thank-you very much, 

if it wasn’t for this 

program I wouldn’t 

be able to afford a 

replacement for my 

damaged machine  

for a very long time.”

– William M, NE
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SLEEPtember 2018
Sleeptember is the ASAA’s annual, month-long September campaign to connect the dots between sleep and your 

quality of life. During Sleeptember 2018, we released our AWAKESleepApnea Report, from our June 8, 2018, Patient-

Focused Medical Product Development Initiative with the FDA. The report summarized the findings from our 2018 

AWAKESleepApnea Survey of 5,630 patients and caregivers.

The ASAA also hosted a “Profiles of Sleep Apnea” series for Sleeptember, with written stories, photographs, and video 

interviews of sleep apnea patients, caregivers, and physicians. We released a new portrait each day in September to 

highlight the diverse experiences of real people living with this disorder. 

RAISING VOICES 

FOR PROGRESS  

IN TREATMENT  

AND CARE:

Report of the Patient-Focused Medical 

Product Development Meeting on 

Obstructive Sleep Apnea

sleepapnea org.
s American Sleep Apnea Association

SEPT

Click above to watch “Profiles of Sleep Apnea” series

< Click to read  
the full report
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“Difficulty thinking and with memory was 

one of the scariest aspects of sleep apnea. 

I had difficulty recalling words. I was very 

forgetful about bringing things with me 

places or what my children had just asked 

me to do with them. Losing my cognitive 

ability was one of the things that  

   prompted me to 

    seek out 

    treatment.”

     – Erin Taylor, CO

https://www.sleepapnea.org/wp-content/uploads/2018/09/AWAKE_Report_Final_LowRes.pdf
https://www.sleeptember.org
https://www.sleepapnea.org/wp-content/uploads/2018/09/AWAKE_Report_Final_LowRes.pdf
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Research 
In order to improve sleep apnea treatments and patient 

experiences, the ASAA partners with academic experts 

to conduct patient-centered research into sleep apnea 

and related conditions. Our two most prominent 

studies in FY18/19 were the O2verlap study, and our 

SleepHealth App. 
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O2verlap
Did you know that about 60% of people with both Chronic Obstructive Pulmonary Disease (COPD) and obstructive 

sleep apnea (known as “Overlap Syndrome”) are not using their continuous positive airway pressure (CPAP) mask as 

prescribed? This is dangerous because it creates an increased risk for flare-ups and hospitalizations. The Overlap study, 

conducted by the COPD Foundation in conjunction with the ASAA, investigates if an interactive online classroom will 

help people living with Overlap Syndrome use their sleep masks properly. This study closed in May 2019. To see the 

results of the ASAA’s sleep apnea research, please visit our website’s “Research” page in early 2020.

SleepHealth App
SleepHealth is a Mobile App Study and Wellness tool created by the ASAA and the University of California San Diego 

and powered by Apple’s ResearchKit and IBM Watson Health Cloud. The SleepHealth App is a personalized tool that 

helps patients gain greater insight into their sleep habits and sleep issues, learn how sleep is associated with other 

conditions they may have, and take charge of their health. Patients can keep track of their daily physical activity, sleep 

habits and daytime alertness in order better understand how their sleep impacts their health, safety, productivity and 

well-being. The app also provides daily checklists for getting a good night’s sleep.

In 2018, the SleepHealth app enrolled 1,711 new participants, and has been continually gathering data from study 

participants. 
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https://www.sleepapnea.org/about/research
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Meet Dr. CG, 
ONE OF sleep apnea's 
greatest pioneers

Looking Ahead….
We would like to take this 

opportunity to mention a few 

important highlights that took 

place after June 30, 2019.

AWAKETOGETHER Summit
The AWAKETOGETHER Summit held in the Presidio 

of San Francisco, CA on September 19, 2019, was the 

highlight of the 2019 SLEEPtember campaign. You 

can see the recordings of the patient focused event, 

speakers and topics covered here. We will be hosting 

our 3rd Patient Summit in the Southeast US in May 

2020, be on the lookout for more details soon. 

Right Under Your Nose Campaign
Right Under Your Nose Campaign in tribute to Dr. 

Christian Guilleminault. In step with honoring the 

work most important to Dr. Guilleminault (Dr. CG), the 

American Sleep Apnea Association will launch the “Right 

Under Your Nose” campaign which will continue Dr. 

CG’s  passion and vision towards early recognition in 

pediatrics, multidisciplinary care, as well as searching for 

a potential cure for pediatric sleep apnea. Learn more 

about Dr. CG and his his life’s work here.
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https://www.sleepapnea.org/awake-together-2019-conference-videos/
https://www.sleepapnea.org/in-honor-of-dr-christian-guilleminault/


ss
American Sleep Apnea Association

apnea.orgsleep

FinancialS
The ASAA highly values fiscal 

responsibility, efficiency, and 

transparency. We are especially 

proud of our 5.7% overhead 

costs, allowing us to devote 

94.3% of all income to our 

programs!

Grants 
$238,288.25 

INCOME SOURCES

Contributions 
$62,985.71

Program Income 
$248,941.59

Sleeptember 
$300,270.94

CAP 
$224,114.33

General Outreach 
$85,325.71

AWAKE 
$87,843.80

Admin 
$26,596.24

Fundraising 
$15,243.64

PROGRAM EXPENSES
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Donors 
The ASAA extends our 

heartfelt thanks to all 

our generous donors 

and grantors! Without 

your financial support, 

we would not be 

able to carry out our 

mission. Thank you 

so much to everyone 

who has helped the 

ASAA improve the 

lives of sleep apnea 

patients!

If you wish to support the 

critical, patient-centered 

work of the ASAA, please 

visit the donation page of 

our website to make your 

contribution today. Your 

contribution will improve 

the lives of patients living 

with sleep apnea! 

PLATINUM 
SUPPORTERS 
($50,000+)

Jazz Pharmaceuticals Inc.

GOLD SUPPORTERS  
($10,000 - $49,999)

Isabelle Amdur

Adam Amdur*

SLIVER SUPPORTERS  
($1,000 - $9,999)

Trailhead Institute

Aaron B Cohen

Susan Cummings

BRONZE SUPPORTERS  
($1 - $999)

Abraham Garcia

Addison Bain

Adrianne Bond

Akishia Edlow

Al Gysin

Alfred Gysin

Amber Thacker

America’s Charities

Amy Desmarais

Andrew Bourne

Andy Hoagland

Angel Mellott

Angela Harrison

Ann Arnesen

Anne Cates

Annette Ables

Ariana Stevens

Armani Ramos

Artemio Dumaoang

Barbara Currie

Barrie Turney

Barry Tayman

Bessie Arnold

Bill Thompson

Bob Beeley

Bonnie Juarez

Brenda McCauley

Brendan Duffy

Brett Young

Brian Johnson

Brooke Carson

Bruce Klastorin

Bryan Juwig

Campo Brothers

Carlene Daniels

Carol Pope-Geesey

Carolyn Lensch

Catherine Cormack

Catherine Hogan

Cathy Poulsen

CB Acker Associates 
Insurance Services

Cecilia Imani

Celeste James

Charles Plyter Jr.

Charles Rihm

Cherise Bates

Cheryl Scott

Chris Mueller

Christina Vento

Christy Klasse

Cindy Williams

Clarissa Marshall

Clyde Converse

Cody New

Cole Lilly

Colleen Carlin

Cyndy Michaels

Cynthia Mattice

Cynthia Sanchez

Dan Hass

Dana Marthakis

Danielle Hudson

Dannielle Mcrae

David Gleason

David Osburn

David Schleicher

David White

Deanna Damonte

Deanna Stathis

Deb Moore Lejeune

Debbie Bice

Debbie Harty

Debbie Lawson 
Dougherty

Desiree M Loucks Baer

Diane Newsom

Dilip Amin

Donna Naidl

Donovan Morrow

Doreen Dennis

Douglas Macdonald

Dyanna McCoy

Earl Bledsoe

Edward Grandi

Edwin Myers

Elizabeth Johnson

Elizabeth Meicher

Ellen Terry

Emma King

Eric Teperman

Erica Gupta

Etta Delmar

Eugena Jenkins-Brooks

Falan Austin

Fayrene Rogers

George Panko

George Yaranon

Gerry Taylor

Gilles Frydman

Grant Johnson

Gretchen O’Shea LPC

Heather Skilton Giampapa

Heena Panchal

Heidi Knode

Helene Golombek

Hussam Eltayeb

International Monetary 
Fund

Ira Eick

Jaime Heath

James Ayotte

James Verburg

Jamica Baker

Jan Garrett

Janet McNamee

Janet Miller

Janet Schneider

Janice Barron

JaToria Jones

Jean Krupski

Jeffery Mathis Jr.

Jenn Mayes

Jennifer Leonard

Jeremy Giroir

Jesika Riewe

Jessica Courson

Jessica Treneer

Jim Lemaster

Jo Delong

Jody Reduto

Joelle Dobrow

Joey Kesner

John Morris

Jonathan Artman

Joseph Anderson

Joseph Campbell

Josephine Kumar

Josh Treneer

Joy Faunce

Joyce Terry-Willis

Judy Bucholtz Treneer

Julia Kerr

Julie Noble

Julz Dewitte

June Bouha

Justin Curletta

Justine Amdur

Kara Hawley

Katey Abernathy

Kelly Bates

Ken Hubbard

Kenny Gallagher

Kent Grimes

Kevin Howe

Kierston Bennett

Kimberly Martin

Kris Sanders Sipples

Kristy Holland

Lakeila Stemmons

LaRhonda Ealey

Laura Linley

Laura Rasmussen

Laurence Amar

Lauri Ogden

Laurie Childs

Lawrence Toole

Leann Taylor

Leta Blue

Lexi Whitaker

Libby Wilcox

Linda Kroutter

Linda Marroquin

Liz Allen

Liz Franklin

Lloyd Reber III

Lora Arrington Fleming

Lynne White

Malsha Willis

Marc Mitchell

Marcie Coker

Marguerite Lonergan

Marie McDonald

Mark Brown

Mark Skillin

Mary Ann

Mary Kay Plyter

Mary Lynch

Mary Preston

Melissa Beckson Grello

Meredith Copeland

Michael Niebling

Michael Patterson

Michael Pesa

Michelle Caliendo

Michelle Elia

Miggityy Mangss

Miriam Vitale

Mitesh Ochaney

Monte Lee-Wen

Nadim El-haddad

Nagarajan Pattabiraman

Nancy Baker Daiker

Nancy Ching

Nat Ridley

Nate Goodwyn

Nathaniel Satya

Ned Patrick

Neil Bienstock

Network for Good

Nikki Hoyt

Nyika Wright

Patty Bills

Paul Bianchi

Penny Lynn

Peter Blair

Priya Sukumar

Rachael Faunce

Rachel Spiller

Randi Poch

Raymond Loy

RCN

Rebecca Bennett

Rebecca Kachuriak

Reuben James Laigo

Rhonda Echols

Richard Bren

Richard Williams

Ricky Williams

Robert Mayfield

Ronald Kinsey

Ronald Richard

Rosalie Cespuglio

Ruth Ann McCallum

Ruthie Meister

Ryan Smith

Sally Watson

San Juanita Sanchez*

Sandra Benoit

Sandra Coffelt

Sandra Hillery

Sandra Ion

Satch Nanda

Satish Jaiswal

Sean Harshaw

Shakur Summers

Shari Lewis

Sharie Chapman

Sherry Holley

Stephanie McKay

Stephen Sanchez

Stephen Young

Steve Gale

Sue Rice

Susan Bigler

Susan John

Susan Piffier

Susan Steenstrup

Suzette Eastham

Tanya Larosa

Tasha Moss

Tawana H

Teresa Stanley

Terri Kocourek

Theresa Shumard*

Thomas Atwater

Thomas Eblen

Tina Powers

Todd Shimkus

Todd Vainisi

Tom Pence

Tonya Frazier

Tracey Anderson

Traci Byrd

TripAdvisor LLC

Tristan Oberlin

Ty Stevens

Valerie Mead

Varoujan Varoujanian

Varun Devulapalli

Venus Figueroa

Vic Brisbin

Vicky Wilkerson

Vikki Celaya-Hammond

Walter Smith

Wanda Doran

Will Headapohl*

William Oseghale

William Hughes

William Jarema

Yvette Johnson

Zaine Gullion
The * denotes supporting ASAA Board Members
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Headquarters 

641 S Street, NW, 3rd Floor 

Washington, DC 20001-5196

Phone 888.293.3650 

Fax 888.293.3650 

Email asaa@sleepapnea.org 

Web sleepapnea.org

A.W.A.K.E. Patient Support Network 

awake@sleepapnea.org
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