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Dear Friends,

We are pleased to share the 2021 COPD Foundation Annual Report, highlighting our patientcentric approach to improving lung health, which is at the heart of all we do.
While we are eager to share our accomplishments, we would be remiss to ignore what is
happening on the world stage.
Worldwide, we all live with the impact of COVID-19 – those taken too soon – and the lifelong
respiratory challenges facing survivors.
Fires across the western United States, Australia, and other countries created smoke, ash, and
unhealthy conditions in the air that we all breathe.
And, we know all too well from the lessons of 9-11 that breathing in the debris, dust, and matter
from burning buildings is detrimental to first responders and all who live in affected areas, creating
long-term health implications. Amplify those lessons by the millions when you add the effect of
bombings and fires in war zones around the world.
Unfortunately, these problems will increase unless we and others in the global health community
continue to advocate and influence for more funding, research, and policies that change our
course and make breathing a priority.
This past year, the COPD Foundation focused on several patient-centric lung health priorities to
support our community and address global lung health concerns, including:

• Studies to understand the patient-priority research agenda for the Foundation, reaffirming our

RUTH TAL-SINGER, PhD

JAMES D. CRAPO, MD

President & CEO

Board Chair

commitment to developing cures and engaging patients at all stages of research.
• Expanding our board of directors, community engagement committee, and leadership team to
improve diversity and inclusion in all that we do.
• Expanding our scientific, medical, and operational team to increase the impact we have on
research and development of innovative treatments for chronic lung diseases.
• Elevating bronchiectasis and NTM lung disease from an initiative to a key focus.
• Advocating for safe, effective, and affordable oxygen therapy, improvements in the regulatory
drug development process, and for clean air, tobacco and vaping control, and vaccines.
We also introduced a successful COPD awareness program, Lace-Up for Lungs, highlighting the
need for better breathing and lung health, exercise and activity, and quality of life and caring for
those impacted by COPD.
Thank you for supporting our mission this past year and recognizing the need for prioritizing
global lung health. We look forward to working with you in 2022.
Respectfully,

Ruth and James
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BRIDGE: Prioritizing
the Patient and
Caregiver Agenda
Patient priorities are at the heart of our research
efforts at the Foundation. In 2021, the Foundation
completed a two-year project, Bridging the Gap
Between Patients/Caregivers and COPD Research
(BRIDGE), funded by the Patient-Centered Outcomes
Research Institute (PCORI), with the Foundation’s
goal to increase the voice of the patient and caregiver
in research and development in our COPD360Net®
initiative.
The COPD Patient-Powered Research Network® (COPD PPRN) BRIDGE Project
developed a research agenda focused on patient and caregiver priorities. PPRN
study participants were asked, “What research in COPD matters to you?” The 3,000
responses included 500 free text comments the Foundation team, in partnership
with a patient and caregiver advisory board, segmented into 25 categories. Members
of the Foundation’s COPD360social® community then voted for their top choices,
resulting in new patient and caregiver research priorities for the Foundation.
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REVERSE/

CURE
COPD

A patient-driven research agenda evolved based on
results. Top patient priorities include curing COPD,
better therapeutics for shortness of breath and flareups, and improving symptoms.
“At the time, we didn’t have a cure as part of our mission,”
said Cara Pasquale, Vice President of COPD360Net
and program co-lead. “But our patients confirmed they
want a cure. Today, our revised mission statement
reflects their priorities,” Cara added.
What’s more, research at the Foundation will map back
to the patient prioritization goals realized in the BRIDGE
project, a unique approach that the Foundation believes
will also benefit its partners and funders. To see the
research agenda, visit the BRIDGE project online.

“When I joined a research team as a patient
investigator for the first time, I quickly learned
how much a patient’s point of view can positively
impact a study. I am grateful for the opportunity to
participate as part of a study team and encourage
other patients to become investigators and
improve the quality of research studies through
their lived experiences.”
– Mary Ellen Houlihan, Patient Investigator and Governing
Board Member, COPD PPRN

“I believe that as patients, we need to be, and
must be, involved in research projects. I am
a patient investigator to help ensure that our
needs and concerns are addressed -- not just
those of the medical community. Patients have
‘lived’ experiences that may be totally different
from that of the researchers and are vitally
important to be incorporated in any research.”
– Karen Deitemeyer, Patient Investigator and
Governing Board Member, COPD PPRN

Cara Pasquale

Vice President of COPD360Net
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COPD360Net: Mapping
a Path Forward for
Development of Chronic
Lung Disease Treatments

Over the past year, COPD360Net expanded its
accredited centers and practice-based research
networks to 19, including international sites and
several primary care networks. What’s more,
COPD360Net increased its drug development
and research partnerships in 2021 and welcomed
a new partner in early 2022.

To move the needle on finding new therapies and eventually a
cure for COPD, bronchiectasis, and NTM lung disease, strategic
partnerships with industry, academics, and the Foundation’s digital
health and therapeutics network, COPD360Net, provide the
opportunity to map a path forward. The COPD Foundation’s growing
team of scientific and medical experts brings together many years
of innovation, research, and drug development experience as
evidenced by successful delivery of nine medicines to patients.
This expertise is mobilized through COPD360Net® to accelerate
innovation in the development and adoption of treatments that
matter to patients.

Accredited
Research &
Primary Care
Centers
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Medical and Scientific
Team Grows
In 2021, the Foundation’s medical, scientific, and operational team expanded, bringing
a new level of research and patient-centered development expertise to COPD360Net.
The team is experienced in bringing multiple therapeutic products to patients and setting
the Foundation apart as experts in supporting and facilitating clinical development
and adoption of new treatments addressing the needs of our community. New team
members include:

Timothy Aksamit, MD, Bronchiectasis and NTM 360 Medical Director.
Tim is a consultant and Associate Professor in the Pulmonary Disease
and Critical Care Medicine at Mayo Clinic and Mayo Mycobacterial and
Bronchiectasis Clinic Director. His role is to support the Foundation’s
bronchiectasis and NTM strategy.

Courtney Crim, MD, COPD360Net Medical Director. Courtney has worked
in academic medicine at the University of North Carolina at Chapel Hill
School of Medicine and spent more than 20 years with GlaxoSmithKline
(GSK). His role at the Foundation is to support clinical development of
COPD360Net pipeline and contribute to our education and outreach
efforts.

Alan Hamilton, PhD, Senior Director of Research. Alan has over 20
years in senior scientific positions with Boehringer Ingelheim. Alan is a
leading expert in assessing the impact of treatment on exercise capacity
and leads the Foundation’s efforts in developing clinical outcomes that
matter to patients.
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Nicholas Locantore, PhD, Senior Statistical Director
for the Foundation. Nick has more than 20 years of
experience in clinical research, statistical consulting,
and digital data integration. At the Foundation, Nick
is primarily engaged with the COPD PPRN.

Bruce Miller, PhD, COPD360Net Senior Scientific
Director. Bruce spent several years working in the
pharmaceutical industry focused on early-stage
clinical development and is an expert on lung
microbiome and biomarkers in COPD. Bruce leads
the COPD360Net pipeline evaluation committee
and supports clinical development by partner
companies.
Richard Mularski, MD, PPRN Medical Director.
Richard leads health services research at the
Kaiser Permanente Center for Health Research and
is a professor at Oregon Health & Science (OHSU)
and Kaiser Permanente Bernard J. Tyson School of
Medicine. Richard is the co-patient investigator of
the COPD PPRN and a member of COPD360Net.

Cara B. Pasquale, MPH, PMP, was promoted to
Vice President of COPD360Net in 2021. Cara has
been with the Foundation since 2014, building the
COPD PPRN and increasing patient and caregiver
engagement. Today, she leads the Foundation’s
Digital Health and Therapeutics Accelerator
Network.

Julie Yates, BS, Senior Clinical Investigation
Director. Julie brings expertise in late-stage
clinical development experience with respiratory
medicines and worked with GlaxoSmithKline (GSK)
for more than 30 years.
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A New Phase Takes Shape

2021 Annual Report

If your patient is suffering from symptoms or a
confirmed case of NTM lung disease, visit our
website for more information about our

FREE home sputum pilot program.
Ensure your patients have access to

This past year, the COPD Foundation reinforced the importance of
bronchiectasis and NTM lung disease by adding them prominently to
its mission. The Bronchiectasis and NTM Initiative also shed its single
initiative moniker with a rebranding to Bronchiectasis and NTM 360 in
late 2021.
What began as the Bronchiectasis Research Registry in 2007 evolved
to include the BronchandNTM360social community and ambassador
program. The addition of an at-home sputum collection pilot program in
2021 further cemented the patient-driven focus and holistic approach of
the recently christened Bronchiectasis and NTM 360.
With new leadership, including the promotion of Delia
P. Oliver, to Vice President of Bronchiectasis and
NTM 360, the inclusion of Timothy R. Aksamit, MD, as
Bronchiectasis and NTM 360 medical director, and
onboarding of Director of Bronchiectasis and NTM
Research and Education, Christina Hunt, RRT, the
Bronchiectasis and NTM 360 team got to work on its
mission-driven approaches.

full-service mycobacteriology
laboratory testing from the safety
and comfort of their own homes and
help us reduce the gap between onset
of symptoms and diagnosis.

Space for this pilot program is limited!

The home sputum pilot program launched in 2021.

“We’re focused on increasing disease awareness, educational
resources for impacted individuals and health care professionals, and
community engagement, while also strengthening our commitment to
research and the development of therapeutics for bronchiectasis and
NTM,” Delia said.
Heading into 2022, Delia and the team, in partnership with more than
16 global patient advocacy organizations and professional societies,
announced the declaration of World Bronchiectasis Day, to be observed
annually on July 1 to raise awareness of the disease as a worldwide
health issue.
To learn more, visit www.worldbronchiectasisday.org.

Delia P. Oliver

Vice President of Bronchiectasis and
NTM 360
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COPD Education:
Empowering Learners
On Their Lung Health
Journey
The COPD Foundation’s education team is dedicated to improving
awareness, understanding, and behavior change in people with
COPD, bronchiectasis, and NTM lung disease and those who
care for them. Our educational strategic direction is created with
the input of our Community Engagement Committee (CEnCo),
comprised of people with lung disease, family members, and
health care professionals, and with input from the Foundation’s
Medical and Scientific Leadership Team experts.

“A great organization with wonderful
resources. . . If you have COPD, this is a
great place to learn about your disease.”
- COPD community member

Lace-Up For Lungs
Supporter
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The symptoms of COPD can be different
for each person. Symptoms can also vary
from day to day, with some days being
worse than others. Common symptoms
of COPD include:

Some of these symptoms can
be related to other diseases,
such as heart problems, obesity,
asthma, allergies, and other
conditions. It is important to tell
your health care provider if you
are experiencing any of these
symptoms.

• Shortness of breath
• A frequent cough with or without
mucus
• Wheezing (a whistling sound
when you breathe in or out)
• Chest tightness

More Healthy Living

• Get a flu shot every year and ask your health care provider about
the pneumonia shot, COVID-19 shot, and others. Vaccinations are
important, especially for people with COPD.
• Complete the My COPD Action Plan. It is important to have a plan in
case of a flare-up. Fill out the My COPD Action Plan with your health
care provider and keep it handy. Follow the plan when you’re feeling
well, and when you are having a flare-up. You can find a free copy of the
My COPD Action Plan on the COPD Foundation website at
copdf.co/my-copd-action-plan.
Tips for Living Well with COPD
Health and Safety

Many people with COPD also have
additional chronic diseases. These are
called comorbidities. Talk to your health
care provider if you have other symptoms
even if you think they are not related to
your COPD.

• If you are a smoker, make a plan to quit.
• Vaccinations are important. Get a flu shot every year and talk to your health care provider about
the pneumonia shot, COVID-19 shot, and other vaccinations.
• Eat a well balanced diet and maintain a healthy weight.
• Notify your health care provider at the first sign of an infection or exacerbation (flare-up).
_____
____________
• Take medications
as prescribed.
____ Date:exactly
________________________
• Avoid people who are____________
sick.
____
My Name: ____________
Phone:
www.copd360social.org
_________
• Wash
your hands often or use hand sanitizer and avoid touching your face.
N My Doctor’s Name: ________________________
____
COPD FOUNDATIO
____________
on a
Phone:
• Avoid________
breathing
in allergens
and irritants, includingperform
secondhand
smoke.
these activities
PLAN
your ability to
IT’S MY COPD ACTION n.org Emergency Contact: ________________________
Think about
show how rehabilitation.
it topulmonary
visits.
• Talk withto
your
health
care
provider
about activity,
exercise, and
ofﬁce
doctor’s
www.copdfoundatio
Check the box below
with a complete list
be able to do again.
and inhalers along
• If you use supplemental
(extra)
oxygen, use it as prescribed.
you would like to
all your medicines
write in an activity
section below. Bring
the last (blank) column
• See your doctor at least once or twice per year, even if you feel well.
Please complete the
in each column. In
and your family.
Place one check mark
you healthcare team
typical “green” day.
EXERCISING
• Talk aboutCLIMBING
your feelings
with a SLEEPING
friend, family
member,COOKING
or support group. If you feel overwhelmed, talk to a mental health professional.
Share this goal with
that activity now.
WORKING
difﬁcult it is to do
WALKING
BRUSHING BATHING/
• If you planSTAIRS
to travel, talk to your health care provider in advance about your trip goals and plans.
MAKING
CLEANING

MY BED

MY TEETH

SHOWERING

Tools and Techniques

I can do this
limitations
I can do this w/minor
I struggle to do this
I cannot do this

• If you have trouble clearing mucus, ask your health care professional about coughing techniques and devices that help clear your lungs.
and Red days.
use on your
for when
• Used pursed medications
lip breathing
you Yellow
feel short of breath.
section on special
to complete this • Monitor your health status with the COPD Assessment Test (CAT).
with your doctor
Instructions: Work
ActionAction Plan with your health care provider and keep it handy.
• Complete theTake
My COPD
medications as prescribed
take all directives
I will
Me
• Learn more about
advance
your end-of-life wishes will be honored.
appointments
A Normal Day for
doctorso

My
Yellow
Days

Pulmonary Rehabilitation & Exercise

My
Red
Days

My breathing is normal normal
are
My cough and mucus
My sleeping is normal
are normal
My eating and appetite
normal
My activity level is

I will keep routine
prescribed
I will use oxygen as
exercise and eat regularly

air days
& bad
Resources forII will
Individuals
with
COPD
avoid all inhaled irritants
will
Plan every 6 months
I will update my COPD

Action

• For more information on these topics, visit our website at www.copdfoundation.org.

• Download the COPD
Foundation Guidesuse
for pursed-lips
Better Living
series at copdf.co/guides.
breathing
Take Action
my activity and
limitjourney
I willyour
prescribed
• For more support on
with COPD,
our online community, COPD360social at www.COPD360social.org.
as visit
go away
will take regular medications
fever that doesn’t
my doctor today
relief helpful Itools
to Consultant
•without
Find more
in the COPD
Pocket
Guidemy
app
for smartphones.
changes
I have a low grade
doctor
I will report these
of rescue medications
prearranged with
of mucus
medications*
I have increased use
or amount
special
Download
the appI for
Google
Play or Apple’s
App Store.
starton
willfree
color, thickness, odor
_________________________
sleeping
I have a change in
which includes: ______________________________________
normal or have trouble
I am more tired than
____________
personal use only. Permission
required for all other uses.
__________________________For
ankle swelling
_____________
I have new or more
__________________________
than normal
I am more breathless
a cold
I feel like I am catching

Pulmonary rehabilitation is a program that includes
exercise, education, and emotional support for
people with COPD. Many different types of health
care professionals work with you in the program,
such as respiratory therapists, nurses, physical
therapists, and dietitians. You will work with this
team to build up your stamina and strength.
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Take Action
pursed-lips breathing
Action
my activity and use
Take
I will limit
as prescribed
medications
away
regular
911 right
take
call
I will
I will
____________________
to my doctor today
special medications*:
my
thesechanges
report
startthese
I will
use of
I will
prearranged with ____________
amount of mucus
I Ihave
disorientation, confusion
odor or pain
haveincreased
__
__________________________
start special medications*
____________
I will
_____________
in color, thickness,
_____________
of breath or chest sleeping
change
_____________
shortness
_____________
I Ihave
haveasevere
_____________
have
or lips
ﬁngers
which includes:
ortrouble
normalmy
doctor
thanaround
_____________
tired
_____________________
more
color
I Iam
a blue
have
ankle swelling
__________________________ _____________________
new or more
up blood
I Ihave
am coughing
every 6 months.
than normal
__________________________
and should be updated
I am more breathless
can be used daily
a cold
My COPD Action Plan
I feel like I am catching
______________
of My COPD Action

A Bad Day for Me
away
Away
Rightgo
doesn’t
Help
fever that
I Need
grade
When
a low
Day
without relief
I have
A Bad
or slurring of speech
rescue medications

25

Many people believe that if they are short of
breath, they should not exercise. This is not true.
Exercise can help improve your breathing and help
you feel better. You don’t have to join a health club
or do difficult exercises. Even simply increasing
your daily activities can help improve your health.
You and your pulmonary rehabilitation team will
design an exercise plan that’s right for you.

Talk with your health care
provider if you are interested
in pulmonary rehabilitation.
These programs are covered by
insurance, but a prescription from
a health care provider is required.

My COPD Journey Gameboard

DIRECTIONS:

Use this game board to help you discover how to
use the PCG app.
Follow the arrows clockwise and become familiar
with tools to help you live well with COPD.

GOALS:

21
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OBJECTIVES:
#1 Help you feel confident managing your COPD.

if
How Do I Know

I Need Oxygen

if
How Do I Know

Therapy?

y?
n Therapcommunication
#2
Improve
between you and your health care team.
yge
I Need Ox
l will decide if you

professiona
Your health care
s like:
order some test

apy . They may
need oxygen ther

What are your COPD goals? Watch the
goal setting video on the CIRCLES
website at https://copdf.co/circles.

Review your goals and this gameboard. Update

goals
needed.
suresasthe
that mea
Pulse Oximetry is a special light your
ed on your
A pulse oximeter
The light is plac
l .
your blood .
oxygen levels in
s your oxygen leve
indirectly measure
ever, it
finger or ear and
and 100% . How
are between 90
ings
ings
Normal read
COPD to have read
with
ple
peo
for
is not uncommon
between 90-95% .

Normal Airway

Bronchitis
Increased
Mucus
Loss of
Cilia

When your body
Damaged

can’t get enough

Test or Shuttle

Test)

inute Walk
do
walking you can
sure how much
e tests, a pulse
Walk tests mea
thless . During thes le you walk .
brea
before you feel
l whi
leve
en
oxyg
r
COPD is caused by cigarette smoking, secondhand smoke, and breathing
sures you
dust,
s work
mea
oximeter in
how well your lung
fumes, or chemicals at work or at home . COPD can also be caused by alpha-1
ortant to measure
imptalk
oxygen during
It isLet’s
antitrypsin deficiency, which is a genetic or inherited disorder .
more Your body needs more
harder .
about each of these now .
during exercise .
cles are working
mus
r
you
to get enough
exercise because
may not be able
Smoking
r oxygen
you
if
,
With COPD, you
test
the
y . During
might
en into your bod
oxyg
Smoking is the number one cause
Smoke contains
more than 4,000
less than 90%), you
s too low (usually
of COPD in the United States .
l drop
chemicals . 40 of them
levecause
cancer .
apy with activity
need oxygen ther

what causes copd?

CO PD

Walk Tests (6-M

3

1

lOWER

OXYGEN

LEVELS

Smoke causes irritation
and inflammation
of the lungs .

may need
en, you smoke
oxygTobacco

Smoking destroys
lung tissue .

2
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oxygen
to measure the
Gas Test
Arterial Blood gas test is the most accurate way t blood tests . Instead

d
can overwhelm
different than mos
An arterial bloo
ause arteries
d . This test is a little
the body’s
artery . That is bec
Wall
d
level in your bloo
is taken from an
defenses,
ll amount of bloo
d from a vein, it
bloo
ng
y . In this test, a sma t measurement
taki
of
bod
causing COPD .
exac
to be used by the
an
Airway
s
Airway
en
give
oxyg
test
the
y
carr
in your wrist . This
if the area is not
ry
ble
arte
orta
an
mphysema
of
omf
your
is taken out
be a little unc
mmHg .
the easier, enjoy
If you’re a smoker, try to quit . Benefits of quitting may include:
your blood . It can
een 80 and 100
It will help you brea exercise more .
of the oxygen in
en values are betw
en the alveoli (air sacs) and the tissue around rite
ities, and
become
activ
damaged, it
mal blood oxyg
favo them
alled emphysema . In emphysema, the walls inside the alveoli disappear .
numbed first . Nor
en • Decreased risk of heart disease, lung disease, and cancer
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2

t oxyg

more abou
hout their walls, the tiny sacs combine to make larger sacs .
talklarger
• Less shortness of breath and coughing
Butwill
those
In this guide, we
age your COP•D .More energy
s don’t work well . They can’t expand and contract
move
airitinwill
andhelp
out .man
how
pytoand
ey also can’t absorb oxygen as easily, andthera
• Better liver function
air gets trapped in the lungs,
king it hard to breathe out completely . Your body also can’t get enough
• Better digestion
gen from the air sacs . When this happens, you feel short of breath .

page 1

ese larger sacs also cannot get rid of the carbon dioxide as well as they
uld . The buildup of carbon dioxide can lead to many problems throughout
body, including fuzzy thinking and feeling tired .
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page 6

Wallet Card/Medications

Exercise/Activity

1. Fill in the wallet card on the
app.
2. Ask your rehab team about
how to use your
medications correctly.
3. Watch the videos about
your medicines on the app.

1. Fill in the Activity Tracker
on the app.
2. Think about how you can
be more active.
3. How can activity help you
reach your COPD goals?
4. Watch the exercise video
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My COPD Action Plan
1. Click the statements in the
app that show how you feel
today.
2. Use this section of the app
every day to track your
symptoms.
3. For more help, watch the My

For My Next Visit
1. In the app, select questions
to ask your health care
team.
2. Select any symptoms that
have changed since your
last visit.
3. Practice adding your own
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• Learn how to clear your lungs with cou
coughing up mucus, ask your health care
tools and techniques available to help yo

• Eat well and maintain a healthy weigh
weight will help your breathing. If you a
will improve your strength and help yo
more quickly.

• Talk about your feelings. Sharing you
cares can be helpful. Talk with a spou
friend. Consider seeing a mental health
overwhelming or affect your daily activit

• Visit your doctor at least twice a year, ev
a written list of any concerns you have ab
other issues.

COPD FOUNDATION

Next update________
your doctor. The contents
or treatment.
medications, consult
advice, diagnosis
day after taking special substitute for professional medical
be a
not improved in one
required for all other uses.
is not intended to
* If symptoms are
For personal use only. Permission
purposes only and
Plan is for information

In pulmonary rehabilitation, you
will also learn about good nutrition
and how to live well with your
7
COPD. You can meet and talk with
other people who have COPD.
Pulmonary rehabilitation can help
you breathe better and stay more
active and independent.

• Try new breathing techniques. Your
respiratory therapist can help you lea
breathe more efficiently. Some breathing
such as pursed lip breathing, can help yo
reduce your shortness of breath. They ca
you learn positions and relaxation step
help you when you are feeling short of
learn more about pursed lip breathing an
Coping With COPD guide at copdf.co/gu

action

A Bad Day for Me

he bronchial tubes in the lungs become damaged over time, they become
tated and inflamed (swollen) . Smoking can cause the cilias in
e you feel
mak
your
bronchial
oxygen level can
Low
bes to slow down and eventually stop
working . This loss of cilia makes it
rder to cough up mucus . When you cough out mucus, we call it a “productive
ugh .” If you have a productive cough that lasts at least three months for two
ars in a row, this is called chronic bronchitis . Bronchitis means inflammation
the bronchial tubes .

Wall

Living with COPD can be challenging at
times. Once you know you have COPD and
begin treatment, there are many things
you can do to improve your breathing and
quality of life. You can:

My
Green
Days

hronic Bronchitis

Cilia

Oxygen
Tips for living Well with COPD

Symptoms of COPD

Our highly skilled multidisciplinary team of respiratory therapists,
physicians, and nurse educators operate as a team to engage,
educate, and empower learners wherever they are in their lung
health journey. We strive to make content accessible to many
audiences, translating complex medical information into simple
text and graphics that more people can understand regardless
of their education, culture or language.

ow that we know what COPD is, let’s learn more about the lung diseases that
ake up COPD .

Mucus
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Don’t make any diet changes
without talking to your health
care provider first.

While COPD is not a curable disease, it is tre
happy life with COPD. By taking your medic
correctly, eating right, and staying active, y
symptoms and enjoy a more active lifestyl
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In 2021, the Foundation educators partnered with U.S. and global organizations
to create and disseminate translated materials and to prioritize health equity
across communities by expanding education and its delivery through various
formats and media, including COPD podcasts and an interactive visual platform
for those newly diagnosed with COPD. Also, the community was introduced to
new, downloadable, and visually rich educational materials, including our Guides
for Better Living, and an updated Pocket Consultant Guide (PCG) app, available to
iOS and Android device users and a new virtual Harmonicas for Health® program.

Meet COPDF Educator
Stephanie Williams, BS, RRT
Sr. Director of Community Education Programs and registered respiratory
therapist Stephanie Williams loves her work. Every day for the past
seven years, Stephanie has had the honor of educating people with lung
conditions as they move through their lung health journeys.
Stephanie manages the Foundation’s COPD Readmissions Institutes for
health care professionals, designs innovative programs such as virtual
Harmonicas for Health®, and ensures the community is supported
through blog posts, social media events, educational webinars, quizzes,
games, and more.
“Having dedicated my career to supporting and caring for people, it is a
privilege to be part of such a hopeful, forward-thinking, and collaborative
organization,” Stephanie said.

COPD FOU N DATION
2022 Readmissions Institute

Stephanie Williams, BS, RRT
Senior Director of Community
Education Programs
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COPDF & Hospitals
Establish Respiratory
Navigator and Peer
Coach Program
In 2021, the COPD Foundation, in collaboration with Holy Cross Health,
established the Respiratory Navigator and Peer Coach Program
(RNPC), a hospital-based process improvement program designed to
extend crucial personalized care to individuals with COPD and related
lung conditions hospitalized for exacerbations or “flare-ups.”
The program, launched in July at the new Catherine Yardley
Comprehensive Pulmonary Center, assists patients in the post-acute
phase, including self-management at home. Patients work with an
on-site Holy Cross Health navigator and have the added benefit of
COPD360coach support
through the Foundation’s
online platform. The
Foundation also supports
patients with print and
online COPD educational
resources.

Ruth Tal-Singer, PhD, COPD Foundation President & CEO,
and Lace-Up for Lungs Supporter
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“We have been honored to provide our patients with enhanced pulmonary
care through our partnership with the COPD Foundation,” said Helen Visco,
RPT-NPS, CPFT, Clinical Manager of the COPD Clinic at the Catherine Yardley
Comprehensive Pulmonary Center. “The level of communication has been
beyond our expectations and has truly enhanced patient care experience.
Not only does it give us peace of mind, but more importantly, our patients feel
supported through their journey with lung disease.”

Also, in 2021, in collaboration with Johns Hopkins University and
Allegheny Health Network, the COPD Foundation developed a sixmonth peer-supported virtual pulmonary rehabilitation (VPR) process
improvement pilot program. COPD360 peer health coaches remotely
support and assist in patient adherence to physical activity aiming
to improve health outcomes. Goal setting and disease management
education are also included in the program.

Ask us how you can participate in
our Respiratory Navigator & Peer
Coach Program today!

Peer Coaches are patients
or caregivers (peers) who
are
trained to support other patien
ts and help them manage
their condition. They can answe
r your questions about taking
medicines, exercising, quitti
ng smoking, or using different
devices and health manageme
nt apps or programs.

After you leave the hospital,
you will have six calls with a
Peer
Coach - weekly calls for the
first month then two more
calls
within the next four months
after returning home.

During the RNPC Program, you
will still receive your health
care at Holy Cross Health.

Tips to manage your COPD
Get 1-to-1 support
COPD
Personalized guidance
COPD from another patient

You will receive educational
materials on topics such as
transitioning from the hospi
tal back home, eating well,
understanding your medic
ations, learning more about
COPD flare-ups, and oxygen.

COPD

F O U N D A T I O N®

F O U N D A T I O N®

The online COPD360Coach
platform provides access to
other health tools, videos, and
online chatting.

F O U N D A T I O N®

All in the comfort of your own home at no cost to you!
Questions?
Toll-free: 866.680.RNPC (7672)

COPD

F O U N D A T I O N®

22

23

You will continue to have
access to all COPD Found
ation
resources at the completion
of the program (for example:
COPD360social, Harmonica
s for HealthTM, education
flyer
downloads, videos, etc.). You
will also continue to have acces
s
to the Holy Cross Navigators
at the COPD clinic.

You may communicate via teleph

one, email, and/or online chat.
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Meet Claudya Greig:
Patient Serving Patients
COPD360coach Claudya Greig said she’s honored to help people with
COPD in her role as a COPD360coach. Claudya started with the C.O.P.D.
Information Line about eight years ago while researching COPD and the
resources at the Foundation.
A Foundation leader asked Claudya at the time if she’d like to learn more and
help other people with COPD, it was an offer she was eager to accept. “I was
thrilled to do it,” said Claudya, who has severe COPD and uses continuous
supplemental oxygen, was experienced as a caregiver for her mother and
husband who both had COPD.
“When you’re talking to someone else recently diagnosed,
it’s always good for them to have someone in the same
shoes to talk to. It’s comforting to know that you’re not
alone,” Claudya said. Today, she’s a peer health coach
and loves what she does.
Before coming to the Foundation, Claudya lived in Chile
for 28 years and is fluent in Spanish. In her role as a coach
at the Foundation, she connects with English- and Spanish
speakers who may need assistance, which she finds
especially rewarding. In fact, Claudya recently recorded a
Spanish-language video educating our global partners on the success of the
360coach program.
“You know, you go to college and get a degree in this or that,” she said. “But I
have a degree in COPD – I found that experience has helped a lot of people.”
Learn more here about the COPD Foundation COPD360coach program.

Linda Walsh, Chief Community Engagement Officer, COPDF
Lace-Up for Lungs Supporter
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Advocacy 2021:
An Engaged
Community Makes
an Impact
Advocacy is critical to meeting the mission and objectives of the COPD
Foundation. By working with local, state, and federal policymakers to
increase research funding, improve care delivery, and enhance the lives
of those with COPD, bronchiectasis, and NTM lung disease, we help
people in our community find their voices as champions for change.
Each year, the Foundation establishes advocacy priorities, which for
2021 included:
• Access to safe, effective, and affordable oxygen therapy.
• Access to effective and affordable pulmonary rehabilitation (and
advocating for much-needed treatments important to patients).
• Improvements in the regulatory process of qualifying drug
development tools to support the development of new treatments
for chronic lung conditions.
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We also collaborated on advocacy efforts with other leading
organizations on important issues such as clean air, tobacco and
vaping control, health disparities, and vaccine recommendations
and access. Many of those initiatives, including tobacco and vaping
control, will continue into 2022.
In October, the Foundation hosted IMPACT 2021, an advocacy event
that brings together patients, caregivers, and others in the community
– all volunteers – to meet with Congressional representatives and their
staff in Washington, D.C., to inspire action for COPD in government.

“We are all advocates. Whether we meet
intentionally or accidentally. Everyone has
a story that resonates and touches different
lives. We need to encourage others to tell
their stories. Connect COPD to the people
you love and care about.”
-Valerie Chang, COPD Patient, Foundation Board Member, and Advocate

Although typically held face-to-face in the offices on Capitol Hill,
COVID-19 prompted the Foundation to transform IMPACT 2021
into a virtual event. More than 35 COPD Foundation advocates
from 25 states shared experiences about the critical needs in
our COPD community. Learn more about IMPACT 2022.
Visit the COPD Action Center to follow pressing policy issues.
We welcome your voice!

Margaret Bate, caregiver and COPDF Texas State
Captain meets with Garrett Daniel, from the office
of Sen. Thom Tillis (NC), to discuss the COPD
Foundation’s IMPACT 2021 priorities.

Lace-Up For Lungs Supporter
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SOS for Breath: COPD
Foundation Prioritizes
the Patient Voice at FDA
Listening Session
In October, the COPD Foundation sponsored a patient listening session with
the Food and Drug Administration (FDA), called SOS for Breath, highlighting
the common elements of disease burden, such as breathlessness and
activity limitation, across chronic lung conditions.
People with COPD, cystic fibrosis, bronchiectasis, and other chronic lung
conditions shared powerful stories describing the daily impact of their
unmet medical needs as they experience dread when unable to breathe.
Their voices united on a common theme – breathlessness and the inability
to carry out activities of daily living need to be addressed.
The session also provided the opportunity for the Foundation to propose
a concept of interest framework for progressing qualification of clinical
outcome assessments (COAs) and to discuss opportunities to advance
essential drug development tools (DDTs) collaboratively. More than 250
interested parties joined the virtual session attended by representatives
from several FDA divisions and functions.

2021 Annual Report

Individuals with chronic lung conditions shared
personal stories about living with their condition
during an FDA Listening Session sponsored by the
COPD Foundation in early October 2021. These are
excerpts from their statements:

“Those of us suffering from COPD need drugs that
will address this breathlessness so we might have a
better quality of life. I cannot stress it enough. I realize
that COPD is not a one size fits all disease. Many of us
suffer from different conditions caused by COPD, but
breathlessness is a main component of the disease.”
−Jan Cotton, COPD Patient, Advocate, and Volunteer

“You see a flight of stairs; I see a mountain. I am always
fearful that another attack of breathlessness will force me
to stop walking, stop talking, stop putting on my shoes,
stop breathing. My chest tightens, I gasp, sometimes gulp
for air. I feel as if I am suffocating, and worst of all, I am not
sure when or if my next breath is coming...... It is raw fear.
It is worse than pain because to stop breathing is to stop
living.”
− Grace Anne Dorney Koppel, COPD Patient and Advocate
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COPDF Captain Tina Moyer and
co-worker support COPD Awareness.

Did You Know?
COPD360social, the
Foundation’s online
community reached a

New milestone!

Members on
COPD360social

Chronic Obstructive Pulmonary
Diseases: Journal of the COPD
Foundation Received First
Impact Factor

(IF 3.226) in June 2021!

Ndd Medical Technologies and Wellinks support Lace-Up
for Lungs and COPD Awareness.

Lace-Up For
Lungs
Supporter

Lace-Up For Lungs Supporter
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FINANCIALS

As a non-profit 501(c)(3) organization, the Foundation is only able to
make an impact and accomplish its mission through the generosity of
our donors and corporate partners (see page 42), and the funding of
industry, foundations, and governmental grants.

TOTAL REVENUE
CONTRIBUTIONS
TOTAL EXPENSES
PROGRAMMATIC EXPENSES

Assets

Cash and cash equivalents

9,366,626
8,275,085
8,516,717
6,919,614

			

$ 2,876,265

Marketable securities			

$ 5,188,565

Accounts receivable			

$ 1,672,165

Prepaid expenses			

$ 596,356

Property and equipment, net			

$ 20,324

Marketable securities, long term 			

$ 437,452

Total assets			

$ 10,791,127

*For complete information, please refer to the independently audited
financial states of the COPD Foundation at www.copdfoundation.org.
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Thank You, COPD
Foundation Supporters
Your support in 2021 was instrumental in helping us achieve our missioncritical activities.
The COPD Foundation appreciates the support of donors and corporate
sponsors who seek to improve the lives of those affected by COPD,
bronchiectasis, and NTM lung disease. We welcome engagement
with the Foundation at various levels to enhance shared goals across
research, advocacy, care delivery, and community development.
To join our corporate partners’ program, potential sponsors demonstrate
a commitment to the patient/caregiver community and the Foundation’s
mission, principles, public positions, policies, and standards.
As we continue to evolve and expand our partnerships in 2022, we
remain committed to patient-centricity in all aspects of our industry
partnerships.
If you are interested in learning more about the COPD Foundation
Corporate Partner Program, please visit us online.
Or visit us online to learn more about giving/ support opportunities with
the Foundation.
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Friendraising and
Fundraising with Our
Circle of Friends
The COPD Foundation’s Circle of Friends is an extraordinary family of
generous supporters who propel the Foundation’s lung health mission
forward. Each contribution made to the Foundation makes a difference in the
lives of patients and caregivers and helps to power our research, education,
community support, and advocacy initiatives. The Foundation is grateful for
the trust and confidence that donors place in us to effect meaningful change
for millions of people globally. We do this work with donors by our side.

In 2021, the Circle of Friends embraced the Foundation’s highly
successful COPD awareness campaign, Lace-Up for Lungs, highlighting
the need for better breathing and lung health; exercise and activity;
and quality of life and caring for those impacted by COPD. Lace-Up for
Lungs also tied together two fundamental goals in the friendraising/
fundraising program at the Foundation.
The first was to engage people to learn about our mission and purpose.
The second goal was to invite our lung health community of people
with COPD, family members, health care providers, donors, partners,
and the community at large to participate and Lace-Up for Lungs.
The Foundation reached more than 400,000 people between World
Lung Day in late September and COPD Awareness Month in November
with messages of education, advocacy, and hope.

Photo by Mike Hess
Lace-Up For Lungs Supporter

Lace-Up For Lungs Supporter
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Lace-Up for Lungs also activated many to
give back to the community as generous
donors launched the 2021 Lace-Up for Lung
Challenge Match, an annual end-of-year giving event,
which inspired the community to join in the spirit of
collective giving on behalf of the Foundation’s work.
We were honored to host the virtual Lace-Up for
Lungs and Circle of Friends celebration of our shared
commitment to pursuing innovation, raising awareness,
and amplifying patient voices around respiratory
wellness. We look forward to embracing Lace-Up for
Lung awareness and invite you to join us on behalf of
World Bronchiectasis Day on July 1, 2022.
“I chose to be a major part of Lace-Up for Lungs
because I am honored to be the COPD Foundation’s
California captain. As a strong, caring advocate for our
illness, I get to represent every person living in California
and hopefully help anyone in any state live life with
COPD.”
- Jimmy Slover, COPD Advocate and Patient

“As a caregiver for my husband with COPD,
I believe advocating for COPD is a powerful
avenue toward research and development of new
treatments, technology, and equipment.”
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Lace-Up for Lungs:
Supporting the
Foundation’s Mission
Through Legacy
“My father, Bob Harris, was a visionary and champion for good health
and a tireless advocate for COPD—chronic obstructive pulmonary
disease—and the millions of patients and caregivers it impacts every
day. Through our family foundation, he contributed generously in
hopes of expanding awareness of COPD as the fourth leading cause
of death in this country—ahead of Alzheimer’s, stroke, or diabetes—
even though it’s 176th when it comes to federal funding.
My father passed away last July. But, integral to his legacy, our
family continued my father’s commitment to the COPD Foundation
and provided a gift in his memory to the 2021 COPD Foundation
Lace-Up for Lungs Challenge Match, a collective giving effort
by a group of dedicated donors to invite
others to raise awareness and to join in the
COPD Foundation’s efforts around research,
education, and advocacy—all of which meant
a great deal to my father. Please join our family
as we honor my father in making a difference.”
- Susan Harris, COPD Foundation Development
Committee Member and Advocate

- Debi Kealing, COPD Advocate and Caregiver
Susan Harris and Cassidy
Lace-Up for Lungs
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2021 Corporate Partners
Tier 4

				
AstraZeneca Pharmaceuticals
Boehringer Ingelheim
GlaxoSmithKline
Grifols
Pfizer Pharmaceuticals
Philips		

Tier 3

In addition, the COPD
							
Foundation is grateful for
Insmed Incorporated
the generous participation
Midmark Corporation
by supporters in furthering
our philanthropic efforts
Takeda Pharmaceutical Company
through a variety of ways,
Theravance Biopharmaceuticals
including awareness
Viatris Pharmaceuticals		
campaigns, membership
drives, workplace giving,
						
and peer-to-peer team
Regeneron Pharmaceuticals
events.

Tier 2

Sanofi Genzyme
Verona Pharmaceuticals				

Tier 1							
Belluscura
Electromed
4D Medical
Hillrom
Ndd Medical Technologies
Olympus Corporation
Omron
Polarean
Pulmonx
Respira Labs
Vitalograph
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Medical and Scientific
Advisory Committee
Members
Robert (Bob) Wise, MD - CHAIR

Barry Make, MD

Jill Ohar, MD - VICE CHAIR

David Mannino, MD

Alvar Agusti, MD, PhD, FRCPE

Fernando Martinez, MD

Timothy R. Aksamit, MD

Mark Metersky, MD, FCCP

Antonio Anzueto, MD

Richard Mularski, MD, MSHS, MCR

David H. Au, MD, MS

Nirupama Putcha, MD, MHS

R. Graham Barr, MD, DrPH

Stephen Rennard, MD

Surya Bhatt, MD

Jean Rommes, PhD

Richard Casaburi, MD, PhD

Robert A. Sandhaus, MD, PhD

Bartolome Celli, MD

Frank Sciurba, MD

James Chalmers, MD

Paul Simonelli, MD, PhD

James Crapo, MD

Lewis J. Smith, MD

Gerard Criner, MD

Robert A. Stockley, MD, DSc

James Donohue, MD

Ruth Tal-Singer, PhD

Mark Dransfield, MD

Byron Thomashow, MD

Brad Drummond, MD

Gerard Turino, MD

Karin Hoth, PhD, ABPP

George Washko, MD

Min Joo, MD

Barbara Yawn, MD

Ravi Kalhan, MD
Jerry Krishnan, MD, PhD
Peter K. Lindenauer, MD
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COPD360 Community Engagement
Committee Members
Karen Erickson
CO-CHAIR, CA
Linda Walsh, BS, TTS
CO-CHAIR, FL
Jean Rommes, BA, MS, PhD
COPD360NET LIAISON & STATE
CAPTAIN, IA
Goldia Brown, BA, MS
STATE CAPTAIN, GA
Valerie Chang, JD
STATE CAPTAIN, HI

Janice Cotton, BS, MA
STATE CAPTAIN, IL
Caroline Gainer
STATE CAPTAIN, WV
Louise Hobden
STATE CAPTAIN, NH
Scott Hobden, BA, CCM
NH
David Reynolds, RRT, EMT
STATE CAPTAIN, NY
John Torrence
NV

Board of Directors

James D. Crapo, MD, Board Chair
Richard Casaburi, PhD, MD
Stew Cogan, ESQ
Valerie Chang, JD
Mark Dransfield, MD
Leonard Fromer, MD
Donald Gray
MeiLan K. Han, MD, MS
Michael P. Mayer
Risa Stack, PhD
Byron M. Thomashow, MD, Co-Founder, and Chief Medical Officer
Gerard Turino, MD
Robert Wise, MD
Wayne E. “Chip” Withers, Vice-Chairman, Treasurer
Jean Wright, MD, MBA, Secretary
Herbert Yardley
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