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KC Foundation for PF
Please welcome two new board
members. Barbara Grubb, secretary, and
Bert Maidment.

Board
Dr. Mark Hamblin Founder & President
Kristy Delaney

Vice-President

Barbara Grubb

Secretary

Jamie Ludwig

Treasurer

Kimberly Lovell
Janell Reichuber
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Dawnie Ellison

KCFPF Website

Marty Postlethwait

https://www.kcpulmonaryfibrosis.org/

Facebook
https://www.facebook.com/kcfpf

Kevin Olson
Bert Maidment
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Announcements

2021 Fight For Air Climb

The Kansas City Foundation For
Pulmonary Fibrosis is climbing in
the Fight for Air Climb on June
12th. We have registered under
the team name KCFPF.
Our team is doing the Fight For
Air Climb to challenge ourselves
and to support people with lung
disease who have to fight for
every breath.

Virtual 2021 PFF Summit

2021 PFF Summit dates are November 8 13.
Click here for the program.
KCFPF will provide up to 200 grants for PF
patients, care partners, transplant recipients,
patient family member or those who have lost
a loved one who live in Kansas and Missouri.
At a later date the process of obtaining a
grant will be announced.

We're coming together for a
healthier future, for clean air and
for vital COVID-19 research.
Join our team or support our team
by making a donation. Be a part of
making Every Step Count in the
lives of lung disease patients and
their caregivers. Every donation
takes us one step closer to a
world free of lung disease. The
need is urgent, so please join our
team today and help us save
more lives.
To support our team, register and
donate now! Every day, every
minute and every second counts.
Click here to register.

1st Annual Evening Music for Pulmonary
Fibrosis Awareness at Union Station. The
band is Billy Ebeling & The Late For
Dinner Band.
4th Annual Light up the Night for
Pulmonary Fibrosis Awareness
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Idiopathic Pulmonary Fibrosis

COMMUNICATING WITH
YOUR IPF HEALTHCARE
PROVIDERS

"Sometimes it can seem like
you and your doctor are
speaking in two different
languages.
Communicating with doctors
isn’t always easy. Sometimes
they might use terms that go
over your head. Other times,
they may be so busy typing
into a computer that it doesn’t
even seem like they’re
listening.”
Source: Raremark.com

This article has some helpful
tips on better communications
with your doctor.

Click here for complete article.

Planning for a serious
IPF flare
"If you need to go to the
hospital suddenly for your
IPF, the last thing you’ll
want to do is make tough
decisions. Decide on a plan
now so you’ll be prepared
later.
When your idiopathic
pulmonary fibrosis (IPF)
symptoms are really
bothering you, you might
have trouble focusing. You
may actually feel like your
memory has been getting
worse – and in fact, that
might be the case. People
with mild IPF sometimes
have memory loss because
their oxygen levels are low.
And experts have found that
people with severe IPF may
take longer to understand
what’s happening around
them. They may also have
trouble making decisions
about their own care."
Source: Fiona Akhtar,
Raremark.com
This article can help with the
planning.
Click here for complete article.

4

Interstitial Lung Diseases (ILD)
Hypersensitivity
Pneumonitis Interstitial
Lung Disease (ILD)
“Hypersensitivity pneumonitis is a
rare disease that can cause a buildup of scarring in the lungs.
Hypersensitivity pneumonitis affects
only 2-3 people in 100,000 each
year. However, there are certain
individuals with a much higher
likelihood of developing this disease
based on substances they are
exposed to (e.g., certain farmers,
bird breeders, amongst others).
Pulmonary fibrosis in
hypersensitivity pneumonitis only
occurs in a subset of patients with
repeated exposure to the offending
antigen. After early exposure,
individuals often have fever and
sore muscles/joints. Eventually they
may develop cough and, less
commonly, shortness of breath.
After exposure to an antigen,
symptoms can resolve if there is
complete avoidance of the offending
substance."
(source: Boehringer Ingelheim)
Click here for complete article.
United Therapeutics Corporation
PRESS RELEASE
"United Therapeutics Corporation
(Nasdaq: UTHR) today [April 1,
2021] announced that the U.S.
Food and Drug Administration
(FDA) has approved Tyvaso®
(treprostinil) Inhalation Solution for
the treatment of patients with
pulmonary hypertension associated
with interstitial lung disease (PHILD; WHO Group 3) to improve
exercise ability.
Click here for press release.

What is sarcoidosis with
pulmonary fibrosis?
"Sarcoidosis is a systemic
granulomatous disease of unknown
cause. It affects different organs,
including lungs.
Sarcoidosis affects only around 136 people in 100,000 each year,
where 20% of these people develop
ILD.
In this form of ILD, scarring of the
lung tissue might develop. This scar
tissue is known as pulmonary
fibrosis and affects the tiny air sacs
and blood vessels responsible for
providing oxygen to all parts of the
body. As healthy lung tissue is
replaced by scar tissue, it becomes
harder for oxygen to pass through
the lungs and into the bloodstream.
This results in shortness of breath."
(source: Life with Pulmonary
Fibrosis Boehringer Ingelheim)
Click here for complete article.
Support and empowerment
“Andrew, who was diagnosed with
scleroderma with interstitial lung
disease. Listen to him speak about
the importance of support
throughout the patient journey and
how he has been able to empower
others within this unique
community."
(source: The Journeys through
pulmonary fibrosis Boehringer
Ingelheim)
Click here to listen to Andrew
Botieri’s journey.
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NATURAL
VARIABILITY IN THE
DISEASE COURSE OF
SSC-ILD:
IMPLICATIONS FOR
TREATMENT
By Madelon C. Vonk, Ulrich A.
Walker, Elizabeth R.
Volkmann, Michael Kreuter,
Sindhu R. Johnson, Yannick
Allanore on European
Respiratory Review

“Interstitial lung disease
(ILD) affects
approximately 50% of
patients with systemic
sclerosis (SSc) and is the
leading cause of death in
SSc. Our objective was
to gain insight into the
progression of SScassociated ILD (SScILD). Using data from
longitudinal clinical trials
and observational
studies, we assessed
definitions and patterns
of progression, risk
factors for progression,
and implications for
treatment.”
See full article here.
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Medications

Pirfenidone (Esbriet) for PF
Patients (non IPF)
Prof Jürgen Behr, MD and 25 other
doctors completed a study on
Pirfenidone use in PF Patients.
"Pirfenidone has been shown to
slow disease progression in
patients with idiopathic pulmonary
fibrosis (IPF). However, there are
few treatment options for
progressive fibrotic interstitial lung
diseases (ILDs)) other than IPF. In
view of the pathomechanistic and
clinical similarities between IPF and
other progressive fibrotic ILDs, we
aimed to assess the efficacy and
safety of pirfenidone in patients
with four non-IPF progressive
fibrotic ILDs."
See the summary on The Lancet
Respiratory Medicine.

Ofev's Benefits
Diana Campelo Delgado, PhD on
Pulmonary Fibrosis News wrote "The
ability of Ofev (nintedanib) to improve
lung function in people with
progressive fibrosing interstitial lung
diseases (ILDs) is not influenced by
their use of immunomodulatory
therapies, a study indicates.
The study, “Nintedanib and
immunomodulatory therapies in
progressive fibrosing interstitial lung
diseases,” was published in the
journal Respiratory Research."

See the summary on the Pulmonary
Fibrosis News.
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Lung Transplant
Podcast: Weighing
Risks and Rewards
as a Lung
Transplant Patient
“Pulmonary Fibrosis
News Columnist and
Forum Moderator
Charlene Marshall reads
a piece from cocolumnist Emma Schmitz
on weighing out the risks
of her Mom visiting her
grandkids as a lung
transplant patient, now
vaccinated, vs. the
reward. Emma is looking
forward to her parents
visit now that they are
both vaccinated, and
some parts of the world
start to gain traction
against COVID-19.”
Go to Podcast.

Visit
https://pulmonaryfibrosis
news.com to learn more
about Pulmonary
Fibrosis.
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VOLUNTEER:
The Foundation would like volunteers for these committees.
•

Fundraiser Committee: Subcommittee will be to make
recommendations to the Board on the annual
fundraiser. The subcommittee will also explore
additional fundraising opportunities outside of an annual
event.

•

Patient Initiative Committee: The purpose of the
Foundation Patient Initiative Committee is to be good
listeners and observers of the Pulmonary Fibrosis
Community and identify, research, and propose
opportunities the Foundation can financially support to
make life easier.

•

Media Committee (Website, FB, News, Newsletter):
The main role of the Media Subcommittee will be to
spread awareness, distribute educational and grant
information, advertise events which are developed by
the other subcommittees. The primary focus will be on
website and Facebook updates, but other media will be
used dependent upon the target audience.
Sign Up using link below.

HTTPS://WWW.KCPULMONARYFIBROSIS.ORG/WANT-TO-HELP

Sign up for the KCFPF email List and get these newsletters
via Email every month.
Sign up on our website. Click here.

