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IPF Roller Coaster
Kevin Olson is a columnist for Pulmonary Fibrosis News. He writes about his journey in “Riding The IPF
Roller Coaster.” He started writing in May 2021 and has written 12 columns so far. Over the following
few newsletters, we will see how his life with IPF unfolds.

Dendriform Ossification
With this additional diagnosis,
now Kevin is heading into a
dive loop of the roller coaster.
Being told that he had PF and a possible lung transplant, his roller
coaster car went slowly to the top of
the first hill. Then, suddenly, Kevin
was over the top and going down
the steep slope towards the vertical
loop.

There were indications that he
had IPF in 2012 but was not
diagnosed at the time. So he
was “Riding the Roller Coaster
with IPF even before he knew
he had it.

His first column is "Receiving My Diagnosis and
Hopping on the IPF Roller Coaster."
He discusses his pre-diagnosis and diagnosis process. The column tells about his pulmonary embolisms, blood clots, pneumonia, and hospitalizations.

His second column is "IPF and Ossification: Who
Knew?".

He goes into some emotions he had during his
doctor's visit.
Click Here to read his story.

Provides information from the original pathology
report, Mayo Clinic evaluation, and the Lung Transplant Center's interpretation.

This article details his lung biopsy and the diagnosis
of Usual Interstitial Pneumonia with Dendriform
Ossification.

Click Here to read his column.
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Treatment with
Prednisone
An article posted on
the Responsum for PF
website discusses what

Make Using Oxygen Tubing Easier
On the Pulmonary Fibrosis News page, Kim Fredrickson posted
some tips to make using oxygen tubing easier to use. This includes using new tubing out of the bag, using a specific connector, and using y connectors.
Click here for the full article.

prednisone is and how
it works. Also discussed
are the side effects and
interactions with other
drugs.
Lastly discussed are
special precautions,
how to take it, and
how to get access and
pay for it.
Click here for the full
article.

Can Running Outside be Bad for You?
The American Lung Association discusses recent studies that
suggest poor air quality can negatively impact workouts outside
and potentially cause long-term health issues.
Discussed are ways to protect yourself when walking or running
outside. Checking the AQI (air quality index), being careful to
choose the best route, and adjusting the workout are all suggested.
Click here to read the full article.
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30 Facts in 30
Days
Click here to download
a slide set of short facts
about PF presented by
the PFF for Pulmonary
Fibrosis Awareness
month in September.

Family History of Short Telomeres – Chromosome ‘Caps’ – Tied to PF Risk
“People with a familial history of short telomere syndrome (STS) — a
disorder involving shortened telomeres, or chromosome “caps” —
may be at an increased risk of developing pulmonary fibrosis, even if
they themselves do not have the mutation that causes STS, a new
study highlights. “
Further discussion on what telomeres are, their role in DNA, and what
causes the shortness in these patients.
The study's conclusion discussed the need for routine monitoring for
PF for family
members of
people with
STS.
To read
more, click
here.

Facts
about PF
Pulmonary Fibrosis Now posted two articles answering frequently
asked questions about Pulmonary Fibrosis.
Some questions asked and answered included:
· What is PF?
· What is the PF prognosis?
· What treatments are available?
· What kind of exercise can I do?
· I don’t think my doctor listened to my concerns. What should I do?
· I feel so hopeless. Will there ever be a cure for this disease?

Click here for the full set of questions and answers: Part 1, Part 2.

4

The Ghost That
Taught Us How
to Talk Openly
About Death
In an article posted on
Pulmonary Fibrosis
News, the author discusses the fear she experienced over the
possibility of her mother dying. At the time, it
seemed the door to
discussing death and
dying was closed. But
at the start of the
Covid-19 pandemic,
the author states that
the door opened with
her best friend, a nurse
dealing with high case
rates.
The tension was gone,
and the ability to speak
more openly was presented.
Click here to read the
full article.

Major Air Pollutants Appear to Raise Risk of
Acute Exacerbations in IPF
“Long-term exposure to air pollutants — nitrogen dioxide, ozone, and fine
particle matter — appears to greatly raise the risk of acute exacerbations, or
sudden bouts of symptom worsening, in people with idiopathic pulmonary
fibrosis (IPF), a study of patients in Greece reported. “
The article outlines the symptoms of acute exacerbations and the potentially
deadly outcomes.

Click here to read a more detailed account of the study.

Study Adds Real-World Evidence to Comorbidity ‘Clusters’ in IPF Patients
“In the journal Respiratory Medicine, a team of Danish investigators explain
that while studies of IPF antifibrotic treatment have proven effective compared to placebo, people with major comorbidities were excluded. Further,
there have been no studies looking at whether certain combinations of
comorbidities exist in people with IPF, which might represent specific disease
subtypes as seen in combined PF and emphysema. Because this could have
implications for PF prognosis, treatment, and quality of life, the researchers
sought to examine comorbid conditions and possible disease subtypes based
on clusters of conditions.”
Results found that 149 of 150 patients studied have at least one other condition, 50% of 150 patients had 6+ comorbidities.
The study discusses cluster and which other comorbidities were most common.

5

Click here to read more.

Envisia IPF Diagnostic Tool Increases Accuracy, Doctor’s Confidence
The Envisia Genomic
Classifier by Veracyte

Research Shows Greater Lung Cancer Risk
with IPF Plus Emphysema Versus IPF Alone
The article discusses emphysema and how when it occurs with
PF, the risk of developing lung cancer is 2.69 times higher than
those who only have IPF.
While the sample size was small, the initial results show the
need for further research.
Click here for the full article.

allows doctors to be
more confident and
accurate in the IPF diagnostic procedure,
allowing for proper
treatment for more
patients.
“The number of diagnoses for which pulmonologists said they
were highly confident
also increased from
5.8% to 42% following
the addition of the Envisia test.”
Click here for the full
article.

Lung Cancer and PF
In a study published in the Chinese Medical Journal, based on
past research, it was found that lung cancer was found in between approximately 5% and 50% of people with IPF. This is
drastically different, especially on the high end, of patients
without IPF—whose lung cancer rate was between approximately 2% and 6%.
Risk factors were outlined as well as the two types of cancer
found to be most common.
Click here to read more.

6

Long-term Survival Similar Between Double,
Single Lung
Transplants in
IPF Patients, Review Study
Finds

What Pulmonary Fibrosis Patients Need to
Know about Lung Transplantation
In this article, the authors discuss things that PF patients need to
know about lung transplantation. Some topics for consideration
are why it should be addressed more often than it is, how and
why to advocate for yourself as a patient, and the process for

According to a study
published in PLOS One,
“People with idiopathic
pulmonary fibro-

sis (IPF) who undergo
a bilateral lung transplant may have better
postoperative lung
function than those
receiving single lung
transplants, but long-

term survival appears
to be similar between

Prescriptions for Home—Post-Transplant Realities

the two procedures.”
To read the full article,
click here.

In remarkably candid terms, Tim Cox discusses his experience
with lung transplantation and what to expect after the surgery.
He discusses medications, having to stay out of the sun, and
stenosis.
To read the full article about his experience and for a link to his
book, click here.
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The Kansas City Founda-

Volunteers Wanted!

tion for Pulmonary Fibro-

The Foundation would like volunteers for these committees.

sis (KCFPF) is a nonprofit
organization dedicated to
improving the lives of
patients with pulmonary

fibrosis and other rare
lung diseases through
education, technology,
and research.

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 a yearly 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 primary role of
the Media Subcommittee will be to spread awareness, distribute educational and grant information, and advertise events developed by the
other subcommittees. The primary focus will be on website and Facebook updates, but the use of different media will depend on the target
audience.

Visit Here to sign up: https://www.kcpulmonaryfibrosis.org/want-tohelp
All images on proceeding pages are either property of KCFPF or licensed under Creative Commons.

Kansas City Foundation for Pulmonary Fibrosis
13725 Metcalf Ave, Box 286
Overland Park, KS 66223
kcfpf@kcpulmonaryfibrosis.org
https://www.kcpulmonaryfibrosis.org
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@kcfpf
@kcfpf
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