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Announcements 

Virtual 2021 PFF Summit 

 
The 2021 PFF Summit dates are 
November 8 - 13.   
 
Click here for the program. 
 
KCFPF will provide grants to persons with 
PF, family members, care partners, 
transplant recipients, or those who have 
lost a loved one to attend the virtual 
summit. The grant will cover the 
registration fee. A family is limited to 
purchasing two packages. You will only 
need one package if multiple persons are 
attending the conference together (e.g., a 
Person with PF and their care partner 
watching at home). Persons with PF and 
transplant recipients must reside in 
Kansas or Missouri. To request a grant, 
click here. 

BioNews Services, LLC hires 
Kevin Olson. 
He is a freelance writer/columnist on the 
Pulmonary Fibrosis News. 

His column name is “Riding the Idiopathic 
Pulmonary Fibrosis Roller Coaster.” 

Kevin published two columns. 

• Receiving My Diagnosis and 
Hopping on the IPF Roller Coaster 

• Recovering: Day After Transplant, 
Hallucination, Defibrillator Paddles 

To  ride along on Kevin’s roller coaster 
bookmark his Pulmonary Fibrosis News 
column site, click here. 

 

 
 

4th Annual Light up the Night for Pulmonary 
Fibrosis Awareness (Union Station Grand 

Plaza Room) 
 

Tentative Program 

- Starts 6:30 and Ends 10 pm. 
-      Presentations at 7 pm. 
-     Billy Ebeling & Late for Dinner Band 7:30 pm 
-     Union Station Lit Up 7:30 pm 
-     Silent Auction at 6:30 pm 
-     other activities to be announced. 

 
Billy Ebeling & The Late For Dinner Band 
For Billy's website click here and for bio for Billy click 
here. 

https://www.pulmonaryfibrosis.org/pff-summit-2021/program/program
https://www.kcpulmonaryfibrosis.org/sponsorships
https://pulmonaryfibrosisnews.com/category/columns/riding-the-ipf-roller-coaster-a-column-by-kevin-olson/
http://www.billyebeling.com/index.html
http://www.billyebeling.com/about.html
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National Pulmonary Fibrosis Foundation Strategic Plan 
By Dale Brommerich 

 
As a PF patient, active member of The Greater Kansas City PF Support Group and past 
member of the Kansas City Pulmonary Fibrosis Foundation Board of Directors, I was 
invited to join one of four Groups to updating the current 3-5 Year Strategic Plan.  I am 
one of ten people representing the Patients & Caregivers Group.  The other three 
Groups are the Research Key Opinion Leaders, Healthcare Providers, and the 
Pharmaceutical Industry. 
 
The update effort is being led by Scott Wagers.  Scott is the CEO of BioSci Consulting 
located in Belgium.  Yes, this is a global strategic view of Pulmonary Fibrosis.  Scott 
focuses on bringing together multiple stakeholders for major research and innovation 
projects in the life sciences.  He has more than 11,000 hours of facilitation interactions 
and was also a pulmonary/critical care physician. 
 
The first phase of the process is for each group to dialogue or brainstorm divergent 
thinking of multiple thoughts and ideas.  This includes Foundation strengths, 
weaknesses, opportunities, and threats.  We discussed problems, the causes, the 
effects, and the consequences. 
 
The second phase is to move toward convergent thinking, where we discuss excellent 
ideas for the strategic direction of the PF Foundation. 
 
The third phase, and I think the most difficult, is to consolidate the substantial feedback 
received from each of the four groups.  Broad concepts that overlap between the 
different stakeholder groups begin to surface and a list of broad strategic goals that are 
both challenging and measurable develop.   
 
Still to be completed is the first iteration and review process with the Foundation 
Steering Committee.  They will discuss the amount of effort and the impact of each 
initiative and how much the Foundation can undertake that is an advantage for and 
supports the Foundations Mission.    
 
This is an excellent best practice process, and I am honored to be part of it representing 
the patients and caregivers.  I hope you will be excited to hear about the new Strategic 
Goals when they are introduced this fall. 
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History of Pulmonary Fibrosis 
By Kevin Olson 

A tweet from the Irish Lung Fibrosis Association (@ILFA_Ireland) mentioned scientific 
research on mummified remains at “The British Museum” in London. Also, it asked, "Is 
this the earliest known case of pulmonary fibrosis?”  

 

Photo provided by the Irish Lung Fibrosis Association (@ILFA_Ireland) 

 

https://twitter.com/ILFA_Ireland/status/1394725558420901888
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The British Museum gallery “Egyptian death and afterlife: mummies” is a collection 
from about 2686 BC-AD 395. So, the mummy with Pulmonary Fibrosis would have been 
from this time. 

The 1987 "Idiopathic pulmonary fibrosis: a historical review" article by Jiri Homolka, 
MD, Ph.D. indicates Idiopathic Pulmonary Fibrosis linked persons to PF in 1872.  

The article "Back to the Future Historical Perspective on the Pathogenesis of 
Idiopathic Pulmonary Fibrosis" by Paul W. Noble and Robert J. Homer mentions Dr. 
Louis Hamman and Dr. Arnold Rich's studies. Noble and Homer wrote, "The discussion 
of pathogenesis of IPF must begin with the extraordinary clinical-radiographic-
pathologic description of four patients who succumbed to respiratory insufficiency 
between 1931 and 1943 at the Johns Hopkins Hospital.  

Regardless of what date we chose as the start of PF, PF has been around a long time.  

 

  

https://www.britishmuseum.org/collection/galleries/egyptian-death-and-afterlife-mummies
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1267422/pdf/cmaj00155-0029.pdf
https://www.atsjournals.org/doi/full/10.1165/rcmb.F301
https://www.atsjournals.org/doi/full/10.1165/rcmb.F301


 
6 

Idiopathic Pulmonary Fibrosis 

 

 

 

  

 

 

Julie Grisham wrote, 
"Antibiotics don't improve 
outcomes for rare lung 
disease." The Cornell 
Chronicle published it on May 
19, 2021. 

She reported on the results of 
the clinical trial CleanUP-IPF.  
Several research institutes and 
clinical centers participated in 
the trial. KU Medical center 
was one of the centers. Some 
of you might have been in this 
trial. The trial patients were on 
Bactrim, doxycycline, or a 
placebo. The study found that 
the antibiotics did not affect 
the outcomes of IPF patients. 

 

Click here for complete article. 

ANTIBIOTICS IMPACT ON 
PERSONS WITH IPF 

https://news.cornell.edu/stories/2021/05/antibiotics-dont-improve-outcomes-rare-lung-disease
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   Interstitial Lung Diseases (ILD) 

 

Questions to ask the 
Pulmonologist.  

The CHEST Foundation 
developed the document 
"Progressive Fibrosing 
Interstitial Lung Disease." The 
document is eight pages long, 
with several discussions on 
ILDs by many different 
physicians.  

One of interest is the one on 
"What questions do patients 
with IPF have?" on page 4. 
These questions are suitable 
for newly diagnosed 
individuals and long-time 
persons with PF. 

Click here for the document. 

Pulmonary Fibrosis and Air 
Pollution. 

Air Pollution is a cause of 
Pulmonary Fibrosis. Dr. Amy 
Hajari Case, Pulmonary 
Fibrosis Foundation, provides 
an in-depth discussion on PF 
and air pollution.  

 

Click here to read her column. 

 

 

https://cdn.mdedge.com/files/s3fs-public/bipi_supplement_to_chest_physician_may2021_final.pdf
https://vocal.media/longevity/the-role-of-air-pollution-in-pulmonary-fibrosis
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   Health 

  

TRACKING YOUR 
PULSE OXIMETRY 
READINGS 
Apr 17, 2021, PFF Blog | 
Jessica Shore, PhD, RN  

"A recent report suggests 
that pulse oximetry may 
provide less accurate 
readings in Black 
patients than in White 
patients. The US Food 
and Drug Administration 
(FDA) has issued 
guidance that skin 
pigmentation (how dark a 
patient’s skin is), skin 
thickness, and other 
factors and affect the 
accuracy of pulse 
oximetry readings. The 
FDA provides guidance 
on what that may mean 
to you and those using 
pulse oximetry to monitor 
oxygen saturation." 

See full article here. 

Digital Applications to Manage 
Pulmonary Fibrosis 

It is a daunting task for a person 
to manage their Pulmonary 
Fibrosis. A person monitors 
treatment, symptoms, 
medications, lab results, and other 
information. Several digital 
applications can help an individual 
to organize and maintain most of 
the information. The information 
can be helpful for the 
pulmonologist. 

 

Charlene Marshall, a Pulmonary 
Fibrosis News columnist, writes 
about seven practical applications.  

Click here for her column. 

https://www.pulmonaryfibrosis.org/medical-community/blog-listing/blog-detail/pff-insights/2021/04/17/important-tracking-your-pulse-oximetry-readings
https://pulmonaryfibrosisnews.com/forums/forums/topic/7-of-the-best-apps-for-chronic-illness-management-2/


 
9 

Medications 
 

  

Inhaled Pirfenidone 

Avalyn Pharma is doing a clinical 
trial for an inhaled formulation of 
Pirfenidone. Two articles discuss 
the decrease in lung function loss 
caused by PF and the decrease in 
the side effects of Esbriet of the 
initial trial results.  

One is by Nick Paul Taylor "Avalyn 
advances inhaled twist on Roche 
fibrosis drug." Click here to see the 
article.  

The other article is by Forest Ray 
Ph.D., "Inhaled Pirfenidone 
Prevented Lung Function Decline in 
IPF. Click here for the article. 

https://www.fiercepharma.com/drug-delivery/avalyn-advances-inhaled-twist-roche-fibrosis-drug
https://pulmonaryfibrosisnews.com/2021/05/25/inhaled-pirfenidone-safe-effective-prevented-lung-function-decline-ipf-clinical-trial/
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Lung Transplant 
  

Sun and 
Immunosuppressants  

 
A lung transplant recipient is 
more susceptible to skin 
cancer. It because of the 
immunosuppressants they 
are taking. Christie, a 
Pulmonary Fibrosis News 
columnist, writes about tips 
to stay safe in the sun. 

 

Go to column click here. 

 

Transplant and Covid-
19 Vaccine 

 
There are multiple studies on 
Transplant Recipients and 
Covid-19 Vaccine. In the 
New York Times, an article 
by Candia Moss discusses 
these studies and their 
effects on herself. The article 
is "I'm a Vaccinated 
Transplant Recipient. I Don't 
Have Antibodies. Now 
What?" 

Click here for the article. 

 

Minimally Invasive 
Lung Transplantation 

 

Pedro Catarino, MD, a 
writer for the Cedars Sinai 
Blog, writes, "A miracle that 
resulted from Coburn 
becoming the first Southern 
Californian—and possibly 
first in the U.S. to receive a 
minimally invasive double 
lung transplant. The 
procedure was performed 
at the Smidt Heart Institute." 

 

Click here for article. 

https://pulmonaryfibrosisnews.com/2021/05/28/sun-safety-tips-skin-cancer-immunosuppressants/
https://www.nytimes.com/2021/05/24/opinion/organ-transplant-covid-vaccine.html
https://www.cedars-sinai.org/newsroom/a-patient-pioneer-minimally-invasive-lung-transplantation/?fbclid=IwAR1Wmv97cy7tJ88YO8vGcYFfaFlgluHOr0bbgyQCx64nS6nzDOQ_rI_3VAM
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Clinical Trials and Studies 
Finding a cure for Pulmonary Fibrosis is a goal.  A person could take two actions to help 
find a cure.  

• Discuss with their pulmonologist about doing a clinical trial. Did you know the first-
ever clinical trial started on May 20, 1747? The test was for a cure for scurvy. 

•  Discuss with their pulmonologist about providing your medical information to a 
registry. The registry allows researchers to conduct various studies using an 
extensive database of medical information. 

What to expect from a 
clinical trial 
 
Megan Truman, Raremark 
Community Manager 
 
"Taking part in a clinical trial, 
sometimes called a clinical study, 
may seem daunting. We’ve put 
together a rough guide on the 
clinical trial process, so that you 
know what to expect." 
 
See full Raremark Article here. 
 
 
The National Pulmonary Fibrosis 
Foundation is a good resource 
for information on Clinical Trials. 
 
For Clinical Trials Education Center 
Click here resources. 
 
Click here for "Empowering Patients 
to Participate in Active Pulmonary 
Fibrosis Trials" Sr. Medical Advisor 
of Research/Health Care Quality at 
the Pulmonary Fibrosis Foundation. 

Pulmonary Fibrosis Foundation 
(PFF) Registry 
 
PFF started the current Registry in 2016 
and has information on 2,003 PF 
patients. It has people's diagnoses, 
symptoms, test results, medications and 
monitors each person's condition. 
 
Supports the PF patient: 
   1. By assisting research. 
   2. Empower sooner diagnosis. 
   3. Pinpoint person who progresses    
and needs early treatment.  
 
This registry is currently closed. See 
more information click here. 
 
In the fall, the Registry will open and 
expands to include data reported 
directly from PF patients, lung 
transplant recipients, care partners, and 
family members.  
 
For updates, contact 
registry@pulmonaryfibrosis.org. 

https://raremark.com/articles/what-to-expect-from-a-clinical-trial--719?utm_source=twitter&utm_medium=socialmedia&utm_campaign=ipf_socialposts&utm_content=what_to_expect_ct
https://www.pulmonaryfibrosis.org/life-with-pf/clinical-trials
https://drleepfexpert.medium.com/clinical-trials-day-empowering-patients-to-participate-in-active-pulmonary-fibrosis-trials-8df6e5fe5a15
https://www.pulmonaryfibrosis.org/medical-community/pff-registry
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Preparedness 
 

  

Are you prepared for an 
emergency? Recommend 
persons with PF plan for an 
emergency. It helps the 
person and their care 
partners and reduces stress.  

Charlene Marshall, a 
Pulmonary Fibrosis News 
columnist, talks about items 
in an emergency plan.  

Click here for her column. 

 

 

Fiona Akhtar, Raremark, 
writes "Planning ahead with a 
chronic condition".  

Click here for article. 

 

Emergency 
Preparedness Plans 

The Breathe Support Network 
provides an article on a tough 
subject. It is called "End of Life care 
with PF".  

Click here to read the article.  

 

The book “The Art of Dying Well” by 
Katy Butler is recommended for 
another view on the topic. 

https://pulmonaryfibrosisnews.com/2021/05/27/emergency-preparedness-plans/?cn-reloaded=1
https://raremark.com/idiopathic-pulmonary-fibrosis-ipf/articles/planning-ahead-with-a-chronic-condition--1093?utm_source=twitter&utm_medium=socialmedia&utm_campaign=ipf_socialposts&utm_content=emergency-plan
https://breathesupport.org/articles/end-of-life/?fbclid=IwAR1MQ3CbmVy7EliDATj-IPnlALRyMM2v_7FEJoge-r24zyGAxdinCQxmidQ
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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. 

https://www.kcpulmonaryfibrosis.org/want-to-help
https://www.kcpulmonaryfibrosis.org/contact-us

