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Participating in Clinical 
Trial
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The Journey Begins

My Symptoms
Primary Care orders X-rays
Pulmonary Doctor Visit
HRCT & PFT
Second Opinion
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The Journey Continues

Surgical Biopsy (VATS)
Pirfenidone Clinical Trial (CAPACITY)
Pirfenidone Open Label (RECAP)
Discovering I was in placebo group
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Pirfenidone Clinical Trial experience

The Legal Agreement
Randomization for Capacity
Keep track of drugs taken and doses missed
Record any and all symptoms of relevance
Visits vary (ECG, Blood draw, PFT, 6MWT, 
Exam, Health Questionnaires)
Turn in pills & diary and get new ones
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Disease Progression

Supplemental Oxygen
Using the Pulse Oximeter to measure Saturation
PFT 
6MWT
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Lack of Treatment Options

Prednisone dreaded miracle drug
Pulmonary Rehab
Natural Supplements (NAC 600)
Imuran
Clinical Trials
Transplant
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Related Diagnosis 

GERD
RA
Other Auto-Immune System disorders
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Personal recommendations

Don’t agree to things you aren’t comfortable 
with
Keep your own records of test results
Track your progress
Exercise (Use it or Lose it)
Pulmonary Specialist you trust
Teaching Hospital or Research Center
22 centers of excellence (IPFNet)
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Practical Solutions

Conserve your energy
Stairs (exhale on up steps)
Showers (Use Oxygen and shower seat)
Naps (Don’t be intimidated)
15 minute rule (work in short increments and 
rest in between)
Work sitting down (bending over makes it 
hard to breathe)
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Ken Baker PFT Results
Percent of Predicted
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Ken Baker Six Minute Walk Test
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Websites

http://www.pulmonaryfibrosis.org/home.htm
http://www.coalitionforpf.org/
http://www.nlm.nih.gov/medlineplus/pulmonaryfibrosi
s.html
http://www.lungusa.org/site/pp.asp?c=dvLUK9O0E&
b=35436
http://www.nhlbi.nih.gov/health/dci/Diseases/ipf/ipf_w
hatis.html
http://www.caringbridge.org/
http://www.ipfnet.org/
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A Patient Perspective

Thank you for your attention
My e-mail ridgerunnernh@comcast.net


