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Introduction
Every 2 years, the Pulmonary Fibrosis Foundation (PFF) holds a nationwide 
summit meeting that brings together clinicians, researchers, and people living 
with fibrotic lung diseases to discuss the latest scientific advances and to 
share their experiences.

Following the 2017 PFF Summit in Nashville, Tennessee, a panel of invited 
PFF attendees took part in a roundtable panel discussion that focused 
on ways to improve communication between people living with idiopathic 
pulmonary fibrosis (IPF) and their clinicians. The panel was moderated by 
James E. Loyd, MD, Rudy W. Jacobson Chair in Pulmonary Medicine and Professor of Medicine in the Division of Allergy, Pulmonary, and 
Critical Care Medicine at Vanderbilt University Medical Center in Nashville. Joining him were Wendi R. Mason, MSN, Assistant in Medicine 
and a nurse practitioner in the Division of Allergy, Pulmonary, and Critical Care Medicine at Vanderbilt University Medical Center; Tina H. 
Givens, BS, RRT, a registered respiratory therapist at the University of Alabama at Birmingham; Fred Haley and Heather Kagel, individuals 
living with IPF; Barb Murphy, a lung transplant recipient; and Michele Peters and Lisa Boyd, caregivers who have lost loved ones (husband 
and father, respectively) to IPF. Mr Haley, Ms Kagel, and Ms Peters are also leaders of support groups.

This report also summarizes key insights from the roundtable conversation on strategies aimed at improving the process of care and access 
to resources, so that patients can maintain the highest quality of life for the longest time possible.

Overview of IPF
IPF—the most common type of idiopathic interstitial pneumonia—typically presents with shortness of breath on exertion, lasting at least 6 
months; dry cough; bibasilar inspiratory crackles; and in many patients, finger clubbing.1 Although the pathogenesis is not fully understood, 
the predominant hypothesis is that IPF results from recurrent or persistent alveolar epithelial injury with dysregulated repair.2 It is possible that 
increased epithelial cell death and phenotypic alterations of the surviving epithelial cells cause this injury.2 IPF is defined histologically by the 
pattern of usual interstitial pneumonia, but because this pattern does not exclusively indicate IPF, additional diagnostic tests are required.3,4

The incidence of IPF is difficult to determine because large-scale studies have not been conducted. Estimates range from 14 to 63 cases 
per 100,000 in the general population, and it has not been established whether IPF incidence varies by geography, ethnicity, or race.1,5 IPF 
occurs predominantly in middle-aged and older adults and accounts for 20% to 30% of interstitial lung disease.3 The unpredictable course of 
this progressive disease may include acute exacerbations that ultimately result in respiratory failure and death.3 The median survival time of 
patients with IPF is about 4 years.6

Ongoing research into the genetic components of pulmonary fibrosis has contributed greatly to better understanding mechanisms of the 
disease and may also lead to a more personalized approach to treatment. Clusters of IPF patients within one family have been described 
since the 1950s, but only in the last 15 years have the specific defective genes been identified. These genes for surfactant proteins and the 
telomerase pathway implicate the alveolar epithelial cell as the diseased cell type where the disease begins, among the 40 different types of 
cells in the lung.7-9 It is now recognized that about one in five patients with IPF are eventually found to have a family history of the disease, 
but genome-wide association studies suggest that IPF commonly has genetic underpinnings even when the family history is negative.10 
A genetic variant in the promoter region of the mucin 5b gene (MUC5B) is strongly associated with familial pulmonary fibrosis (FPF) and 
sporadic IPF.11 This variant has been identified in approximately 31% to 42% of patients with IPF; its presence increases the risk of IPF by 
1.6- to 8.3-fold and increases the risk of FPF by 6.2-fold.11,12

Two drug therapies, nintedanib and pirfenidone, were approved in 2014 based on results from clinical trials showing that these agents can 
slow progression of IPF in groups of patients. Long-term data are not yet available to show whether these drugs extend survival.4 Lung 
transplantation is the only available modality shown to improve survival.13 Patients with IPF who received a transplant between 1990 and 
2011 had a 5-year survival rate of 47% and a 10-year survival rate of 24%.14 
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Q: Why did you attend the summit?
Insights from the Panel
When participants in the roundtable were asked about their 
reasons for attending the PFF Summit, they cited learning about 
ongoing research and clinical trials as one predominant theme. 
Other reasons included networking with clinicians, volunteers, 
and patients; clarifying the role of the caregiver; learning about 
strategies for ongoing support for both the caregiver and the 
patient; participating in volunteer sessions; and identifying PFF 
plans for the future. 

Barb Murphy: I think 
caregivers are rather 
neglected in IPF 
management. It is important 
to address the caregivers’ 
needs, and I hope to bring 
some ideas about caring 
for the caregiver back to my 
support group.

Heather Kagel: I learned 
about coping mechanisms, 
whether for a patient or a 
caregiver. This is not one 
person’s disease. The coping mechanisms may include how 
families and caregivers accept and manage the disease, how 
patients keep their oxygen tubes from tangling, or how they 
handle their cough. There are both large and small issues, but 
everyone faces the same challenges. 

Wendi R. Mason, MSN: I’m excited to learn about ongoing 
research and to compare practice behavior at others centers 
with ours. I like talking to other nurse practitioners and answering 
any questions, and to meet researchers and pharmaceutical 
companies to be part of the research and clinical trial process. 

Michele Peters: I don’t know any other place where so many 
patients and caregivers have the ability to talk to doctors and ask 
questions they may not get to ask in their own visits. 

Q: What has your experience been with 
available and emerging therapies for IPF, 
including clinical trials?
Background
Not surprisingly, one of the main topics discussed during 
the roundtable was drug therapy. Many agents have been 
used or tested in IPF, including azathioprine and prednisone, 

N-acetylcysteine, etanercept, interferon-γ, bosentan, and 
sildenafil. None showed an overall significant improvement for 
patients with IPF, and the 2011 collaborative guidelines of the 
American Thoracic Society (ATS), European Respiratory Society 
(ERS), Japanese Respiratory Society (JRS), and Latin American 
Thoracic Association (ALAT) recommend against the use of 
some of these therapies.1 Fortunately, 2014 brought a new age 
of IPF management with approval by the US Food and Drug 
Administration (FDA) of two therapies to treat IPF. Neither is 

curative, though they can slow 
disease progression. 

Pirfenidone, an oral antifibrotic 
therapy, was assessed in 
four phase III randomized, 
placebo-controlled trials. 
The pirfenidone arm of the 
ASCEND (Assessment 
of Pirfenidone to Confirm 
Efficacy and Safety in 
Idiopathic Pulmonary Fibrosis) 
trial demonstrated a relative 
reduction of 48% in the 
proportion of patients who had 
either an absolute decline of 

≥10 percentage points in predicted forced vital capacity (FVC) 
or who died.15 FVC, a reproducible measure, is typically the 
primary endpoint in clinical trials, and a change of at least 10% 
has been shown to be a prognostic factor.16 These patients also 
exhibited a slower rate of decline in 6-minute walk distance and 
demonstrated an improvement in progression-free survival. In a 
pooled analysis of ASCEND and previous phase III trials, patients 
in the pirfenidone arm had a lower rate of death from any cause.15 

Nintedanib inhibits tyrosine kinases for growth factors implicated 
in angiogenesis, which play a significant role in the development 

of fibrosis.17 The INPULSIS-1 and INPULSIS-2 phase III trials 
demonstrated that patients in the nintedanib group showed a 
significantly slower rate of change in FVC compared with those 
in the placebo group.18 There was a difference between trials in 
the time to first acute exacerbation; INPULSIS-1 did not show a 
significant difference between groups, although INPULSIS-2 did. 
A sensitivity analysis of pooled data demonstrated a significant 
benefit on the first adjudicated confirmed or suspected acute 
exacerbation, though a pooled analysis did not show a difference 
in time to first investigator-reported acute exacerbation.18 Adverse 
events were similar between the two studies.18 

As a volunteer, I am not always aware of ongoing research,  
and learning about clinical research will help me be a  

better volunteer and advocate for the community.

–Lisa Boyd

HIGHLIGHTS FROM THE PFF SUMMIT ROUNDTABLE DISCUSSION
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There are ongoing phase III trials of investigational therapies, 
including ART-123, a protein C stimulant being studied for acute 
exacerbation19; cyclophosphamide for acute exacerbation20; 
nebulized fentanyl to manage respiratory discomfort in mild-
to-moderate IPF21; the combination of standard of care with an 
antimicrobial agent22; and the combination of nintedanib and 
sildenafil.23 Many other trials are in the design phase and are 
scheduled to begin soon. 

Oxygen is a crucial aspect of management for IPF at the correct 
time in the course of the disease. The 2011 ATS/ERS/JRS/ALAT 
guidelines recommend using long-term oxygen therapy when 
needed to maintain adequate saturation. There are limited data to 
support its use specifically in IPF, although data from other lung 
diseases inform this recommendation.1 The appropriate level of 
oxygen supplementation can be assessed using the 6-minute walk 
test or shuttle walk test. Oxygen levels should also be tailored for 

the intended use. Higher levels of oxygen may be required with 
ambulatory oxygen compared with long-term oxygen therapy.24 

Insights from the Panel
James E. Loyd, MD: I have practiced pulmonary medicine since 
1983, and during the 80s and 90s, the therapies were limited to 
prednisone and azathioprine. An analysis of the PANTHER-IPF 
(Prednisone, Azathioprine, and N-Acetylcysteine: A Study That 
Evaluates Response in Idiopathic Pulmonary Fibrosis) trial showed 
that patients taking prednisone, azathioprine, and N-acetylcysteine 
did worse than patients not taking that combination. So in 
retrospect, pulmonologists everywhere were using the wrong 
treatment for 20 years. That practice was based on inadequate 
trials. The design of clinical trials has improved enormously, but 
it will not be possible to make further progress to find a true cure 
without patients who volunteer to participate in ongoing trials.

Wendi R. Mason, MSN: One of our patients came in to be 
screened for participation in a clinical trial. He was around 80 years 
old, and he told me that he felt he did not have a purpose, his 
independence had been taken away from him, and his children will 
have to care for him rather than him caring for his family. I told him 
he is helping patients in the future. For example, the first patient to 
receive an approved drug at our center was a family member of a 
patient who participated in a clinical trial several years ago. 

Fred Haley: This conference showed me that we should focus on 
best practices and standards of care. We need to be aggressive 
going forward and try to shorten the cycle for clinical trials without 
doing harm.

Barb Murphy: I was in the pirfenidone CAPACITY trial. My 
concern about future clinical trials is that if you have two 

approved therapies, are patients willing to participate in a trial 
of a new experimental drug? Our support group encourages 
participation in clinical trials, and even though we say that this 

may help future patients, I worry that patients will be less willing 
to participate in future clinical trials.

Wendi R. Mason, MSN: The majority of clinical trials allow 
patients to be randomized to either the FDA-approved therapy 
arm or the emerging therapy arm rather than having a true 
placebo group. We would like for clinical trials to allow us 
to give pirfenidone or nintedanib with the investigational 
therapy. However, this is not always possible because some 
investigational therapies have been shown to be more effective 
as monotherapy. Additionally, some patients are unable to 
tolerate either approved therapy. 

Barb Murphy: One of the presentations at this summit discussed 
oxygen, which was valuable to me because I have seen many 
people in my support group struggle with this topic. They do not 
receive appropriate guidance on use or expectations. Patients need 
to know how to use oxygen and should be prepared to use it.

Fred Haley: We try to provide oxygen guidance as both part 
of a support group and pulmonary rehabilitation. One exciting 
development in portable oxygen concentrators (POCs) is the 
emergence of a smaller unit, holding 3 liters of oxygen. This would 
be easier to use for those who do not need more than 3 liters.

Barb Murphy: One problem that I’ve found concerning 
oxygen is that there are some patients who are reluctant to 
use it, particularly men. It’s possible they may experience 
more embarrassment using oxygen. That is frustrating to the 
caregivers, and we’ve seen spouses expressing their frustration 
to the support group. It may require a different conversation, and 
I think that the more patients and caregivers know, the better 
equipped they are to deal with all the issues that accompany IPF.

We need to empower our patients to tell us  
what is working and what isn’t.

–Wendi R. Mason, MSN
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Wendi R. Mason, MSN: I think patients interpret it as an outward 
sign of disability or lack of strength. Patients may be judged 
when going out in public. As a counterexample, we had a patient 
many years ago who needed oxygen therapy and required a 
concentrator at his office. The tubes had to be strung across part 
of the office and people would trip over tubes, jerking his head 
around, but he stayed at his job. He saw that oxygen did not 
make him weak or disabled; it gave him strength and endurance. 

Fred Haley: One of our foremost goals is to explain the normal 
course of oxygen therapy. It may start with night oxygen, then 
ambulatory oxygen, and at some point patients will likely require 
full-time oxygen therapy. I received a call from a caregiver in my 
support group, and she was having trouble getting her husband 
to wear his oxygen. She said he was experiencing cramps and 
other symptoms. After finding out his oximeter was 84, I told 
her to call 911, which is something we discuss with patients and 
caregivers. He still tries not to use oxygen and it is very difficult 
for the caregiver. The hardest thing for me was acknowledging 
that initiating oxygen therapy is a milestone. Some patients may 
want to go on ambulatory oxygen to increase their activity level. 
Some hospitals have a Physician Referred Exercise Program, 
which is a nurse-assisted, 12-week program at the gym. I do 
experience people staring at me and it can make me self-
conscious, though this can also be used as an opportunity to 
educate people.

James E. Loyd, MD: There are significant differences across 
centers, and PFF should be able to centralize oxygen-use 
knowledge and education. This will have to be updated 
frequently, including information on PFF’s website, as 
concentrators continue to improve. 

Heather Kagel: I think there is a gap in education both for 
clinicians and patients. There can be a significant delay in 
diagnosis because clinicians may not be aware of symptoms of 
pulmonary fibrosis. Patients aren’t aware of support systems or 
PFF and do not have access to the right resources. 

Fred Haley: I was fortunate enough to have a good discussion with 
my pulmonologist, and I found that there wasn’t a support group in 
my area, so we started one. We would like PFF’s website to reflect 
what Dr Loyd discussed about oxygen therapy guidelines. 

Lisa Boyd: Patient awareness of resources, including the PFF, 
at diagnosis would enhance patient, caregiver, and clinician 
communication and collaboration. Someone at this summit 
suggested including information about the PFF as a handout. 
Partnering with pharmaceutical companies could go a long way 
as a way to disseminate information.

Michele Peters: I think it’s important to use a personalized-
medicine medical approach to target therapies while also 
discussing standards among clinicians. 

Barb Murphy: I am encouraged by the role of genetics in finding 
a personalized course of treatment. Though it may take some 
time to fully develop this approach, I think it will be a significant 
breakthrough whenever it happens.

Q: How can we improve patient/clinician 
communication to better diagnose and 
manage IPF?
Background
Studies have demonstrated that many patients do not receive 
adequate information about IPF and their prognosis. In addition 
to lacking information, many patients feel their needs are not 
adequately addressed or understood in other areas. They 
struggle to cope with various aspects of living with IPF, including 
increasing breathlessness, cough, and fatigue, and adjusting to 
living with oxygen.25 Some feel that they have lost spontaneity and 
independence. They report a shift in their role within a relationship 
from that of an equal partner to one of dependence.25 If a clinician 
does not understand patients’ and caregivers’ needs, it can be 
difficult for patients to have confidence in the clinician, and they 
will often feel that they are not supported. Support groups can be 
useful, particularly when helping bring perspective about IPF to 
individuals and their families.25

Effective patient/caregiver/clinician communication is essential 
in any chronic condition to address quality of life, patient 
expectations, and symptom management. Because conflicting 
information from various clinicians can complicate patients’ 
lives and their outlook, communication strategies should 
be standardized across practices.26 Nearly 80% of patients 

The best approach would be give the patient the diagnosis, 
explain it, and provide resources.

–Fred Haley
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surveyed at interstitial lung disease centers reported a lack of 
psychological support as they adjusted to their diagnosis and 
prognosis.27 Established care and communication models can 
be implemented in clinical practice to aid patients with IPF. 
The patient-centric care model is based on four principles: 
the patient’s disease perspective, a strong patient/clinician 
relationship, participation by patients in their care, and an 

accessible healthcare system.26 According to one model, the 
“three pillars of care” are disease-centered management, 
symptom-centered management, and self-management, 
all of which require a multidisciplinary approach.26 Patient 
engagement is critical to optimally treating patients with IPF and 
communicating both with patients and caregivers.

Insights from the Panel
Barb Murphy: I think patients must be honest with the doctor 
about their symptoms, although, unfortunately, some patients 
may be reluctant to share this information. Even a minor 
symptom can be important in diagnosis. Discussing emotional 
impact and physical changes are important, too.

Tina H. Givens, BS, RRT: Because many people living with 
pulmonary fibrosis are unable to attend traditional rehabilitation, 
we use Telehealth remote rehab. We use the iPhone® and 
iPad® to communicate with them in their home. We have 
them do self-assessments—for example, their vital signs and 
oxygen saturations—and we have them exercise by marching 
in place, using homemade weights with water bottles, and so 
on. We also educate patients and consult with specialists and 
clinicians as needed, such as dietary, behavioral, and smoking-
cessation counselors. We schedule question-and-answer 
times with our patients. We’ve found these to be very beneficial 
communication strategies for managing communication with our 
patients living with pulmonary fibrosis.

Fred Haley: It can be a big shock to receive a diagnosis, 
especially when a patient does not feel bad while at rest. 
Using concrete proof, such as results of a CT scan, can help 
mitigate denial patients may feel about their diagnosis. We often 
encounter anger at diagnosis in our support groups, and it is 
important to address that. 

Wendi R. Mason, MSN: I think it is important for patients to 
recognize that clinicians are there to help and that they want to 
know if therapy is working and how the patient is feeling. This 
will help us tailor treatment. 

Lisa Boyd: When my father was sick, he was reluctant to tell 
his doctors when things changed because he did not want 
the bad news. He was never able to confront his disease 
progression. 

Wendi R. Mason, MSN: The multidisciplinary approach will 
allow clinicians to obtain information that another clinician 
may miss. Input should come from both the patient and the 
caregiver. Also, patients are going through a grieving process, 
just as they would with cancer. The patient and caregiver must 
accept the disease.

James E. Loyd, MD: Depression about diagnosis and 
prognosis is common for both the patient and the caregiver.

Q: What is the best way to share an IPF 
diagnosis? 
Insights from the Panel
Lisa Boyd: My father was diagnosed with IPF in 2002, and he 
was told there was nothing that could be done and that he should 
return when he felt he was ready for oxygen or for his routine 
checkup. The best possible scenario in that awful situation would 
be to have resources handed to you at that same time. We have 
learned it is important for the patients to be their own advocates, 
and the best way to do this is through knowledge. 

Fred Haley: My pulmonologist put brochures from PFF in his 
office and lets his patients know about resources beyond PFF. I 
think it is important for all clinicians to do this and to standardize 
education.

Tina H. Givens, BS, RRT: For each newly diagnosed patient, 
we have a patient care conference to identify how that patient is 
doing emotionally, physically, and mentally. This allows the whole 
staff to formulate a plan to address the patient’s needs. 

James E. Loyd, MD: A support group is important for patients so 
they can see others who were diagnosed some time ago and talk 
about their experiences. 

This conference has taught me to be more aggressive in 
ensuring patients understand lung transplantation. 

–Wendi R. Mason, MSN
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Barb Murphy: I can give you a personal experience from when I 
received my diagnosis. I was out of breath and I had a dry cough, 
but I did not know what the symptoms meant. I was first told I had 
postnasal drip, then possibly asthma, then possibly pneumonia. 
I finally saw a pulmonologist who was familiar with pulmonary 
fibrosis. After performing many tests, he told me I had pulmonary 
fibrosis. I didn’t know what that was or how it was treated. I read 
frightening and disheartening things online, and I wished the 
doctor had taken more time to explain it. However, in retrospect, 
perhaps he felt that I needed time to absorb the diagnosis. 
You do not start asking the right questions immediately upon 
hearing your diagnosis. He told me to join a transplant program 
immediately, which was helpful.

Fred Haley: I think that the standard of care for diagnosis needs 
to start with the doctor’s approach. 

Wendi R. Mason, MSN: In our practice, Dr Loyd will discuss the 
diagnosis with patients, then I will spend more time explaining 
things in easy-to-understand terminology. This is an opportunity 
for a nurse practitioner to discuss the diagnosis and resources 
with the patient and set up a follow-up appointment with both 
the patient and the family. Clinicians should be honest about the 
diagnosis and prognosis in a caring way.

James E. Loyd, MD: I agree entirely. We should also tell the 
patient and family about what they will find online and how 
to interpret it. Wendi will encourage the patient to record the 
discussion to listen to later.

Michele Peters: We did not know what kind of questions to 
ask after the diagnosis. I like the approach of giving patients an 
opportunity to compose their thoughts and then come back for an 
explanation of pulmonary fibrosis, instead of having the patient 
find out online at home.

Tina H. Givens, BS, RRT: One of the best tools I have seen 
for patients to share their diagnosis with their family or friends 
is a simple, 2-minute video summary of IPF developed by 
a pharmaceutical company. Simple is better because you 
have different socioeconomic classes. Patients retain more if 
resources are written around a sixth-grade level. 

Q: What more do patients and caregivers 
want to know about IPF? 
Insights from the Panel
Heather Kagel: I would like to have an “elevator speech” for 
educating others on pulmonary fibrosis. I would like a resource to 
explain this complicated disease in a simple manner. 

Tina H. Givens, BS, RRT: I would like to see networks of 
respiratory therapists, because they are a big component in 
oxygen delivery. Knowing what others are doing helps me to 
better care for my patients. 

James E. Loyd, MD: At our center, respiratory therapists 
are generally managing ventilators and oxygen for inpatients. 
For chronic outpatient care, the only place our patients see 
a respiratory therapist is in pulmonary rehabilitation, which is 
understaffed at most hospitals.

Wendi R. Mason, MSN: I think that it would be useful to have 
more outreach to ancillary settings. I think respiratory therapists, 
people who work with durable medical equipment, and the nurses 
who care for patients experiencing an 

acute exacerbation would like to understand how they can better 
care for patients. 

Michele Peters: I agree. Even in medical settings, a nurse may 
use oxygen standards for chronic obstructive pulmonary disease 
(COPD) for patients with pulmonary fibrosis, even though the 
standards are different.

Tina H. Givens, BS, RRT: A lot of hospitals are not armed with 
the appropriate equipment. High-flow and other cannulas have 
recently become available for home care, and it is important for 
hospital staff to be familiar with the equipment.

Michele Peters: It is important for primary care physicians to 
listen to symptoms and to check further into pulmonary fibrosis 
in someone like an older, overweight male patient who presents 
with a dry cough and shortness of breath and fatigue. 

Fred Haley: There is pulmonary fibrosis education available for 
primary care physicians. Education should occur at all levels, 
including the support group level. 

Perhaps the things that you bring to your support groups are 
the topics that we need to be sure are here.

–James E. Loyd, MD
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Q: How can clinicians and patients’ caregivers 
better partner to select, monitor, and adjust 
IPF therapy as needed? 
Insights from the Panel
Fred Haley: The first thing that comes to mind is a pulmonary 
fibrosis registry. 

Tina H. Givens, BS, RRT: What about keeping diaries? I know 
this is done with asthma and COPD.

James E. Loyd, MD: I think that is especially problematic, in 
my opinion, for diseases that progressively worsen. This is the 
reason I feel trials are so critical; it is difficult to know which 
patient is being helped because all patients have progression. 
It is a matter of when that progression occurs. Patients can 
communicate about side effects, but with asthma, patients 
improve. With pulmonary fibrosis, the loss of function isn’t 
recovered. This is a challenge because we cannot be sure 
whether anybody taking one of the medications is staying the 
same because of the medicine, and we cannot be sure that 
anybody who gets worse might not have progressed even faster 
without the medicine. I think a diary may be helpful to know about 
side effects and quality of life.

Barb Murphy: Patients and caregivers need to report any 
adverse reactions so that corrective action can be taken. 

Lisa Boyd: It can be important for a caregiver to keep a journal, 
because sometimes patients are reluctant to share information 
or may not notice something. The next time the patient sees the 
doctor, caregivers can share their observations. 

James E. Loyd, MD: I think hand-held spirometers are accurate, 
but regular use in IPF may depend on what can be done with the 
information. Spirometers are used routinely in many lung transplant 
programs. I think there is a good argument for their use, though I 
do not think that has been extensively studied in IPF. A spirometer 
might be a better measure of vital capacity early in the course of 
disease. 

Tina H. Givens, BS, RRT: We use spirometers to track most of 
our exacerbations. 

James E. Loyd, MD: I think a spirometer is more of a research 
tool to compare one course versus another in groups of patients. 

Fred Haley: I use a hand-held spirometer and enter those values 
and my steps into a spreadsheet to use as my diary. 

James E. Loyd, MD: Some people are interested in data, 
and some people might find it frustrating to see their numbers 
worsening if they are already receiving treatment. It may be more 
helpful when we have better therapies or more treatment options, 
including combination therapy. The real hope from the research 
side is to identify and target a genetic difference. 

Barb Murphy: Patients and caregivers need to understand what 
forced vital capacity (FVC) is and what it means. I measure my 
FVC frequently because it will let my doctor know if I am having 
trouble after my lung transplant.

James E. Loyd, MD: FVC is the amount of air a patient blows 
out, and FEV1, or forced expiratory volume 1, is the portion that 

is blown out in the first second. FVC has been the main outcome 
measurement for IPF trials, but FEV1 is emphasized more in 
lung transplant recipients. In transplant recipients, if FEV1 drops 
more than 10%, it is considered an early warning sign, though it 
is not specific for rejection. I think it makes sense that the same 
principle applies to IPF. We see that many complications of lung 
transplantation are similar to diseases with autoimmune features. 

Wendi R. Mason, MSN: It is important for clinicians to be able 
to discuss the two new drug treatment options with patients 
and caregivers. Patients should have input based on their 
lifestyle, potential adverse events, and medication administration 
schedule, and it is important that they understand there is more 
than one option if they cannot tolerate the first drug they try. 
I take the same approach when discussing a lung transplant. 
Clinicians should listen to their patients’ preferences and educate 
them about the choice. We will respect the patient’s choice.

Q: Now that you have attended the PFF Summit, 
if your clinicians, patients, or caregivers were 
here, what would you want to ask them? 
Insights from the Panel
Fred Haley: I think patients and caregivers would like to know 
more about genetics. 

Heather Kagel: We can actively seek education and talk to 
our doctors. There is an opportunity for us as patients to help 
educate our doctors. We can continue to share what we know 
with the medical community to provide our perspective and 
ensure that progress continues in this area.

Barb Murphy: Pulmonologists or primary care physicians will 
not have as much time to learn about pulmonary fibrosis as we 
do. Michele had given a talk about preparing for a visit and the 
importance of having a structured conversation on both sides 
and preparing for what you need to ask.

Michele Peters: I kept a spiral notebook of every appointment 
as well as questions I needed to ask. Early on, it may be best to 
bring a third party because it is overwhelming both for patients 
and caregivers. 

Tina H. Givens, BS, RRT: Just like you said, the more 
support, the better. You need an extra pair of ears to balance 
overreacting to bad news and wanting to hear only good news. 

Barb Murphy: Columbia University Medical Center has a series 
of seminars about different topics related to lung transplantation. 
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Some of them are about the food you can and cannot eat 
post-transplant, some about therapies following the transplant. 
Patients and caregivers are required to attend the seminars. 

Q: What would you like to see covered at the 
2019 PFF Summit?
Insights from the Panel
Wendi R. Mason, MSN: There was a practical, structured 
lecture for patients about obtaining medicine. I’d like to hear 
more practical approaches, including things that we may already 
be doing in our practice. One topic could be FVC and making 
sure it is explained on an understandable level. We also need to 
emphasize that patients should ask questions. 

Heather Kagel: People want to hear more about genetics. Some 
patients are proactive in trying to understand their disease, 
though there are many who are not aware of as many resources 
or do not attend meetings like this summit. In our support group, 
counselors discussed chronic debilitating illness with patients. 
Those are well-attended sessions that increase understanding 
and allow everyone to speak and seek support. We recently had 
a session on palliative care, which was interesting because it 
is often confused with hospice, and it is not. We discussed the 
multidisciplinary approach to palliative care.

James E. Loyd, MD: Emphasizing symptom relief with palliative 
care rather than end-of-life care is important. I find that discussing 
goals of care is the first step to having an end-of-life discussion well 
before that time comes. This can also apply to lung transplants.

Barb Murphy: It would be helpful to discuss disability at the 
2019 summit, including practical things like applying for disability 
benefits or leaving your job. Patients may have the sense that 
there is nothing to look forward to and there is nothing that can 
be done with a fatal disease, so the idea of bringing hope is very 
important. Someone came to my support group to talk about 
Compassionate Allowances for disability, Social Security, and 
things like that. Someone from senior services or a social worker 
can talk to patients and caregivers about this topic.

Tina H. Givens, BS, RRT: Loneliness and depression are 
significant challenges. We have some studies that show 
loneliness can be worse for aspects of your health than smoking 
five packs of cigarettes a day.28 It is amazing how extensively 
loneliness and depression affect illness.

James E. Loyd, MD: The point about depression is an important 
one. Wendi asks other specialists to speak to patients about 
depression, oxygen, and diet, among other things, to provide the 
most comprehensive care for our patients.

Q: How can we improve the perception of 
palliative care?
Background
Palliative care is often seen as synonymous with hospice, rather 
than as an approach to supportive care that can occur at any 
stage of the disease. A comprehensive, team-based approach 
to palliative care can alleviate symptoms; provide psychosocial, 
emotional, and spiritual support; and offer guidance on 
treatment decisions.29 Efforts by a palliative care team can 

enhance management of symptoms and improve quality of life 
for patients with IPF.30

The American Thoracic Society recommends that palliative care 
be available to all patients at any stage of disease and emphasizes 
the need to individualize treatment.31 Several barriers to palliative 
care for patients with IPF have been identified, including uncertain 
prognosis; lack of knowledge; the common confusion between 
palliative care and hospice care; concerns about prescribing 
opiates; fear of reducing patients’ hope; and bias against those 
whose lung disease is perceived to be smoking-related.32 It is 
important for clinicians to discuss palliative care with their patients 
and allay any fears or misconceptions their patients may have about 
the definition of palliative care.

Insights from the Panel
James E. Loyd, MD: Palliative care can address what a patient will 
want when things get worse. 

Tina H. Givens, BS, RRT: We can emphasize even how helpful 
hospice can be, both for patients and caregivers, when the time 
comes. 

Barb Murphy: Being involved in palliative care makes that 
transition into hospice care relatively seamless.

Conclusion
Participants in this roundtable identified several items at the 2017 
PFF Summit that were beneficial, including discussions of clinical 
trial data, genetics, patient/caregiver/clinician communication, 
and palliative care. Strategies for improving communication 
were identified—specifically, the benefit of providing handouts or 
resources at the first appointment. A multidisciplinary approach is 
useful, and education should be standardized across practices. 
Topics identified for the next summit include further research data, 
genetics, and any topics that may be covered in a support group. 
There has been immense progress in this field, and by identifying 
existing issues, the field can continue to evolve.
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