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Activity Description: This initiative was comprised of two self-paced, interactive assessments, one designed for clinicians and 
one designed for patients and caregivers. A proprietary product of ACHL, the Formative Assessment™ platform profiles 
individual learning needs following a short series of questions. For each question, learners immediately receive the correct 
answer and rationale, as well as data on how their peers responded. As the learner progresses through the platform, they see 
where they excel and where they may benefit from additional education. Tailored educational and information recommendations 
aligned to this personal performance profile are delivered via a Learning Road Map. Both the clinician and patient/caregiver 
modules featured expert perspectives from Dr. Imre Noth, Nurse Cathy Brown, IPF patient Robert and IPF caregiver Michele.

Launch Date: August 23, 2018 Expiration Date: August 23, 2019

Credit: 0.75 AMA PRA Category 1 CreditsTM

Sponsored by: The Academy for Continued Healthcare Learning (ACHL)
Supported by: An educational grant from Boehringer Ingelheim Pharmaceuticals 

Intended Audience: 
• HCP Formative Assessment: Pulmonologists and other clinicians interested in the management of patients with IPF
• Patient Formative Assessment: IPF patients and their caregivers 

Activity Availability:
• HCP Formative Assessment:  www.achlformativeassessment.com/IPFCME/Home
• Patient Formative Assessment: http://www.achlformativeassessment.com/IPFPT

Overview

http://www.achlformativeassessment.com/IPFCME/Home
http://www.achlformativeassessment.com/IPFPT


HCP Activity Page



Patient Activity Page



Participation (as of January 2019) 
2,509 Clinical Participants; 250 Patient/Caregiver Participants (2000 HCPs; 200 patients/caregivers guaranteed)

Practicing Type (Clinician participants only)
39% Physicians, 5% PAs/NPs, 33% RNs, 23% Others

Objectivity
Activity was perceived as objective, balanced and non-biased by 96% of clinician learners

Learning Objectives

98% of clinician learners strongly agree or agree that all learning objectives were met, with an average rating of 3.38/4.0

Patients

89% of patient/caregiver participants feel more empowered

Executive Summary



Executive Summary: Aligned Outcomes
Topics HCP Results Patient/Caregiver Results Key Takeaways

Diagnosis Seeing 3 or more clinicians, receiving 
a different diagnosis, and having 

symptoms of IPF more than a year 
before being diagnosed were selected 

by clinician learners as the highest 
frustrations experienced by patients. 

Patients reported that having symptoms 
more than a year prior to their diagnosis 

was their greatest frustration. 

Clinician learners recognize the 
challenges that IPF patients face 
during the process of receiving a 

diagnosis. 

Efficacy & 
Safety of 
Therapy

HCP learners selected efficacy and 
slide effects as the areas they address 

most frequently when counseling 
patients on therapies for IPF, but these 

data indicate that clinicians are also 
addressing other important areas such 

as treatment goals and costs.

Patient learners correctly responded to 
questions about the therapies’ impact 
on IPF and common side effects, and 
77% of patients felt that their clinician 
adequately educated them about side 
effects. Yet, they failed to accurately 

identify the similarities and differences 
of available therapies.

Overall results suggest that patients 
may not be familiar with the similarities 
and differences between the available 

therapies despite receiving 
counseling.

Care Plans Clinician learners reported a higher 
frequency of discussions on areas 

such as efficacy and side effects than 
patient learners recalled. 

Only 50% of patient learners recalled a 
discussion on the goals of treatment.

Clinicians may have overstated the 
frequency of such discussions, or 
patients may not recall important 

aspects of care and require several 
touchpoints of education.



Executive Summary: Aligned Outcomes
Topics HCP Results Patient/Caregiver Results Key Takeaways

Quality of Life Shortness of breath, fatigue, 
and cough were selected as 
symptoms with the largest 

impact on IPF patients by HCP 
participants. 

Patients reported shortness of 
breath, fatigue, and cough as the 

symptoms with the largest impact on 
IPF patient quality of life. 

HCP and patient responses are in 
agreement; however, patients 

reported less depression/anxiety 
than indicated by clinicians. 

Shared 
Decision 
Making

Almost three-quarters of HCP 
learners reported that IPF 

patients feel empowered to 
participate in discussions with 

them “frequently” or “very 
frequently.”

Patient learners reported higher 
levels of empowerment (79%). 

Patient and caregiver learners also 
demonstrated a high level of 

knowledge of shared decision 
making.

Patients reported high levels of 
patient empowerment; yet, clinicians 

may underestimate their IPF 
patients’ levels of engagement.

HCP and patient learners aligned on several points, and both demonstrated areas of need for 
continued education across the diagnosis and management of IPF. 



Opportunities for Future Education 
Education on the HRCT features of UIP: updated guidance was released by ATS/ERS/JRS/ALAT in late 2018 and 
learners did not demonstrate familiarity with HRCT features associated with IPF vs. other diagnoses. Overconfidence 
was also evident in pulmonary medicine learners (20%). 

The importance of Velcro crackles as a differentiating factor in the assessment and diagnosis of IPF since more 
pulmonary medicine learners were confidently incorrect (43%) than correct (31%) in identifying early signs of IPF. 

Education on clinical trial post-hoc analyses and other trial data that demonstrate the benefits of nintedanib and 
pirfenidone across the disease course to ensure sustained knowledge since baseline knowledge was initially low. 

Education should continue to address the accumulating data on the use of nintedanib and pirfenidone in 
combination; approximately one-half of pulmonary medicine learners demonstrated familiarity with the exploratory 
study of nintedanib in combination with pirfenidone.

Benefits of long-term pulmonary rehabilitation in improving IPF patients’ quality of life; 33% of pulmonary medicine 
learners overestimated their knowledge of pulmonary rehabilitation. 



Participation

39%

33%

5%

6%

2%

15%

HCP Formative Assessment: 
Participation by Clinician Type

Physician
Nurse
NP/PA
Consumer/Patient
Pharmacist
Other HCP

HCP Module 
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Certificates 
Issued

Patient Module 
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2,509 418 250
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34%

4%
6%
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Surgery
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Non Clinical
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HCP Learning Objectives

98% of learners strongly agree or agree that all learning objectives were met, with an average rating of 3.38.

Please rate the following objectives to indicate if you are 
better able to:

Module Analysis of Respondents
Rating scale: 

4=Strongly Agree; 
1=Strongly Disagree

Discuss the differential diagnosis of IPF from the other 
interstitial lung diseases M1 (n=309) 3.44

Interpret the efficacy and safety data of pharmacotherapies 
used to treat IPF M2 (n=125) 3.33

Formulate comprehensive management plans, including 
pharmacologic and nonpharmacologic approaches and support 
strategies

M3 (n=105) 3.30

Engage patients and their families in the SHARE approach for 
the management of IPF M3 (n=105) 3.37



Objectivity & Balance

96%

4%
Did you perceive any bias or commercialism towards any product or drug in this activity?

No Yes

Activity was perceived by clinicians as objective, balanced and non-biased.

n=532



Patient Empowerment

89%

11%

After participating in this activity, do you feel more empowered as an IPF patient/caregiver?

Yes No

89% of patient/caregiver participants feel more empowered following participation in the patient education 
formative assessment.

n=73



HCP Formative Assessment: 
The Platform
ACHL’s Formative Assessment platform profiles individual learning needs and recommends personalized education to close 
each learner’s unique knowledge and competency-based gaps.

How It Works: 
1. Learners begin by completing a baseline assessment of their knowledge. Each question is followed by a confidence 

assessment to test participants’ certainty.  This approach measures the Dunning-Kruger effect, a psychological 
phenomenon which reveals when people of low ability have illusory superiority and mistakenly assess their abilities as 
greater than they truly are.  

2. Learners receive immediate feedback, including the correct answer and answer rationale, a visual of their results 
compared to their confidence, as well as compared to the average score of their peers. 

3. A personalize learning roadmap appears with supplemental educational recommendations aligned to the unique 
knowledge gaps and competency level of the participant. 

4. For select questions, posttest and follow-up survey data are available.
5. Upon completion of each module, learners evaluate the education and receive CME credit.

This activity consists of three modules, each certified for 0.25 AMA PRA Category 1 Credits™:
1. Diagnosis and Disease Course 
2. Therapy
3. Care Plans



Clinician Formative 
Assessment

Module 1: Diagnosis & Disease Course



Module Summary (Aggregate)
Module 1: Diagnosis & Disease Course 

Module Score Module Confidence
29% 74%
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For the first module “Diagnosis & Disease Course” learners consistently exhibit a lower baseline knowledge 
than what’s commensurate with their confidence levels. 



Idiopathic pulmonary fibrosis (IPF) is one of over ___ types of interstitial 
lung diseases.

A. 25 

B. 75 

C. 100 

D. 200 

Aggregate Responses

Diagnosis & Disease Course
Question 1: Disease Course Behavioral Insights of Key Clinical Stakeholders 

Learners working in pulmonary medicine settings demonstrated the highest knowledge on this question. Yet, overall knowledge was 
low, indicating participating HCPs do not appreciate the vast array of ILDs that may be seen in clinical practice. This may account for 

delays in appropriate referral for diagnosis. 
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n=1397



Diagnosis & Disease Course
Question 2: Disease Course
The exact origin of IPF is unknown, and there has been some controversy 
surrounding its pathogenesis. The lack of efficacy of immunotherapies for the 
treatment of IPF and the efficacy of anti-fibrotic agents have informed evolving 
paradigms on the pathogenesis of IPF. Which of the following are acknowledged 
to be involved in the pathogenesis of IPF? (Select all that apply)

A. Advancing age leads to immune cell dysfunction, resulting in lack of 
protection against microbial infections 

B. An unknown antigen leads to an inflammatory cascade and chronic 
inflammation 

C. An unknown mechanism leads to increased protease enzymes that 
damage the lung epithelium 

D. Injury to the lung epithelium results in fibroblast activation and extra 
cellular matrix accumulation 

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses Few learners correctly identified all of the potential mechanisms involved in the 
pathogenesis of IPF, including one-third of pulmonary medicine learners who felt 
confident in their knowledge, but were incorrect. The higher levels of knowledge 
observed in cardiology learners may be tied to their understanding of the role of 

inflammation and the extracellular matrix in cardiac diseases.

n=1178
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Diagnosis & Disease Course
Question 3: Disease Course

The Centers for Disease Control and Prevention (CDC) recently reported 
a cluster of IPF cases in which of the following professions?

A. Bakery workers

B. Dental personnel

C. Automotive manufacturers

D. Drywall contractors

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Twenty-five percent of pulmonary medicine learners demonstrated awareness of this recently-identified cluster of IPF cases. In contrast, 
between 14%-26% of all learners overestimated their knowledge on this question. These data also underscore the importance of 

thoroughly asking patients about their exact job duties and daily tasks that may be placing them at risk for IPF.

n=1079
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Diagnosis & Disease Course
Question 4: Diagnosis

Which of the following has been proposed as an early sign of IPF?

A. Wheezing

B. Dry cough

C. Auscultation of “Velcro” crackles

D. Finger clubbing 13%

58%

24%

5%5% 6%

88%

1%4%
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11%
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Formative Assessment (n=1052) Post-activity (n=311) Follow-up (n=26)

Behavioral Insights of Key Clinical Stakeholders* 

Aggregate Responses

Although learner knowledge of this important clinical finding 
was low during participation in the activity, there was a 

267% increase in knowledge after the activity with evidence 
of knowledge retention in the follow-up survey. More 

pulmonary medicine learners were confidently incorrect 
than correct. Education on the assessment and diagnosis 

of IPF should continue to focus on the importance of Velcro 
crackles as a differentiating factor in IPF.20%
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*Confidence measured during formative assessment (pre-education) only



Diagnosis & Disease Course
Question 5: Diagnosis

A definitive diagnosis of IPF is based on high-resolution computed tomography 
(HRCT) criteria of usual interstitial pneumonia (UIP) as outlined by the 
ATS/ERS/JRS/ALAT 2011 guideline recommendations. However, patients may 
present with atypical signs that are inconsistent with a UIP pattern. Select the 
HRCT features that are inconsistent with UIP: (Select all that apply)

A. Diffuse mosaic attenuation/air-trapping

B. Subpleural, basal predominance

C. Upper or mid-lung predominance

D. Honeycombing with or without traction bronchiectasis

E. Profuse micronodules

F. Reticular abnormality

G. Extensive ground glass abnormality

6%
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21% 24%
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Correct Partially Correct Incorrect (1 or more
incorrect features)

Formative Assessment (n=942) Post-activity (n=311)

Behavioral Insights of Key Clinical Stakeholders* 

Aggregate Responses

Despite an increase in the number of learners correctly identifying all of the HRCT 
features inconsistent with a UIP pattern, the overall percentage of correct 

responses was low (21%). These data suggest that learners are not familiar with 
HRCT features associated with IPF vs. other diagnoses. Overconfidence was 

evident in pulmonary medicine learners (20%). Education on the HRCT features of 
UIP should continue, particularly since updated guidance was released by 

ATS/ERS/JRS/ALAT in late 2018.
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*Confidence measured during formative assessment (pre-education) only



Diagnosis & Disease Course
Question 6: Diagnosis

IPF is associated with comorbidities that increase disease burden. Which 
of the following has NOT been described as a comorbidity associated with 
IPF?

A. Pulmonary embolism

B. Osteoporosis

C. Gastroesophageal reflux disease (GERD)

D. Ischemic heart disease

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Approximately 50% of all learners correctly answered this question despite some uncertainty in their knowledge. Education on common 
comorbidities in IPF is warranted to ensure comprehensive treatment plans. 

n=900
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Diagnosis & Disease Course
Question 7: Multidisciplinary Consultation 

When making a diagnosis of IPF, when should a radiologist be consulted?

A. Always

B. When atypical features are observed on HRCT

C. When a surgical lung biopsy is not feasible 

Behavioral Insights of Pulmonary Medicine Participants

The majority of pulmonary medicine learners recognized the importance of seeking a radiology consultation to confirm a 
diagnosis of IPF. These data indicate that the role of a radiologist is less recognized in other specialties.

n=91

Aggregate Responses
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B. 19%

C. 6%
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Diagnosis & Disease Course
Question 8: Multidisciplinary Consultation 

At what point should patients be referred to an ILD center? 

A. After receiving a diagnosis

B. If an ILD is suspected in a patient with shortness of breath

C. When experiencing frequent exacerbations

D. When considering initiating therapy

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Almost one-half of pulmonary medicine participants recognized that referral to an ILD center at the first signs of an ILD can facilitate an 
early, accurate diagnosis. Again, learners of other specialties were less likely to make a referral at this point and demonstrated 

overconfidence with their responses.
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Diagnosis & Disease Course
Question 9: Multidisciplinary Consultation 

Patients with IPF report experiencing many frustrations during the process 
of receiving a diagnosis. Which of the following do you think your patients 
experience during their diagnosis? (Select all that apply)

A. Frustrations with friends and family members since they do not understand 
what patients are going through

B. Seeing 3 or more clinicians before getting a diagnosis

C. Being misdiagnosed (ie, asthma or pneumonia) before being diagnosed

D. Having symptoms of IPF more than a year before being diagnosed

E. Undergoing a surgical lung biopsy

F. Feeling that they had to undergo too many lung function test, x-rays, and CT 
scans

Aggregate Reponses 

Receiving a different diagnosis, having symptoms of IPF more than a year, and seeing 3 or more clinicians before being diagnosed
were selected by clinician learners as the highest frustrations experienced by patients. As a comparison, patients reported that having 

symptoms more than a year prior to their diagnosis was their greatest frustration. Nevertheless, clinician learners recognize the 
challenges that IPF patients face during the process of receiving a diagnosis.

n=839
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Clinician Formative 
Assessment

Module 2: Therapy



Module Summary (Aggregate)
Module 2: Therapy 

Module Score Module Confidence
29% 72%
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For the topics “Efficacy” and “Adverse Events” the Dunning-Krueger effect is confirmed: learners steadily self-
attest to possessing more knowledge than they have.



Therapy
Question 1: Efficacy

The efficacy (effect on forced vital capacity, FVC) of pirfenidone and 
nintedanib has been demonstrated in clinical trials. Which of the following 
statements regarding results from these trials is accurate?

A. In a head-to-head trial, nintedanib had greater effects on forced vital 
capacity compared with pirfenidone

B. Nintedanib was more effective than pirfenidone in clinical trials

C. The two agents demonstrated comparable reductions in the rate 
of decline of forced vital capacity in their respective trials

D. Clinical trials to date used different primary endpoints, precluding any 
comparison
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Aggregate Responses

Seventy-seven percent of pulmonary medicine learners 
accurately identified the clinical trial results with the available 

IPF therapies. Other providers demonstrated a lack of 
knowledge during the activity, suggesting a need for 

additional education in this population. However, the overall 
post activity results indicate an increase in learning after 

participation in the activity.
8%

9%

9%

43%

46%

13%

41%

37%

32%

9%

7%

45%

0% 20% 40% 60% 80% 100%

Other (n=182)

General Practice (n=95)

Pulmonary Medicine (n=53)

Confident & Wrong Uncertain & Wrong Uncertain & Correct Confident & Correct

*Confidence measured during formative assessment (pre-education) only



Therapy
Question 2: Efficacy

Which of the following best describes the efficacy of the two available 
agents across patients with varying levels of baseline IPF disease 
severity?

A. The agents are more effective in patients with more preserved lung 
function at baseline

B. The agents are effective regardless of disease severity

C. The agents do not delay disease progression in patients with severe 
disease (baseline FVC ≤50 %)

D. Clinical trials assessing the efficacy of these agents in patients with 
varying levels of disease severity have reported conflicting results
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Aggregate Responses

Baseline knowledge on the use of nintedanib and 
pirfenidone across the IPF course was low, however 85% 

responding correctly after engaging in the activity. A 30-day 
follow-up assessment showed slippage from post-test 

scores; however, net gains were sustained at 7% above 
baseline (20% overall). Future education should address the 
post-hoc analyses and other trial data that demonstrate the 

benefits of these therapies across the disease course. 
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Therapy
Question 3: Efficacy

The 2015 ATS/ERS/JRS/ALAT clinical practice guidelines on the 
treatment of IPF include a ________ for pirfenidone and nintedanib.

A. Conditional recommendation for use

B. Strong recommendation for use

C. Conditional recommendation against use

D. Recommendation for use contingent on disease severity

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Not surprisingly, pulmonary medicine learners demonstrated better knowledge of the 
available guidelines compared with other learners, many of whom selected a strong 

recommendation. The conditional recommendation in the 2015 guidelines was based on 
a lack of long-term safety data, but this recommendation may be outdated. Therefore, 
learners who selected a strong recommendation may have responded based on their 

current practice vs. guideline recommendations. 
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Therapy
Question 4: Efficacy

The use of nintedanib in combination with pirfenidone for IPF:

A. Has not been studied

B. Was demonstrated to have superior efficacy over monotherapy in a 
randomized clinical trial

C. Is associated with a drug-drug interaction that reduces the efficacy of 
the combination regimen

D. Was demonstrated to have a safe and tolerable profile in an 
exploratory study

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Approximately one-half of pulmonary medicine learners demonstrated 
familiarity with the exploratory study of nintedanib in combination with 

pirfenidone. Education should continue to address the accumulating data on 
the use of these agents in combination.
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Therapy
Question 5: Adverse Events 

An IPF patient who initiated nintedanib (150 mg twice daily) one week 
previously calls your office to report experiencing mild diarrhea (3-4 
watery stools per day). The patient reports being bothered, but does not 
report any impact on activities of daily living. What would be your 
recommendation for this patient?

A. Interrupt treatment for two weeks

B. Switch to pirfenidone

C. Lower the dose 100 mg twice daily

D. Treat with an over-the-counter anti-diarrheal agent

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Half of all learners correctly identified the use of an anti-diarrheal agent as the most 
appropriate initial recommendation for this theoretical patient while 37% selected the more 

aggressive approach of dose reduction. 
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Therapy
Question 6: Initiating Therapy 

At what point do you recommend initiation of therapy with an antifibrotic 
agent for the majority of your patients with IPF?

A. At the time of diagnosis

B. When there are signs of disease progression (ie, declining FVC)

C. When the disease is classified as severe

D. When the patient reports activity-limiting symptoms

Aggregate Responses

Initiating therapy at the time of diagnosis was the most frequently selected answer with more pulmonary medicine learners selecting 
this approach compared with other clinician types. General practitioners and other clinicians, who likely treat IPF less often, selected 

the less aggressive approach of waiting until disease progression was evident. Education should reinforce the benefits of early 
treatment for IPF, regardless of disease severity.

n=248
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Therapy
Question 7: Initiating Therapy 

When you are guiding patients through selecting between the two 
available therapies for IPF, which of the following areas do you address? 
(select all that apply)

A. Goals of treatment

B. Efficacy of the therapies

C. Side effects

D. Dosing regimens

E. Costs

F. Need for laboratory testing to                                                                                 
monitor liver function

Behavioral Insights of Pulmonary Medicine Participants  

Aggregate Responses

Learners selected side effects, efficacy and costs as the areas they address most frequently when counseling patients on therapies for IPF, but these data 
indicate that clinicians are also addressing other important areas such as treatment goals. These findings are in agreement with data from the companion patient 
activity in which learners correctly responded to questions about the therapies’ impact on IPF and common side effects, and 77% of patients felt that their clinician 

adequately educated them about side effects. However, less than one-half of patients reported that their clinician had discussed costs with them. Data from the 
patient activity also suggest that they may not be familiar with the similarities and differences between the available therapies.
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Therapy
Question 8: Initiating Therapy 

An assessment of online resources for patients with IPF:

A. Identified less than 25 IPF-related websites

B. Revealed a bias toward new pharmacotherapies on websites directed 
towards patients

C. Found that IPF-related websites are frequently inaccurate, 
incomplete, and outdated

D. Has not been conducted; however, an assessment of online resources 
in ILD has been reported

Aggregate Reponses

Learner responses on this question varied but indicate a lack of familiarity with online IPF resources, which may have 
negative consequences on patient and caregiver understanding of the disease. Clinicians require familiarity with 

current, accurate resources on IPF to effectively guide their patients.
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Clinician Formative 
Assessment

Module 3: Care Plans 



Module Summary (Aggregate)
Module 3: Care Plans
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ACHL’s Formative Assessment platform highlights areas where learners require additional education, as well as 
areas where learner confidence may be unjustifiably high as demonstrated in the topics: symptoms, supportive care 

and multidisciplinary care. 



Care Plans
Question 1: Symptoms

Which of the following symptoms do you feel have the most significant 
impact on your IPF patients’ daily life? (Select up to 3)

A. Shortness of breath
B. Cough
C. Pain
D. Weight loss
E. Depression
F. Fatigue 
G. Anxiety
H. Clubbing of fingers or toes
I. Gastrointestinal issues

Behavioral Insights of Pulmonary Medicine Participants

Aggregate Responses

Shortness of breath, cough and fatigue were selected as symptoms with the largest impact on IPF patients. These data are in agreement 
with patient responses from the accompanying activity; however, patients reported less depression/anxiety than indicated by clinicians. 

For example, of those who work in pulmonary medicine, 40% selected depression as having a significant impact compared with only 20% 
of patients (slide 62).
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Care Plans
Question 2: Symptoms

Cough is a common concern for IPF patients. What is your most common 
recommendation for patients who request treatment for their cough?

A. Prescribing a corticosteroid

B. Prescribing thalidomide

C. Prescribing pregabalin

D. Use of over-the-counter cough suppressants

E. Other remedies such as cough drops, hard candies, or frequent sips of 
water

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Only 34% of learners reported that they commonly recommend over-the-counter 
remedies and frequent sips of water for IPF patients with cough. Interestingly, 
pulmonary medicine learners were more likely to recommend over-the-counter 
cough suppressants or prescribe therapy. Most of which are not supported by 

evidence in IPF patients and may be associated with risks. 
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Care Plans
Question 3: Symptoms

Gastroesophageal reflux disease (GERD) is a common comorbidity in IPF, 
and studies have examined the use of antacid therapy as treatment. Data 
from such studies indicate:

A. Prolonged survival in patients receiving antacid therapy

B. Reductions in deterioration of pulmonary function with antacid therapy

C. Decreased exacerbation rates with antacid therapy

D. Conflicting results with antacid therapy

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Forty-seven percent of all learners correctly responded to this question on the 
efficacy of antacid therapy in IPF. However, approximately one-third of learners 

incorrectly answered that this approach decreases exacerbation rates, 
warranting additional education on the management of this frequent 

comorbidity in IPF patients.
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Care Plans
Question 4: Supportive Care 

Accumulating studies support the use of pulmonary rehabilitation in 
patients with interstitial lung diseases, including IPF. Which of the 
following best describes findings from these studies? (Select all that 
apply)

A. Patients receiving an antifibrotic therapy do not demonstrate benefits 
with pulmonary rehabilitation

B. The benefits of pulmonary rehabilitation in IPF have been 
demonstrated in short-term studies, but are not sustained during 
follow up

C. Pulmonary rehabilitation is beneficial to IPF patients, regardless 
of baseline disease severity

D. IPF patients with severe impairment do not derive benefits from 
pulmonary rehabilitation
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Aggregate Responses

Although more pulmonary medicine learners correctly answered this question 
on pulmonary rehabilitation than other clinician types, 32% also overestimated 
their knowledge of pulmonary rehabilitation. There was a modest increase in 
the number of learners correctly responding after participating in the activity. 

Future education should continue to focus on the benefits of long-term 
pulmonary rehabilitation in improving IPF patients’ quality of life.
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Care Plans
Question 5: Supportive Care 

Which of the following statements regarding the use of long-term oxygen 
therapy (LTOT) in IPF is accurate?

A. Randomized studies have demonstrated that LTOT improves patient 
quality of life

B. The ATS/ERS/JRS/ALAT guidelines include a strong 
recommendation for the use of LTOT in IPF patients with 
clinically significant resting hypoxemia

C. Studies indicate that use of LTOT improves survival in IPF patients

D. The ATS/ERS/JRS/ALAT guidelines do not recommend the use of 
LTOT due to low-quality evidence
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Aggregate Responses

Pulmonary medicine learners demonstrated the highest 
awareness of guideline recommendations for LTOT. There 

was also an increase in knowledge post-activity for all 
learners.
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Care Plans
Question 6: Multidisciplinary Care 

A cohort study examining the association between delayed access to 
subspecialty care and survival time in IPF revealed that:

A. Delayed care in a tertiary care center decreases the rate of lung 
transplantation

B. Delays in being seen at a tertiary care center increase a 
patient’s risk of death

C. Delays in being seen at a tertiary care center are related to the type 
of third party payer

D. Delays in care from a tertiary care center are correlated with a 
patient’s level of disease severity

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Compared with other learners, pulmonary medicine learners demonstrated low 
knowledge and overestimated their knowledge of IPF care at specialized 

centers. This is alarming since early referrall is associated with earlier diagnosis 
and reduced mortality for IPF patients.
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Care Plans
Question 7: Multidisciplinary Care 

How often do you feel that your IPF patients feel empowered to ask 
questions and engage in discussions with you?

A. Very frequently

B. Frequently

C. Rarely

D. Never

Behavioral Insights of Key Clinical Stakeholders 

Aggregate Responses

Almost three-quarters of learners reported that IPF patients feel empowered to participate in 
discussions with them “frequently” or “very frequently.”  However, patient learners in the 

accompanying activity reported higher levels (79%), suggesting the clinicians may underestimate 
their IPF patients’ levels of engagement.
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Care Plans
Question 8: Multidisciplinary Care 

The Agency for Healthcare Research and Quality developed the SHARE 
approach, a 5-step process for shared decision-making. Drag the steps 
from the right side and place them in the appropriate order in the middle 
box for engaging patients in the SHARE approach.

While there were not any learners who correctly ordered all five steps of the SHARE 
approach in the formative assessment (potentially due to the format), learners 

demonstrated familiarity with steps of the SHARE approach post-activity in a slightly 
modified question: 81% correctly identified step 1 post-activity compared to only 68% in 

the formative assessment.

Help your patient explore and 
compare treatment options

Evaluate your patient’s 
decision

Seek your patient’s 
participation

Reach a decision with your 
patient

Assess your patient’s values 
and preferences
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Post-activity Comparison (Correctly Identified Step 1) 

Which of the following is the first step in engaging patients in shared decision 
making as outlined by the Agency for Healthcare Research and Quality’s 
SHARE approach? 
A. Ensure that your patients’ insurance will cover the process
B. Seek your patient’s participation (81%)
C. Help you patient explore and compare treatment options
D. Provide your patient with disease-specific decision aids 

Aggregate Responses: Percent Correct by Step n=163

A. 68%

B. 30%

C. 22%

D. 42%

E. 42%



Patient Formative 
Assessment

Module 1: What is IPF?

Coping with an IPF diagnosis can be a physical, emotional and financial struggle for both IPF patients and 
their families. That’s why we developed a simple educational tool to help IPF patients and their caregivers 
track what they already know about IPF, as well discover new disease information and life management 
strategies they have not considered. Learners hear testimonials from an IPF patient, an IPF caregiver and 
meet two of the leading clinicians working in IPF care today.  Through this interactive, question-based 
approach, participants learn what is IPF, how to manage IPF with therapy, additional care strategies, and 
working with their clinicians.



Patient Assessment: What is IPF?
Question 1: IPF Disease

You and others around you may have never heard the words “idiopathic 
pulmonary fibrosis.” However, the meaning of these medical terms tells a 
lot about the disease. Of the following, select the three words that mean 
“idiopathic,” “pulmonary,” and “fibrosis”.

A. Disease

B. Heart/lung

C. Scarring

D. Lung

E. Narrowing

F. Unknown cause

G. Inherited

H. Lethal

I. Damage

J. Environmental 

Behavioral Insights

Aggregate Responses

62% of patient/caregiver learners correctly identified the terms that define IPF. After 
further analysis of these data, the ~30% of learners who were scored as being 
incorrect selected more than 3 answer responses with a number also selecting

“disease.” Nonetheless, the findings on this question indicate high learner 
knowledge of these medical terms. 
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Patient Assessment: What is IPF?
Question 2: IPF Disease

Which of the following sentences describes what people with IPF may 
experience over time (the disease course)? (select all that apply)

A. IPF patients will experience a usual course of shortness of breath that 
quickly becomes severe

B. There is no usual course of the disease, some patients 
experience a rapid decrease in lung function while others 
experience a slow decrease

C. People with IPF may experience stable periods followed by rapid 
worsening of symptoms and lung function

D. Some people with IPF may have a mild form of the disease that does 
not get worse

E. The pathway of IPF is the same in all patients with IPF

Behavioral Insights

Aggregate Responses
The majority of patients/caregivers correctly identified that IPF has 
a heterogenous course, but less demonstrated awareness of stable 

periods punctuated by worsening (ie, exacerbations). The latter 
may account for the large percentage of patients/caregivers that 

were overly confident in their knowledge. These learners may 
require additional education to increase awareness of 

exacerbations.
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Patient Assessment: What is IPF?
Question 3: IPF Disease

Many people have not heard of IPF and may not understand the disease. 
How would you explain the effects of IPF on the lungs and breathing to a 
friend or caregiver?

A. Blood pressure within the lungs becomes too high and the lungs have 
to work harder to fill and exhale air

B. The lungs slowly become thick and stiff, and are not able to fill 
with air

C. Fluid fills the lungs and air that is breathed in can’t be exhaled

D. The lungs get smaller and can’t fill with as much air

Behavioral Insights

The majority of patient/caregiver learners correctly recognized the 
mechanism by which IPF affects the lungs and breathing.
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Patient Assessment: What is IPF?
Question 4: IPF Disease

Doctors use different tests and images to identify the different types of 
lung disease and make sure that a diagnosis of IPF is accurate. What 
type of image is needed to confirm a diagnosis of IPF?

A. Chest x-ray

B. Spirometry

C. HRCT (high-resolution computerized tomography)

D. Functional MRI (magnetic resonance imaging)

Behavioral Insights

Aggregate Responses

Surprisingly, only 57% of patient/caregiver learners correctly identified HRCT as 
the mechanism by which IPF is diagnosed. It is possible that a chest x-ray or MRI 
was used at points during the diagnosis, but 43% of learners failed to recognize 
that HRCT is needed for confirming a diagnosis and one-quarter overestimated 

their knowledge.  
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Patient Assessment: What is IPF?
Question 5: Multidisciplinary Care

During the process of being diagnosed with IPF, your doctor may have 
referred you to an interstitial lung disease (ILD) center. Why do you think 
being seen in one of these centers might be important?

A. Not all doctors have the equipment available to diagnose IPF

B. Insurance is more likely to cover care received at these centers

C. These centers include many different types of healthcare 
providers who may be needed to make a diagnosis

D. IPF is very rare and few doctors understand how to make a diagnosis

Behavioral Insights

Aggregate Responses
Responses on this question varied and there was a large proportion of 
patients/caregivers who were overconfident in their knowledge. These 

data indicate that patients/caregivers recognize the challenges of 
making an IPF diagnosis, but that they may not be aware that 

multidisciplinary approaches are important in an IPF diagnosis.
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Patient Assessment: What is IPF?
Question 6: Multidisciplinary Care

People with IPF report experiencing many frustrations during the process 
of receiving a diagnosis. Which of the following did you experience during 
your diagnosis? (select up to 3 that apply)

A. Frustrations with friends and family members since they did not 
understand what I was going through

B. Saw 3 or more doctors before getting a diagnosis

C. Received an incorrect diagnosis, such as asthma or pneumonia, 
before being diagnosed

D. Had symptoms of IPF more than a year before being diagnosed

E. Underwent a surgical lung biopsy

F. Felt that I had to undergo too many lung function test, x-rays, and CT 
scans
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Aggregate Responses

Patient/caregiver learners reported that having symptoms more than a year prior 
to diagnosis was the greatest frustration with a variety of other frustrations 

reported. Clinician responses were in agreement. 

n=142



Patient Formative 
Assessment

Module 2: Therapy



Patient Assessment: Therapy
Question 1: Available Therapies 

There are two available therapies for IPF: Ofev® (nintedanib) and Esbriet® 
(pirfenidone). There are some differences between the two drugs that you 
should know. Select the differences between the two available therapies, 
Ofev® (nintedanib) and Esbriet® (pirfenidone). (Select all that apply)

A. Route of administration (whether a therapy is injected or taken by mouth)

B. How often the drug is taken (for example, two times per day)

C. Side effects

D. Effectiveness

E. Approved by the United States Food and Drug Administration

Behavioral Insights

Aggregate Responses
Patient/caregiver learners correctly identified dosing and side effects as 
differences between the available therapies, yet only one-third correctly 
selected both characteristics and there was evidence of overestimation 
of knowledge. These data suggest that patients don’t fully understand 
the similarities and differences between the two available therapies. 
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Patient Assessment: Therapy
Question 2: Available Therapies 

Which of the following statements best describes how the available 
therapies help patients with IPF?

A. Help patients by opening airways in the lungs

B. Can cure the disease

C. Repair the fibrotic (scarring) damage

D. Slow the rate at which your lungs get worse

Behavioral Insights

Patient/caregiver knowledge and confidence on this question about the mechanisms by which available 
therapies benefit IPF were high. Future education should focus on advances in therapy and the 

comprehensive care plan.
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Patient Assessment: Therapy
Question 3: Side Effects

Which available therapy for IPF is associated with sun sensitivity, and 
requires precautions to avoid a rash?

A. Both Ofev® (nintedanib) and                                                                 
Esbriet® (pirfenidone)

B. Ofev® (nintedanib)

C. Esbriet® (pirfenidone)

D. Pepcid® (famotidine)

Behavioral Insights

Aggregate Responses

While 64% of patient/caregiver learners demonstrated knowledge of the side effects of pirfenidone, 31% 
indicated that the risk of a rash applies to both agents. Again, patient education on the similarities and differences 

between the two available therapies may be warranted.
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Patient Assessment: Therapy
Question 4: Side Effects

There are specific instructions for taking the available therapies for IPF 
which can help you avoid side effects. Which of the following should be 
followed to avoid nausea and dizziness associated with Ofev® 
(nintedanib) and Esbriet® (pirfenidone)?

A. Take the medication with an empty stomach

B. Take the medication at bed time

C. Take the medication with a meal

D. Take the medication at the same time as an antacid

Behavioral Insights

Patient/caregiver knowledge that taking nintedanib or pirfenidone with a meal is a strategy to decrease 
potential side effects was high.
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Patient Assessment: Therapy
Question 5: Considerations During Therapy 

It is very important to be adherent to your medication, meaning that you 
follow the doctor’s instructions, to make sure that you receive benefit and 
avoid side effects. However, this can be difficult and there may be times 
that you forget to take a dose. What should you do if this happens? 

A. Stop taking the medication and call the doctor

B. Take the missed dose at your next scheduled time

C. Skip the missed dose and take the medication as directed at the 
next scheduled time

D. Take half of the missed dose as soon as you remember

Behavioral Insights

Aggregate Responses
Knowledge of the steps for taking a missed dose was also high in this 

group of patient/caregiver learners. Results on this question and others 
correlate with the high level of empowerment reported in the activity along 

with clinicians’ reports that side effects are the most common area 
addressed when discussing the available therapies with patients.
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Patient Assessment: Therapy
Question 6: Considerations

Taking the available therapies will lessen the symptoms of IPF that you 
are experiencing. True or false?

A. True

B. False
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Aggregate Responses

Responses on this question also suggest high patient/caregiver of the role of 
available therapies. Nevertheless, setting expectations is an important aspect of 

care that should be addressed across the disease course.

n=78



Patient Assessment: Therapy
Question 7: Adverse Events

I feel that my clinician adequately informed me about the side effects of 
available therapies for IPF.

A. Strongly agree

B. Agree

C. Disagree

D. Strongly disagree
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Aggregate Responses

78% of learners in the patient activity reported feeling “very strongly” or “strongly” 
that their clinician had informed them of potential side effects. This finding is in 
agreement with patient/caregiver learners’ baseline knowledge on questions 

related to side effects. Clinician learners also rated side effects as the topic most 
frequently discussed with patients during therapy selection. 

n=77



Patient Formative 
Assessment

Module 3: Additional Care



Patient Assessment: Additional Care
Question 1: Symptoms

Of the symptoms you have experienced because of IPF, which of the following 3 have 
the most significant impact on your daily life? (Select all that apply)

A. Shortness of breath

B. Cough

C. Pain

D. Weight loss

E. Depression

F. Fatigue 

G. Anxiety

H. Clubbing of fingers or toes

I. Gastrointestinal issues

J. Other

Aggregate Responses n=74
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Patient and clinician learners alike reported 
shortness of breath, fatigue, and cough as the 

symptoms with the largest impact on IPF patient 
quality of life. However, patients reported less 

depression/anxiety than indicated by clinicians. 



Patient Assessment: Additional Care
Question 2: Supportive Care

Your doctor may recommend that you start a pulmonary rehabilitation 
program for your IPF. What does pulmonary rehabilitation involve?

A. An exercise program

B. Educational sessions

C. Counseling and support

D. All of the above

Behavioral Insights

While 73% of patient/caregiver learners correctly recognized all of the components of a pulmonary rehabilitation program, 
approximately 20% failed to recognize that there are aspects in addition to the exercise program. Further, there was 

evidence that learners were overconfident in their knowledge.
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Patient Assessment: Additional Care
Question 3: Supportive Care

Once a patient starts oxygen therapy for IPF they quickly become 
addicted or dependent on it. True or false?

A. True

B. False

Behavioral Insights

These learners correctly responded that patients do not rapidly become addicted to oxygen therapy, 
This is an important educational aspect for patients who may resist oxygen therapy.
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Aggregate Responses

Patient Assessment: Additional Care
Question 4: Supportive Care

Self-management is an important part of therapy for IPF. Select all the strategies you have 
adopted since receiving your diagnosis. (Select all that apply)

A. Getting a good night’s sleep

B. Improved my nutrition

C. Stopped smoking

D. Started exercising

E. Received necessary vaccines (flu, pneumonia)

F. Joined a support group

IPF patients in this activity reported implementing a number of self-management 
strategies, with the highest being the receipt of preventive vaccines. Interestingly, 

only 34% of respondents reported attending a support group. Inclusion of resources 
from the Pulmonary Fibrosis Foundation in this activity may increase awareness of 

this resource. The low percentage of patients reporting that they had stopped 
smoking is also of interest, but no additional questions on smoking history were 

posed, precluding conclusions. 
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Patient Assessment: Additional Care
Question 5: Involving Caregivers

Caregivers play an important role in assisting patients with IPF. Which of 
the following is NOT a part of caregiving in IPF?

A. Understanding the IPF disease process

B. Taking over daily and household responsibilities

C. Receiving necessary vaccines

D. Knowing the details about a patient’s therapies

E. Understanding oxygen therapy

Behavioral Insights

Aggregate Responses
Caregiver education materials from the Pulmonary Fibrosis Foundation emphasize 

that caregivers should permit IPF patients to continue their daily responsibilities 
and maintain independence for as long as possible. Yet, only 47% of 

patient/caregivers in this activity selected this role of the caregiver. Of interest, 
one-third failed to recognize the importance of routine vaccines (ie, influenza) for 
the caregiver despite the fact that failure to do so may negatively impact the IPF 

patient. This is in contrast to the high percentage of patients who reported 
receiving these vaccines (slide 65).  

n=61
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Patient Assessment: Additional Care
Question 6: Healthcare Team

Which members of the healthcare team have been involved in your IPF 
care? (select all that apply)

A. Primary care provider

B. Pulmonologist

C. Radiologist

D. Pathologist

E. Rheumatologist

F. Nurse

G. Physician assistant

H. Respiratory therapist

I. Case manager
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Aggregate Responses

Patient/caregiver learners reported receiving most of 
their care from a pulmonologist or primary care 

provider with additional care from a nurse or 
respiratory therapist. These data suggest that 

patients may not be familiar with the roles of other 
specialists (ie, radiologists or pathologists) in their 

care. 

n=58



Patient Formative 
Assessment

Module 4: Working with Your Clinician



Patient Assessment: Working with Your Clinician
Question 1: Shared Decision-making

Shared decision-making is a commonly used practice in healthcare. What 
do you think it means?

A. A process in which insurance companies let patients have a voice in 
their treatment

B. A comparison of costs of possible therapies

C. A series of educational classes that patients participate in before 
starting treatment

D. A process in which clinicians and patients work together to make 
decisions and select tests and treatment plans

Behavioral Insights

Patient and caregiver learners demonstrated a high 
level of knowledge of shared decision-making. This 

correlates with the high levels of patient empowerment 
reported in this activity (slide 13).
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Patient Assessment: Working with Your Clinician
Question 2: Shared Decision-making

How often do you feel empowered to ask questions and engage in 
discussions with your care team?

A. Very frequently

B. Frequently

C. Rarely

D. Never
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Patient learners (79%) in this activity reported feeling “frequently” or “very 
frequently” empowered to engage in discussions with their care team.

n=47



Patient Assessment: Working with Your Clinician
Question 3: Talking to Your Clinician

What strategies have you employed to talk with your healthcare provider 
and get the most information during your time with the provider? (select all 
that apply)

A. Brought a family member or friend to an appointment

B. Wrote down a list of questions

C. Scheduled a follow-up appointment

D. Visited the Pulmonary Fibrosis Foundation website

E. Visited websites of available therapies
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Learners in this activity appear to rely on their healthcare team for information 
about IPF with less learners reporting that they use available resources and 

websites. Further, these patients have implemented recommended strategies for 
maximizing their time with providers (ie, list of questions and accompanying family 

member).

n=46



Patient Assessment: Working with Your Clinician
Question 4: Talking to Your Clinician

When you were deciding between the two available therapies for your IPF, which of the 
following areas did your clinician and other healthcare providers discuss with you? (Select all 
that apply)

A. Goals of treatment

B. The effectiveness of the therapies

C. Side effects

D. How many times a day the medications are taken

E. Need for blood work to monitor safety

F. Costs 
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Aggregate Responses

These data confirm that clinicians are discussing important aspects of therapy (ie, 
side effects and efficacy) with their IPF patients. Clinician learners reported a higher 
frequency of discussing several areas than patient learners. For example, only 50% 

of patient learners recalled a discussion on the goals of treatment, which is an 
important aspect of care across the disease course. 

n=44



HCP Evaluation Summary



HCP Practice Change

66% of learners reported intent to change their practice. Intended changes range from earlier referral to an ILD center (47%) to
earlier HRCT scans (375) to earlier treatment (60%) to . A 30-day follow-up survey revealed 46% followed through with 

implementing those changes.
Multiple responses allowed
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This activity validated my current practice; no changes will be made

Other change regarding the intiation and/or selection of therapy

Implement the SHARE approach

Refer patients for pulmonary rehabilitation

Recommend a different strategy for symptom management

Counsel patients differently on the selection of therapy

Recommend treatment earlier

Refer patients to an ILD center earlier in the process

Involve members of the multidisciplinary team

Order HRCT earlier in the diagnostic process

Please identify how you will change your practice as a result of participating in this activity:

Post-activity
Follow-up Survey



HCP Practice Change: Diagnosis
Self-reported changes in practice:
• Await radiologist's report and consult if inconclusive
• pt with cough & velcro crackles on exam
• Will order earlier to get quicker dx
• if ILD is slightly suspected get a HRCT
• If pt has velcro rales, CXR may not be show all the findings of UIP so 

need definitive HRCT
• Order HRCT Early for unexplained dyspnea
• Needed for earlier diagnosis of many lung disorders.
• After a suggestive chest x ray
• when H&P suggests IPF
• Avoid misdx & delayed tx
• Velcro crackles will trigger it
• As soon as suspect or c/o sob and velcro crackles at base
• order high res ct sooner
• As soon as other pulmonary pathology is r/o
• following presentation with velcro crackles
• CXR, Chest CT, Pulmonary Function Studies
• the HRCT will save time for the patient to procced with the diagnosis 

and see the ILD center
• ILD referral early on
• consult radiologist, pathologist prn
• RHD, Pulmonology, Radiology, Pathology
• Use collaborative effort
• Pulmonary referral
• at first instance multidisciplinary team should be involved
• early treatment after wheezing

• Radiologist, Pulmonologist, Nurse Specialist
• consult pulmonary specialists
• Get consultants involved in pts care early
• Radiology and pulmonology consultations
• all together to get more accurate dx
• Radiology as one of first steps
• look for velcro crackles
• more freq F/U and quick F/U for exacerbation
• Greater awareness of epidemiology
• Consider the assessment for the lung transplant
• If IPF is suspected, get HRCT and refer to ILD center early
• refer to pulm if suspicion and other dypsnea differentials have been 

ruled out (anemia, HF heart, COPD)
• after making dx with HRCT
• Consult pulmonologist prior to diagnosis
• to have tx sooner or study or trail enrolment
• bring to attention of ILD specialist at our site
• Don't wait for symptoms to progress
• refer when SOB is not accompanied by signs of CHF, etc
• if ILD is suspected in patient with SOB
• Refer patients when an ILD is suspected
• Earlier therapy will slow progression.
• Severely reduced DLCO FVC and LV
• It’s unfortunate the surrounding ILD centers do not communicate more
• That will help the patient get diagnosed properly and treated properly 

and if lung transplant indicated that will help lisitng the patient



HCP Practice Change: Therapy
Self-reported changes in practice:
• Begin with one agent after consultation with patient to assess patient's 

preferences and clinical state. Add the other or adjust as indicated 
• As soon as I see evidence of ILD on a lung scan, I will refer to 

specialist.
• FVC, DLCO level
• data based (efficacy at any stage of the disease)
• notify of potential side effects
• using Nintenadib or Perfenidone at diagnosis
• advise earlier medication if in agreement with patient's wishes
• EARLIER THE DIAGNOSIS BETTER THE CHANCES OF 

TREATMENT AND RELIEF
• Recommend treatment at diagnosis
• At time of diagnosis
• when dx'd as they are already behind by 3-5 yrs
• Will not wait until progression
• as soon as decrease FVC
• as soon as Dx made if pt agrees to taking meds

pulmonology, ILD
Greater awareness of disease prevalence
expand patient teaching on medications
involve specialists very early in the consultation and treatment
Recommend early therapy
AE's and pill count sun exposure
More knowledge regarding side effects
effective therapy exists
I am confident in recommending starting Treatment early after diagnosis
early therapy effective regardless of severity although does not halt 
progression
Would discuss risks/benefits sooner rather than waiting for FVC drop
earlier therapy
benefits of lower dosing if needed to reduce



HCP Practice Change: Care Plans
Self-reported changes in practice:
• I always reach decisions with my patients' input and following 

discussion
• Explore options together
• Involve patient and know their expectations and goals
• Seek patient preferences and assist in choosing a suitable 

management plan
• Ensure patient participation
• Encourage patient participation in decisions by providing knowledge of 

options to the patient
• Make a decision after assessing patient' choice, not before
• By using the SHARE approach.
• This course has expanded my awareness of Rx modalities
• Sustained pulmonary rehabilitation should be strongly considered.
• Increase initially QOL

• Aid in improving QOL
• Referral regardless of disease severity
• If ILD is suspected, earlier referral has been shown to decrease 

mortality
• better consideration of new Rx
• have always called Pulmonary consult for any ILD patients
• Allow earlier intervention.
• Tertiary care is critical.
• Multifunctional approach critical
• As soon as Dx is made
• Will include cough drops, sips of water and hard candies for cough in 

addition to over the counter cough syrups
• Relook at the 5 step process



Patient Care Impact
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Number of IPF patients seen each month:

Changes may impact 1,855 to more than 4,835 IPF patients each month. This assumes data in chart above is 
representative of all healthcare professionals that participated (2,509), who indicated they would change their 

practice as a result of their participation in this activity (66%). 

n=540



Patient Evaluation: Key Takeaways 
Self-reported learnings about IPF:
• Performs differently in each patient.
• That it can suddenly get worse
• That there might be an ILD we can go to for more help
• That progression is variable
• Go to an ILD center
• An MRI will not disclose IPF
• It will get worse
• The information was clear and concise.
• Amount of doctors to confirm I P F
• Type of scan machine used and why one lung doctor seems not to 

have the whole picture

• I could have had IPF for over 10 years prior to diagnosis.
• I can describe it better but not sure I learned anything - but I'm in my 

2nd year since diagnosis and now in home care under hospice.
• You need a very specialized team to diagnose and treat IPF
• It can be debilitating
• Diagnosis is a problem (6)
• There are sites that specialize in IPF.
• Benefits of ILD centers
• Some of the reasons why it make take so long and so many different 

medical professionals to come to a correct diagnosis.
• It affects each patient differently

Self-reported learnings about IPF medication:
• Not designed to improve but delay
• Different side effects, and reactions to exposure to sunlight.
• Make sure you take it when you are supposed to
• Some people have side effects some none at all
• The differences between the two options
• Only one has sun sensitivity
• OFEV needs to be taken with a meal that contains protein and 12 

hours apart.
• Some of the expected side effects of each medicine
• Learned two new medications and their side effects.
• Follow more closely the 12 hour spacing of taking OFEV.

• Take with protein
• Discuss biopsy with Pulmonary Specialist
• I will try to take OFEV 12 hours apart more regularly rather than the 

10-12 hour time frame I currently am on.
• It was not helping and the side effects were awful so my doctor and I 

agreed that since I was entering hospice care I should end the drug 
treatment.

• Maybe have meal with dose
• I am not a person who has IPF; I am related to someone who 

succumbed from it about 4 or 5 years ago before the two therapies 
weren't available to her.

• Be more cognizant of side effects and manage expectations.



Patient Evaluation: Key Takeaways 
Self-reported learnings about IPF management:
• Caregivers get worn out
• Oxygen - I'm not on oxygen and haven't learned as much about that as 

when I get there.
• Slow down and do your exercises
• The importance of support groups and therapy.
• low O2 saturation could already be harming my heart
• Anxiety about beginning supplemental oxygen is normal.
• Nothing new at this stage - I'm more 'senior' with this disease.

• Exercise
• Keep moving and exercise
• More exercise necessary
• Follow-up on supplemental O2 needs
• I will research different kinds of oxygen equipment available to me and 

make an informed decision about which one to use.
• I might start back with the nebulizer
• get my husband back into lung rehab
• Have pt manage more household duties.

Self-reported learnings about shared decision-making in IPF management:
• write down questions
• my opinion matters
• get a schedule and stick to it
• the personal management partition was very helpful.
• It's a mutual responsibility of patient and clinician.
• I've always been one to do the research, write out the questions before 

hand and take notes or even record consultations.
• My Dr should talk to me more about things. My spouse is ignorant to 

this but refuses to learn or accept it. I actually don't think he knows 
what it is even called.

• It is extremely important to be part of the decision-making process.
• bring in care giver to apts
• ask more questions
• Find a new doctor!
• I will take better notes of the discussion and answers to questions at 

each appointment and organize them in a binder. I will also request 
copies of pulmonary function tests I have and will in the future be 
taking so I have a record of them.

• Being in hospice they are not open to curative or treatments - only 
comfort.

• I will ask more questions about this medicine.
• Keep communication open.



Learning RoadMap Summary

Top resources employed by module (provided following 
baseline assessment)



Learning Map: HCP Popular Resources 
Module 1: Diagnosis & Disease Course

Baseline scores by topic Disease Course: 13% Diagnosis: 36% Multidisciplinary Consultation: 38%

Title Resources Type

ATS/ERS Update
Travis WD, Costabel U, Hansell DM, et al. An official American Thoracic Society/European Respiratory Society 
statement: Update of the international multidisciplinary classification of the idiopathic interstitial pneumonias. Am J 
Respir Crit Care Med. 2013;188(6):733-748.

Guidelines

Review of IPF 
Epidemiology Ley B, Collard HR. Epidemiology of idiopathic pulmonary fibrosis. Clin Epidemiol. 2013;5:483-92. Review Article

Cohort Study on 
“Velcro” Crackles

Sellarés J, Hernández-González F, Lucena CM, et al. Auscultation of Velcro crackles is associated with usual 
interstitial pneumonia. Medicine (Baltimore). 2016;95(5):e2573. Review Article

Review on IPF 
Pathogenesis Wolters PJ, Collard HR, Jones KD. Pathogenesis of idiopathic pulmonary fibrosis. Annu Rev Pathol. 2014;9:157-79. Review Article 

Roundtable Discussion 
of Team Approaches to 

IPF

Provider and Caregiver Connection™: Improving Outcomes in Idiopathic Pulmonary Fibrosis (IPF) Through a 
Patient-Centered, Team-Based Approach. Available at:
https://mycme.com/provider-and-caregiver-connectiontm-improving-outcomes-in-idiopathic-pulmonary-fibrosis-ipf-

through-a-patient-centered-team-based-approach/activity/5372/. Accessed July 2018.

CME Activity

ATS/ERS/JRS/ALAT 
Guidelines

Raghu G, Collard HR, Egan JJ, et al. An official ATS/ERS/JRS/ALAT statement: idiopathic pulmonary fibrosis: 
evidence-based guidelines for diagnosis and management. Am J Respir Crit Care Med. 2011;183(6):788-824. Guidelines 

Review on Early 
Diagnosis

Cottin V, Richeldi L. Neglected evidence in idiopathic pulmonary fibrosis and the importance of early diagnosis and 
treatment. Eur Respir Rev. 2014;23(131):106-10. Review Article

Review on Immune 
Cells in IPF

Desai O, Winkler J, Minasyan M, Herzog EL. The role of immune and inflammatory cells in idiopathic pulmonary 
fibrosis. Front Med (Lausanne). 2018;5:43. Review Article 



Learning Map: HCP Popular Resources 
Module 2: Therapy

Baseline scores by topic: Efficacy: 25% Adverse Events: 36% Initiating Therapy: 37%

Title Resources Type

ATS/ERS/JRS/ALAT 
Guideline Update

Raghu G, Rochwerg B, Zhang Y, et al. An official ATS/ERS/JRS/ALAT clinical practice guideline: treatment of 
idiopathic pulmonary fibrosis. An update of the 2011 clinical practice guideline. Am J Respir Crit Care Med. 
2015;192(2):e3-19. 

Guidelines

Chart Review of 
Treatment Patters

Maher TM, Molina-Molina M, Russell AM, et al. Unmet needs in the treatment of idiopathic pulmonary fibrosis-
insights from patient chart review in five European countries. BMC Pulm Med. 2017;17(1):124. doi: 10.1186/s12890-
017-0468-5.

Clinical Trial

INJOURNEY Clinical 
Trial

Vancheri C, Kreuter M, Richeldi L, et al. Nintedanib with add-on pirfenidone in idiopathic pulmonary fibrosis. results 
of the INJOURNEY trial. Am J Respir Crit Care Med. 2018;197(3):356-363. Clinical Trial

Open-label Extension 
of Nintedanib

Wuyts WA, Kolb M, Stowasser S, et al. First data on efficacy and safety of nintedanib in patients with idiopathic 
pulmonary fibrosis and forced vital capacity of ≤50 % of predicted value. Lung. 2016;194(5):739-43. Review Article

Post-hoc Analysis of 
Pirfenidone Data

Albera C, Costabel U, Fagan EA, et al. Efficacy of pirfenidone in patients with idiopathic pulmonary fibrosis with more 
preserved lung function. Eur Respir J. 2016;48(3):843-51. Clinical Trial

Review of Guideline-
Based Treatment

Managing IPF: Assessing the Clinical Path to Early Diagnosis, Referral and Treatment. Available at: 
https://cme2.medpagetoday.com/managing-ipf-assessing-the-clinical-path-to-early-diagnosis-referral-and-
treatment/2464/. Accessed July 2018.

CME Activity

Review of IPF Costs Owens GM. Strategies to manage costs in idiopathic pulmonary fibrosis. Am J Manag Care. 2017;23(11 
Suppl):S191-S196. Review Article

Review of IPF 
Pharmacotherapies

Raghu G. Pharmacotherapy for idiopathic pulmonary fibrosis: current landscape and future potential. Eur Respir Rev. 
2017;26(145). pii: 170071. Review Article



Learning Map: HCP Popular Resources 
Module 3: Care Plans

Baseline scores by topic: Symptoms: 22% Supportive Care: 17% Multidisciplinary Care: 33%

Title Resources Type

Cough in IPF van Manen MJ, Birring SS, Vancheri C, et al. Cough in idiopathic pulmonary fibrosis. Eur Respir Rev. 
2016;25(141):278-86. Review Article

Expert Discussion of 
IPF Diagnosis in 

Practice

Focus on Idiopathic Pulmonary Fibrosis: Advancing Approaches to Diagnosis, Prognosis and Treatment. Available 
at: https://courses.elseviercme.com/chestipf/chestipf. Accessed July 2018. CME Activity

FDA IPF Initiative: 
Patient Perspectives

U.S. Food and Drug Administration. Available at: 
https://www.fda.gov/downloads/ForIndustry/UserFees/PrescriptionDrugUserFee/UCM440829.pdf. Accessed May 
2018. 

External Web Link

Trial of Exercise 
Therapy

Vainshelboim B, Fox BD, Kramer MR, et al. Short-term improvement in physical activity and body composition after 
supervised exercise training program in idiopathic pulmonary fibrosis. Arch Phys Med Rehabil. 2016;97(5):788-97. Clinical Trial

Cohort Study on 
Referral to ILD Centers

Lamas DJ, Kawut SM, Bagiella E, et al. Delayed access and survival in idiopathic pulmonary fibrosis: a cohort study. 
Am J Respir Crit Care Med. 2011;184(7):842-7. Clinical Trial

Trial of Pulmonary 
Rehabilitation

Ferreira A, Garvey C, Connors GL, et al. Pulmonary rehabilitation in interstitial lung disease: benefits and predictors 
of response. Chest. 2009;135(2):442-447. Clinical Trial

Case-based Approach 
to Patient 

Communication

Idiopathic Pulmonary Fibrosis: Skills to Enhance Patient-Clinician Communication. Available at: 
https://mycme.com/idiopathic-pulmonary-fibrosis-skills-to-enhance-patient-clinician-communication/activity/4969/. 
Accessed July 2018.

CME Activity

Post-hoc Analysis of 
Antacid Use in Clinical 

Trials

Kreuter M, Spagnolo P, Wuyts W, et al. Antacid therapy and disease progression in patients with idiopathic 
pulmonary fibrosis who received pirfenidone. Respiration. 2017;93(6):415-423. Clinical Trial



Learning Map: Patient Popular Resources 
Module 1: What is IPF?

Title Resources Type

ATS Patient Resource American Thoracic Society. Idiopathic pulmonary fibrosis. Available at: https://www.thoracic.org/patients/patient-
resources/resources/idiopathic-pulmonary-fibrosis.pdf. Accessed May 2018. Patient Education

INTENSITY Survey 
Results

Pulmonary Fibrosis Foundation patient survey. Available at: http://www.multivu.com/players/English/7684251-
pulmonary-fibrosis-foundation-patient-survey/. Accessed May 2018. External Web Link

PFF Patient Information 
Guide

Pulmonary Fibrosis Foundation. Pulmonary fibrosis information guide. Available at: 
http://www.pulmonaryfibrosis.org/docs/default-source/patient-information-guides/2017-pff-patient-information-
guide.pdf?sfvrsn=0. Accessed May 2018.

Patient Education

PFF Recommended ILD 
Centers

Pulmonary Fibrosis Foundation. Find medical care. Available at: http://www.pulmonaryfibrosis.org/life-with-pf/find-
medical-care  Accessed May 2018. Patient Education

DHHS Patient Resource U.S. Department of Health & Human Services. Idiopathic pulmonary fibrosis. Available at: 
https://www.nhlbi.nih.gov/health-topics/idiopathic-pulmonary-fibrosis. Accessed May 2018. Patient Education

PFF Patient Resource Pulmonary Fibrosis Foundation. About pulmonary fibrosis. Available at: http://www.pulmonaryfibrosis.org/life-with-
pf/about-pf. Accessed May 2018. Patient Education

Lung and You https://www.lungsandyou.com/ Patient Education 



Learning Map: Patient Popular Resources 
Module 2: Therapy

Title Resources Type
8 Tips to Sticking to 

Your Medication 
Routine

U.S. Department of Health and Human Services. Why you need to take your medications as prescribed or instructed. 
Available at: https://www.fda.gov/Drugs/ResourcesForYou/SpecialFeatures/ucm485545.htm. Accessed May 2018. Patient Education

PFF Patient Information 
Guide

Pulmonary Fibrosis Foundation. Pulmonary fibrosis information guide. Available at: 
http://www.pulmonaryfibrosis.org/docs/default-source/patient-information-guides/2017-pff-patient-information-
guide.pdf?sfvrsn=0. Accessed May 2018.

Patient Education

Esbriet® (pirfenidone) 
patient information 

sheet

Esbriet® (pirfenidone) patient information sheet. Available at: 
https://www.gene.com/download/pdf/Esbriet_PatientInfo.pdf. Accessed May 2018. Patient Education

Ofev® (nintedanib) 
patient information 

sheet

Ofev® (nintedanib) patient information sheet. Available at: https://docs.boehringer-
ingelheim.com/Prescribing%20Information/PIs/Ofev/Patient%20Info/ofev_patient%20information.pdf?DMW_FORMA
T=pdf. Accessed May 2018.

Patient Education

PFF Treatment Options Pulmonary Fibrosis Foundation. Treatment options. Available at: http://www.pulmonaryfibrosis.org/life-with-
pf/pulmonary-fibrosis-treatment-options. Accessed May 2018. Patient Education 



Learning Map: Patient Popular Resources 
Module 3: Additional Care

Title Resources Type
WebMD Health Tips for 

IPF
WebMD. Health tips for idiopathic pulmonary fibrosis. Available at: https://www.webmd.com/lung/features/ipf-best-
self#1. Accessed May 2018. Patient Education

Module 4: Working with Your Clinician
Title Resources Type

AHRQ: Questions to 
Ask Your Doctor

Agency for Healthcare Research and Quality. Questions to ask your doctor. Available at: 
https://www.ahrq.gov/patients-consumers/patient-involvement/ask-your-doctor/index.html. Accessed May 2018. Patient Education

National Learning 
Consortium: Shared 

Decision Making

National Learning Consortium. Shared Decision Making. Available at: 
https://www.healthit.gov/sites/default/files/nlc_shared_decision_making_fact_sheet.pdf. Accessed May 2018. Patient Education

PFF Patient Information 
Guide

Pulmonary Fibrosis Foundation. Pulmonary fibrosis information guide. Available at: 
http://www.pulmonaryfibrosis.org/docs/default-source/patient-information-guides/2017-pff-patient-information-
guide.pdf?sfvrsn=0. Accessed May 2018.

Patient Education



Contact Information
Brittany Puster
Director, Education Development
Academy for Continued Healthcare Learning (ACHL)

E: bpuster@achlcme.org
P: 773-714-0705 ext. 134
C: 303-829-2562

mailto:bpuster@achlcme.org
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