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IPF Website
Phase II Results
Prior to this project, there was not a
specific webpage for IPF, there was only
an ILD page. All IPF-related web content
resulted from focus groups and surveys
conducted from this QI project.

Materials
Phase II Results
Healthcare Provider
Resources
Were developed according to findings of focus
groups and surveys.
IPF Provider Resources
To order a comprehensive toolkit of all IPF
educational resouces listed below,
please email us.
•Idiopathic Pulmonary Fibrosis: A Guide for
Providers (PDF brochure)
•Ordering Oxygen (PDF Infographic)
•IPF Health Checklist (PDF brochure)

Materials
Phase II Results
Med Facts Stages of IPF:
• Stage 1 IPF: Recently Diagnosed
(PDF brochure)
• Stage 2 IPF: Needing oxygen with
activity, but not at rest (PDF
Were developed
brochure)
according to findings
• Stage 3 IPF: Needing oxygen 24
of focus groups and
hours a day, with activity, at rest
surveys.
and during sleep (PDF brochure)
• Stage 4 IPF: Advanced oxygen
needs (needing high-flow oxygen or
when a lightweight, portable
delivery system is unable to meet a
patient’s needs) (PDF brochure)
•Advance Directive (PDF brochure)
•Palliative Care (PDF brochure)
•On the Go with Oxygen (PDF brochure)
•Transtracheal Oxygen (PDF brochure)

Patient
Resources

Materials
Phase II Results

Caregiver
Resources
Materials for caregivers
weren’t initially planned
as part of this initiative,
but results from surveys
and focus groups
demonstrated a great
need.

•Understanding Booklets
• Understanding IPF (PDF)
• Understanding Exercise, Healthy
• Eating and Lung Disease (PDF)
• Understanding Being Close (PDF)
• The Caregiver Journey: A Guide for
IPF
•IPF Medication Tracker Tool (PDF)
•IPF Questions to Ask your Doctor (PDF)
•Four HO2PES (PDF)

Staying Active on Oxygen
Phase II Results
“Dealing with supplemental oxygen 24/7- tubes, tanks,
machines – do I have enough? Will I have enough? Can
I carry it?” – Patient Respondent

A strong theme found in the qualitative data from the patient survey was
a need for educational resources related to supplemental oxygen. In
response to concerns voiced in the patient/caregiver focus groups, the
following infographics and videos were created.

Educational Materials
An informational booklet
designed directly from
feedback received in the
patient and caregiver focus
groups and surveys. The booklet
emphasized what to expect after
diagnosis and a Four Stage
disease trajectory was created
with correlating questions to ask
your provider at each stage.

IPF Stages
Phase II Results
On both the focus groups and surveys, patients and caregivers indicated that their
top educational need related to what to expect after diagnosis. In order to facilitate
understanding of disease progression, four stages corresponding to increasing
oxygen needs was created with questions to ask your provider at each stage.

Evaluate, Educate, Disseminate

Phase III Results
Overall Page Views
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The newly created IPF website was
launched in November, 2017 and saw a
tremendous increase in page views from
January 2018 through November 2018.
In particular, the IPF Stages page
received a notable 42% increase in page
views during this timeframe highlighting
its value to patients and caregivers.
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IPF Program
IPF Overview
IPF Stages
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Questions to ask
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Evaluate, Educate, Disseminate

Phase III Results
In order to share the findings of the mixed-methods research and the solutions
developed at NJH, an accredited, on-demand enduring activity was developed and
disseminated to IPF treaters throughout the U.S. In this activity, Dr. Swigris highlights
areas of care variation that were identified throughout the initiative.

