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NTM Connect:
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Did you know most people with Communities / Community Home
NTM also have Bronchiectasis?

CHIECTASIS NTM LUNG DISEAS REGISTRY RESEARCH ABOUT US
Featured Post Announcements [
a BronchandNTM360social Coffee Break » Last Day to Register! /7 B A |.C0me to BronchandNTM36OSOC|al
By: Laura Layton , one month ago

; < s . By: Helga Rosado;;one montth ago EhandNTM360s0cial is an online community for individuals affected by Bronchiectasis and/or NTM, including patients, family
Hello, NTM Connect. We are excited to share info around these virtual events taking place on the second

Wednesday of the month ...

Caregivers, physicians and other healthcare providers. It serves as an online home for these communities and provides a
jble venue to share thoughts and ideas, ask questions, start discussions, read and comment on blogs, and communicate
Lot sy peers, thought leaders and community managers.

Tepic Nutriton, NTM & Branchiectash
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Heat, Humidity, and Asthma Symptoms

\ People with asthma know that hot, humid air can sometimes trigger symptoms like
LOO K coughing and difficutty breathing. Get helpfut tips for managing summer asthma.

) RE: Not on any treatment right now
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NTM

Nontuberculous Mycobacteria

RESOURCES
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Resources for Patients

Local Support Groups

WHAT IS NTM LEARN MORE RESOURCES RESEARCH GET INVOLVED HCP %

DONATE NOW!

Clinical Trials
CLINICAL TRIALS ‘ . g - j’!"’)

.\

The use of contact information (names, emails, phone numbers) of any NTM Support Group, on this page or anywhere
else on our website, is strictly for persons interested in contacting support group leaders and volunteers for support anq
information ONLY. This contact information SHOULD NOT be taken from our website for solicitation or commercial use]

o you have Nontuberculous
Mycobacterial (NTM) Pulmonary
Disease?

For any other inquiries including clinical study or trial recruitment, please contact NTM Info & Research at 305-667-6461

ext. 26 or ext. 32, or email ntmmail@ntminf

If you are interested in starting a support group in your area or becoming a group leader,
please email Susan at sus

antminfo.org

State City Group Leader il Address

Country: U.S

You can search for pendlng or recruiting clinical trials through the National Library of Medicine's clinical trials

website, clinicaltrials.gov.

This site also maintains a list of recruiting studies. If you are a principal investigator or study site and wish to add an IRB-
approved trial to our listings, or if you wish to have your study information amended or removed from ntminfo.org,
please email nt il@ntminf
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The Lung

Nutrition Series
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Resources for Patients & Providers

“Insight” —————

a patient's perspective

jan’s View: Guide for
with NTM Infections

A L AT Imr;oreamtmfo.oxg
Nive B ER 305-901-4NTM

Nontuberculous Mycobacteria

NTM Info & Research, Inc.
Edward D. Chan, M.D.
Rocky Mountain Regional Veterans Affairs
ity of Colorado Anschutz Medical Campus

Debbie Breslawsky
NTM Info & Research, Inc Board Member, National Jewish Health
Trustee, Support Group Leader & Founder, NY (co leader), Palm
Springs Area, California & Connecticut
Philip Leitman (President), Amy Leitman, J.. (Director of Policy
and Advocacy), NTM Info and Research, Inc

The 1s, 2s, and 3s of Bronchiectasis
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Joint Projects with the COPD Foundation
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What matters to patients?

e Quality care
e Effective treatments
* Sound information

* Solid support




Complete Care Looks Like:

In addition to taking medicine, these can help you:

o Regular follow-up testing

o Airway clearance and referral to RT

o Nutrition and referral to dietitian

o Exercise and fitness, referral to physiotherapy if needed
o Proper rest

o Psychological support mechanisms, referral to therapy
o Check out clinical trials!

Join NTM Connect for online support and join an online support group that holds
regular meetings!



NTM Patient Experiences

* Long delays to proper diagnosis
* Long, burdensome treatment regimens
» Side effects, some permanent

« Symptoms including:
« Hemoptysis
« Severe cough
» Extreme fatigue
» Shortness of breath

» Unpredictability in day-to-day health and
functioning

« Social isolation
« Social stigma



Patient-Focused Drug Development

Patients reported these three symptoms as having the most significant
clinical impact on their daily lives:

o Fatigue
o Cough

o Shortness of breath

Center for Drug Evaluation and Research (CDER), U.S. Food and Drug Administration (FDA). The voice of the patient: a series of reports from the U.S. Food and Drug
Administration’s (FDA’s) Patient-Focused Drug Development Initiative: non-tuberculous mycobacterial (NTM) lung infection. Public Meeting: October 15, 2015. 2016 April
[accessed 2016 April 30]. Available from: http://www.fda.gov/downloads/ForIndustry/UserFees/PrescriptionDrugUserFee/UCM496941 .pdf



Patient-Centered Research Priorities for Pulmonary Nontuberculous

Mycobacteria (NTM) Infection

An NTM Research Consortium Workshop Report

Emily Henkle', Timothy Aksamit?, Alan Barker®, Charles L. Daley*, David Griffith®, Philip Leitman®, Amy Leitman®,

Elisha Malanga’, Theodore K. Marras®, Kenneth N. Olivier®, D. Rebecca Prevots'®, Delia Prieto’,
Alexandra L. Quittner'*, William Skach'?, John W. Walsh?, Kevin L. Winthrop'?, and the NTMRC Patient Advisory P¢

Table 1. Nontuberculous mycob

MV Research Consortium

ANNALSATS SUPPLEMENT

patient-centered research priorities by topic area
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Abstract

Nontuberculous mycobacteria (NTM) cause an increasingly
important chronic and debilitating lung discase in older adults.
Diagnosis is often delayed, although awareness among clinicians and
patients is increasing. When necessary, treatment often lasts 18-24
months and consists of three or four antibiotics that can have serious

to define patient-centered research priorities for NTM lung infecti Diagnosis
Patients expressed frustration with the number of people who ha

endured years of missed diagnoses or inadequate treatment of N7
Participantsidentifiedastop ol priorities th fonofN

infecti lof effecti

with fewer side ef
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methods; validating and using tools to measure quality of lfe; anc

side effects. Relapses are common and ly require p

of prolonged therapy. Given the need for improved diagnostic
techniques and clinical trials to identify new therapies or to improve
existing therapies, a group of North American clinicians and
rescarchers formed the NTM Research Consortium (NTMRC) in
2014. The NTMRC recognized the importance of including the patient
voice in determining research priorities for NTM. In November 2015,
patients, caregivers, patient advocates, clinical experts, and researchers
gathered for a 1-day meeting in Portland, Oregon funded by the
Patient-Centered Outcomes Research Institute. The meeting goal was

loping a discase-specific activity and severity assessment tool
Workshop participants agreed that two complementary objective <
are critical to ensure the best achievable outcomes for patients: (1 Quality of life
dditional clinician education to improve ing and diagnosi
NTM infections; and (2) development of a geographically distribt
network of experts in NTM discase to offer consultation or direct
therapy after a diagnosis is made.
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Clinical outcomes
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7. Develop an NTM-specific Health-Related Quality
of Life tool
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with disease risk, prognosis, and treatment
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Develop new, more effective drugs with a shorter
therapy duration
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Definition of abbreviations: ATS = American Thoracic Society: CF = cystic forosis; NTM = nontuberculous mycobactenia.

*From Reforonceo 22.
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Survey: Patient Preferences in Clinical Trials & Treatment Outcomes

Development of Drugs for Nontuberculous Mycobacterial Disease: Clinicians’
Interpretation of a US FDA Workshop (CHEST August 2020)

Top Symptoms Patients Experienced Most Bothersome Symptoms

Fatigue
Fatigue &

Coughing up sputum E
Coughing with sputum ENERE DS

Shortness of breath Shortness of breath

Coughing without sputum Bl Jelioitsputum

Night sweats Night sweats

Weight loss E Weight loss

Coughing up blood Lack of/ decreased appetite

Lack of appetite Coughing up blood
Chest pain Chest Pain
Anxiety Anxiety

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 0% 20% 40% 60% 80% 100%



Upcoming Projects

e Customized exercise program for NTM/BE
* Licensed physiotherapists
* Online program
* Machine learning: predict and prevent

 World NTM Awareness Day
* August 4t (right after...)

* World Bronchiectasis Day
e July 1st

BRONCHIECTASIS
e DAY




NIM

Nontuberculous Mycobacteria

NTM Info & Research, Inc.

14411 S. Dixie Hwy, Suite 205
Palmetto Bay, FL 33176

305-901-4NTM (4686)

ntmmail@nmtinfo.org

www.ntminfo.org

O 0 0 O

@NTMinfo Facebook.com/NTMinfo Youtube.com/ntmir NTMir @ntminfo

Learn more and sign up for the latest news: ntminfo.org
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