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NTM and Bronchiectasis: The Patient Experience

« Long delays to proper diagnosis

» Long, burdensome treatment regimens

 Side effects, some permanent

* Hemoptysis

« Severe cough

« Extreme fatigue

« Shortness of breath

« Unpredictability in day-to-day health and functioning
 Social isolation and stigma



DIAGNOSED: What now?

What is it?

Am | contagious?

How will my life change?

Will my family help me?

Will my friends want to be around me?
Am | getting the correct treatment?
How long will | be on treatment?
What are the side effects?

Do other people have this?

Where do | find more information?
Am | going to die from this?
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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
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NTM Research Consortium
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Patients: Telling Us How They Really Feel

Top Symptoms Patients Experienced Most Bothersome Symptoms

Fatigue
Fatigue
Coughing up sputum
Coughing with sputum ghing up sp
Shortness of breath Shortness of breath

Coughing without sputum Coughing without sputum

Night sweats Night sweats

Weight loss 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%

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

* Quality care
e Effective treatments
« Sound information

» Solid support



True Story...

“Oh no, | don't have NTM.
| have MAC.”
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How You Can Help Your Patients

In addition to taking medicine, seek out the following:
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 Clinical trials

Contact us at NTM Info & Research for online support, support groups, and
information on clinical trials
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Manage Expectations: What to Expect When You're Expecting Side Effects

Peer support can be crucial in helping you learn from each other about side effects and how to reduce them.
Support and knowledge can help reduce your anxiety and increase your likelihood of continuing treatment.

Nn =98

Hoarseness/Loss of Voice
Gargling with salt water: 12
Reduce frequency of dosing: 22
Discontinue temporarily: 8
Lozenges: 3

Coughing
Nebulize with bronchodilators: 10

Gl side effects
Probiotics: 6



Resources for Patients

ABOUTUS v CONTACTUS  PAMPHLETPDF v INTERNATIONALSITES BRONCHIECTASIS  DONATE j‘ ONLINE CoMmuNTY
NTM& WHAT IS NTM EXPLORE RESOURCES RESEARCH 3R (5 DONATE NOW!
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NTMINFO  SUPPORT GROUPS ~ REFERRAL LIST

REGISTER s o D
TODAY

MAY 16-17
FAIRMONT GRAND DEL MAR
SAN DIEGO, CA

AIRWAY CLEARANCE:

REGISTER AN ESSENTIAL PART OF YOUR TREATMENT

LEARN MORE

Did you know most people with
NTM also have Bronchiectasis?

ntminfo.org
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bronchiectasisinfo.org

ONLINE COMMUNITY

HOME ABOUTUS BRONCHIECTASIS v SUPPORT DONATE e
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Did you know most people with
NTM also have Bronchiectasis?
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NTM @ A safe space for patients to support one another.
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Global Forum

s to collaborate, support, and share

Communities / Community Home
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Directory Events Browse ~ Participate

@

Engage

Participate in discussions with your peers
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NTM Lung Disease and
Airway Clearance

Update on NTM Lung Disease and Airway
Clearance

2 3K views = 1 month ago

Ky Results

NTM Case Conference Series: Dr. W. Dwight
Miller Presenting

304 views * 8 months ago

R IES< R

(el s tall Meal Planning Matters

COPD, Bronchiectasis,
a
’

NTM Lung Disease
Let's Talk COPD, Bronchiectasis, NTM Lung Meal Planning for individuals with NTM-LD About NTM Info and Research :
Disease

343 views + 6 months ago 355 views - 7 months ago

650 views + 3 months ago
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Rare Disease Day Webinar Building Confidence Healthy Holiday Webinar

191 views * 11 months ago 52 views * 1 year ago 38 views * 1 year ago

Prebiotics & Probiotics
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a patient’s perspective

NTM | Bronchiectasis | MAC | Extrapulmonary
SIGN UP for the latest news at ntminfo.org




360Social

AND NTM INITIATIVE

BRONCHANDNTM360SO0CIAL BRONCHIECTASIS NTM LUNG DISEASE REGISTRY RESEARCH ABOUT US

Welcome to BronchandNTM360social

Activity Feed BronchandNTM360s0¢ial is an online community for individuals affected by Bronchiectasis and/or NTM, including patients, famity

Community Discussions -

EmbErs, Caregivers, physicians and other heslthcare Providers. It serves a5 an online home for these communities and provides a
comfornable venue 1o Share thoughts and ideas, ask questions, SLart discussions, read and Comment on blogs, and communicate

with peers. thought Leaders and community managers.

Extreme heat can also trigger asthma symptoms. Here are some valuable Ups on surviving asthma
@uring heat emergencies. e everydayheaith com . dity-and torm.a

Hest Hamy snd Asthma Symptems

People with asthma know that hot, humid air can sometimes trigger symptoms like
L [LOTETT Preerimbpddomy ek i sdbicscireds
What ! Found
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2024 NTM & go““ i ) 7,

Bronchiectasis , e

PATIENT l\ ;

CONFERENCE K > "éo"'
May 16-17 | FAIRMONT GRAND DEL MAR | San Diego, CA =1

worldntmday.org

5/16-17: NTM/BE Patient Conference
7/1: World Bronchiectasis Day
8/4: World NTM Day
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14411 S. Dixie Hwy, Suite 205
Palmetto Bay, FL 33176

305-901-4NTM (4686)
ntmmail@nmtinfo.org

www.ntminfo.org

Q@ O

Facebook.com/NTMinfo @ntminfo @NTMinfo Youtube.com/ntmir NTMir
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Teamwork Makes the Dream Work
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Community
Engagement Director
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Office Administrator
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