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The website: 
www.ntminfo.org

The pamphlet: A resource for patients

Co-founders:
Patient & caregiver
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NTM Connect:
Online Forum for Patients

360Social
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Resources for Patients

Clinical Trials

Local Support Groups
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Additional Resources for Patients & Providers

305-901-4NTM
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Joint Projects with the COPD Foundation
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What matters to patients?

• Quality care

• Effective treatments

• Sound information

• Solid support
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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!
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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
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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

12

Prop
ert

y o
f P

res
en

ter
 

Not 
for

 re
pro

du
cti

on



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)

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

Anxiety

Chest pain

Lack of appetite

Coughing up blood

Weight loss

Night sweats

Coughing without sputum

Shortness of breath

Coughing with sputum

Fatigue

Top Symptoms Patients Experienced

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

Anxiety

Chest Pain

Coughing up blood

Lack of/ decreased appetite

Weight loss

Night sweats

Coughing without sputum

Shortness of breath

Coughing up sputum

Fatigue

Most Bothersome Symptoms
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Upcoming Projects

• Customized exercise program for NTM/BE
• Licensed physiotherapists

• Online program

• Machine learning: predict and prevent

• World NTM Awareness Day
• August 4th (right after…)

• World Bronchiectasis Day
• July 1st
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14411 S. Dixie Hwy, Suite 205

Palmetto Bay, FL 33176

305-901-4NTM (4686)

ntmmail@nmtinfo.org

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