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NTM Infection: 
What Matters to Patients
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Disclosures

Advisory Board member, MannKind Corporation

I will be discussing off-label uses of medications
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Objectives

• Review tools and resources available to providers, patients, and 
caregivers to help patients with their care

• Discuss patient experiences related to illness, treatments, and 
outcomes

• Provide insight into how patient experience data has impacted 
clinical practice and the development of new therapeutics
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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

Research Pipeline Page

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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Diagnosis: A Life Altering Moment

• What is it?

• Am I contagious?

• How will my life change?

• Will my family help me?

• Will my friends want to be around me?

• Am I getting the correct treatment?

• How long will I be on treatment?

• What are the side effects?

• Am I going to die from this? 
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Helping Your Patients:
What Can You Do?

In addition to taking medicine, help your patient get access to and get the most out 
of :
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!

Refer them to us at NTM Info & Research for online support, support groups, and 
information on clinical trials
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Depression Screening

• Is your patient feeling OK?

DEPRESSION

• plays a big role in chronic illness.

• How does your patient LOOK?

• Ask your patient how they’re FEELING.

• LISTEN to their answers for signs of depression.
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What To Look For

o Sadness

o Anxiety/ Fear

o Social isolation

o Anger

o Sleep disruption (too much or too little)

o Feeling of “not wanting to get up or go on”

o Suicidal thoughts or ideations
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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
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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)

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

• HCP website with searchable information
• Treatment options and drug substitutions
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NTM Case Conference Series

Show us your NTM cases!
• Bi-monthly Zoom presentations on NTM cases
• Discussion and Q&A
• Pulmonary and extra-pulmonary
• Open to providers only

Elisa Ignatius, Ruvandhi Nathavitharana, Colin Swenson
Co-Chairs

If you have a case you would like to present, email 
NTMCases@ntminfo.org
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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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