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Objectives

« Review tools and resources available to providers, patients, and
caregivers to help educate patients about their illness and

treatments
« Discuss patient experiences related to illness, treatments, and

outcomes
« Discuss the role of new regulatory initiatives in future research,

clinical practice, and therapeutic development
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Co-founders: P pre iy
Patient & caregiver ‘ The website:

www.ntminfo.org
The pamphlet: A resource for patients

NTMe
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Patient Support:

Online and print information
Local support groups

Online support group meetings
Patient forum

By phone and email

Education:

* In print and online

« Video library

* Regular webinars

« (Eventually, again) In-person meetings

A Catalyst for Research:

Funded NTM section of Patient Registry

Surveys on patient preferences and experiences — gives patients a voice
NTM Research Consortium

Help recruit for clinical trials and studies

Input on the development of patient-reported outcome screening tools

Advocacy:

« Government, health and regulatory agencies

« FDA's Patient-Focused Drug Development program
» Pharmaceutical companies

« Expert panelist for FDA workshops
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Nontuberculous Mycobacterial

Pulmonary Disease Caused by

F DA Draft G u Ida ce Mycobacterium avium Complex:

DRAFT GUIDANCE

“Thispidance documcd s i disbucd for comment parpacs ol

Developing Drugs for Tr
* Studied patient priorities
\§Vl:{e e Published paper

Guidance for Industry
* FDA-led meeting (2015)
Sl * Voice of the Patient

* Meeting on new therapies
5\ e Draft guidance for industry

NTM is not a passive disease
The more active patients are in decision-

making, the more they participate in their care.

Wh at Patl e nts In addition to the appropriate regimen of

medications, patients need:
Need

More than Airway clearance

Nutritional support

jUSt SUf'VIVIng Psychosocial support

Regular follow-up and monitoring
Compassion and kindness
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NIMe

Weight loss
Coughing up blood

Lack of appetite

Top Symptoms Patients Experienced

NIMe
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Online Forum for Patients
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for Pro Welcome to
NTM CONNECT

Acommunit to collborate,suppor
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Support Resources
for Patients

e S Research & Clinical
Trials

New Studies Funded
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Additional Resources

for Providers

305-901-4NTM (4686)

ntmmail@ntminfo.org

Emotional Wellbeing

Program for Patients

* Pamphlet
* Handouts

* Webinars

Nutrition Program trition Series

Webiay

for Patients

* Pamphlet
* Handouts

* Webinars
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Scientific Webinars from your

* Phage Therapy %

* Lung Microbiome l l
* Hollow Fiber Research ’
+ Patient-Reported Outcomes |

* Medical Management of GERD
* Novel Biomarkers for NTM Treatment

Live Events: Eventually!
NTM & Bronchiectasis Conference

Patient sessions; Clinical & scientific sessions

Follow us on social media:

fnstagan

@ntminfo NTM Info @ntminfo NTMir

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