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| will be discussing off-label uses of medications




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




STAY INFORMED

 Click Here To Sign Up For The Latest News On

Did you know most people with
NTM also have Bronchiectasis?

N

“insight” ——

Co-founders: u ﬁ H ‘ The website:

Patient & Ca regiver a patien!'s perspective WWW- ntminfo-org

Learn more at ntminfo.oxg

T
NIM Info & Research, Inc

The pamphlet: A resource for patients




NTM Connect:
Online Forum for Patients
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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
Bret99 Extreme heat can also Ui

Latest Discussions e L | during heat emergencies. hups

er asthma symptoms. Here are some valuable tips on surviving asthma
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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.
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Resources for Patients

Local Support Groups

Nontuberculous Mycobacteria DONATE NOW!

QI @ @ @ ONLINE FORUM
HCP %

DONATE NOW!

WHAT IS NTM LEARN MORE RESOURCES RESEARCH GET INVOLVED

RESOURCES The use of contact information (names, emails, phone numbers) of any NTM Support Group,
5 Tewe else on our website, is strictly for persons interested in contacting support group leaders anc
information ONLY. This contact information SHOULD NOT be taken from our website forsolif
> Calendar

For any other inquiries including clinical study or trial recruitment, please contact NTM Info &
ext. 26 or ext. 32, or email ntmmail@ntminfo.org.

“Insight” Patient Pamphlet

If you are interested in starting a support group in your area or becoming a group leader,

> Useful Links
please email Susan at susanw@ntminfo.org
> Support Groups v
State City Group Leader
> Local Support Groups
Country: U.S.

> NTMinfo.org Forum

} Finors Click on any cdrug in the interactive pipciine Delow 10 leam more adout NTM drugs in development or akeady in use by pationts.

Refine Pipeline




Webinar Series
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Resources for Patients & Providers

“Insight” —————

a patient's perspective

an’s View: Guide for
with NTM Infections

A L AT Imr;oreamtmfo.oxg
NTMe [ Lo 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?

* Quality care
e Effective treatments
* Sound information

* Solid support




Diagnosis: A Life Altering Moment

What is it?
e 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?

* Am | going to die from this?



elping 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



Depression Screening

* |[s 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.



What To Look For

PATIENT HEALTH QUESTIONNAIRE-9

(PHQ-9)

Over the last 2 weeks, how often have you been bothered

M Near
by any of the following problems? Several (h.nﬂ:au ei::yy

O a n e S S (Use “# to indicate your answer) Not at all days the days day
1. Little interest or pleasure in doing things [ 1 2 3
. t / F 2. Feeling down, depressed, or hopeless 0 1 2 3
3. Trouble falling or staying asleep, or sleeping too much [} 1 2 3
4. Feeling tired or having little energy 0 1 2 3

Social isolati

O JO0CIal I1solation T o 1 2 3
6. Feeling bad about yourself — or that you are a failure or 0 1 2 3

have let yourself or your family down

~

A n e r . Trouble concentrating on things, such as reading the 0 1 2 3
O newspaper or watching television
Moving or speaking so slowly that other people could have

noticed? Or the opposite — being so fidgety or restless 0 1 2 3
that you have been moving around a lot more than usual

L

©

. Thoughts that you would be better off dead or of hurting

o Sleep disruption (too much or too little)

FoR OFFICE cODING __ 0 + + +
=Total Score:

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

If you checked off any problems, how difficult have these problems made it for you to do your
work, take care of things at home, or get along with other people?

Not difficult Somewhat Very Extremely
atall difficult difficult difficult
o o o (u]

o Suicidal thoughts or ideations

Developed by Drs. Robert L. Spitzer, Janet B W. Williams, Kurt Kroenke and colleagues, with an educational grant from

Pfizer Inc. No ﬁrmlssmn leauwsd fo reproduce, translate, display or distribute.




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

e 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

ANNALSATS SUPPLEMENT

Mycobacteria (NTM) Infection

An NTM Research Consortium Workshop Report

Emily Henkle', rmomy Aksamit?, Alan Barker®, Charles L. Daley*, David o:snmms thp Lenman‘ Amy Leitman®,
EhshaMalanga Theodore K. Marras®, Kenneth N. Olivier’, D. Rebecca Prevots'®, Delia Prieto’,

MV Research Consortium

e

Alexandra L. Quittner'!, William Skach'?, John W. Walsh’, Kevin L. Winthrop™, and the NTMRC Patient AdVISolyP'T.b.‘ 1. Nontuberculous mycob rial lung di patient-centered research priorities by topic area
School of Public Health, Or Hmamuwpm\asmeuw Oregon"‘ y Disease ar
Critical Care Medici eg'-c Oregon Health & Science Universit  Topic Priority Potential Specific Questions and Next Steps
f Te 4
Tﬁiﬁ:‘ww Medicine, NangndJewushHeann Denver, cz%aag:ﬁzd e?sms%w&n;
oot Ontario, Canada; Branch, Natior Blood Institute, National : Prevention 1. the role of patients in preventing Evaluate aspiration increases the risk of
e e i T e o e o ™ NTM infoction ¢ reinfacion NTM infection or reinfection
Foundation, Bethesda, Manyland; and * olhdem:sbseases.m and tive Medicine, Oregon Health & Scie 2. Uimit the risk of patient-t Estimate the risk of to-person or indirect
o M QR0 of NTM infection in cystic fibrosis clinics % 2 .“u:cé o, Ve
Abstract to define patient-centered research priorities for NTM I fecti Diagnosis uw wn“s develop alidate molecular i g.cr hniques being
:amu:pm«d f':usm:nn mmmumb«ofpmp‘;c"m % !M dmww b o by National Jewish Healthcare
Nontuberculous mycobacteria (NTM) cause an increasingly endured years of missed diagnoses or inadequate treatment of N’ tion and wwy
JEmporteat chionic s U biffcting lomg citosse i okdes el Estidpentsidentificd s opresesth prioviicy the prevention of N 4, o«mammmﬂmmam Predictors of positive culture
Diagnosis is often delayed, although awareness among clinicians and  infecti ] of effecti with fewer side efl 1 Dracti of ting ATS di criteria at
s rpimee e L’E‘&“‘"&Zﬂ’""ﬁ.";l”“ o it s o o e e A o R N
ths and consists of three or four ics that can semusmd tools to measure quality of life;
s“;:e”df«&kdwaneo‘:mmmdu ly require lopi admni-sp«‘:mﬁcngcmlyandsw«n;asznm\:lg S. MM. hods for sput oct m lm‘ “W sputum collection
of prolonged therapy. Given the need for improved diagnostic Workshop participants agreed that two complementary objective and testing Dx
techniques and clinical trials to identify new therapies or to improve  are critical to ensure the best achievable outcomes for patients: (1 Quality of life 6. Reduce the impact on pati of iety and Evaluate mxbty and depression after diagnosis or
existing therapics, a group of North American clinicians and additional clinician education to improve screening and diagnosi depression during treatment in patients with NTM disease
researchers formed the NTM Research Consortium (NTMRC) in NTM infections; and (2) devel ofa ically distribt As iation b iety/depr jon and
2014. The NTMRC recognized the importance of including the patient nclwvlkofcxpcmml\'mdmlooﬂcrcom\hlmudum poorer treatment M
voice in determini; rch priorities for NTM. In November 2015, ¢ after a di is made. 3 .
wh-; pie :"?*:m “@ﬁﬂ‘g’“":‘“ﬁ“m herapy liagnosis i ot 7. oo'wum NTM-specific Health-Related Quality Validate NTM Symptom Module® tool
thered fora 1 meeting in funded e Y berculs ycobacteria; puls Y " " s Xa
P eCeie O aidomEs Restareh s tiass Tk iy g was | QUi s 8. P":m M"’&'“ for ] o M&";‘" NTM Symptom
Treatment 9. Reduce the burden of antibiotic treatment for and evaluate ait livery sy
NTM disease _ for hw M
Develop new, more effective arugs with a shorter
10. Develop and test the efficacy of ive effectiy ise and lung
wh logical therapi holisti clearance devices, ukhglmomnlomol
medicine approaches use and affordability
11. Improve understanding of who needs or Role of therapy in mild cases to prevent disease
benefits from antibiotic therapy _ pro ~
Clinical outcomes 12. Develop a composi of di Develop a comp L‘Jhdu'ol" XS0 activity or
activity or severity Yy 0:‘:’ ty of b6 9 chest
13. Identfy and valdate biomart iated Moty blomarkers a5s0cialon wih cisease risk,
or treat "

with disease risk, prognosis, and treatment
response

oY Lo

Definition of abbreviations: ATS = American Thoracic Society: CF = cystic forosis; NTM = nontuberculous mycobactenia.

*From Reforonceo 22.



C

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 SOUIEIPIS)

Shortness of breath Shortness of breath

Coughing without sputum Bl jeostsputum

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%



Upcoming Projects

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

 World NTM Awareness Day
e August 4th

* HCP website with searchable information
* Treatment options and drug substitutions




NTM Case Conference Series

Show us your NTM cases!

e 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




NIM

Nontuberculous Mycobacteria
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14411 S. Dixie Hwy, Suite 205
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@NTMinfo Facebook.com/NTMinfo Youtube.com/ntmir NTMir @ntminfo

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