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Our vision: Our mission:

A world without To extend and
pulmonary Improve the lives of
hypertension, those affected by PH.

empowered by
hope.
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It all started around the kitchen table...

Over 30 years ago, four women met in Florida

* PHA has evolved to be the largest PH organization in
the world — 501(c)(3)

 Endisolation, provide education, advocate, advance
science and PH research to eventually find a cure
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PH

PHA today

* Community of thousands of patients, caregivers, and HCPs — and
industry partners
e 2200 active members plus 1000s of subscribers

* Hybrid: “patient advocacy

organization” and “professional PHA Funding Sources

medical society”
R . H Corporate Support
« Headquartered in Washington, B
DC Accreditation and Registry

Other

e 36 staff members
 $8.9 million budget

B Investments
m Registration Fees
B Advertising

B Membership
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Patients at the center

Patient Ed
Peer Support

Med Ed
Accreditation
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How do we Advocate?

* Legislative, regulatory, judicial pressure

* Meetings, being present, showing up
* Working in coalition with other affinity organizations
* Focusing on and promoting individual stories

* To influence or effect change in the regulatory or
legal field affecting PH patients

» Access (coverage, reimbursement) %‘_ it

* HCP/patient relationship :

e HCP availability, expertise
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Raising Awareness:

Publications
* Navigating Pulmonary Hypertension:

new resource combines medical
information and support

* Developed from feedback from
patients and HCPs

e PH& brochures: explain the
Bt relationship between PH
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Raising Awareness: PH Connects Hub

Connecting the PH Community to FACE EVERY DAY
PHA resources, information and EMPOWERED BY HOPE.

Behind every person with pulmonary

° h ension is a co i e d
S u p p O rt ® hifpe ;thenmI OT/elrcoinem S:ILCJZL?; i?l:yF;anrcei t;?ive
. . . . beyond their diagnosis.
* Microsite that links to popular patient | @ i e
i he chall f PH,
resources out now ontine PHA Conmects Hub makes
. . . . . it easy for everyone to find the support
 Direct mail, emails, and social media RiggpneEe,
I)H n Eﬂ&m{rz’dwm}iﬂsiun Association
Connects.PHAssociation.org
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Support Groups

* Largest community of
patients and caregivers:

e 200+ support groups led by
260 volunteer leaders

* During COVID-19 virtual
meetings with 250
attendees/month

 PH “PHriends”
English/Spanish online and
telephone support: 3,000+
people/year
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Patient and Family Education

PH A ot e
CLASSROOM

Self-paced learning modules

Large washable poster for clinics distributed to

- PHCCs in November for PH Awareness Month
PHA CONNECTS

Understanding Sickle Cell Disease and .
PH

Published Thursdays alternating with PHA News

Don't Miss Our PHA Live 'Caring for a Child with
Pediatric PH'

7 live webinars & 18 pre-recorded videos including
8-part pediatric series.
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Patient Education 2024 Priorities

Content Distribution Channels
e Associated conditions .
 ILD e PHA 2024 breakout sessions

* Sleep apnea

e CTEPH * Community Workshops
* Drug pipeline and disease modifying therapy « PHA Classroom (self paced)

* Genetics . .
PHA Live (webinar)

e Grief
* Open enrollment Newsletters/Pathlight

* Oxygen access

 Pediatrics, tweens and teens * Podcasts

* Prior authorization Print and downloadable content
* Reproductive health/women’s health

* Spanish language resource translation

 Titration education & support

* Transplant
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2024 PHA International
PH Conference &
Scientific Sessions

* Indianapolis, August 15-18, 2024

» Call for proposals will open early in
2024, registration and scholarship
applications opens 3/2024

* Focusin 2024 on re-engaging
international community

* Spanish translation options for all
sessions, not just Spanish track

 Scientific Sessions to include recap
from World Symposium
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Comprehensive PHA Professional
Education Programming

e Continuing medical education (CME) through multiple modalities
* Online, self-paced learning — PHA Online University Adveaii
. Pulmonary Hypertension
* In-person or virtual — PHA On-Demand S —
* PHPN Symposium
* Scientific Sessions at PHA Conference
 Journal Advances in Pulmonary Hypertension

i
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PH

PHCC Network

ACCREDITED
SITES

PHA-Accredited PH Care Centers

6 Adult RCP programs & Adult CCC programs

Pulmonary Hypertension Association

Empowered by hope

Pediatric CCC programs

PHCC program
growth to 83+
accredited centers:
* 59 CCC programs
* 15 RCP programs
e 9 Pediatric CCC
programs
New PH centers
continue to apply
for accreditation

www.PHAssociation.org
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Signs of Success: Favorable Trends
Towards Improving Patient Outcomes
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100 Patient Years
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PHA Registry (PHAR)

>2,700 PH patients enrolled in 70 participating centers PH AR
U.S. based, prospective, longitudinal, observational patient registry = 5 H& 8 &
* Only patients with PAH, CTEPH and pediatric PH due to

developmental lung disease

Participating sites are PHA-accredited PH Care Centers (CCCs &
RCPs)

« Measure and improve quality of care

 Understand risk factors for patient outcomes

 Determine clinical effectiveness

* Facilitate clinical trials for new therapies

e Support collaboration with PH community (HCPs, patients and
caregivers) P et st

 Support PHCC reaccreditation
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Thank you!

mattg@phassociation.org

PHA
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