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Dear Friends & Supporters,
This year we've witnessed a surge in health care innovation.

Diseases that have plagued patients and health care providers for generations — from
postpartum depression to Alzheimer'’s disease, hypertension to cancer and RSV — are
now confronted by powerful new preventive and acute treatments. Meanwhile, a
steady increase in biologics, biosimilars and complex generic drugs has increased
clinicians’ and patients’ options for treating chronic and debilitating conditions.

But this year has also seen a continued rise in barriers that put bureaucrats squarely
between patients and their health care providers.

N At the employer level, third-party vendors institute new alternative funding programs
that cut medication coverage at the expense of patient assistance programs.

N At the health plan level, pharmacy benefit managers exert expanding influence as
drug exclusion lists grow, specialty tiers increase, copay accumulator and maximizer
programs proliferate, and utilization management becomes even more burdensome.

N At the state level, prescription drug affordability boards and drug utilization review
boards pose a growing threat to patient access.

N And at the federal level, the looming impact of the Inflation Reduction Act has
patients and advocates alike wondering how government price negotiations could
impact short-term treatment options — and long-term innovation.

The Alliance for Patient Access continues working alongside its affiliates and related
coalitions to mobilize members and raise awareness about these and other threats to
patient access. Our dedicated advocates — health care providers, patients and patient
advocacy organizations — have worked tirelessly this year to:

N Educate policymakers, patients, advocates and the media about the importance
of patient-centered care.

N Capture and share patients’ and providers’ experiences and expertise wherever
policy takes shape.

N Advocate to reduce barriers that prevent patients from getting the optimal,
tailored care they deserve.

Thank you for supporting us, working alongside us and taking the time to celebrate

our shared progress in this year's annual report.

JOSIE COOPER
Executive Director

With best wishes,

4 GAlsg s~ wrd

DAVID CHARLES, MD
Chief Medical Officer
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Access Barriers

The right treatment can have a powerful impact —

if patients can access it.

Utilization management tactics like prior authorization, step therapy and
non-medical switching often prevent patients from accessing their prescribed
treatment. Pharmacy benefit managers are also increasingly becoming a barrier
of serious concern, cutting drugs from formularies and frustrating patients and
providers alike.

Throughout 2023, AfPA mobilized clinician members and activated coalitions
to advocate for patient-centered care at the health plan, state, federal and
regulatory levels. Seventeen states passed access reforms.

N The Patient Access Collaborative

launched a series of educational
materials calling attention to

decisionmakers who influence and
limit patient access. It also hosted
recurring webinars that highlighted
opportunities for utilization
management reform at the state
and federal level.

N The Keep My Rx campaign focused

advocacy efforts on non-medical
switching, highlighting through
social engagement and educational
materials the burden this tactic
places on patients.

N The National Council of Physician

Legislators worked to support
health care providers who also
serve in their statehouses. The
organization provided policy
insights and offered educational
materials to help members
navigate today’'s complex health
policy topics.

The Partnership to Protect Patient
Health engaged with policymakers
and advocated against potentially
harmful “bad drug” ads. Significant
legislative progress was made in
several states.
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Cost Sharing

Copay accumulators, copay maximizers and
alternative funding programs present a serious

threat to patients.

Out-of-pocket costs remain a key factor in whether or not patients can access

their prescribed treatment. But third parties continue to shift costs in an effort to
maximize profits — often at patients’ expense.

In 2023, the Alliance for Patient Access called attention to these tactics and how

harmful they can be for patients.

N AfPA engaged with policymakers
on the topic of copay accumulator
programs, which can disrupt
patients’ treatment regimens and
force difficult financial decisions. A
federal court ruled earlier this year
that the programs were unlawful,
but health plans, pharmacy benefit
managers and third-party vendors
are already looking for other ways to
shift costs back onto patients.

N The Alliance for Patient Access

led advocacy efforts to combat
alternative funding programs
through the creation of educational
materials that explain how these
programs work. Efforts included

a highly attended educational
webinar for health care providers
and an HR.com webinar for
employers on the topic of
alternative funding programs.

N Advocates also highlighted the

harm of copay maximizers
on patients and their financial
well-being.

AfPA working groups and coalitions continue to advocate for reform and
transparency so that patients can afford and access the treatment they need.

2
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Innovation & Value

Limited definitions of value can undermine medical
innovation’s potential for patients.

The Inflation Reduction Act has forced the health care community to ask an
uncomfortable question: What happens when government agencies and
providers disagree on the value of a treatment? Meanwhile, the proliferation of
prescription drug affordability boards across the country underscores the critical
need for clinicians and patients to play a role in value discussions.

Members of the Alliance for Patient Access remained vocal advocates, amplifying
patient and clinicians’ perspectives into evolving conversations about value,

policy and access.

This year, the Alliance for Patient Access:

N Engaged with the Institute for
Clinical and Economic Review
and empowered clinicians and
patients to weigh in on several
medication value assessments,

including those for schizophrenia

and Alzheimer's disease.

N Highlighted the harm of the

quality-adjusted life year, a metric

used by ICER that often fails to
recognize true value for many
patients, through educational
materials and coalition education.

%\ | Alliance for
Patient Access

A |

A |

Advocated on issues of drug
pricing, ensuring that new policies
recognize the patient perspective,
patient access and the need for
continued innovation.

Highlighted through educational
materials how new treatments can
improve the patient experience and
patient outcomes.

Engaged with local advocates and
state-level policymakers during the
development of prescription drug
affordability boards.

Institute for
Patient Access
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Telehealth

While the COVID-19 pandemic has subsided, access to
telehealth remains a policy priority.

This year, Patient & Provider Advocates for Telehealth spotlighted the importance PAPERS

of a balanced approach to telehealth and advocated for continuity of care. » Navigating the Future of
Telehealth Access

Priorities included:
ONE-PAGERS

N Hosting a virtual program N Developing educational -

. . . Navigating Open
educating stakeholders on state resources that highlight the it
legislative opportunities. value of telehealth access and the My Telehealth: Q&A

importance of ensuring telehealth with Lindsay

N Convening more than 80 patient

advocacy and physician groups coverage during open enrollment.

INFOGRAPHICS

through a sign-on opportunity in N Analyzing federal and state o .

. R 3 . » Cultivating Innovation
support of a balanced approach to legislation and urging policymakers i Tellees il Avtleme
telehealth through the Medicare to support appropriate access to Testing
Physician Fee Schedule. telehealth services.

BLOG POSTS
What's the Future of

N Publishing a policy paper on the

future of telehealth policy and Telehealth Access?
opportunities for policymakers to State Wins Help Preserve
support patient access. Telehealth Benefits

Will Telehealth Flexibilities
Become Permanent?

PATIENT & PROVIDER
? u El Advocates
for Telehealth
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https://telehealthadvocates.org/wp-content/uploads/2023/10/PPATH-FutureTelehealth-October-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/10/PPATH-FutureTelehealth-October-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/10/PPATH-OpenEnrollGuide-October-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/10/PPATH-OpenEnrollGuide-October-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/11/PPATH-QA-Beaton-Dec2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/11/PPATH-QA-Beaton-Dec2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/05/PPATH_At-Home_Testing_Innovation_Infographic_May-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/05/PPATH_At-Home_Testing_Innovation_Infographic_May-2023.pdf
https://telehealthadvocates.org/wp-content/uploads/2023/05/PPATH_At-Home_Testing_Innovation_Infographic_May-2023.pdf
https://healthpolicytoday.org/2023/10/03/whats-the-future-of-telehealth-access/
https://healthpolicytoday.org/2023/10/03/whats-the-future-of-telehealth-access/
https://healthpolicytoday.org/2023/07/21/state-wins-help-preserve-telehealth-benefits/
https://healthpolicytoday.org/2023/07/21/state-wins-help-preserve-telehealth-benefits/
https://healthpolicytoday.org/2023/02/03/will-telehealth-flexibilities-become-permanent/
https://healthpolicytoday.org/2023/02/03/will-telehealth-flexibilities-become-permanent/
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POLICY SUMMIT

Biologics i

Policy & Advocacy Summit
on Biologics

Biologics and biosimilars offer patients innovative ——
and targeted treatment options.

Pharmacy Benefit
Managers' Impact on
Patient Access

The High Costs of
Alternative Funding

ONE-PAGERS

Biologics, Biosimilars &
Cancer Care

Biologics, Biosimilars &
Dermatology

Biosimilars vs. Generics

Understanding Medicare
Administrative Contractors

SURVEYS
» Patient Choice: National

Survey on Innovator
Biologics and Biosimilars

INFOGRAPHICS

» Overcoming Hurdles to
Cancer Care

BLOG POSTS

» A Biosimilar Boom Could
Be a Financial Boon For

As the biologics marketplace underwent significant changes in 2023, the Patients
Biologics Prescribers Collaborative and AfPA’s Biologic Therapy Access Working Do Patients Choose
Group remained active advocates for patient-centered care. Biosimilars?

National Biologics Policy

Efforts incl :
orts uded & Advocacy Summit in

N Conducting national polling to N Hosting the National Policy and A Ol
understand the patient perspective Advocacy Summit on Biologics,
on biosimilars as a new competitor which explored a number of topics
in the biologics marketplace and including the biologics landscape,
to identify opportunities for patient data and advocacy, and policies
education. impacting patient access.

N Educating patients and providers N Developing educational materials

on the harmful practices of to distill complex health policy topics
pharmacy benefit managers and and help patients and providers
their impact on patients through better understand the value of
formulary decisions. biologics to various disease states.

Biologic Therapy Access b C BiologicsPrescribers
Working Group p COLLABORATIVE
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https://biologicsprescribers.org/wp-content/uploads/2024/01/BPC_Biologics-Summit-Report_Jan-2024.pdf
https://biologicsprescribers.org/wp-content/uploads/2024/01/BPC_Biologics-Summit-Report_Jan-2024.pdf
https://biologicsprescribers.org/wp-content/uploads/2024/01/BPC_Biologics-Summit-Report_Jan-2024.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://instituteforpatientaccess.org/the-high-costs-of-alternative-funding/
https://instituteforpatientaccess.org/the-high-costs-of-alternative-funding/
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Biologics-Biosimilars-and-Cancer-Care_One-Pager_Jan-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Biologics-Biosimilars-and-Cancer-Care_One-Pager_Jan-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/02/BPC_Biologics-Biosimilars-and-Dermatology_One-Pager_Feb-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/02/BPC_Biologics-Biosimilars-and-Dermatology_One-Pager_Feb-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/03/BPC_Biosimilars-vs-Generics_OnePager_March-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Medicare-Adminstrative-Contractors_June-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Medicare-Adminstrative-Contractors_June-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/08/BPC_Patient-Choice_National-Survey-Report_August-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/08/BPC_Patient-Choice_National-Survey-Report_August-2023.pdf
https://biologicsprescribers.org/wp-content/uploads/2023/08/BPC_Patient-Choice_National-Survey-Report_August-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Overcoming-Hurdles-to-Cancer-Care_Infographic_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Overcoming-Hurdles-to-Cancer-Care_Infographic_July-2023.pdf
https://healthpolicytoday.org/2023/07/07/a-biosimilar-boom-could-be-a-financial-boon-for-patients/
https://healthpolicytoday.org/2023/07/07/a-biosimilar-boom-could-be-a-financial-boon-for-patients/
https://healthpolicytoday.org/2023/07/07/a-biosimilar-boom-could-be-a-financial-boon-for-patients/
https://healthpolicytoday.org/2023/08/08/do-patients-choose-biosimilars/
https://healthpolicytoday.org/2023/08/08/do-patients-choose-biosimilars/
https://healthpolicytoday.org/2023/11/21/national-biologics-policy-advocacy-summit-in-five-quotes/
https://healthpolicytoday.org/2023/11/21/national-biologics-policy-advocacy-summit-in-five-quotes/
https://healthpolicytoday.org/2023/11/21/national-biologics-policy-advocacy-summit-in-five-quotes/

® POLICY SUMMIT
a I lO ‘; ascu a I » 2023 Cardiovascular Health
Policy Summit Report

. | . . h | . VIDEOS
Cardiovascular disease remains the leading cause Y

H H Histor
of death in the United States. ’
Disparities in Hypertension
Former U.S. Surgeon
General Jerome Adams on
Hypertension
Latrice's Journey with High
Cholesterol

Hypertension Patient
Perspectives

PAPERS

Pressure’s Mounting: The
Urgent Need for Innovation
in Hypertension Care

A Country in Cardiovascular
Crisis: Access to Innovative
Treatment

ONE-PAGERS

Recap: Capitol Hill Briefing
on Pharmacy Benefit

This year, the Partnership to Advance Cardiovascular Health advocated for patient Managers
access to critical medications, devices and treatments for a range of cardiovascular Atrial Fibrillation
conditions. Special focus in 2023 was on hypertension, AFib, peripheral artery Hypertension
disease, high cholesterol and hypertrophic cardiomyopathy — all of which can High Cholesterol
lead to serious health complications for patients. Hypertrophic
Cardiomyopathy
Efforts included: Heart Failure
. . . . g . e Heart Transplant
N Launching the Cardiometabolic N Providing a briefing at the U.S. e
. . . . Understanding High-
Leadership Academy, an advocate Capitol to highlight how pharmacy Deductible Health Plans
training program for cardiovascular benefit managers can undermine
patients with instruction on high-quality, timely care for INFOGRAPHICS
health policy issues and media patients. Formulary Exclusions:
When Patients Lose Access
engagement. N Developing educational content to Prescribed Medication
N Holding the sixth annual on disease prevention, harmful Medical Technology
Cardiovascular Health Policy utilization management practices & Hypertension
. . . . . Management
Summit, which convenes patients, and the need for innovative <
L . . The Heavy Burden of
advocates and clinicians to discuss treatment options. R
some of the most pressing policy
issues in cardiovascular care. BLOG POSTS
Racial Disparities Still Haunt
Progress Against CVD
Heart Health Barriersin 6
Quotes
Calling Out a “Silent Killer”
Heart Health & the
Summer Heat
Pressures Mounting for
America’s Hypertension
Crisis
When Insurers Push
PARTNERSHIP TO ADVANCE Heart Patients Off Their
m Cardiovascular Medication
Health
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https://www.advancecardiohealth.org/s/PACH_2023_Summit_Report_August-2023.pdf
https://www.advancecardiohealth.org/s/PACH_2023_Summit_Report_August-2023.pdf
https://www.advancecardiohealth.org/video-gallery/2023/2/21/3jfrwvg4bs6by94fncgbbr60yytgrj
https://www.advancecardiohealth.org/video-gallery/2023/2/21/3jfrwvg4bs6by94fncgbbr60yytgrj
https://www.advancecardiohealth.org/video-gallery/disparities-in-hypertension
https://www.advancecardiohealth.org/video-gallery/former-us-surgeon-general-jerome-adams-on-hypertension
https://www.advancecardiohealth.org/video-gallery/former-us-surgeon-general-jerome-adams-on-hypertension
https://www.advancecardiohealth.org/video-gallery/former-us-surgeon-general-jerome-adams-on-hypertension
https://www.advancecardiohealth.org/video-gallery/2023/6/7/si7y8jpm9p75nk5634w4ertbfu8gzg
https://www.advancecardiohealth.org/video-gallery/2023/6/7/si7y8jpm9p75nk5634w4ertbfu8gzg
https://www.advancecardiohealth.org/video-gallery/2023/5/18/ayapgefyoicefk7l0hoiyn3ti8q7ya
https://www.advancecardiohealth.org/video-gallery/2023/5/18/ayapgefyoicefk7l0hoiyn3ti8q7ya
https://www.advancecardiohealth.org/s/PACH_PressuresMounting_HypertensionPaper_July-2023.pdf
https://www.advancecardiohealth.org/s/PACH_PressuresMounting_HypertensionPaper_July-2023.pdf
https://www.advancecardiohealth.org/s/PACH_PressuresMounting_HypertensionPaper_July-2023.pdf
https://www.advancecardiohealth.org/s/PACH-PCSK9-FlipBook-September-2023.pdf
https://www.advancecardiohealth.org/s/PACH-PCSK9-FlipBook-September-2023.pdf
https://www.advancecardiohealth.org/s/PACH-PCSK9-FlipBook-September-2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Atrial-Fibrillation.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Hypertension.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-High-Cholesterol.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Hypertrophic-Cardiomyopathy.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Hypertrophic-Cardiomyopathy.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Heart-Failure.pdf
https://www.advancecardiohealth.org/s/PACH-CLA-Advocacy-Workbook-Heart-Transplant.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/12/AfPA_High-Deductible_Plans_One-Pager_December-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/12/AfPA_High-Deductible_Plans_One-Pager_December-2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/6452c866442a686d87f2ab2d/1683146855021/PACH_FormularyExclusions_May2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/6452c866442a686d87f2ab2d/1683146855021/PACH_FormularyExclusions_May2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/6452c866442a686d87f2ab2d/1683146855021/PACH_FormularyExclusions_May2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/643806d633ad3e37c2782447/1681393376914/PACH_Hypertension_Technology_Infographic_April+2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/643806d633ad3e37c2782447/1681393376914/PACH_Hypertension_Technology_Infographic_April+2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/643806d633ad3e37c2782447/1681393376914/PACH_Hypertension_Technology_Infographic_April+2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/6434449d9134eb09f2da1bfe/1681147105252/PACH_Infographic_Hypertension+-+April+2023.pdf
https://static1.squarespace.com/static/56e6efdb5559866c54beb696/t/6434449d9134eb09f2da1bfe/1681147105252/PACH_Infographic_Hypertension+-+April+2023.pdf
https://healthpolicytoday.org/2023/02/16/racial-disparities-still-haunt-progress-against-cvd/
https://healthpolicytoday.org/2023/02/16/racial-disparities-still-haunt-progress-against-cvd/
https://healthpolicytoday.org/2023/05/26/heart-health-barriers-in-6-quotes/
https://healthpolicytoday.org/2023/05/26/heart-health-barriers-in-6-quotes/
https://healthpolicytoday.org/2023/05/12/calling-out-a-silent-killer/
https://healthpolicytoday.org/2023/06/02/heart-health-the-summer-heat/
https://healthpolicytoday.org/2023/06/02/heart-health-the-summer-heat/
https://healthpolicytoday.org/2023/07/27/pressures-mounting-for-americas-hypertension-crisis/
https://healthpolicytoday.org/2023/07/27/pressures-mounting-for-americas-hypertension-crisis/
https://healthpolicytoday.org/2023/07/27/pressures-mounting-for-americas-hypertension-crisis/
https://healthpolicytoday.org/2023/11/13/when-insurers-push-heart-patients-off-their-medication/
https://healthpolicytoday.org/2023/11/13/when-insurers-push-heart-patients-off-their-medication/
https://healthpolicytoday.org/2023/11/13/when-insurers-push-heart-patients-off-their-medication/

Generics Access

Generic drugs play a major role in increasing
patient access to medications.

= J=y

GENERIC

In its second year, the Generics Access Project continued to advocate for policies
that promote generic competition and efficient approval of generic medications.

In 2023, the organization focused on:

N Conducting a national survey on
patients’ trust and familiarity with
generics to be used in educating
policymakers.

N Improving timely patient access
to lifesaving drugs by engaging
patients and policymakers around
the drug shortage crisis through
educational materials, advocacy
letters and listening sessions.

N Promoting the timely and efficient
approval of generic medications by

developing educational materials.

0 GENERICS ACCESS PROJECT

N Encouraging the FDA's processes

to prioritize unmet patient needs
and elevating patient voices in
FDA's Office of Generic Drugs

by participating in FDA listening
sessions.

Educating policymakers on

the value of generic drugs by
submitting comments and letters
to congressional leadership.

AfPA ANNUAL REPORT 2023

VIDEOS

» The Generic Drug Approval
Process

PAPERS

» Fast Facts: User Fees and
Drug Development

» Fast Facts: Drug Shortages

ONE-PAGERS

Meeting Summary: FDA
Listening Session

Big Questions: What Is a
Generic?

Big Questions: How are
Generic Drugs Approved?

Big Questions: How

are Generic Drugs
Manufactured?

SURVEYS

» Blind Trust: Generic Drugs
& Patient Knowledge

BLOG POSTS

» Do Patients Understand
Generic Drugs?

» Drug Shortages Leave
Patients Vulnerable

» Shortage of Cancer Drugs
Demands Action



https://www.youtube.com/watch?v=aIFSjUL6KFU
https://www.youtube.com/watch?v=aIFSjUL6KFU
https://genericsproject.org/wp-content/uploads/2023/01/GAP_User_Fees_Fast_Facts_Jan-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/01/GAP_User_Fees_Fast_Facts_Jan-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/12/GAP-FF-DrugShortages-Dec2023.pdf
https://genericsproject.org/wp-content/uploads/2023/06/Generics-Access-Project_FDA-Listening-Session_Meeting-Report_June-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/06/Generics-Access-Project_FDA-Listening-Session_Meeting-Report_June-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/09/GAP_Big-Questions_What-is-a-Generic_One-Pager_Sept-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/09/GAP_Big-Questions_What-is-a-Generic_One-Pager_Sept-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/10/GAP_Big-Questions_How-are-Generic-Drugs-Approved_One-Pager_Oct-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/10/GAP_Big-Questions_How-are-Generic-Drugs-Approved_One-Pager_Oct-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/11/GAP-BigQ-Generic-Safe-Nov2023.pdf
https://genericsproject.org/wp-content/uploads/2023/11/GAP-BigQ-Generic-Safe-Nov2023.pdf
https://genericsproject.org/wp-content/uploads/2023/11/GAP-BigQ-Generic-Safe-Nov2023.pdf
https://genericsproject.org/wp-content/uploads/2023/06/Generics-Access-Project_Generics-Patient-Trust_Survey-Report_June-2023.pdf
https://genericsproject.org/wp-content/uploads/2023/06/Generics-Access-Project_Generics-Patient-Trust_Survey-Report_June-2023.pdf
https://healthpolicytoday.org/2023/06/26/do-patients-understand-generic-drugs/
https://healthpolicytoday.org/2023/06/26/do-patients-understand-generic-drugs/
https://healthpolicytoday.org/2023/08/14/drug-shortages-leave-patients-vulnerable/
https://healthpolicytoday.org/2023/08/14/drug-shortages-leave-patients-vulnerable/
https://healthpolicytoday.org/2023/07/28/shortage-of-cancer-drugs-demands-action/
https://healthpolicytoday.org/2023/07/28/shortage-of-cancer-drugs-demands-action/

( : t PAPERS
Ou. » A Roadmap to Better Care

for Gout

Improving Gout
Management & Reducing

Gout is the most common form of inflammatory
iti i TR Stigma: A C
arthritis — yet patients often suffer in silence. liidathatha

Fast Facts: Gout
(Hmong Translation)

ONE-PAGERS

How Gout Affects the
Whole Body

A Gout Patient’s Guide to
Biologics

When Gout Goes
Untreated

Gout & Mental Health
TOOLKITS
» Gout Awareness Day

Toolkit

BLOG POSTS

Fighting Gout Includes
Addressing Racial, Cultural
Disparities

This year, the Alliance for Gout Awareness continued heightening public
awareness and addressing common misconceptions to empower patients to
seek the treatment they need.

Gout's Excruciating, but it
Doesn't Get the Attention it
Deserves

Education and programming included: The Chronic Pain that

N A new website that makes it easier N A robust Gout Awareness Day, Nobody Talks About

for patients, caregivers and health
care providers to learn, in both
English and Spanish, about gout,
treatments and overcoming stigma.

Educational materials that
highlight the importance of
proactively managing gout and
related mental health challenges.

N A consensus paper identifying

actionable opportunities to improve
gout care through public policy,
education, and increased emphasis
on proactive screening, diagnosis
and treatment.

- ALLIANCE FOR

including 19 state proclamations, a
social media toolkit and other easy-
to-use resources.

Patient empowerment forums
around the country that brought
together patients and providers to
discuss gout management.

Increased outreach to
communities disproportionately
impacted by gout, including

a campaign around Minority
Health Month and translation of
educational resources into Spanish
and Hmong.

Convening member organizations

to collaboratively address access
challenges.

Gout Affects Young
People Too

Women Speak Out on
Health, Stigma and
Fighting for Treatment

The Contractors Who
Determine Medicare
Access

Gout Awareness
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https://goutalliance.org/resources/a-roadmap-to-better-care-for-gout/
https://goutalliance.org/resources/a-roadmap-to-better-care-for-gout/
https://goutalliance.org/resources/improving-gout-management-reducing-stigma/
https://goutalliance.org/resources/improving-gout-management-reducing-stigma/
https://goutalliance.org/resources/improving-gout-management-reducing-stigma/
https://goutalliance.org/resources/improving-gout-management-reducing-stigma/
https://goutalliance.org/resources/fast-facts-gout-hmong/
https://goutalliance.org/resources/fast-facts-gout-hmong/
https://goutalliance.org/resources/your-gout-questions-answered-how-gout-affects-the-whole-body/
https://goutalliance.org/resources/your-gout-questions-answered-how-gout-affects-the-whole-body/
https://goutalliance.org/resources/a-gout-patients-guide-to-biologics/
https://goutalliance.org/resources/a-gout-patients-guide-to-biologics/
https://goutalliance.org/resources/when-gout-goes-untreated/
https://goutalliance.org/resources/when-gout-goes-untreated/
https://goutalliance.org/resources/gout-mental-health-a-comprehensive-approach-to-treatment/
https://goutalliance.org/gout-awareness-day/
https://goutalliance.org/gout-awareness-day/
https://goutalliance.org/news/fighting-gout-includes-addressing-racial-cultural-disparities/
https://goutalliance.org/news/fighting-gout-includes-addressing-racial-cultural-disparities/
https://goutalliance.org/news/fighting-gout-includes-addressing-racial-cultural-disparities/
https://healthpolicytoday.org/2023/05/22/gouts-excruciating-but-it-doesnt-get-the-attention-it-deserves/
https://healthpolicytoday.org/2023/05/22/gouts-excruciating-but-it-doesnt-get-the-attention-it-deserves/
https://healthpolicytoday.org/2023/05/22/gouts-excruciating-but-it-doesnt-get-the-attention-it-deserves/
https://healthpolicytoday.org/2023/09/21/the-chronic-pain-that-nobody-talks-about/
https://healthpolicytoday.org/2023/09/21/the-chronic-pain-that-nobody-talks-about/
https://healthpolicytoday.org/2023/10/20/gout-affects-young-people-too/
https://healthpolicytoday.org/2023/10/20/gout-affects-young-people-too/
https://healthpolicytoday.org/2023/05/19/women-speak-out-on-health-stigma-and-fighting-for-treatment/
https://healthpolicytoday.org/2023/05/19/women-speak-out-on-health-stigma-and-fighting-for-treatment/
https://healthpolicytoday.org/2023/05/19/women-speak-out-on-health-stigma-and-fighting-for-treatment/
https://healthpolicytoday.org/2023/11/03/the-contractors-who-determine-medicare-access/
https://healthpolicytoday.org/2023/11/03/the-contractors-who-determine-medicare-access/
https://healthpolicytoday.org/2023/11/03/the-contractors-who-determine-medicare-access/

Headache

and Migraine

Headache and migraine can hinder a patient’s
ability to participate in everyday life. But with the
right treatment, patients can thrive.

pTITETI

This year, advocacy efforts by The Headache & Migraine Policy Forum included:

N Co-hosting a Capitol Hill policy N Creating a guide for patients who
summit to shed light on long want to challenge their health
COVID and headache disorders. insurer’'s coverage denial.

N Calling attention to utilization N Advocating for access to attack-
management practices as causes based treatment plans, so that
of potential disease progression. patients can better manage

N Amplifying survey research on their disease.

step therapy's impact on people N Highlighting the role of medical
living with headache and migraine. devices in patient-centered
migraine care.

The Headache
& Migraine
POLICY FORUM
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Making Migraine
Treatment Accessible
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Look Ahead: Federal
Policies Impacting
Patient Care

Step Therapy for Migraine
Survey Results

Migraine Therapies:
Insurance Delays, Denials &
Switching Survey Results

PAPERS

Challenging Your Health
Insurer’s Decision: A Step-
by-Step Guide

Long COVID & Headache
Disorders: A Policy Panel
Discussion

Recap: Multi-disease
Coalition Capitol Hill
Briefing on Pharmacy
Benefit Managers

SURVEYS

»

Step Therapy for Migraine
and Other Headache
Disorders

INFOGRAPHICS

Headache & Long COVID

Access to Migraine
Treatment Devices

Step Therapy & Migraine

BLOG POSTS

COVID-19 Continues to
Challenge People Living
with Headache

When Migraine &
Menstruation Collide

Why So Many Migraine
Patients Get Treated in
the ER

PUBLICATIONS

»

Claims Rejections and
Emergency Department
Use for People with
Migraine



https://www.youtube.com/watch?v=bEulIHtHI30
https://www.youtube.com/watch?v=bEulIHtHI30
https://www.youtube.com/watch?v=nQ9fUPdSM1U
https://www.youtube.com/watch?v=nQ9fUPdSM1U
https://www.youtube.com/watch?v=nQ9fUPdSM1U
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6553dbcf6264aa6efb93a7e2/1699994576166/HMPF_Appeal_One-Pager_Nov2023.pdf
https://www.youtube.com/watch?v=vWMRSMzu9uI
https://www.youtube.com/watch?v=vWMRSMzu9uI
https://www.youtube.com/watch?v=vE1NeMyFKDw
https://www.youtube.com/watch?v=vE1NeMyFKDw
https://www.youtube.com/watch?v=vE1NeMyFKDw
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6553dbcf6264aa6efb93a7e2/1699994576166/HMPF_Appeal_One-Pager_Nov2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6553dbcf6264aa6efb93a7e2/1699994576166/HMPF_Appeal_One-Pager_Nov2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6553dbcf6264aa6efb93a7e2/1699994576166/HMPF_Appeal_One-Pager_Nov2023.pdf
https://www.headachemigraineforum.org/s/HMPF-HOH-PanelPaper-March2023.pdf
https://www.headachemigraineforum.org/s/HMPF-HOH-PanelPaper-March2023.pdf
https://www.headachemigraineforum.org/s/HMPF-HOH-PanelPaper-March2023.pdf
https://www.headachemigraineforum.org/s/PACH-HillMeetingRecap-Oct2023.pdf
https://www.headachemigraineforum.org/s/PACH-HillMeetingRecap-Oct2023.pdf
https://www.headachemigraineforum.org/s/PACH-HillMeetingRecap-Oct2023.pdf
https://www.headachemigraineforum.org/s/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/642b104e4801667d0a8682e8/1680543823643/HMPF+-+Step+Therapy+Survey+Report+-+March+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/642b104e4801667d0a8682e8/1680543823643/HMPF+-+Step+Therapy+Survey+Report+-+March+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/642b104e4801667d0a8682e8/1680543823643/HMPF+-+Step+Therapy+Survey+Report+-+March+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/63d442424fd3122b65801700/1674854978573/HMPF_Long+Covid+%26+Headache_One-Pager_Feb+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/63d442424fd3122b65801700/1674854978573/HMPF_Long+Covid+%26+Headache_One-Pager_Feb+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6409f64af184727cd5e26e15/1678374476885/HMPF_Device+Coverage_Feb+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6409f64af184727cd5e26e15/1678374476885/HMPF_Device+Coverage_Feb+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/6470fc7e7e35112dbe231afc/1685126270359/HMPF-StepTherapy-Infographic-May2023.pdf
https://healthpolicytoday.org/2023/02/13/covid-19-continues-to-challenge-people-living-with-headache/
https://healthpolicytoday.org/2023/02/13/covid-19-continues-to-challenge-people-living-with-headache/
https://healthpolicytoday.org/2023/02/13/covid-19-continues-to-challenge-people-living-with-headache/
https://healthpolicytoday.org/2023/05/16/when-migraine-menstruation-collide/
https://healthpolicytoday.org/2023/05/16/when-migraine-menstruation-collide/
https://healthpolicytoday.org/2023/06/20/why-so-many-migraine-patients-get-treated-in-the-er/
https://healthpolicytoday.org/2023/06/20/why-so-many-migraine-patients-get-treated-in-the-er/
https://healthpolicytoday.org/2023/06/20/why-so-many-migraine-patients-get-treated-in-the-er/
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/658209e7346bf043946b18d9/1703021037754/HMPF+-+Research+Abstract+-+December+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/658209e7346bf043946b18d9/1703021037754/HMPF+-+Research+Abstract+-+December+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/658209e7346bf043946b18d9/1703021037754/HMPF+-+Research+Abstract+-+December+2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/658209e7346bf043946b18d9/1703021037754/HMPF+-+Research+Abstract+-+December+2023.pdf

Hepatitis and
Infectious Diseases

Hepatitis presents a deadly and persistent
public health challenge.

This year, AfPA’'s Hepatitis Therapy Access Working Group highlighted the VIDEOS

importance of strategic, coordinated efforts toward eliminating hepatitis C. The » The Umbrella of
working group raised awareness about national strategies and advocated for il T
policy reforms at the state level that could facilitate screening and encourage

) ONE-PAGERS
treatment adherence for patients.

» Next Steps to Hepatitis C
. . . . . . . Elimination

The working group highlighted the value of immunization, which can help
prevent some forms of hepatitis as well as many other infectious diseases.

Members also advocated for better access to curative treatments for hepatitis C.

INFOGRAPHICS

» It's Time to Tackle
Infectious Disease

Efforts included: Disparities
N Educational materials on policy N Advocacy materials explaining » Understanding Hepatitis
considerations related to hepatitis C the benefits of vaccination for
o L . . BLOG POSTS
elimination. preventing infectious diseases.
» Patient Access Reform in
N Social media engagement aimed N Direct engagement with the States: Previewing 2023
at raising awareness about hepatitis. policymakers advocating for Will Hepatitis C Testing
increased access to hepatitis C for High-Risk Infants be

. . . Expanded?
testing for infants and children. &

Biden’'s Budget Proposed
$11B to Eliminate Hep C

Hepatitis
Therapy Access
n’ Py

Working Group
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https://www.youtube.com/watch?v=VxX96aeLZHc
https://www.youtube.com/watch?v=VxX96aeLZHc
https://instituteforpatientaccess.org/next-steps-to-hepatitis-c-elimination/
https://instituteforpatientaccess.org/next-steps-to-hepatitis-c-elimination/
https://allianceforpatientaccess.org/wp-content/uploads/2023/03/AFPA_Infectious_Disease_Disparities_Infographic_March-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/03/AFPA_Infectious_Disease_Disparities_Infographic_March-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/03/AFPA_Infectious_Disease_Disparities_Infographic_March-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AFPA_Understanding_Hepatitis_Infographic_November-2023.pdf
https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/03/30/bidens-budget-proposed-11b-to-eliminate-hep-c/
https://healthpolicytoday.org/2023/03/30/bidens-budget-proposed-11b-to-eliminate-hep-c/

Infant Health

Managing RSV's Indirect
Impact

i i i i The Burden of RSV
Medical innovation continues to open doors Cle' i
osing the Gap:

for infants and their families. PR e
The Umbrella of

Immunizations

WEBINARS

Under the Immunization
Umbrella: Options to
Reduce the Burden of RSV
Protecting Infants from
RSV: Understanding
Guidance on New
Prevention Tools

ONE-PAGERS

Infant Health Matters:
Perinatal Mood & Anxiety
Disorders

Infant Health Safety:
Call to Action

SURVEYS

» The Indirect Impact of
RSV: RSV Parent & Provider
Survey Results

INFOGRAPHICS

» Prioritizing New Parents’
Mental Health

BLOG POSTS

Will Hepatitis C Testing
for High-Risk Infants be

Expanded?
FDA Grants Priority Review
In 2023, the National Coalition for Infant Health advocated on behalf of infants th Drzg for Depressive
. . . isorders
and their families to improve awareness of and access to targeted treatments.
. . X . . . X Latest Data Show Maternal
The coalition saw major strides in RSV care this year, such as the inclusion of Mortality Continues to Spike
preventive monoclonal antibodies in the U.S. Vaccines for Children Program and CDC Committee Tackles
the approval of a maternal vaccine to protect infants. Childhood Immunizations

How Better Data Could
Reduce Stillbirths

The Health Wonders of

Advocacy efforts included:

N Raising awareness of perinatal N Creating educational materials on Human Milk
mood and anxiety disorders. infant health safety, especially in Will Newly Proposed FDA
. : : Guidance Discourage
N Sharing information about RSV hospital settings like the NICU and Pediatric Drug
PICU. Development?

preventive interventions and

other vaccines for pregnant women X Conducting a first-of-its-kind Guifiek (el nd e
. ) RSV Immunization for

and infants. national survey on the burden Children

N Advocating directly with state of RSY’ t.he Igad|ng cause of E;evaeStF:eiﬁf';’ (B);tgrf’st ?:rrs
lawmakers for access to an hospitalization for U.S. infants. Their Babies

exclusive human milk diet for infants, 1in 3 Counties Lacks Care
especially those born preterm. for Pregnant Women

New Hope for Postpartum
Depression Treatment

{\ ’C I National Coalition Why In‘fant Deaths are
for Infant Health Rising in 2023
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https://www.youtube.com/watch?v=0kcJfBriF6k
https://www.youtube.com/watch?v=M-clCp9EhRw
https://www.youtube.com/watch?v=M-clCp9EhRw
https://www.infanthealth.org/videos/2023/1/the-burden-of-rsv
https://www.infanthealth.org/videos/2023/2/closing-the-gap-disparities-amp-rsv
https://www.infanthealth.org/videos/2023/2/closing-the-gap-disparities-amp-rsv
https://www.youtube.com/watch?v=VxX96aeLZHc
https://www.youtube.com/watch?v=VxX96aeLZHc
https://www.infanthealth.org/videos/2023/7/webinar-under-the-immunization-umbrella-options-to-reduce-the-burden-of-rsv
https://www.infanthealth.org/videos/2023/7/webinar-under-the-immunization-umbrella-options-to-reduce-the-burden-of-rsv
https://www.infanthealth.org/videos/2023/7/webinar-under-the-immunization-umbrella-options-to-reduce-the-burden-of-rsv
https://www.youtube.com/watch?v=uwkPYog-nog
https://www.youtube.com/watch?v=uwkPYog-nog
https://www.youtube.com/watch?v=uwkPYog-nog
https://www.youtube.com/watch?v=uwkPYog-nog
https://www.infanthealth.org/papers/2023/7/infant-health-matters-perinatal-mood-amp-anxiety-disordera
https://www.infanthealth.org/papers/2023/7/infant-health-matters-perinatal-mood-amp-anxiety-disordera
https://www.infanthealth.org/papers/2023/7/infant-health-matters-perinatal-mood-amp-anxiety-disordera
https://static1.squarespace.com/static/5523fcf7e4b0fef011e668e6/t/6568ac264145c04769b0dcf2/1701358640028/NCFfH_Infant+Safety+Call+to+Action_Nov2023.pdf
https://static1.squarespace.com/static/5523fcf7e4b0fef011e668e6/t/6568ac264145c04769b0dcf2/1701358640028/NCFfH_Infant+Safety+Call+to+Action_Nov2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://static1.squarespace.com/static/5523fcf7e4b0fef011e668e6/t/6414b6c2269e2c2441e8b03b/1679079106558/NCfIH_Prioritizing+New+Parents%27+Mental+Health_Infographic_March+2023.pdf
https://static1.squarespace.com/static/5523fcf7e4b0fef011e668e6/t/6414b6c2269e2c2441e8b03b/1679079106558/NCfIH_Prioritizing+New+Parents%27+Mental+Health_Infographic_March+2023.pdf
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/01/20/will-hepatitis-c-testing-for-high-risk-infants-be-expanded/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/03/28/latest-data-show-maternal-mortality-continues-to-spike/
https://healthpolicytoday.org/2023/03/28/latest-data-show-maternal-mortality-continues-to-spike/
https://healthpolicytoday.org/2023/05/25/cdc-committee-tackles-childhood-immunizations/
https://healthpolicytoday.org/2023/05/25/cdc-committee-tackles-childhood-immunizations/
https://healthpolicytoday.org/2023/06/12/how-better-data-could-reduce-stillbirths/
https://healthpolicytoday.org/2023/06/12/how-better-data-could-reduce-stillbirths/
https://healthpolicytoday.org/2023/06/23/the-health-wonders-of-human-milk/
https://healthpolicytoday.org/2023/06/23/the-health-wonders-of-human-milk/
https://healthpolicytoday.org/2023/07/11/will-newly-proposed-fda-guidance-discourage-pediatric-drug-development/
https://healthpolicytoday.org/2023/07/11/will-newly-proposed-fda-guidance-discourage-pediatric-drug-development/
https://healthpolicytoday.org/2023/07/11/will-newly-proposed-fda-guidance-discourage-pediatric-drug-development/
https://healthpolicytoday.org/2023/07/11/will-newly-proposed-fda-guidance-discourage-pediatric-drug-development/
https://healthpolicytoday.org/2023/08/09/officials-recommend-new-rsv-immunization-for-children/
https://healthpolicytoday.org/2023/08/09/officials-recommend-new-rsv-immunization-for-children/
https://healthpolicytoday.org/2023/08/09/officials-recommend-new-rsv-immunization-for-children/
https://healthpolicytoday.org/2023/09/01/breast-is-best-but-mothers-have-feeding-options-for-their-babies/
https://healthpolicytoday.org/2023/09/01/breast-is-best-but-mothers-have-feeding-options-for-their-babies/
https://healthpolicytoday.org/2023/09/01/breast-is-best-but-mothers-have-feeding-options-for-their-babies/
https://healthpolicytoday.org/2023/09/08/1-in-3-u-s-counties-lacks-care-for-pregnant-women/
https://healthpolicytoday.org/2023/09/08/1-in-3-u-s-counties-lacks-care-for-pregnant-women/
https://healthpolicytoday.org/2023/10/03/new-hope-for-postpartum-depression-treatment/
https://healthpolicytoday.org/2023/10/03/new-hope-for-postpartum-depression-treatment/
https://healthpolicytoday.org/2023/12/01/why-infant-deaths-are-rising-in-2023/
https://healthpolicytoday.org/2023/12/01/why-infant-deaths-are-rising-in-2023/

Mental Health

Access to mental health care remained a pressing
priority for patients, health care providers and

policymakers this year.

‘h-

1

i

AfPA's Mental Health Working Group advocated across a wide range of mental
health and access issues in 2023, highlighting patient needs at the health plan
level and emphasizing the need for greater clinician support.

Efforts included:

N Supporting policies on serious
mental illness across the country,
which will reduce barriers and
improve access, through webinars
and educational content.

N Creating a white paper that shares
clinician perspectives on how
mental health providers can meet
patients where they are.

N Raising awareness about the
national 988 mental health hotline.

" Mental Health
Working Group

A |

A |

Spotlighting postpartum
depression and how policies can
best support new mothers.

Advocating for mental health
reform and parity through letters
and speaking at hearings.

Engaging with the patient
advocacy community and
ICER in discussions of value and
schizophrenia treatments.
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PAPERS

» Meeting Patients Where
They Are

ONE-PAGERS

Comprehensive Treatment
for Tardive Dyskinesia

Supporting Patients with
Serious Mental lliness

TOOLKITS

» Elevating the Experiences
of Schizophrenia Patients
and Providers: ICER Toolkit

INFOGRAPHICS

Helping Women Overcome
Postpartum Depression

Cancer Patients & Mental
Health Care

Obesity Care & Mental
Health Care

BLOG POSTS

» Patient Access Reform in
the States: Previewing 2023

FDA Grants Priority Review
to Drug for Depressive
Disorders

New Paper Identifies Key
Challenges for Providers

Treating Mental Health

Legislating Access to
Serious Mental lliness
Treatments

Making Good on Mental
Health Parity

Simplified Suicide Hotline
Improves Access to Mental
Health Support, But
Challenges Remain

Mental Health Demands
Better Screening

New Hope for Postpartum
Depression Treatment

What's the Future of
Telehealth Access?

ICER’s Hasty Analysis
of new Schizophrenia
Treatment



https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_Meeting-Mental-Health-Patients-Where-They-Are_Policy-Brief_February-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_Meeting-Mental-Health-Patients-Where-They-Are_Policy-Brief_February-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AFPA_NDWG_TDTreatmentOne-Pager_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AFPA_NDWG_TDTreatmentOne-Pager_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Supporting-Patients-with-Serious-Mental-Illness_OnePager_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Supporting-Patients-with-Serious-Mental-Illness_OnePager_Nov-2023.pdf
https://instituteforpatientaccess.org/wp-content/uploads/2023/11/IfPA_Elevating-the-Experiences-of-Schizophrenia-Patients-and-Providers_ICER-Toolkit_Nov-2023.pdf
https://instituteforpatientaccess.org/wp-content/uploads/2023/11/IfPA_Elevating-the-Experiences-of-Schizophrenia-Patients-and-Providers_ICER-Toolkit_Nov-2023.pdf
https://instituteforpatientaccess.org/wp-content/uploads/2023/11/IfPA_Elevating-the-Experiences-of-Schizophrenia-Patients-and-Providers_ICER-Toolkit_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Helping-Women-Overcome-Postpartum-Depression_Infographic_August-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Helping-Women-Overcome-Postpartum-Depression_Infographic_August-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA_Cancer-Patients-Mental-Health-Care_OnePager_October-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA_Cancer-Patients-Mental-Health-Care_OnePager_October-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Obesity-Care-and-Mental-Health-Care_One-Pager_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Obesity-Care-and-Mental-Health-Care_One-Pager_Nov-2023.pdf
https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/09/new-paper-identifies-key-challenges-for-providers-treating-mental-health/
https://healthpolicytoday.org/2023/02/09/new-paper-identifies-key-challenges-for-providers-treating-mental-health/
https://healthpolicytoday.org/2023/02/09/new-paper-identifies-key-challenges-for-providers-treating-mental-health/
https://healthpolicytoday.org/2023/03/14/legislating-access-to-serious-mental-illness-treatments/
https://healthpolicytoday.org/2023/03/14/legislating-access-to-serious-mental-illness-treatments/
https://healthpolicytoday.org/2023/03/14/legislating-access-to-serious-mental-illness-treatments/
https://healthpolicytoday.org/2023/08/29/making-good-on-mental-health-parity/
https://healthpolicytoday.org/2023/08/29/making-good-on-mental-health-parity/
https://healthpolicytoday.org/2023/08/04/simplified-suicide-hotline-improves-access-to-mental-health-support-but-challenges-remain/
https://healthpolicytoday.org/2023/08/04/simplified-suicide-hotline-improves-access-to-mental-health-support-but-challenges-remain/
https://healthpolicytoday.org/2023/08/04/simplified-suicide-hotline-improves-access-to-mental-health-support-but-challenges-remain/
https://healthpolicytoday.org/2023/08/04/simplified-suicide-hotline-improves-access-to-mental-health-support-but-challenges-remain/
https://healthpolicytoday.org/2023/10/04/mental-health-demands-better-screening/
https://healthpolicytoday.org/2023/10/04/mental-health-demands-better-screening/
https://healthpolicytoday.org/2023/10/03/new-hope-for-postpartum-depression-treatment/
https://healthpolicytoday.org/2023/10/03/new-hope-for-postpartum-depression-treatment/
https://healthpolicytoday.org/2023/10/03/whats-the-future-of-telehealth-access/
https://healthpolicytoday.org/2023/10/03/whats-the-future-of-telehealth-access/
https://healthpolicytoday.org/2023/09/05/icers-hasty-analysis-of-new-schizophrenia-treatment/
https://healthpolicytoday.org/2023/09/05/icers-hasty-analysis-of-new-schizophrenia-treatment/
https://healthpolicytoday.org/2023/09/05/icers-hasty-analysis-of-new-schizophrenia-treatment/

PAPERS

Neurological Diseases

Overburdened by
Alzheimer’s: The Need
for Care, Innovation and

Movement disorders and other neurological diseases Access
continue to impact families across the country.

ONE-PAGERS

Comprehensive Treatment
for Tardive Dyskinesia

Dystonia: The Need for
Treatment Access

Huntington's Disease:
The Need for a Cure

TOOLKITS

» Amplifying the Voices of
Alzheimer's: ICER Toolkit

INFOGRAPHICS

» Agitation in Alzheimer’s

BLOG POSTS

» Fight Continues to Expand
Federal Benefits for
Huntington's Disease

Parkinson'’s Cases Have
Been Underestimated by
50%

First Alzheimer’s Agitation
Drug Could Help Patients,
Caregivers

Why We Don't Understand
Parkinson'’s in Black
Americans

Congress Has a Plan to End

This year, AfPA's Neurological Diseases Working Group worked alongside the Parkinson'’s
Movement Disorders Policy Coalition to bring attention to policies affecting FDA Grants Priority Review
people living with neurological diseases like movement disorders. to Drug for Depressive
Disorders
Efforts focused on: Medicare Lifts Cap on
PET Scans for Alzheimer's
N Advocating for patient access N Leading coalition sign-on efforts Patients
to innovative treatments and on critical state and federal access Coverage Barriers
diagnostic testing, including direct issues. Block Patients from
t with the Cent P Revolutionary Alzheimer's
engagement wi € enters for N Supporting TD Awareness Week Treatment

Medicare and Medicaid Services,
for a range of conditions affecting
cognition and mobility.

through educational materials, Alzheimer's Drug Faces
. . Hurdles in Reaching
social media engagement and

) ) Patients
an online toolkit. .
Medicare Doubles Down

\ Increasing av'vareness about N Leading advocacy efforts for er‘ E?St”dma ’\(‘je""
i i . . , zheimer's Meds
movement disorders, including patient access to Alzheimer's
i inesi i ) . . ICER C Alzheimer’
tardive dyskinesia, dystonia, treatments and testing, including auses Alzheimer’s
Huntington’s and Parkinson'’s, and ) . community to Hold Their
’ appropriate coverage of amyloid Breath, Again
access barriers to treatment that
) beta PET scans. Alzheimer's Burden
patients may face. Demands Policy Solution

Working Group DISORDERS

POLICY COALITION

@) Neurological Disease 2 MOVEMENT

AfPA ANNUAL REPORT 2023



https://www.movementdisorderspolicy.org/s/AA-KnowYourRights-Movement-June2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_OverburdenedByAlzheimers_PolicyBrief_February2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_OverburdenedByAlzheimers_PolicyBrief_February2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_OverburdenedByAlzheimers_PolicyBrief_February2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AfPA_OverburdenedByAlzheimers_PolicyBrief_February2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AFPA_NDWG_TDTreatmentOne-Pager_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AFPA_NDWG_TDTreatmentOne-Pager_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA-NDWG-Dystonia-OnePager-Sept2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA-NDWG-Dystonia-OnePager-Sept2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/03/AFPA_NDWG_Huntingtons_One-Pager_March2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/03/AFPA_NDWG_Huntingtons_One-Pager_March2023.pdf
https://instituteforpatientaccess.org/amplifying-the-voices-of-alzheimers-icer-toolkit/
https://instituteforpatientaccess.org/amplifying-the-voices-of-alzheimers-icer-toolkit/
https://allianceforpatientaccess.org/wp-content/uploads/2023/09/AFPA_Agitation_in_Alzheimers_Infographic_August-2023.pdf
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/01/09/parkinsons-cases-have-been-underestimated-by-50/
https://healthpolicytoday.org/2023/01/09/parkinsons-cases-have-been-underestimated-by-50/
https://healthpolicytoday.org/2023/01/09/parkinsons-cases-have-been-underestimated-by-50/
https://healthpolicytoday.org/2023/05/30/first-alzheimers-agitation-drug-could-help-patients-caregivers/
https://healthpolicytoday.org/2023/05/30/first-alzheimers-agitation-drug-could-help-patients-caregivers/
https://healthpolicytoday.org/2023/05/30/first-alzheimers-agitation-drug-could-help-patients-caregivers/
https://healthpolicytoday.org/2023/05/02/why-we-dont-understand-parkinsons-in-black-americans/
https://healthpolicytoday.org/2023/05/02/why-we-dont-understand-parkinsons-in-black-americans/
https://healthpolicytoday.org/2023/05/02/why-we-dont-understand-parkinsons-in-black-americans/
https://healthpolicytoday.org/2023/08/31/congress-has-a-plan-to-end-parkinsons/
https://healthpolicytoday.org/2023/08/31/congress-has-a-plan-to-end-parkinsons/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/02/23/fda-grants-priority-review-to-drug-for-depressive-disorders/
https://healthpolicytoday.org/2023/10/13/medicare-lifts-cap-on-pet-scans-for-alzheimers-patients/
https://healthpolicytoday.org/2023/10/13/medicare-lifts-cap-on-pet-scans-for-alzheimers-patients/
https://healthpolicytoday.org/2023/10/13/medicare-lifts-cap-on-pet-scans-for-alzheimers-patients/
https://healthpolicytoday.org/2023/07/17/coverage-barriers-block-patients-from-revolutionary-alzheimers-treatment/
https://healthpolicytoday.org/2023/07/17/coverage-barriers-block-patients-from-revolutionary-alzheimers-treatment/
https://healthpolicytoday.org/2023/07/17/coverage-barriers-block-patients-from-revolutionary-alzheimers-treatment/
https://healthpolicytoday.org/2023/07/17/coverage-barriers-block-patients-from-revolutionary-alzheimers-treatment/
https://healthpolicytoday.org/2023/05/18/dementia-drug-faces-hurdles-in-reaching-patients/
https://healthpolicytoday.org/2023/05/18/dementia-drug-faces-hurdles-in-reaching-patients/
https://healthpolicytoday.org/2023/05/18/dementia-drug-faces-hurdles-in-reaching-patients/
https://healthpolicytoday.org/2023/03/17/medicare-doubles-down-on-restricting-new-alzheimers-meds/
https://healthpolicytoday.org/2023/03/17/medicare-doubles-down-on-restricting-new-alzheimers-meds/
https://healthpolicytoday.org/2023/03/17/medicare-doubles-down-on-restricting-new-alzheimers-meds/
https://healthpolicytoday.org/2023/02/21/icer-causes-alzheimers-community-to-hold-their-breath-again/
https://healthpolicytoday.org/2023/02/21/icer-causes-alzheimers-community-to-hold-their-breath-again/
https://healthpolicytoday.org/2023/02/21/icer-causes-alzheimers-community-to-hold-their-breath-again/
https://healthpolicytoday.org/2023/02/14/alzheimers-burden-demands-policy-solutions/
https://healthpolicytoday.org/2023/02/14/alzheimers-burden-demands-policy-solutions/

Obesity

Obesity is a serious, chronic disease that impacts more
than 40% of Americans.

Innovative treatment options are making it possible for more patients to imagine VIDEO
a life that's not defined by their disease. But as new treatments become available, » Medicare and Obesity
policies must ensure that they are also accessible. UWCEEEMERE

This year, AfPA’'s Obesity Initiative highlighted policies that would increase access CHE S ==

to obesity treatment.

Efforts included:

N Advocating for the Treat and
Reduce Obesity Act through
several advocacy initiatives,
including letters to legislators, a
series of webinars and an extensive
online campaign that resulted in
hundreds of letters to lawmakers.

N Hosting a Capitol Hill briefing on
the Treat and Reduce Obesity Act
for federal policymakers.

N Educating state lawmakers about
the seriousness of obesity among
their constituents through tailored
one-pagers and webinars.

N Creating educational materials
that highlight disparities in
obesity treatment and the
comorbidities associated with the
disease.

N Working with clinicians across
the country to support increased
coverage of obesity treatments.

N Co-hosting a webinar on obesity
and chronic diseases for patient
and policymakers highlighting
upcoming federal policies.

AfPA’s . . Diabetes
Initiative 9 P Working Group

AfPA ANNUAL REPORT 2023

Obesity: A Serious &
Widespread Disease

Obesity in California
Obesity in Massachusetts

Obesity in Texas

INFOGRAPHICS

Obesity Care & Mental
Health Care

Disparities Weigh Heavier
on Communities of Color

BLOG POSTS

NASH Patients Suffer
Liver Symptoms and
Bureaucratic Dysfunction

It's Time for Congress to
Finally Treat Obesity Like
the Epidemic It Is



https://www.youtube.com/watch?v=EthjBo_y_SY
https://www.youtube.com/watch?v=EthjBo_y_SY
https://allianceforpatientaccess.org/wp-content/uploads/2023/06/AFPA_Obesity_One-Pager_June-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/06/AFPA_Obesity_One-Pager_June-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/09/AfPA-Obesity-CA-Sept2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/09/AfPA-Obesity-MA-Sept2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/09/AfPA-Obesity-TX-Sept2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Obesity-Care-and-Mental-Health-Care_One-Pager_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Obesity-Care-and-Mental-Health-Care_One-Pager_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AFPA_Obesity_Disparities_Infographic_Feb2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/02/AFPA_Obesity_Disparities_Infographic_Feb2023.pdf
https://healthpolicytoday.org/2023/01/24/nash-patients-suffer-liver-symptoms-and-bureaucratic-dysfunction/
https://healthpolicytoday.org/2023/01/24/nash-patients-suffer-liver-symptoms-and-bureaucratic-dysfunction/
https://healthpolicytoday.org/2023/01/24/nash-patients-suffer-liver-symptoms-and-bureaucratic-dysfunction/
https://healthpolicytoday.org/2023/09/08/congress-finally-treats-obesity-like-the-epidemic-it-is/
https://healthpolicytoday.org/2023/09/08/congress-finally-treats-obesity-like-the-epidemic-it-is/
https://healthpolicytoday.org/2023/09/08/congress-finally-treats-obesity-like-the-epidemic-it-is/

Oncology

Cancer care continues to improve every year, yet

patients may still face a host of barriers.

Timely, targeted treatment can vastly improve the lives of cancer patients,

families and caregivers. But patients need access to a full range of treatments.
That's why advocacy efforts have prioritized policies that remove barriers and
make it easier for cancer patients to access the care they need.

AfPA’'s Oncology Therapy Access Working Group advocated for policies that

put cancer patients first.

Working group efforts included:

N Educational materials to
demonstrate the value of
biomarker testing as a tool to
provide targeted cancer care.

N Advocacy to reduce utilization
management, which impedes
patients’' treatment plans.

Oncology
Therapy Access

Working Group

N Partnerships with advocates to
implement policy reform at the
state level to improve access to

innovative testing and treatments.

N Raising awareness of precision
medicine and educating patients
on how to advocate for access to
personalized care.

AfPA ANNUAL REPORT 2023

ONE-PAGERS

» Biologics, Biosimilars
& Cancer Care: Expert
Perspectives

INFOGRAPHICS

Overcoming Hurdles to
Cancer Care

Cancer Patients & Mental
Health Care

BLOG POSTS

Patient Access Reform in
the States: Previewing 2023

With New Cancer
Treatments Come Bigger
Insurance Hurdles

Shortage of Cancer Drugs
Demand Action

Pediatric Chemotherapy
Drugs are in Short Supply

With New Cancer
Treatments Come Bigger
Insurance Hurdles

Health Plan Delays Put
Cancer Patients at Risk


https://allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Biologics-Biosimilars-and-Cancer-Care_One-Pager_Jan-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Biologics-Biosimilars-and-Cancer-Care_One-Pager_Jan-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Biologics-Biosimilars-and-Cancer-Care_One-Pager_Jan-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Overcoming-Hurdles-to-Cancer-Care_Infographic_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Overcoming-Hurdles-to-Cancer-Care_Infographic_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA_Cancer-Patients-Mental-Health-Care_OnePager_October-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA_Cancer-Patients-Mental-Health-Care_OnePager_October-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/10/AfPA_Cancer-Patients-Mental-Health-Care_OnePager_October-2023.pdf

https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/01/17/patient-access-reform-in-the-states-previewing-2023/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/07/28/shortage-of-cancer-drugs-demands-action/
https://healthpolicytoday.org/2023/07/28/shortage-of-cancer-drugs-demands-action/
https://healthpolicytoday.org/2023/10/27/pediatric-chemotherapy-drugs-are-in-short-supply/
https://healthpolicytoday.org/2023/10/27/pediatric-chemotherapy-drugs-are-in-short-supply/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/08/16/with-new-cancer-treatments-come-bigger-insurance-hurdles/
https://healthpolicytoday.org/2023/12/08/health-plan-delays-put-cancer-patients-at-risk/
https://healthpolicytoday.org/2023/12/08/health-plan-delays-put-cancer-patients-at-risk/

VIDEOS

Rare Diseases e

Shouldn't be Rare

One in 10 Americans has a rare disease.
PAPERS

» Understanding IgG4-RD

INFOGRAPHICS

How “Alternative” Rx
Funding Programs Fail
Cystic Fibrosis Patients

Diagnosing IgG4-RD
Patients

But despite the prevalence of rare diseases, patients coonmonly face obstacles to I9G4-RD and
. . . . . Mental Health
care. Many struggle to find a diagnosis, let alone receive the right treatment.

AfPA's Rare Diseases Working Group continued to raise awareness of rare BLOG POSTS
diseases and the needs of patients and providers who manage these conditions.
Meanwhile, the Cystic Fibrosis Engagement Network supported advocates’' work
to expand patient access.

Rare Disease Patients and
Clinicians Gain Traction

Access to Care Shouldn’t

Efforts included: be Rare

N Developing educational materials N Spotlighting the value of Fight Continues to Expand

on the harm of utilization innovation as new treatments Federal Benefits for
management and the excessive become available and the Huntington'’s Disease
burdens that rare disease patients importance of access for patients Updated: Putting Genetic
face as they seek diagnosis and with rare diseases. Science to Work for
. . . Patients
treatment. N Engaging directly with state
N Advocating for the creation of rare policymakers and local advocates Overcoming Barriers for

disease advisory councils across on the creation of prescription drug Ezﬂzﬂ?mmh R
the country to give rare disease affordability boards.

. . Veterans with hATTR
pa'tler?ts anFj prgwde@ a greater Amyloidosis Need Access
voice in policy discussions. to Critical Meds

AfPA's Rare Diseases Working Group focused its efforts on several disease states,
supporting educational and advocacy efforts.

Efforts included:

N Raising awareness of IgG4-RD N Creating educational materials on
and new treatments on the horizon amyloidosis to highlight the need
through educational materials. for access to innovative treatments.

N Convening providers familiar with N Supporting advocacy efforts to
1gG4-RD for the inaugural working reduce access barriers and ensure
group meeting. veterans with amyloidosis can

N Testifying before federal access timely, effective treatment.

policymakers at the FDA on the
value of new treatment options for
amyloidosis patients.

The Cystic Fibrosis Engagement Network also supported advocacy efforts at the
state and federal level to raise awareness of the health plan challenges many rare
disease patients face, including high cost sharing and alternative funding programs.

SP s e & CFEN

Cystic Fibrosis Engagement Network
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https://www.youtube.com/watch?v=Kun5WP4SXyw
https://www.youtube.com/watch?v=Kun5WP4SXyw
https://allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA_Understanding-IgG4-RD_Fast-Facts_Jan-2023.pdf
https://static1.squarespace.com/static/5851487046c3c4afd26f489d/t/64e4f0ef051f1666fcc42691/1692725488258/CFEN_Alternate+Funding+Programs_Infographic_August+2023.pdf
https://static1.squarespace.com/static/5851487046c3c4afd26f489d/t/64e4f0ef051f1666fcc42691/1692725488258/CFEN_Alternate+Funding+Programs_Infographic_August+2023.pdf
https://static1.squarespace.com/static/5851487046c3c4afd26f489d/t/64e4f0ef051f1666fcc42691/1692725488258/CFEN_Alternate+Funding+Programs_Infographic_August+2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Diagnosing-IgG4RD-Patients_Infographic_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Diagnosing-IgG4RD-Patients_Infographic_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_Diagnosing-IgG4RD-Patients_Infographic_Nov-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_IgG4RD-and-Mental-Health_Infographic_November-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/11/AfPA_IgG4RD-and-Mental-Health_Infographic_November-2023.pdf
https://healthpolicytoday.org/2023/01/25/rare-disease-patients-and-clinicians-gain-traction/
https://healthpolicytoday.org/2023/01/25/rare-disease-patients-and-clinicians-gain-traction/
https://healthpolicytoday.org/2023/02/28/access-to-care-shouldnt-be-rare/
https://healthpolicytoday.org/2023/02/28/access-to-care-shouldnt-be-rare/
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/04/18/fight-continues-to-expand-federal-benefits-for-huntingtons-disease/
https://healthpolicytoday.org/2023/07/25/putting-genetic-science-to-work-for-patients/
https://healthpolicytoday.org/2023/07/25/putting-genetic-science-to-work-for-patients/
https://healthpolicytoday.org/2023/07/25/putting-genetic-science-to-work-for-patients/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/11/10/veterans-with-hattr-amyloidosis-need-access-to-critical-meds/
https://healthpolicytoday.org/2023/11/10/veterans-with-hattr-amyloidosis-need-access-to-critical-meds/
https://healthpolicytoday.org/2023/11/10/veterans-with-hattr-amyloidosis-need-access-to-critical-meds/

Respiratory

Respiratory conditions can turn patients’ lives upside
down. But with the right treatment, patients can

breathe easier as they manage their condition.

As more innovative respiratory treatments become available, policies must ensure

patients can access them. But insurers’ overreach can block timely care.

In 2023, AfPA’s Respiratory Therapy Access Working Group remained a steadfast
advocate for policies that prioritize patient safety and access.

Efforts included:

N Creating educational materials
about Medicare administrative
contractors and the role they play
in patient access.

N Highlighting the value of
immunizations across disease
states and conditions through
educational materials and
national polling.

Respiratory
Therapy Access
Working Group

N Raising awareness about
pharmacy benefit managers and
policies that could limit practices
that harm patients.

N Educating patients on
improvements in asthma care,
including potential access barriers
and how patients and providers can
combat them.
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VIDEOS

» The Umbrella of
Immunizations

PAPERS

» Pharmacy Benefit
Managers’' Impact on
Patient Access

ONE-PAGERS

» Understanding Medicare
Administrative Contractors

SURVEYS

» The Indirect Impact of
RSV: RSV Parent & Provider
Survey Results

BLOG POSTS

Amidst Tripledemic, the
Burden of RSV Makes Itself
Known

Calls for Medicare
Coverage of Digital
Therapeutics

A New RSV Vaccine Could
Save Seniors’ Lives


https://www.youtube.com/watch?v=VxX96aeLZHc
https://www.youtube.com/watch?v=VxX96aeLZHc
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/07/AfPA_Pharmacy-Benefit-Managers-Impact-on-Patient-Access_Physicians-Perspective_July-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Medicare-Adminstrative-Contractors_June-2023.pdf
https://allianceforpatientaccess.org/wp-content/uploads/2023/08/AfPA_Medicare-Adminstrative-Contractors_June-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://admin.allianceforpatientaccess.org/wp-content/uploads/2023/01/AfPA-and-NCfIH_The-Indirect-Impact-of-RSV_Survey-Report_Jan-2023.pdf
https://healthpolicytoday.org/2023/01/11/amidst-tripledemic-the-burden-of-rsv-makes-itself-known/
https://healthpolicytoday.org/2023/01/11/amidst-tripledemic-the-burden-of-rsv-makes-itself-known/
https://healthpolicytoday.org/2023/01/11/amidst-tripledemic-the-burden-of-rsv-makes-itself-known/
https://healthpolicytoday.org/2023/04/06/calls-for-medicare-coverage-of-digital-therapeutics/
https://healthpolicytoday.org/2023/04/06/calls-for-medicare-coverage-of-digital-therapeutics/
https://healthpolicytoday.org/2023/04/06/calls-for-medicare-coverage-of-digital-therapeutics/
https://healthpolicytoday.org/2023/05/23/a-new-rsv-vaccine-could-save-seniors-lives/
https://healthpolicytoday.org/2023/05/23/a-new-rsv-vaccine-could-save-seniors-lives/

Skin Conditions

One in four Americans is impacted by a skin disease.

Patients can experience discomfort, pain, embarrassment, loss of sleep and
reduced quality of life. Emotional struggles and financial obstacles can further
harm patients’ health outcomes and well-being. Getting on the right treatment
path swiftly can have a profound impact.

That's why the Derma Care Access Network took action this year to provide
educational and advocacy resources for patients and clinicians.

Efforts included:

N Supporting patients as they N Calling attention to the debilitating
advocate for optimal care. effects of skin conditions.

N Increasing awareness of the N Launching efforts to advocate
burdens that pharmacy benefit at the federal level to support
managers, step therapy and prior patient access.
authorization can place on patients
and health care providers.

@ DCAN

DERMA CARE AcCESS NETWORK
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PAPERS

» Recap: Multi-Disease
Coalition Capitol Hill
Briefing on Pharmacy
Benefit Managers

TOOLKITS
» Advocacy Toolkit

INFOGRAPHICS

» The Effects of Non-Medical
Switching are More Than
Skin Deep

BLOG POSTS

» Comfort in One’'s Own Skin:
The Case for Regular Skin
Cancer Screening

» Derm Patients With This
Skin Condition Suffer In
The Dark

» Skin Patients Struggle with
Non-Medical Switching
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https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5886319ba5790a66cf05d235/t/651f204da7e4fa2538d8dacb/1696538704410/PACH-HillMeetingRecap-Oct2023.pdf
https://static1.squarespace.com/static/5893a44144024301c318c42e/t/640a06cc4564a77a0ddf7826/1678378717249/DCAN_Advocacy+Toolkit_March+2023.pdf
https://static1.squarespace.com/static/5893a44144024301c318c42e/t/64ca89393151f529216370a3/1690995001287/DCAN-NMS-Infographic-August+2023.pdf
https://static1.squarespace.com/static/5893a44144024301c318c42e/t/64ca89393151f529216370a3/1690995001287/DCAN-NMS-Infographic-August+2023.pdf
https://static1.squarespace.com/static/5893a44144024301c318c42e/t/64ca89393151f529216370a3/1690995001287/DCAN-NMS-Infographic-August+2023.pdf
https://healthpolicytoday.org/2023/02/01/comfort-in-ones-own-skin-the-case-for-regular-skin-cancer-screening/
https://healthpolicytoday.org/2023/02/01/comfort-in-ones-own-skin-the-case-for-regular-skin-cancer-screening/
https://healthpolicytoday.org/2023/02/01/comfort-in-ones-own-skin-the-case-for-regular-skin-cancer-screening/
https://healthpolicytoday.org/2023/08/01/derm-patients-with-this-skin-condition-suffer-in-the-dark/
https://healthpolicytoday.org/2023/08/01/derm-patients-with-this-skin-condition-suffer-in-the-dark/
https://healthpolicytoday.org/2023/08/01/derm-patients-with-this-skin-condition-suffer-in-the-dark/
https://healthpolicytoday.org/2023/08/25/skin-patients-struggle-with-non-medical-switching/
https://healthpolicytoday.org/2023/08/25/skin-patients-struggle-with-non-medical-switching/

Vision Health

Access

. . . » Th id Eye Di Patient
Innovative technologies, testing and treatment can et e

provide vision patients with much-needed support. Living Well With Thyroid

Eye Disease

» Thyroid Eye Disease
Patient & Caregiver Event:
Presented in Spanish

PAPERS

» Addressing Unmet Needs

for Patients with Rare
Vision Conditions

ONE-PAGERS

Gene Therapy 101

An Eye on Rare Vision:
Thyroid Eye Disease

An Eye on Rare Vision:
Retinitis Pigmentosa

But for patients with vision conditions, access to the right treatments and Biologics & Vision Health

services can be an uphill battle. An Eye on Rare Vision:
Keratoconus
This year, the Vision Health Advocacy Coalition led direct advocacy efforts to

address patients’ unmet needs. The coalition also developed programming
and educational materials to equip patients with the tools to advocate for

BLOG POSTS

timely treatment. » This April, Women's Eyes
Have It
Efforts included: Closing the Gap in Vision
N Raising awareness of rare vision N Hosting educational patient and Hesih
conditions through a policy paper caregiver events in both English Overcoming Barriers for
on addressing unmet needs and and Spanish. Ezgzir;tizr‘:‘gth R VElen
a new series of educational one- N Urging federal and state '
IOage.rs. highlighting rare vision legislatures to protect patients E;Je\/;galng Impacts
conditions. access to physician-prescribed
N Supporting patients with rare treatments through sign-on letters
vision conditions through that supported policies limiting
virtual and in-person patient utilization management tactics.
empowerment events. N Convening the coalition’s
N Continuing to educate vision stakeholders for the first in-person
patients, providers and event to identify patients’ unmet
policymakers on harmful utilization needs and advocacy priorities.

management tactics like prior
authorization and step therapy.

Qwsmu HEALTH
ADVOCACY COALITION
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https://www.youtube.com/watch?v=rSaQy_KDr0E
https://www.youtube.com/watch?v=rSaQy_KDr0E
https://www.youtube.com/watch?v=8C2aE0x8Nq8
https://www.youtube.com/watch?v=8C2aE0x8Nq8
https://www.youtube.com/watch?v=mA2sF8Z4urs
https://www.youtube.com/watch?v=mA2sF8Z4urs
https://www.youtube.com/watch?v=8oJTMrT9lo0&t=1s
https://www.youtube.com/watch?v=8oJTMrT9lo0&t=1s
https://www.youtube.com/watch?v=8oJTMrT9lo0&t=1s
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC_Rare-Vision_Policy-Paper_Aug2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC_Rare-Vision_Policy-Paper_Aug2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC_Rare-Vision_Policy-Paper_Aug2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-GeneTherapy-OnePager-March2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-TED-OnePager-April2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-TED-OnePager-April2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-Retinitis-Pigmentosa-OnePager-May-2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-Retinitis-Pigmentosa-OnePager-May-2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-Biologics-OnePager_June2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-Keratoconus-OnePager-Sept2023.pdf
https://visionhealthadvocacy.org/wp-content/uploads/2019/09/VHAC-Keratoconus-OnePager-Sept2023.pdf
https://healthpolicytoday.org/2023/04/04/this-april-womens-eyes-have-it/
https://healthpolicytoday.org/2023/04/04/this-april-womens-eyes-have-it/
https://healthpolicytoday.org/2023/05/26/closing-the-gap-in-vision-health/
https://healthpolicytoday.org/2023/05/26/closing-the-gap-in-vision-health/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/08/01/overcoming-barriers-for-patients-with-rare-vision-conditions/
https://healthpolicytoday.org/2023/09/20/how-aging-impacts-eyesight/
https://healthpolicytoday.org/2023/09/20/how-aging-impacts-eyesight/
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Moving Forward

Following a year of successful advocacy for patient
access, AfPA looks forward to 2024.

In the new year, AfPA will prioritize policies at the health plan, state and federal
level that put patients first.

Navigating policy discussions of treatment value.

As new policies begin to impact patient care, the Alliance for
Patient Access will work to ensure that access and affordability for
all patients remains a priority.

Reducing harmful cost-sharing tactics.

The Alliance for Patient Access will continue advocacy efforts
directed toward reducing the harm of cost-shifting approaches
like alternative funding programs.

Advocating for patient-centered mental health care.
Many patients experience mental health challenges as a symptom
or comorbidity of other diseases. Raising awareness among
patients and providers about the overlap between physical and
mental health is a priority for the coming year. And as serious
mental illness policies become a greater focus in statehouses, the
Alliance for Patient Access will continue raising awareness and
advocating for patient access.

Educating on the evolving biologics landscape.

As more biosimilars and interchangeable biosimilars become
available, AfPA will continue advocating for patient access to these
tailored treatments.

Identifying key policy reforms to ensure affordability.
As statehouses continue to create prescription drug affordability
boards, the Alliance for Patient Access will promote a patient-
centered approach to exploring drug value.
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Stay connected

in 2024!

AllianceforPatientAccess.org
Alliance for Patient Access
@PatientAccess
AfPApatientaccess

Alliance for Patient Access

InstituteForPatientAccess.org

D@HEO®®®

Health Policy Today

A Alliance for
Patient Access


http://AllianceforPatientAccess.org
https://www.facebook.com/patientaccess
https://twitter.com/patientaccess
https://www.youtube.com/AfPApatientaccess
https://www.linkedin.com/company/alliance-for-patient-access/
http://www.InstituteForPatientAccess.org
https://healthpolicytoday.org/
AllianceforPatientAccess.org
www.InstituteForPatientAccess.org
https://www.facebook.com/patientaccess
https://www.youtube.com/AfPApatientaccess
https://www.linkedin.com/company/alliance-for-patient-access/
https://twitter.com/patientaccess
https://twitter.com/patientaccess
https://healthpolicytoday.org/

