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As we conclude our 10th year 
of physician advocacy, the 
Alliance for Patient Access has 
a single message: Thank you. 

Humbled by our growth since 2006, and 

excited about our future endeavors, AfPA 

strives to remain the foremost voice for 

physicians on issues of patient access. Your 

support allows us to continue growing, 

educating and advocating.

Looking back on the last decade, we see 

that much has changed. Treatments have 

become more advanced, more targeted 

and more effective. Cutting-edge research 

has resulted in the growth of new biologic 

and biosimilar therapies, cures for hepatitis 

C, and the explosion of precision medicine. 

But the barriers that stand between 

patients and these treatments remain—

and grow more prevalent. Utilization 

management techniques delay patients’ 

access to therapies prescribed by their 

physicians. High deductibles and steep 

co-pays force patients to put off care or 

forego treatment altogether. Meanwhile, 

outside parties such as ICER and the 

Centers for Medicare and Medicaid 

Innovation threaten to limit patient access 

by imposing their own definitions of value. 

These challenges stand to undercut patient 

access and undermine the physician-

patient relationship. But AfPA and the 

Institute for Patient Access continue to 

amplify the physician voice on crucial 

patient access issues—from white papers 

to white board videos, working group 

discussions to FDA testimony, earned 

media to social media, and summits in 

Washington to workshops in Copenhagen.

Today, with more than 800 members, 

AfPA’s message continues to strengthen 

and its reach continues to expand.

Under a new presidential administration, 

the next four years may bring substantive 

changes to the Affordable Care Act and 

health care across the United States. AfPA 

looks forward to bringing the perspective 

of diverse and committed health care 

providers to policy discussions in 2017 

and beyond. 

In the meantime, we invite you to look 

back with us at the accomplishments of 

2016. And to the supporters, health care 

providers, patients and fellow advocates 

who helped make the last 10 years 

possible, we thank you once again. 

Sincerely,

Dear Members and Supporters:

DAVID CHARLES, MD 
National Chairman

BRIAN KENNEDY 
Executive Director
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800 +
AfPA members

7 working
groups

14 policy
papers

48,341
YouTube
video views

91
blog 
postings

19

41

4,299
Facebook
friends

9,099
Twitter
followers

states 
represented 
by AfPA 
members

47 

3 continents on which 
AfPA/GAfPA produced 
programming

members in AfPA’s 
National Council of 
Physician Legislators

meetings, 
conferences & 
summits sponsored

50
congressional 
champion awards 
presented

6
coalitions & 
alliances 
managed
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Biologics 
The promise of biological medicines continued to unfold this year 
with the introduction of three new biosimilars. And the Alliance for 
Patient Access forged ahead with supporting policies that promote 
pharmacovigilance, informed prescribing and the physician’s role in 
steering patient care.

In April, AfPA's National Physicians 
Biologics Working Group teamed up 
with the Institute for Patient Access and 
the Biologics Prescribers Collaborative 
to host the National Policy & Advocacy 
Summit on Biologics and Biosimilars. The 
event convened members of Congress 
and the regulatory community, patients, 
physicians, industry and fellow advocates.  
Speakers emphasized the need for naming, 
labeling and approval processes that give 
physicians enough information to gauge a 
biosimilar’s suitability for a patient—and to 
monitor that patient’s response.     

Throughout 2016, AfPA conveyed the 
importance of memorable suffixes 
to aid physicians and patients in 
distinguishing one biological medicine 
from another. Through the work of the 
Biologics Prescribers Collaborative, AfPA 
determined that 80 percent of physicians 
prefer memorable suffixes.  

http://allianceforpatientaccess.org/biologics/
http://allianceforpatientaccess.org/biologics/
https://www.youtube.com/watch?v=prOvbfloyt4&feature=youtu.be
https://www.youtube.com/watch?v=prOvbfloyt4&feature=youtu.be
http://allianceforpatientaccess.org/physicians-align-on-meaningful-biosimilar-suffixes/
http://biologicsprescribers.org/
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When the Center for 
Medicare and Medicaid 
Innovation proposed a 
sweeping demonstration 
project that would reduce 
physician reimbursement 
and patient options 
for biologics and other 
medicines, AfPA launched 
an energized campaign 
to fight for senior citizens’ 
continued access.

AfPA awarded its 
Patient Access Award to 
members of Congress 
who worked to protect 
Part B access. The IfPA 
policy blog followed 
the demonstration and 
mounting protest against 
it. Meanwhile, AfPA 
infographics and social 
media activity informed a 
growing audience about 
how the demonstration 
could impact patient care.

“By reducing payment for complex Part B drugs, which 
include sophisticated biologic medicines, CMS may cause 
reimbursement to fall below some clinics’ actual costs to 
handle and administer the drugs. As a result, fewer practices 
may be able to offer these therapies. Patient access could thus 
be affected in two ways: by fewer drug choices being available 
in the clinic setting and by fewer clinics offering Part B drugs.”  

—IFPA POLICY BLOG

http://allianceforpatientaccess.org/wp-content/uploads/2016/08/AFPA_081716_Medicare_PartB_Infographic-1.pdf
http://allianceforpatientaccess.org/infographics/
http://allianceforpatientaccess.org/medicare-part-b-proposal-raises-patient-access-concerns/
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One such option is multimodal analgesia, 
the topic of a 2016 policy brief. As Pain 
Therapy Access Physicians Working 
Group member and anesthesiologist  
Roy Soto, MD, explains in the paper, 

“The approach 
favors the strategic, 
customized 
combination of multiple 
analgesics—both opioid 
and non-opioid—to provide 
for safer, more personalized 
pain treatment.”    

Restrictive hospital formularies and lack 
of health plan coverage pose barriers to 
access, however.

AfPA rallied at the state level for bills that 
afford better access to abuse-deterrent 
opioid formulations.  The medications 
resists crushing or dissolving opioid 
medications, curbing recreational misuse.

Meanwhile, the working group’s federal 
advocacy efforts culminated in a new 
video, “Finding an Opioid Abuse Solution 
that Works.”  The video offers a checklist 
of key components that patients and 
physicians can use in weighing abuse 
solutions such as those proposed by 
the Centers for Disease Control and 
Prevention and the National Governors 
Association. 

PAIN      8

Pain
As national attention honed in on fighting the rise in opioid  
abuse and addiction, AfPA pursued a parallel objective: allowing 
physicians and patients to personalize pain management by 
offering more—and safer—options.  

http://allianceforpatientaccess.org/wp-content/uploads/2016/01/IfPA_Multimodal-Analgesia_January-2016_Final.pdf
http://allianceforpatientaccess.org/pain/
http://allianceforpatientaccess.org/pain/
http://allianceforpatientaccess.org/pain/
https://www.youtube.com/watch?v=mYRPRfcSj8g
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AfPA partnered with the Coalition for 
Clinical Trials Awareness to address 
the need for greater clinical trials 
participation and awareness at its 
September health policy roundtable.  

Meanwhile, AfPA’s Oncology Therapy 
Access Physicians Working Group 
highlighted the importance of accessing 
a hallmark of the moonshot initiative: 
precision cancer medicine.

ON COLOGY      9

Oncology
This year gave life to the National Cancer Moonshot initiative— 
and launched hopes for faster, more coordinated and more 
rewarding efforts toward fighting cancer.  

Data sharing, collaborative research and breakthrough 
treatments are laudable, essential goals. But without viable 
coverage and regulatory structures too, oncologists and cancer 
patients might just as well be wishing on the moon.”   

—IFPA POLICY BLOG

http://cctawareness.org/initiatives/
http://allianceforpatientaccess.org/oncology/
http://allianceforpatientaccess.org/oncology/
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2014/06/AFPA_Infographic_Cancer_Moonshot.pdf
http://allianceforpatientaccess.org/launching-cancer-moonshot-demands-coverage-regulatory-progress/
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In “Improving Cancer Patients’ Access 
to Precision Medicine,” oncologist and 
working group chairman Alan Marks, MD, 
explores the barriers that impede access 
to precision diagnostics, which use 
genomic sequencing to help physicians 
determine the best course of treatment 
for patients. The paper laments health 
plans’ slowness in accommodating 
access to emerging oncology treatments.

AfPA’s “Access to Immuno-Oncology 
Therapies” video takes the conversation 
on health plan cost sharing a step 
further. By requiring patients to pay 
20-25 percent of the cost of new 

immuno-oncology therapies, the video 
explains, health plans are deterring 
cancer patients from accessing the very 
therapies that could save their lives.

Heightened national attention to cancer 
care and the introduction of breakthrough 
treatments gave new energy to the 
oncology community. But the Center for 
Medicare and Medicaid Innovation’s Part 
B demonstration threatened to cast a 
shadow over the year’s progress. AfPA’s 
oncologist members voiced opposition 
to the demonstration and its potential 
impact on their patients’ access to 
appropriate care.

https://www.youtube.com/watch?v=SZ-tnUQV8E8
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/05/IfPA_Improving-Cancer-Patients-Access-to-Precision-Medicine_May-2016.pdf
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/05/IfPA_Improving-Cancer-Patients-Access-to-Precision-Medicine_May-2016.pdf
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Hepatitis
Three years after the first direct-acting antiviral cure for hepatitis C 
became available, many patients across the country spent 2016 still 
waiting for treatment. 

Some states revised heavy-handed prior 
authorization practices in the face of 
legal action. Meanwhile, AfPA’s Hepatitis 
Therapy Access Working Group took an 
active voice in urging state Medicaid 
offices to do right by patients whose 
livers—and lives—demanded timely 
treatment. 

The working group also pointed out the 
access issues faced by state prisoners, 
those with a higher-than-average rate of 
hepatitis C infection, but an uncommonly 
slim chance of accessing a cure.

“…States may be breaking the law if they’re unfairly  
restricting access to hepatitis C treatment.”  

— ROBERT GISH, MD, “ACCESS TO HEPATITIS C  
CURES FOR MEDICAID PATIENTS”

https://www.youtube.com/watch?v=2cP2RtAimhw
http://allianceforpatientaccess.org/hepatitis/
http://allianceforpatientaccess.org/hepatitis/
http://allianceforpatientaccess.org/infographic-hepatitis/
http://allianceforpatientaccess.org/infographic-hepatitis/
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/11/AFPA_111816_Infographic_HepatitisC_Prison.pdf
http://allianceforpatientaccess.org/wp-content/uploads/2016/02/IFPA_Access-to-Hep-Cures_Feb-2016.pdf
http://allianceforpatientaccess.org/wp-content/uploads/2016/02/IFPA_Access-to-Hep-Cures_Feb-2016.pdf
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Respiratory
The allergists, pulmonologists, respiratory therapists and patient 
advocates who comprise AfPA’s Respiratory Therapy Access 
Working Group set a broad agenda this year with the publication of 
the group’s first white paper, “Improving Access to Respiratory Care.” 

“Patients are often not 
sick enough to be in 
critical care but not 
well enough to manage 
symptoms without 
consistent intervention,” 
the paper explains, 
identifying high out-of-
pocket costs, regulatory 
challenges and health 
plan coverage as 
barriers to the care and 
medication that patients 
need.

The group’s educational 
materials tackled the 
challenges of high co-
pays, specifically for 
patients with asthma  
and COPD.

On the federal level, 
members supported a 
telemedicine bill that 
would provide greater 
access to respiratory 
therapists. 

AfPA also weighed in on 
testing for the design of 
a new patient outcome 
metric.

PATIENTS EXPERIENCE:     Shortness of breath     Wheezing     Chronic cough     Burdensome      cost sharing

3RD LEADING CAUSE OF DEATH 
IN THE UNITED STATES

Sources:

The Lancet. Meeting the challenge of COPD care delivery in 
the USA: a multiprovider perspective. Han et al. May 2016.

Pharmacy & Therapeutics.  How patient cost-sharing trends 
affect adherence and outcomes. Eaddy et al. January 2012.

Alana Boggs

THE COST OF HIGH CO-PAYS

PATIENTS

Why High Co-Pays Hurt

This medicine will help.

Your co-pay is $125.

10.3 MILLION
physician visits

1.5 MILLION
emergency 
room visits

800,000 
hospitalizations

A  PAf
Alliance       for Patient Access

HIGH CO-PAYS CAN LEAD PATIENTS TO:

ABANDON
prescriptions

DELAY
refills

SKIP 
doses

Patients with high co-pays 
may be less likely to take their 
medicine as prescribed.

CHRONIC OBSTRUCTIVE 
PULMONARY DISEASE COPD 

Decreasing  Overall 
Health Care Spending 

BEGINS WITH MAKING Medicine 
ACCESSIBLE TO COPD PATIENTS

Improving  
Patient Health  

&

LEARN MORE

http://allianceforpatientaccess.org/respiratory/
http://allianceforpatientaccess.org/respiratory/
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/04/IfPA_Improving-Access-to-Respiratory-Care_April-2016.pdf
https://www.youtube.com/watch?v=dZkBu-LlLOE
https://www.youtube.com/watch?v=dZkBu-LlLOE
http://allianceforpatientaccess.org/wp-content/uploads/2016/10/AFPA_COPD_Cost_Sharing_Infographic.pdf


ALL IANCE  FOR PAT IENT  ACC ESS :  ANNUAL  R EP ORT  2016 CA RD IOVASCUL A R &  N E UROD E GE N E RATIVE      1 3

Cardiovascular

Neurodegenerative

Cardiovascular disease cuts across ethnicities and demographics 
as the leading cause of death in the United States. But access to 
innovative treatment for cardiovascular disease is something 
altogether less common.

To address those access barriers, AfPA launched its 
Physicians Cardiovascular Working Group with an 
inaugural meeting in August that invited input from 
physician advocates across the country. Members’ 
concerns about burdensome and unfair prior 
authorization processes for treatments such as PCSK9 
inhibitors took shape in the group’s first white paper, 

“Improving Access to Cardiovascular Care.”

The promise of new and forthcoming treatments for Alzheimer’s, 
Parkinson’s and Huntington’s diseases raises a complex question 
for members of AfPA’s newly formed Physicians Neurodegenerative 
Disease Working Group: As new therapies for neurodegenerative 
diseases emerge, will health plans and coverage policies allow 
patients to access them?

1INSTITUTE FOR PATIENT ACCESS NOVEMBER 2016

IMPROVING ACCESS TO 
CARDIOVASCULAR CARE
A White Paper from the Physicians Cardiovascular Disease 
Working Group

CONTENTS

1.  The Promise 
of New 
Treatments

•  Newfound 
Success in 
Stopping Heart 
Failure

•  New Hope for 
Curbing High 
Cholesterol

2.  Barriers to 
Access

•  PCSK9 
Inhibitors: A 
Case Study 
of Patient 
Barriers

•  The Burden 
of High Cost 
Sharing

•  Step Therapy: 
Why "Fail 
First" is Failing 
Patients

•  The Pain 
of Prior 
Authorization

•  Taking Heart: 
Forging the 
Way Forward

Heart health has long been 

on the minds of Americans. 

About 85.6 million people in this 

country are living with some form of 

cardiovascular disease (CVD) or the 

after-effects of stroke.1 Worldwide, 

CVD is the cause of 17.3 million 

deaths per year, a number that is 

expected to grow.

Cardiovascular disease touches 

most U.S. households in some way. 

The great equalizer, it cuts across 

all ethnicities and income levels as 

the leading cause of death, claiming 

the lives of 2,150 Americans daily. 

That’s more deadly than all forms of 

cancer combined.2

The scope of cardiovascular 

disease’s cost, both financial and 

in human suffering, should not be 

underestimated. Heart disease costs 

the United States an estimated 

$30.7 billion per year. And the 

situation is only going to grow worse: 

The American Heart Association 

projects that 40.5 percent of the U.S. 

population will have some form of 

CVD by the year 2030. 

The good news is that cardiovascular 

disease sits at the apex of priorities 

for the U.S. healthcare system. As 

a result, patients and physicians 

have access to a range of effective 

and time-tested treatments, such 

as statins, beta blockers and ACE 

inhibitors, as well as life-changing 

devices, such as pacemakers. Over 

the past few years, treatment 

options have expanded further to 

include significant new therapies 

that can help more patients gain 

better control over their symptoms, 

experience fewer side effects, and 

live longer lives with conditions like 

heart failure, high cholesterol and 

high blood pressure.

But obstacles threaten patients’ 

access to both new options and old, 

dissuading or outright preventing 

them from obtaining the best 

therapy or device. That’s because 

healthcare concerns are trumped 

by decisions based on short-

term benefits. But by carefully 

advocating long-term solutions 

backed by experts—the physicians 

and providers on the front lines 

treating cardiovascular disease—

we can radically improve the heart 

health of our nation.

THE PROMISE OF NEW 
TREATMENTS

Newfound Success in Stopping 
Heart Failure

When the heart can’t pump enough 

blood to provide oxygen to support 

other organs, heart failure occurs. 

The condition affects more than 5 

million adults.3

But after the largest study ever of 

a heart failure treatment, in 2015 the 

U.S. Food and Drug Administration 

(FDA) approved a revolutionary 

new drug combination, sacubitril/

valsartan. This treatment enhances 

1INSTITUTE FOR PATIENT ACCESS OCTOBER 2016

PROTECTING PATIENT ACCESS 
TO TREATMENTS FOR 
NEURODEGENERATIVE DISEASES
A White Paper from the Physicians Neurodegenerative Disease 
Working Group

CONTENTS 
1.  Neurodegenerative 

Diseases 
The Fight For 
Treatments

2.  Health Plan Barriers 
to Treatment

4.  Cost Controls & 
Patient Access

5.  Other Access 
Challenges 
Barriers to Care 
Conclusions

Millions of Americans and their 
families deal with the debilitating 

effects of neurodegenerative diseases 
such as Alzheimer’s, Parkinson’s, and 
Huntington’s.

For years, failed attempts to find 
treatments that would slow, stop, or 
cure these illnesses have discouraged 
researchers and patients. Although 
there are no cures for these 
progressive conditions, there are 
now treatments that can improve 
symptoms and quality of life, and 
there are promising new therapies 
in development.

Yet as patients and physicians look 
forward to these breakthrough 
treatments, a new concern looms: 
Will health plans and coverage 
policies allow patients to access 
long-awaited treatments for 
neurodegenerative diseases?

NEURODEGENERATIVE DISEASES 

Neurodegenerative diseases are a 
significant health problem in the 
United States. More than 5 million 
Americans live with Alzheimer’s1 
and 1 million Americans live with 
Parkinson’s.2 Thirty thousand 
individuals have Huntington’s and 
another 200,000 have a risk of 
developing it.3 These potentially 
terminal conditions progressively

diminish the mental and physical 
abilities of those suffering from them. 

Families are deeply impacted by 
neurodegenerative diseases. In 
addition to the psychological toll, 
there is a very real financial cost. Last 
year, 15.9 million family members and 
friends provided 18.1 billion hours of 
unpaid care to loved ones stricken 
with Alzheimer’s and other forms of 
dementia. Caretakers lose an average 
of $15,000 in annual income as they 
are forced to reduce work hours or 
quit their jobs to meet the needs of 
loved ones.4 

The Alzheimer’s Association estimates 
the aggregate cost of health 
care, long-term care, and hospice 
for patients suffering from that 
neurodegenerative condition alone 
amounted to $200 billion in 2012. If 
current trends continue, that figure 
could rise to $1.1 trillion by 2050.5

THE FIGHT FOR TREATMENTS

Researchers are working to 
understand the cause of these 
diseases and to develop effective 
treatments, but it is a slow, expensive 
process. It typically takes more than 
a decade to develop and test a 
new drug, and the average cost of 
successfully bringing a prescription 
drug to market is now estimated 
at $2.6 billion.6

“While researchers are meticulously exploring new 
treatments for neurodegenerative diseases, families across 
the country are watching their loved ones slowly succumb 
to progressive and debilitating diseases. This community 
of patients, spouses, and children is deeply hopeful for new 
and effective treatments.” David Charles, MD

Physician advocates from eight states across the country 
met in July to discuss this question—and others—at the 
inaugural working group meeting in Washington, DC. 
In October, members compiled their insights into the 
group’s first white paper, “Protecting Patient Access to 
Treatments for Neurodegenerative Diseases.”

Ongoing advocacy efforts focus on patient access to 
emerging therapies and increased funding for research 
and caregiver services.

http://allianceforpatientaccess.org/cardio/
http://allianceforpatientaccess.org/wp-content/uploads/2016/11/CWG-WhitePaper-Nov2016_FINAL.pdf
http://allianceforpatientaccess.org/neuro/
http://allianceforpatientaccess.org/neuro/
http://allianceforpatientaccess.org/wp-content/uploads/2016/11/CWG-WhitePaper-Nov2016_FINAL.pdf
http://allianceforpatientaccess.org/wp-content/uploads/2016/10/IfPA_NWG-White-Paper_Oct-2016.pdf
http://allianceforpatientaccess.org/wp-content/uploads/2016/10/IfPA_NWG-White-Paper_Oct-2016.pdf
http://allianceforpatientaccess.org/wp-content/uploads/2016/10/IfPA_NWG-White-Paper_Oct-2016.pdf
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The Global Alliance  
for Patient Access

Copenhagen, Denmark

Berlin, Germany

Vienna, Austria
Brussels, Belgium

Geneva, Switzerland

London, England

Barcelona, Spain

Bucharest, Romania

Washington, DC

Panama City, Panama

Bogota, Colombia

Sao Paulo, Brazil

This year the Global Alliance for Patient Access reached an even 
bigger, even broader audience with its message of patient access  
to appropriate medical treatments and health care.  

GAfPA partnered with the European 
Federation of Crohn's & Ulcerative Colitis 
Associations to host two immensely 
successful workshops, flying in over 70 
international patient advocates to both 
Barcelona and the European Parliament 
in Brussels.

GAfPA also made bold strides in 
developing consensus among its 

members and partners. In Bogota, 
Colombia, more than 20 patient 
advocacy groups coalesced into a 
coalition and signed a shared principles 
document on the importance of 
patient safety and access to biological 
treatments.

Meetings and conferences

http://gafpa.org/
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GAfPA also helped to 
bridge geographical 
divides by providing 
educational content in 
multiple languages. Its 

“NOR-SWITCH” white 
paper, which explores 
physicians’ insight 
on recent biosimilar 
switching data, was 
published in English, 
French, German and 
Spanish. 

For Latin American 
audiences, GAfPA also 
provided several Spanish-
language resources on 
the topic of biosimilar 
naming.

Medical society abstracts and poster presentations also offered a new venue for GAfPA 
to reach physicians on issues of patient access. GAfPA presented posters this year at 
two separate international medical society congresses.

“As more biosimilars become available globally, clinicians are 
eager to understand: How does switching between biological 
medicines affect patients? On June 13, the Global Alliance for 
Patient Access hosted an international group of physicians, 
researchers and patient advocates in London to take a 
closer look at one source of clinical data on switching—the 
NORSWITCH study.”   

—IFPA POLICY BLOG

NOR-SWITCH

What will Norway’s infliximab 
switching study tell us about the 
safety of switching patients from one 
biologic medicine to a biosimilar?

SEPTEMBER 2016

http://gafpa.org/nombrando-medicamentos-biosimilares-en-latinoamerica/
http://gafpa.org/2016721nombrando-medicamentos-biosimilares-amrica-latina-y-ms-all/
http://gafpa.org/2016721nombrando-medicamentos-biosimilares-amrica-latina-y-ms-all/
http://allianceforpatientaccess.org/norswitch-meeting-invites-dialogue-on-biosimilar-switching/
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/09/GAfPA_Norswitch_Sept.-2016.pdf
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•   Ensuring access to an exclusive human 
milk diet for premature infants

•   Raising awareness about Postpartum 
Depression  and Post-Traumatic  
Stress Disorder

•    Encouraging appropriate maternal 
nutrition and seafood consumption

•   Demanding preterm infants’ access to 
prophylaxis for respiratory syncytial virus

•   Supporting funding for Zika virus 
response and protection efforts.

Online and social media efforts made a 
substantial impact for these issues.  The 
coalition’s infographic on an exclusive 
human milk diet for preemies garnered 
thousands of impressions and hundreds 
of shares and engagements. The 
graphic’s popularity led the coalition 
to translate it into Spanish, French and 
Hungarian.

N ATION A L  COA L IT ION  FOR IN FA N T  HE A LTH      1 7

National Coalition  
for Infant Health

The National Coalition for Infant Health’s second annual health 
policy summit saw the culmination of the year’s advocacy and 
education efforts, focused on:

http://www.infanthealth.org/blog/2016/7/infographic-why-premature-infants-need-access-to-an-exclusive-human-milk-diet?rq=infographic
http://www.infanthealth.org/
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Meanwhile, the challenge of preterm 
infants without health plan coverage  
for RSV prophylaxis gave rise to the  
story of the Gap Baby. The video 
anchored efforts during October’s 

#RSVAwarenessMonth, which also 
attracted thousands of impressions and 
nearly 9,000 YouTube views for the 
coalition's video.

https://www.youtube.com/watch?v=s93vYsJne0U
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Coalition for Clinical  
Trials Awareness
From support for federal 21st Century Cures legislation to a 
panel discussion on whether clinical trials conversations should 
become standard of care, the Coalition for Clinical Trials Awareness 
continued its push this year to improve awareness—and, ultimately, 
enrollment—in clinical trials.

Clinical Trials Awareness Week 2016 gave CCTA the opportunity to present its vision  
of what a federally sponsored awareness campaign on the benefit of clinical trials  
might look like.

http://cctawareness.org/clinical-trials-awareness-week/
http://cctawareness.org/
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The organization’s mock public service announcement, 
“Imagine Clinical Trials,” drew more than 32,000 views 
on YouTube.

CCTA also continued exploring topical issues related to 
clinical trials awareness and enrollment.  In September, 
it hosted a health policy roundtable that asked a 
diverse group of panelists: Should informing patients 
about clinical trials become standard of care? The 
group considered both the advantages and challenges 
of a health care system in which every patient would 
hear from his or her doctor about the potential to join a 
clinical trial.

Should Informing 
Patients About 
Clinical Trials 
Become Standard 
of Care?
A Health Policy Roundtable 
with Diverse Stakeholders

www.CCTAwareness.org

https://www.youtube.com/watch?v=LKYt_KT-3AY
http://21ay7o3kpjow2y9pi0vispjt.wpengine.netdna-cdn.com/wp-content/uploads/2014/07/CCTA_PanelPaper_Oct2016.pdf
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Alliance for Balanced  
Pain Management
The Alliance for Balanced Pain Management made bold strides this 
year toward its overarching goal: defining the meaning and value of 
balanced pain management.  

With the publication of its first white paper, “A Call for 
Understanding and Greater Access to Balanced Pain 
Management,” the group laid out the meaning and 
importance of comprehensive approaches—multimodal 
analgesia for acute pain and integrated care for chronic 
pain. It also highlighted the need for safe use and 
disposal practices.

A complementary video, “Understanding Balanced 
Pain Management” offered another tool for the group’s 
educational efforts.

A Call for 
Understanding and 
Greater Access to 
Balanced Pain 
Management

www.AllianceBPM.org

May 2016

Finally, AfBPM’s work culminated 
in the group’s December summit. It 
brought together diverse stakeholders 
to explore the value of—and barriers 
to—balanced pain management. It 
also gave participants an active role in 
determining a path forward on making 

integrated, personalized approaches 
more available to patients. Former NFL 
quarterback Ryan Leaf gave the event’s 
keynote address, sharing his story of pain 
treatment and addiction to illustrate the 
need for more patient options.

http://alliancebpm.org/
https://www.youtube.com/watch?v=VEY6Ywy3R3M
http://allianceforpatientaccess.org/hepatitis/
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Institute for  
Patient Access
This year the Institute for Patient Access expanded its educational 
resources to include a new focus: economic analysis.

IfPA was vocal in response to the Institute for Clinical and Economic Review’s request 
for feedback on improving its value framework. It also began responding to ICER’s draft 
reports on the cost effectiveness of advanced treatments.

In addition, IfPA forged a new path by 
generating original data on an issue that has 
raised concerns across AfPA’s working groups—
non-medical switching.

AfPA first partnered with Prescription Process 
to point out how health plans drive patients 
to the lowest-cost option regardless of health 
factors, raising awareness via social media using 
#DontSwitchMe.

“Far from an end unto itself, a calculation such as ICER’s value-
based price benchmark goes on to inform crucial health plan 
features. These factors often determine whether a patient can 
access the treatment prescribed by his or her physician, and 
whether a physician can direct patient care as needed.”
—INSTITUTE FOR PATIENT ACCESS LETTER ON ICER'S VALUE FRAMEWORK, SEPTEMBER 12, 2016

Appraisal of ICER’s Value 
Assessment Framework 

A Health Policy Brief from the Institute for Patient Access 

SEPTEMBER 2016 
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Appraisal of ICER’s Value Assessment Framework 

APPRAISAL OF ICER’S VALUE ASSESSMENT FRAMEWORK: 
PROPOSAL FOR IMPROVEMENTS

The Institute for Clinical and Economic 
Review (ICER) announced an update to the 
methods used in its evidence reports on 
new drugs and other health care 
interventions in 2017 and is soliciting input 
on its value framework from all interested 
parties. This report covers aspects of the 
framework that could be improved and 
provides 12 specific recommendations, 
focusing on the topic of integration of 
patient and clinician perspectives on the 
value of interventions and on the topics of 
incremental cost-effectiveness ratios and 
thresholds.   

The recommendations are to: 

1. Formally and transparently involve 
patients and clinician stakeholders 
throughout the valuation process. 

2. Incorporate patient reported outcomes 
in the comparative assessment of 
clinical effectiveness. 

3. Consider benefits and disadvantages 
other than the clinical effectiveness 
and adverse effects of new treatments. 

4. Explicitly incorporate contextual 
factors into the valuation process. 

5. Clearly describe the methods used 
for achieving consensus on care 
value. 

6. Use multi-criteria decision analysis 
more formally to assess care value. 

7. Replace the general efficiency 
threshold with therapeutic-area 
specific ones. 

8. Derive specific thresholds by 
constructing efficiency frontiers in 
each area. 

9. Increase transparency by making 
models available to reviewers. 

10. Report expected budget impact but 
don’t use it to derive acceptable 
price. 

11. Involve patients and clinicians in 
deliberations regarding the budget 
impact (“health system value”). 

12. Provide formal methodological 
guidelines or citations to existing 
ones for every aspect. 

http://allianceforpatientaccess.org/institute-for-patient-access/
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/09/IfPA-Appraisal-of-ICER-Value-Framework-Final-report.pdf
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/09/IfPA-Letter_ICER-Value-Framework-_Sept.-2016.pdf
http://1yh21u3cjptv3xjder1dco9mx5s.wpengine.netdna-cdn.com/wp-content/uploads/2016/09/IfPA-Appraisal-of-ICER-Value-Framework-Final-report.pdf
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Research through the 
Institute for Patient 
Access then brought 
an analytical lens to 
the issue of cost-
motivated treatment 
changes. IfPA found 
that some Medicare Part 
B patients who switch 
their medication for cost 
reasons face several 
issues later on: additional 
switches and higher 
overall annual costs. 

IfPA will follow up on 
this initial data in 2017 
with a similar analysis of 
commercial claims.

http://allianceforpatientaccess.org/wp-content/uploads/2016/10/IfPA_Cost-Motivated-Treatment-Changes_October-2016.pdf
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AllianceforPatientAccess.org

Alliance for Patient Access 

@PatientAccess

AfPApatientaccess

Alliance for Patient Access

Watch, read, join, friend 
and follow us in 2017!

https://twitter.com/patientaccess
http://allianceforpatientaccess.org/
https://www.facebook.com/pages/Alliance-for-Patient-Access/454663890502
http://allianceforpatientaccess.org/
https://www.facebook.com/pages/Alliance-for-Patient-Access/454663890502
https://twitter.com/patientaccess
https://www.youtube.com/user/AfPApatientaccess
https://www.linkedin.com/company/alliance-for-patient-access
https://www.youtube.com/user/AfPApatientaccess
https://www.linkedin.com/company/alliance-for-patient-access
https://twitter.com/PatientAccess

