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Advocacy & Access

The Arthritis Foundation brought key people together, strengthening our voice,
influencing legislation and providing better access to care for people with
arthritis.
Influencing Legislation

The Arthritis Foundation has a proven track record of supporting and advancing legislation
that ensures access to, and affordability of, the best care possible for people with arthritis.
With our growing army of more than 134,000 Advocates, we continue to be a powerful voice
for people with arthritis.
• NEW: Advocates helped pass the 21st Century Cures Act. The legislation – totaling $6.3
billion in new spending – increases funding for disease research, strengthens the
nation’s mental health systems, accelerates drug and medical device approvals and
focuses on attracting young scientists to the research field—all significant and
meaningful wins for people with arthritis.
•

By the end of 2016, Advocates increased the number of Congressional Arthritis
Caucus members to 150; that means almost 30 percent of members of Congress are
members of the Arthritis Caucus.

•

NEW:

•

By the end of 2016, the Arthritis Foundation and our Advocates lobbied for more
than 150 bills and regulatory actions in 31 states, 19 of which became laws. State laws
passed include:
o Step therapy safeguards in Illinois, Indiana, New York, Ohio and West Virginia
that help patients get medications they need when they need them
o Biosimilar substitution laws in Arizona, Kentucky, Hawaii, Missouri, Pennsylvania,
Idaho, Ohio and Oregon requiring communication to the patient and physician
when a biosimilar substitution occurs
o Important legislation that puts a doctor in charge by placing limits on insurance
companies’ use of prior authorization policies

NEW:

In 2015, our Advocates helped secure the introduction of the Ensuring Children’s
Access to Specialty Care Act. By the end of 2016, the act had 73 sponsors.
NEW:

Activating Advocates

The voices of Advocates are important to the Arthritis Foundation, and we provide the
resources and education they need to successfully support our legislative agenda.
• In March 2016, nearly 400 Advocates gathered in Washington, DC, for the 2016
Advocacy Summit. As a result, 45 members of Congress signed on to a letter of
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support for a $20 million Department of Defense dedicated arthritis research program.
Advocates recruited eight more members of Congress to join the Congressional
Arthritis Caucus, and they hand-delivered 1,800 letters to members of Congress on the
policy needs of people with arthritis.
•

To encourage teens ages 13 to 17 to share their stories with elected officials by email,
the Arthritis Foundation kicked off a Junior Ambassador program in mid-September.
More than 70 teens who attended the 2016 JA conferences already expressed interest
in joining.

•

Throughout the year, the Foundation offered a monthly Advocate Webinar Series that
regularly educates more than 100 Advocates on arthritis policy issues and ways to
enhance their advocacy.

Making Connections and Making a Difference

The Arthritis Foundation brought national organizations together to discuss mutual interests
and prepare model state legislation that can be broadly supported and enacted in the 2017
legislative session.
• NEW: We launched a new initiative called Prescription for Access to bring together
patients, providers and other decision makers to have open dialogue about the issues
of accessing treatments people with arthritis need and create change in the realm of
care.
On Dec. 20, 2016, the Medicare Part B demonstration was cancelled, thanks to
Advocates’ yearlong efforts. The proposed demonstration would have changed the
way Medicare providers administered drugs, hindering access to care and increasing
costs for patients with arthritis who receive in-office treatments. The Arthritis Foundation
was the sole patient advocacy organization invited to meet with members of
Congress and senior members of the Centers of Medicaid and Medicare Services to
discuss the new Medicare Part B demonstration proposal in April 2016.

•

NEW:

•

The Arthritis Foundation mobilized Advocates to write their senators about two
provisions in the 2017 National Defense Authorization Act that could prohibit funding
for medical research at the Department of Defense (DoD) and place unnecessary
and arduous requirements on research programs. Advocates wrote more than 700
letters asking senators to support a dedicated, stand-alone arthritis program within the
DoD’s Congressionally Directed Medical Research Program (CDMRP), funded at $20
million. Click here to take action.

•

To help chronic disease organizations speak with one voice and increase our impact
on policymakers and legislators, the Foundation hosted June and September meetings
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with staff representing more than 40 patient advocacy organizations, solidifying their
support for model step therapy legislation. Legislation will be proposed in states in
2017.
•

To support greater patient access, the Foundation worked with the Institute for
Clinical and Economic Review (ICER), a group reviewing drugs used to treat
rheumatoid arthritis (RA). ICER will make recommendations on which drugs insurance
companies cover, so the Foundation introduced patients who shared their stories with
ICER, and, in December, conducted an RA patient experience survey on behalf of the
institute. The study will help inform ICER’s final report on RA.

NEW:

Help & Support

The Arthritis Foundation provided personalized information and support to
expertly guide those with arthritis in developing their own customized plan for
achieving everyday victories.
Providing Personalized Support

The Arthritis Foundation’s tools and resources provided 24-hour, personalized support in 2016.
These tools improved the lives of those with arthritis: the newly diagnosed, those seeking pain
relief and others with arthritis who want to live life to the fullest. Overall, more than 992,160
people visited our online digital tools.
o The Better Living Toolkit
o The Arthritis Resource Finder: More than 112,000 people visited this online tool to
find helpful arthritis resources.
o Your Exercise Solution® (YES) tool: In November, the Foundation launched a new
mobile app for Your Exercise Solution. More than 18,000 people registered for
the YES tool in 2016.
o Breaking the Arthritis Pain Chain: In September, the Foundation launched this
new online toolkit, and in one week the video had 20,000 views.
o Wipe Out Gout: The Arthritis Foundation launched a new gout toolkit in the fall of
2016 to help patients track and understand the disease.
o Helpline (toll-free: 844-571-HELP): The Arthritis Foundation launched a new
Helpline in the first quarter, and licensed social worker Helpline managers fielded
more than 1,200 calls.
•

In May, the Arthritis Foundation and Arthritis Introspective hosted more than 100 arthritis
community members at the ninth annual A.I. Gathering in Nashville, Tennessee, for a
weekend of learning, growth and empowerment. In 2017, the meeting will be held
June 9-11 in Kansas City, Kansas.
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In November 2016, local rheumatologists hosted new Living Your Yes With
RA events in 15 cities across the nation, helping 236 people with arthritis learn how to
use Arthritis Foundation resources between visits, prepare for appointments in
advance and feel more confident when discussing goal-setting with their doctors.
Twenty-four events will be offered in additional markets in 2017.

•

NEW:

•

NEW:

The Foundation launched a new newsletter in November, PsA Today. It will be
distributed three times a year to more than 20,000 individuals and 2,500 doctors’
offices.

Pinpointing Patient Needs

The Arthritis Foundation has always sought the input of people with arthritis in our work to
ensure constituents’ needs are always at the center of what we do. We are working to
better understand their needs through a series of initiatives.
• We established a partnership with Nielsen Research to conduct several market-based
consumer studies. The findings of these targeted studies will be used to shape future
resources.
•

The Arthritis Foundation continues bringing the voice of people with arthritis to our own
work and to the work of our partners. In 2016 we:
o Selected targeted patients to review letters of intent for scientific discovery
proposals and serve on the Arthritis Foundation’s clinical fellowships task force.
o Held a series of focus groups to explore patients’ understandings and
perceptions of biosimilars to help develop patient resources.
o Partnered with the American College of Rheumatology (ACR) to find qualified
constituents for several patient panels that will help inform the development of
new treatment guidelines. We will continue to build upon these successful efforts
and keep the patient voice at the forefront of internal and external initiatives.

Juvenile Arthritis

The Arthritis Foundation is boldly leading the fight against juvenile arthritis (JA)
and childhood rheumatic diseases, and is strongly committed to making sure
there’s easy access to life-changing resources, community and care.
Increasing Access to Resources, Community and Care

We are committed to building a community so children and families can support each other
as they face the everyday challenges of juvenile arthritis (JA).
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o More than 2,100 people representing 560 families attended our two JA
conferences, July 14-17 in Phoenix, and Aug. 10-14 in Philadelphia. To help more
people attend the conferences, more than 350 families were awarded 2016 JA
Conference scholarships. In 2017, conferences will be held in Houston, July 13-16, at
the Hilton America’s Houston, and in Indianapolis, Aug. 10-13, at the Hyatt Regency
Indianapolis.
o We supported 49 JA camp programs in which more than 2,000 families from around
the country participated during the summer.

Meeting JA Family Needs with Tools and Resources

The Arthritis Foundation understands the unique needs and challenges of children and
families facing juvenile arthritis, and we have created tools and resources to meet those
needs.
o NEW: In 2016, the Arthritis Foundation distributed more than 4,300 JA Power Packs.
See what each child receives in his or her own Power Pack.
o The Foundation began piloting iPeer2Peer (iP2P), a research-based, online
mentoring program to help and support teens with JA and other childhood
rheumatic diseases as they transition into the adult health care system. Fourteen
young adult volunteers were trained to become mentors in August, and mentee
recruitment is currently underway.
o The Arthritis Foundation drew more than 400 participants for four educational
webinars for families in 2016. Topics included JA and nutrition (March 9), transition
(April 27), school rights (Sept. 1) and emotional health (Nov. 1). Families can find
more information, register and listen to past recordings on Kids Get Arthritis Too.

Scientific Discovery

Finding a cure for arthritis is, and always will be, a priority for the Arthritis
Foundation. We have a longstanding track record of leadership and
collaboration, and our expertise is helping accelerate technological, medical
and scientific advancements every day.
Identifying Promising Discoveries

To find a cure for arthritis, the Arthritis Foundation is actively pursuing opportunities to identify
promising new scientific discoveries.
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•

It’s the Arthritis Foundation’s privilege to change the fate of those with osteoarthritis
(OA) by bringing together the brightest minds to address the needs of more than 30
million Americans with OA.
o To originate more opportunities to accelerate clinical trials, the Arthritis
Foundation and the U.S. Food and Drug Administration (FDA) co-sponsored the
Accelerating OA Clinical Trials Workshop. More than 150 clinical trial experts and
OA specialists from around the world convened. A turning point in the discussion
was the scientific community’s realization that the FDA can approve new
scientific discoveries with the use of patient-reported outcome(s) as the
metric(s) to demonstrate success for a clinical trial. This first-of-its-kind meeting
delivered key understandings about what will be needed to shorten the path to
discovery and the Arthritis Foundation’s role in breaking down barriers.

•

We have invested almost half a billion dollars in total research funding since our
organization began. Building on past success, our latest scientific endeavors, listed
below, represent a commitment to the future as we continue pursuing innovations that
help patients fighting arthritis and related diseases. By the end of 2016, our more than
$30 million portfolio represented more than 26 major arthritis research projects.
o

o

An Arthritis Foundation-funded study showed that 3-D standing computed
tomography imaging is more accurate than comparable radiographic 2-D
imaging for characterizing the severity of OA damage. The study also
demonstrates how 3-D imaging allows for quicker, more inexpensive
determination of OA disease damage.
NEW:

The 2016 Lee C. Howley Sr. Prize for Arthritis Scientific Research recipients
are researchers from the La Jolla Institute for Allergy and Immunology and the
University of California, San Diego, who identified a novel drug target for the
treatment of rheumatoid arthritis, focusing on the cells directly responsible for
cartilage damage in affected joints. Their findings could open the door to an
entirely new class of medications to prevent joint damage while avoiding
negative effects on normal immune responses and susceptibility to infections. It
could also bring relief to patients who do not respond to currently available
treatment regimens.
NEW:

o An Arthritis Foundation-funded research group discovered a narrow window for
preventing post-traumatic osteoarthritis (PTOA) after anterior cruciate ligament
(ACL) injury, following a four-year study of the ACL joint and PTOA. Findings
resulted from a breakthrough multicenter feasibility trial led by 30 researchers
from the University of California, San Francisco, and teams from the Mayo Clinic
and the Hospital for Special Surgery. Researchers found that irreversible changes
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to cartilage after injury can be prevented in the first two weeks after injury. The
timeframe is narrow, but it does provide a window of opportunity for health care
professionals to help patients prevent PTOA after injury.
o Farshid Guilak, PhD, a professor of orthopedic surgery at Washington University
School of Medicine, and his team developed a way for adipose stem cells to
grow new cartilage on a scaffold shaped like the ball of a hip joint, thanks to
funding from the Arthritis Foundation. Their research means it may be possible for
patients with OA of the hip to avoid or delay hip replacement surgery by
repairing the damaged hip joint. Although this study is in the early stages, it is a
remarkable breakthrough in orthopedic and OA research.
o In May, Arthritis Foundation-funded scientists at Duke University uncovered a
surprising link between inflammation and cholesterol regulation, as published in
the journal, Nature Immunology. Arthritis patients know that many drugs don’t
work over the long term, and there is an imperative need for new drugs. This
discovery could help bring an entirely new class of anti-inflammatory drugs to
the battle against arthritis.
o In 2016, 159 project teams submitted letters of intent for the Delivering on
Discovery research funding award. The scientific discovery advisory committee
and the help and support patient review committee reviewed the top 10
scoring proposals to inform which projects should receive funding. Winners will
be announced in 2017.

Building Data-driven Partnerships to Create a Path to a Cure

The Arthritis Foundation is building data-driven partnerships to help improve arthritis
treatment and, ultimately, help create a path towards a cure for patients with arthritis.
• Through an award from the Patient-Centered Outcomes Research Institute (PCORI),
the Childhood Arthritis and Rheumatology Research Alliance (CARRA) is working to
answer the critical question of when starting biologic medications in patients with
polyarticular juvenile idiopathic arthritis (JIA) is most effective. Thanks to additional
funding from the Arthritis Foundation, in partnership with CARRA, the Start Time
Optimization in Polyarticualr Juvenile Idiopathic Arthritis (STOP-JIA) study hopes to
answer this question by collecting patients’ biospecimens, the analysis of which will
provide more data for the STOP-JIA study and eventually allow patients and their
partners to make treatment decisions using evidence-based findings.
•

The Arthritis Foundation engaged patients and stakeholders in the development of the
comparative effectiveness research (CER) session, “Research: There is a Role for You,”
thanks to a two-year award from the Patient-Centered Outcomes Research Institute
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(PCORI), hosted during both 2016 JA conferences. These sessions educate patients
and families about the ways they can contribute to research.
•

Through our participation in Patients, Advocates and Rheumatology Teams Network
for Research and Service (PARTNERS), a registration functionality was added to our
website. The portal allows patients, families and others with a connection to JIA to
elect to receive information about opportunities to get involved with PARTNERS, as well
as news about new research studies relevant to their interests.

•

To determine the feasibility of establishing a registry-based, learning health system for
the purpose of quality improvement and research, the Arthritis Foundation partnered
with the Dartmouth Institute for Health Policy and Clinical Practice (DIHCP), the
Pediatric Rheumatology Care and Outcomes Improvement Network (PRCOIN), the
Childhood Arthritis and Rheumatology Research Alliance (CARRA) and the American
College of Rheumatology (ACR). A kickoff meeting was held on Sept. 8 and a task
force will be formed to participate in the project. The task force will include
Foundation staff, volunteer professionals and JA patients.

•

The Arthritis Foundation and the Childhood Arthritis and Rheumatology Research
Alliance (CARRA) continue to boldly lead the fight for a cure for juvenile arthritis using
the CARRA Registry, a collection of observational data from children and adolescents
with rheumatic diseases. To help understand the causes of rheumatic diseases and
improve treatment and quality of life, the Foundation committed more than $23.5
million over five years to this partnership. Approximately 2,393 individuals were
registered by the end of 2016.

Sharing the Patient Voice to Strengthen Important Research Studies

The Arthritis Foundation shares our expertise and patient perspectives to strengthen vital
studies that could lead to better lives for people with arthritis.
• NEW: To build a better understanding of patient needs across nations and cultures, the
Arthritis Foundation joined a new international Osteoarthritis (OA) Task Force as a
founding member. The task force is an initiative coordinated by the OA Foundation
International and the Arthritis Foundation to aid in the prevention and treatment of
OA, as well as the improvement of patient quality of life. Ann Palmer, our president
and CEO, and Guy Eakin, PhD, our senior vice president of scientific strategy,
participated in the inaugural meeting in Barcelona, Spain, Oct. 17-19.
•

As a member of the stakeholder panel for a study that evaluates the
effectiveness of an enhanced pain coping skills training (CST) program for AfricanAmerican patients with OA, the Arthritis Foundation shared expertise and provided
feedback on study design, patient recruitment and materials.
NEW:
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•

The Food and Drug Administration (FDA) accepted the Arthritis Foundation’s letter
of intent to host an externally-led, OA patient-focused drug development (PFDD)
meeting. The Foundation will use an FDA model to host a meeting to convene
patients, advocates and caretakers so they may share their perspectives on OA with
the FDA. The meeting is scheduled to take place March 8, 2017, in Washington, DC.
NEW:

Our 2016 Highlights

Click the links below to view highlights by quarter.
•
•
•

Q1 Talking Points and slides
Q2 Talking Points and slides
Q3 Talking Points and slides

