Event Overview
A virtual online event uniting the world of those affected autoimmune/
auto-inflammatory arthritis

May 19th 6:00am EST/USA-May 22nd 2:00pm EST/USA
www.worldautoimmunearthritisday.org
WAAD is hosted annually by the International Foundation for Autoimmune Arthritis www.AIArthritis.org

As we conclude the fifth annual World Autoimmune Arthritis Day (WAAD16), I find myself reminiscing about the first
WAAD, established by IFAA in 2012. As patients ourselves, we had identified the need to have a separate ‘Day’ for those
living with the non-traditional, less understood forms of arthritis, so that better awareness and wellness education could
be possible on a global scale. In addition, we recognized the need for patients to be able to locate necessary resources in an
easy and accessible way, without having to deal with the physical or financial limitations that make traveling to attend
different live conventions so difficult. So IFAA set out to find the best resources for each disease under the
autoimmune/auto-inflammatory arthritis umbrella, which could include programs from other countries that patients
might never have known about otherwise. As a new nonprofit, it was difficult to find funding to host the event, but thanks
to Genentech and several smaller companies, and to bloggers who were committed to our cause, we were able to raise the
funds needed to bring this program to the patient community. That first event, hosted on a private website, united 18
nonprofits, had over 4,500 visitors, was listed on a dozen healthcare calendars, and showcased just under 100 resources for
patients and supporters alike.
We’ve come a long way in the four years since the first WAAD in 2012. What started as a contained, website event has
expanded to include a social media platform as well as break out events, such as Georgian Autoimmune Arthritis Day
(GAAD), established in 2014. In 2016, WAAD has grown to include over 30 participating organizations, it is listed on over
2 dozen international healthcare calendars, and has a reach of over 100,000 in 60 countries. This year’s event also had a
record breaking 300+ resources submitted, all of which are provided for you at the end of this overview.
This year, the event also birthed an exciting movement aimed to educate the public about the differences in arthritis types,
as failure to differentiate these conditions has led to gross misunderstandings that contribute to patient issues such as
relationship complications and delays in detection, referral, diagnosis, and treatment. This #LearnArthritis campaign,
which will launch in full force in July 2016, is led by patients who are current and former educators. It calls for the public
to sign a pledge to learn about different types of arthritis. These pledges will be officially recorded online as an attempt to
set a GUINNESS WORLD RECORDS® achievement for ‘Most pledges in a health campaign.’
We’ve come a long way since the first World Autoimmune Arthritis Day, in part thanks to all of the organizations and
patient advocates from around the world who continue to unite in support of the patient community. As I always say,
“Together we can move mountains; bulldozers are so overrated.” Thank you to all involved in making this event a
continued success!
Sincerely,

Tiffany Westrich-Robertson
Tiffany Westrich-Robertson
CEO, International Foundation for Autoimmune Arthritis
Event Coordinator, World Autoimmune Arthritis Day
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World Autoimmune Arthritis Day is 100% run by patients, so we understand the importance of self-advocacy
and doing our part to make a difference for others like us. This year, we honor two patients who have
demonstrated that in the midst of their journeys with autoimmune/auto-inflammatory diseases, they still do all
they can to push forward and advocate for others. They are true inspirations! Congratulations to our 2016
award winners!
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Parker Lentini is an incredibly strong and resilient 16 year old who has
Systemic-Onset Juvenile Arthritis with Overlap Syndrome including
Myositis, Psoriatic features, Vasculitis, Raynaud’s Syndrome,
Ankylosing Spondylitis and Hypogammaglobulinemia. While he has
literally fought for his life these past eight years, he has never given up
hope for himself and all the other children with juvenile arthritis. Parker
believes “you’re never fully dressed without a smile” and “with hope
anything is possible.”
Parker says, “So, life with Juvenile Arthritis (JA) is pretty hard, as you might suspect. But I try not to let
that stand in the way of me doing the things love. Before I was diagnosed with JA, I was a very athletic kid
and my favorite thing to do was play sports. Now that I have JA, I am no longer able to play sports, but I
try not to let that hold me back. I decided to find new things that bring me joy and don’t flare my arthritis.
Now, I enjoy such things as playing video games, photography, videography, watching movies, collecting
super hero stuff and hanging out with friends. And I utilize some of my talents to advocate in my
community. For instance, I have made several videos explaining my life with JA to advocate and bring
awareness to this disease.
“One of the most difficult things I’ve had to do during my JA journey is find a medicine that works for me.
This disease has been very aggressive. In late 2013, I participated in a study that both saved and changed
my life. To start the study, they had me do something called a washout period. During that washout period
they stopped almost all my medications including my IVIG which is blood plasma. This was pretty hard,
but little did I know how much worse it would get. When you start out on the study, you either get the real
medication or placebo, which is basically nothing. But after a month into the study everybody ends up
getting the real thing. Of course, we were hoping I’d get the med and all would be good. Unfortunately, I
got placebo.
“We knew I got placebo right away because I continued to get progressively worse. As I went into the
second week things started becoming dangerous. My pain went through the roof and I ended up going
into macrophage activation syndrome (MAS). It was at this time my doctor came into my hospital room
and said that I could stop the study right then and there. And without a second thought I said NO!
Prompting her and my mom both to ask why. I said that it doesn’t matter what I feel right here and now.
What matters is that by going through with this study, I could help kids with arthritis in the future. And
that’s when my mom looked at me, gave me a hug, and starting crying. Together, as a family, we made it
through that study and I stayed on that medication for almost 3 years. And that’s the longest a medication
has ever kept helping me.
“This is the main inspiration for doing all the things I do. I do it for all the kids with JA in the future and
present. I just hate that any kid has to go through what I’m going through. And if I can do anything to put
a smile on those kids’ faces, you bet I’ll do it. Until there is a cure, I will continue to contribute towards
research, advocate loud and proud, raise awareness with my voice and experiences, and fundraise to help
families in the here and now and for the future cure. But my favorite thing to do is to share a smile and a
few kind words with children who fight this disease with such strength.”
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Kathleen Arntsen, patient advocate and CEO and President of Lupus
and Allied Disease Association (LADA) has dedicated her life to
improving healthcare, promoting patient-centric research, and
empowering individuals impacted by autoimmune diseases and other
conditions of unmet need.
Kathleen says, “I have dedicated my life to improving healthcare,
promoting patient-centric research, and empowering individuals
impacted by autoimmune diseases, and will continue the battle until the day I die. I have tenaciously fought
to ensure the next generation of lupus and autoimmune patients have better therapies and a better life. I
am honored that there are now many more autoimmune warriors fighting by my side. I live in fear that I
will become very ill again and not be able to be a strong advocate, so I take advantage of every opportunity.
“People often ask me why I am an advocate. I was struck down in the prime of my life and forced to give
up my hopes, dreams, and aspirations because of autoimmune diseases. I eventually won my disability, so
becoming an advocate helped to fill a void left by disease; it has brought my life full circle, repeatedly
bringing me back inside the beltway and various state capitals to influence public policy in an attempt to
make a positive difference in the lives of others.
“As an advocate I try to provide promise and hope to those impacted by lupus and other diseases of unmet
need through the hotline, support and education meetings, and one-on-one counseling. By sharing positive
information as well as my own journey which although dismal at times has improved over the years.
Providing encouragement by stressing research, improved awareness, and being proactive in one’s medical
treatment are cornerstones in building a foundation to achieve a more positive prognosis. In dealing with
the public misperception of lupus and autoimmunity for decades, many of us have fought tenaciously to
let everyone know you can have a pretty good life if you become empowered and educated. It's easy to be
a victim; it's difficult to take charge and fight. And it's ok to have bad days, we all do. Sometimes we even
have bad years.
It has taken me decades to build a strong healthcare team and support system for myself, and I am certainly
blessed to be surrounded by resourceful, positive people who keep me and my quality of life as healthy as
possible. And these relationships are reciprocal; I am thanked often by patients, loved ones, and providers
for sharing knowledge, positivity, hope, and humor. Living with multiple autoimmune conditions and
facing unexpected medical obstacles has certainly been dreadful at times and an unwelcome burden on
numerous levels, but it has also brought many wonderful individuals into my circle of life. With each
adversity we experience, we gain wisdom, strength, and new opportunities to explore.
“I am alive today because of the support of my parents, husband, and other advocates, and because I
became educated and empowered about my diseases. I am part of my healthcare team and play a major
role in the decision making process, coordinating results between physicians. I also participated in clinical
trials and as a visionary, developed an interactive education program on the importance of clinical research
trials in the development of therapies for diseases of unmet need, and launched it in 2006 prior to other
lupus trial programs. I remain hopeful that we will get better and safer drugs soon so all patients can have
a better quality of life. The patient perspective is powerful, passionate, persistent, persuasive, and nonproprietary.”
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WAAD aims to bring together organizations around the world to offer support for people affected by
autoimmune and auto-inflammatory arthritis. This year, 24 nonprofit organizations participated as Nonprofit
Race Teams and another 8 organizations provided Resource Kiosks to share their resources and help us raise
awareness.
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START YOUR ENGINES!
The WAAD event takes the form of a virtual race around the world, encouraging participants to “travel the
globe” to get information from all of our Nonprofit Race Teams and Resource Kiosks. Each team gets a race car
(above), and earns “mileage points” for every participant who register under its name. Nonprofit Race teams
earn additional points for likes, shares, and participation throughout the event.

GLOBAL RACE MAP

The 4-day WAAD event was broken down to six “Tracks,” or themed time slots. During each track, we offer
programming, conversation, resources, and information in the topics of Disease Education, Lifestyle Guidance,
Advocacy, Support & Communication, Disease Management, and Research respectively.
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TRACK #1:
DISEASE EDUCATION
Since the primary focus of World Autoimmune Arthritis Day has
always been to help differentiate different types of arthritis, the first
Track was focused on Disease Education. Organizations shared
information on their specific diseases, and this was our greatest
opportunity to raise awareness about the differences between
different types of arthritis.

TRACK #2:
LIFESTYLE GUIDANCE
Track 2 gave us the chance to explore different aspects
of our lives as they relate to our diseases. Diet and
exercise, parenting tips, work/life balance – all of these
can have an effect on our symptoms. There is no onesize-fits-all answer, so this track let us hear from
different people and organizations to get as many
ideas as possible.

TRACK #3:
ADVOCACY
Advocacy can mean a lot of things when it comes to chronic illness.
Track 3 showed us the many ways that patients can make their voices
heard: from participating in studies to writing a blog to meeting with
elected officials – the patient voice is a powerful one. By sharing our
experiences, we not only educate the public, but we affect change and
create the new reality that we need.
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TRACK #4:
SUPPORT & COMMUNICATION
That this is one of our most popular tracks shows how much we truly
need it. At home, at work, with friends and family – patients need to
feel heard, understood, and validated. From blogs to support groups
(both online and in person) to organization-sponsored programs, this
track showed autoimmune/auto-inflammatory arthritis patients that
we are in this together.

TRACK #5:
DISEASE MANAGEMENT
As we learn about our incurable diseases, we must learn how to
manage the symptoms. This is often a tremendous challenge, as the
symptoms vary and the comorbidities are numerous. Still, many
options are available, from the natural to the pharmaceutical.
As with Lifestyle Guidance, there is no one-size-fits-all answer, but
Track 5 gave us the opportunity to discuss what has worked – and
what hasn’t – for each of us.

TRACK #6:
RESEARCH
One thing we know about autoimmune/auto-inflammatory arthritis
diseases is that we don’t know enough. Fortunately, research is
always being done, and new information and treatments are the
result. During our final Track, organizations shared the latest
findings, and patients had the opportunity to participate in a live
session.
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READY. SET. GO!
Starting on May 1st, participants began registering for
WAAD, which allowed them to choose up to 3 official
Nonprofit Race Teams who then each earn 20 mileage points
towards winning the event. At the start of the race, we
counted the votes and the team that earned Pole Position was
U.S. Pain Foundation, followed by Arthritis National
Research Foundation (ANRF), International Foundation for
Autoimmune Arthritis (IFAA), National Rheumatoid
Arthritis Society (NRAS), and American Autoimmune
Related Diseases Association (AARDA). Nonprofit Race
Teams were able to gain additional mileage points
throughout the event in a variety of ways, including earning
1 point for every organization-related post that was liked or
shared from the WAAD pages, participating in live
chats/events, and creating their own posts to be shared on
social media.

HONOR LAP
Whether from the progression of the disease itself or from
complications associated with its treatments, autoimmune
and auto-inflammatory diseases are far more serious than
most realize, and far too often lead to loss of life.
Early on in the WAAD event, we take some time to remember
those patients who lost their battles with these diseases. They
were our friends, our parents, our children, our aunts, uncles,
cousins … and most importantly, they were in our hearts.
To our angels, you are remembered. We will continue your
fight!
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AT THE TRACK
As the event continued, four Nonprofit Race Teams
led the pack: U.S. Pain Foundation, CreakyJoints,
National Rheumatoid Arthritis Society, and IFAA.
But three-quarters into WAAD16 last year’s Grand
Champion winner, International Pain Foundation,
starting gaining ground. Were they coming back to
take the title again in 2016?

#LEARNARTHRITIS
Since WAAD unites the world of autoimmunity and is strongly focused on awareness and education, it seemed
fitting to use the platform to introduce a global health campaign, #LearnArthritis, aimed to educate the public
about the differences in arthritis types. While the
program was developed and will be led by IFAA, all
nonprofit organizations, advocates, and those who are
affected by autoimmune arthritis and associated diseases
who participated in WAAD16 were invited to take part
in this initiative. The program will start in full force July
2016 and is designed in conjunction with an attempt to
set a GUINNESS WORLD RECORDS® achievement for
‘Most pledges in a health campaign.’ The current world
record is 27,457 pledges set in September 2015 by
HUTCHISON
WHAMPOA
GUANGZHOU
BAIYUNSHAN CHINESE MEDICINE CO., LTD.
Patients living with these inflammatory types of arthritis
need the world to be educated about the differences.
Awareness can help prevent early, unnecessary damage
and disability, and help patients avoid relationship
conflicts due to misunderstandings. Pledging is now
open and takes 2 minutes to complete. You can pledge
individually or sign up a team and earn public kudos on
social media every time you bring in substantial pledge
totals! Learn more about the #LearnArthritis campaign.
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DETOURS
As the “main event” continued on the Tracks from day to day, WAAD16
offered participants a number of “Detours,” or live sessions on a variety
of topics. During these sessions, participants were given the opportunity to hear from patient leaders
in the autoimmune/auto-inflammatory arthritis community - to discuss the issues that affect us, ask
questions, share ideas, and more.

This year, we brought back a popular feature from WAAD12: live chat rooms. These gave participants
the opportunity to “talk” to each other in real time.

Our Pit Stop Lounge and Salon Mirador,
remained open for general information,
conversation, and pop-in guests throughout
the event.

chat lounges were
designated for scheduled “Detour”
sessions. Popular bloggers discussed
their experiences, struggles, and
insights about with living with
autoimmune
and/or
autoinflammatory arthritis diseases, and
how these diseases impact different
aspects of their lives. Participants
were able to join in the live
discussions and share their own
experiences as well.
Two

more

Additionally, a couple of our Nonprofit Race Teams
hosted popular Twitter Chats, giving patient participants a chance to hear from these experts and
weigh in on important issues affecting us all.
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Julie Cerrone
Patient Influencer Network Director for WEGO Health &
Blogger It’s Just A Bad Day, NOT A Bad Life, Julie is a Certified
Holistic Health Coach, ePatient Advocate, doTerra Wellness
Advocate, & blogger thriving with psoriatic arthritis & avascular
necrosis.
Itsjustabadday.com was named one of the top 5 psoriatic arthritis
blogs by EverydayHealth.com and @justagoodlife was awarded
“Best In Show: Twitter” in the 2015 WEGO Health Activist
Awards. Focusing on lifestyle and dietary changes, Julie
empowers chronically fabulous patients all over the world to live
their best lives possible!
Blog: www.itsjustabadday.com
F: www.Facebook.com/itsjustabaddaynotlife
T: www.twitter.com/justagoodlife
I: www.Instagram.com/itsjustabaddaynotlife

Why the Healthcare Industry Needs Patient Influencers
As patients, we often look to the online health community for information, answers, and support. WEGO Health
recognizes the bloggers, tweeters, Facebook, Instagram, and YouTube leaders we turn to as Patient Influencers,
and offers paid opportunities to share stories, amplify voices, and help drive change in healthcare. By
empowering and supporting these Patient Influencers, WEGO Health helps to ensure that those in the healthcare
industry (pharmaceutical companies, medical device companies, and more) hear what patients have to say.
One paid opportunity to share YOUR opinion is through Truvio Studies. When a relevant topic comes up,
patients get a text message with a link to more information. If interested, patients call a designated phone
number and leave voice-recorded answers to a set of questions. These types of studies can really help drive the
creation of content for upcoming drugs, creation of promotional items and also support activities that a company
can offer to their patients.
Another great opportunity is through Community Insight Groups (virtual research groups). These scheduled
telephone discussions focus on whatever topic the sponsor requires. This allows patients to feed off each other
to generate more information, giving the sponsor a better idea of what patients are thinking.
WEGO Health also works with sponsors to identify what content that a specific community wants and needs,
and then helps them create a microsites, also known as Sharing Hubs. These sharing hubs showcase the
sponsor’s product, but also highlight Patient Influencer content as well. This content can be videos or written
content directly created by some of the Patient Influencers in our network.

To find out more about these and other great opportunities through WEGO Health, sign up as a Patient
Influencer.
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Katie Jo Ramsey
Katie Jo Ramsey is a lover of truth and beauty and a resolute
seeker of joy. Wife, counseling masters student, writer,
passionate reader (truthfully, a nerd), friend, and patient. Katie
Jo has Ankylosing Spondylitis and Adrenal Insufficiency, and
blogs about finding meaning and hope in both.

Blog: www.anchorforthesoul.net
F: www.facebook.com/anchorforthesoulKJR
T: www.twitter.com/KatieJoRamsey
I: www.instagram.com/katiejoramsey/

Isolation Sucks – Teach Your Friends How to Support You
Life with a chronic illness can feel extremely isolating. Patients often feel that no one can truly “get” what we’re going
through unless they have it too, and we don’t want to feel like a burden to our friends when we are unable to do things we
have done in the past. Unfortunately, friends and family can reinforce those ideas with their actions if they don’t know any
better. That’s why depression is so common for people with autoimmune or auto-inflammatory arthritis diseases.
But we don’t have to carry the burden alone.
Speaking from personal experience both as a patient with Ankylosing Spondylitis and Adrenal Insufficiency and
professional experience as a counselor, Katie Jo Ramsey offers practical strategies to help us train our friends and family to
better support us.
1.
2.

3.

Talk about your disease with friends. They cannot be supportive if they don’t understand. Let them know how
your disease affects you, both physically and emotionally. Encourage them to ask questions, too.
Be honest about how you’re feeling. When you cancel plans, let them know it’s because you are really suffering.
Tell them when you’re having a flare, and let them visit (even if you haven’t had the energy to clean up). Tell your
friends when they are “starting to get ‘fixey’ on you” instead of just listening. Let them know when they do
something that is really meaningful or helpful to you, too.
Let them see you when you’re sick. “Sometimes we make the problem of invisibility/isolation worse by putting
on our pretty smiles, clothes, and makeup,” hoping to blend in. We may need to do that in public at times, but our
close friends need to see that we truly are sick.

We’re not meant to bear this alone. Depression and anxiety are so common in people with chronic illness, but friendship
like this can be the antidote. “Isolation keeps us down and tells us we deserve to be sick and that life will never look better.
But friendship reminds us that we are more than our illnesses and that laughter still exists.”
Katie Jo also offers these helpful tips:



Be patient. It takes time and effort for friends to “get it,” but when they finally do, it will be well worth it.
A counselor who has experience with chronic illness patients can be extremely helpful. There is no shame in seeking
therapy, and it can give you a safe space to talk when you need it.

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

PAGE 15

MarlaJan Wexler
MarlaJan DeFusco was born with a complex congenital heart
defect, and had 4 open-heart surgeries by the time she was 6. She
went from pediatric cardiac ICU patient to pediatric cardiac ICU
nurse until being diagnosed with systemic lupus erythematous
(lupus). Due to complications from the disease, she was forced
her to give up her nursing career. Since 2008 she has been
diagnosed with lupus, multiple overlapping autoimmune
diseases, and cervical cancer, and underwent a double
mastectomy after a pre-cancerous lump was found in her breast.
She’s the creator and author of the blog Luck Fupus, which she
writes about the day-to-day and long-term struggles of living
with multiple chronic illnesses. She’s known for her humorous,
non-sugar-coated, keep-it-real style of writing. Her blog was
used as a platform to help her become an ePatient advocate, and
she now travels the country attending healthcare conferences,
speaking publicly sharing her story, educating, and advocating
for patients across the globe.
Blog: Luck Lupus www.luckfupus.com
F: www.facebook.com/luckfupusblog
T: www.twitter.com/marlajan

I: www.instagram.com/marlajan
P: www.pinterest.com/marlajan81

Autoimmune/Auto-inflammatory Diseases and Mental Struggles:
A Focus On the Internal Challenges of Living with a Chronic Illness
For those of us living with autoimmune or auto-inflammatory arthritis, the physical effects of the disease are
only the beginning. For MarlaJan, they led to losing a career as a pediatric nurse, and the opportunity to bear
children. Given that her illnesses are invisible, these losses were compounded by the skepticism of people who
believed she looked too good to be really sick. Naturally, this had a huge mental and emotional impact.
When all aspects of life and all relationships are affected, “it's hard not to curl up in a ball and hide from the
world,” MarlaJan says, adding “here’s a secret, sometimes, I do.” But there are many ways to find comfort
through these difficult times.
Humor can be an incredibly effective coping tool to lighten the mood. When not laughing, it’s important to
vent – through a blog, to others in the chronic illness community, or to a therapist. Others suggested
advocacy, music, and enjoying the small moments. As MarlaJan says, “as long as you aren't self-medicating,
there is no wrong way to cope. Like medications, what works for me may not work for you,” so it’s important
to find what brings you comfort during these challenging days.
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Leslie Rott
Leslie Rott is an e-patient, health activist, patient advocate, and
blogger, who was diagnosed with lupus and rheumatoid arthritis
in 2008. She authors the blog Getting Closer To Myself, and she
also writes for CreakyJoints, HealthCentral RA, and
Rheumatoidarthritis.net. She holds a Master’s degree and PhD in
sociology from the University of Michigan, as well as a Master’s
degree in health advocacy from Sarah Lawrence College. Leslie
currently works as a client liaison and scheduling coordinator at
HealthCall, a community health company in Royal Oak,
Michigan.
Blog: http://gettingclosertomyself.blogspot.com/

Rheumor Has It: Autoimmune Arthritis, Associated Diseases,
and Media Misrepresentation
Arthritis is often downplayed in the media, sending the message that it’s “just” arthritis, an issue for the elderly.
Commercials offer unrealistic portrayals of people who are extremely active after taking medication, often performing feats
that are still not for most patients even with treatment. This only reinforces the general public’s idea that arthritis is not a
serious disease.
Because our diseases are not taken seriously, when attention is brought to their severity, that attention is often deflected.
For example, when Glen Frey passed away from complications from his Rheumatoid Arthritis and other diseases, it
“created a perfect storm of people blaming arthritis medications for his death." This sad situation did bring to light the
severity of these diseases.
Unfortunately, the poor misrepresentation often persists. Earlier this year, a commercial about opioid induced constipation
drew attention to this serious condition common to patients with chronic pain. Yet again, this message got deflected, and
“continued to feed a media effort to portray chronically ill people, including those with arthritis, as junkies.” If our diseases,
their symptoms, and their treatments were taken more seriously, the public would accept that patients deserve access to
the medications that can offer relief.
To improve this situation, Leslie suggests using real patients with real struggles in pharmaceutical commercials. “We also
need to band together as a community,” she says, “to fight the ignorance that is being furthered in the media about
chronically ill people, prescription drug dependence, and addiction.” We must use our voices to make pharmaceutical
companies and other media outlets represent the broad spectrum of our diseases, the broad range of our experiences.
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MANAGING YOUR PAIN
This great Twitter Chat, hosted by the U.S. Pain
Foundation and featuring CreakyJoints and WAAD
host International Foundation for Autoimmune
Arthritis, gave patients the opportunity to discuss their
concerns about issues such as the stigma associated
with pain medication and common misconceptions
about pain management. Patients discussed both
“traditional” and alternative therapies, and ways that
managing stress can help to alleviate some of their pain.

A COMMUNITY TEAM
PATIENTS- YOUR VOICE MATTERS!

During Track 6: Research, the Live Chats came to
a close by inviting patients to participate in a
break out focus group based on IFAA’s
Innovation in Research Award – A Community
Team (ACT): Redefining Research.
The pilot project has two aims: first, to test different data collection models that unite patients with industry and researchers
in early drug development discussions. Second, to create a platform
where many patients can have a voice in research – from their sofas
– rather than relying only on a select few advocates who typically
speak for the entire community. The Live Chat featured Julie
Cerrone, Psoriatic Arthritis patient and project Patient Advocate
Mentor, and Tiffany Westrich-Robertson, Axial Spondylitis patient
and Project Manager, who both recreated the online focus group
experience developed as part of the ACT project.
Patients who participated expressed their enthusiasm for the patientled focus group model, stating the dynamic encouraged freedom to
speak without feeling guarded because they trusted the people
leading the conversation.
This project is moving into the next phase, which will invite patients
to communicate with researchers, both intimately and on a larger
scale as ACT goes live at the American College of Rheumatology
(ACR) Annual Meeting in November 2016.

GEORGIA AUTOIMMUNE
ARTHRITIS DAY
WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG
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In conjunction with WAAD,
Rheumatologist Union (SARG)
Autoimmune Arthritis Day in 2014.
event on the 27th of April at the
University.

the Georgian Young
established Georgian
This year they held the
Georgian State Medical

FINAL LAP/WAAD WINNERS
As we approached the final laps, U.S. Pain Foundation pulled
so far ahead of the pack it looked like they were sure to take it all. But last year’s second place team, National
Rheumatoid Arthritis Society, had its eye on the prize and turned up the heat, as 100’s of patient supporters
continued to “like” and “share” its WAAD16 posts. While CreakyJoints and IFAA were holding on, the
International Pain Foundation was determined to place in
the top three. Could they come back and pass the other two
leaders?
As the checkered flag waved, International Pain
Foundation soared into third place, just trailing National
Rheumatoid Arthritis Society and leaving CreakyJoints
and IFAA in a cloud of smoke. The crowd roared as the
U.S. Pain Foundation took its lap of victory, taking the title
of World Autoimmune Arthritis Day 2016 Grand
Champion!
We are grateful to all who posted, liked, or shared, and
hope you’ll all join us in congratulating our top teams:

1. U.S. Pain Foundation
2. National Rheumatoid Arthritis Society
3. Power of Pain Foundation
4. CreakyJoints
5. International Foundation for Autoimmune
Arthritis

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG
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We would like to take a moment to thank the “Machine Behind the Scene”, which is the group of patients who
are responsible for running the event behind the scenes. Thank you to:
WAAD16 Event Volunteers:
Deeanne Q., Laura S., Dennis W., Deb C., Judith F., Kristy Y., Ivy R., June O., Lüis L., Thérèse H., Lisa C., Tracie
C., Teresa M., Angie N. and the rest of the IFAA Representatives who assisted in WAAD16 planning. (Volunteers
last names are withheld to protect the privacy of some patients).
Coordinators:
Kerry Wong, Kelly Conway, and Tami Caskey Brown (Event Co-Coordinators)
Tiffany Westrich-Robertson (Event Coordinator)

World Autoimmune Arthritis Day would not be possible without the generous support of the following
sponsors:

WAAD is hosted annually by the International Foundation for Autoimmune Arthritis www.AIArthritis.org

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

20

NONPROFIT RACE TEAMS

American Autoimmune Related Diseases
Association
www.aarda.org
www.facebook.com/Autoimmunity
twitter.com/AARDATweets

American Behcet's Disease Foundation
www.behcets.com
www.facebook.com/ABDA.Behcets/

Arthritis Foundation
www.arthritis.org
www.facebook.com/Arthritis.org
https://twitter.com/ArthritisFdn

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG
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Arthritis National Research Foundation
www.curearthritis.org
www.facebook.com/CureArthritis
twitter.com/ArthritisNRF

Arthritis New Zealand
www.arthritis.org.nz
www.facebook.com/Arthritis-NewZealand-141779119206755
twitter.com/ArthritisNZ

Canadian Spondylitis Association
www.spondylitis.ca
twitter.com/spondyinfo
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Coordinadora Expanola de Asociaciones
de Espondiloartritis (CEADE)
www.espondiloartritisaxial.org
www.facebook.com/Espondilitis

Creaky Joints/Global Healthy Living
Foundation
www.creakyjoints.org
www.facebook.com/creakyjoints
twitter.com/CreakyJoints

Foundation for Sarcoidosis Research
www.stopsarcoidosis.org
www.facebook.com/StopSarcoidosis
twitter.com/FdnSarcResearch
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International Foundation for
Autoimmune Arthritis
www.aiarthritis.org
facebook.com/IFAutoimmuneArthritis
https://twitter.com/IFAArthritis

International Pain Foundation
www.powerofpain.com
www.facebook.com/powerofpain
twitter.com/powerofpain

International Still's Disease Foundation
www.stillsdisease.org
twitter.com/StillsAndNews
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JointHealth
www.jointhealth.org
www.facebook.com/ACEJointHealth
twitter.com/ACEJointHealth

Lupus and Allied Diseases Association
(LADA)
www.nolupus.org
twitter.com/KathleenArntsen

Lupus UK
www.lupusuk.org.uk
www.facebook.com/LUPUSUK
twitter.com/LUPUSUK
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National Ankylosing Spondylitis Society
www.nass.co.uk
facebook.com/NationalAnkylosingSpondylitisSociety

National Data Bank for Rheumatic
Diseases
www.arthritis-research.org
www.facebook.com/NDB.org

National Psoriasis Foundation
www.psoriasis.org
facebook.com/National.Psoriasis.Foundation
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National Rheumatoid Arthritis Society
www.nras.org.uk
facebook.com/nationalrheumatoidarthritissociety

twitter.com/NRAS_UK

Relapsing Polychondritis Awareness and
Support Foundation
www.polychondritis.org
www.facebook.com/RPASFInc

Sjögren’s Syndrome Foundation
www.sjogrens.org
facebook.com/SjogrensSyndromeFoundation

twitter.com/SjogrensOrg
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Spondylitis Association of America
www.spondylitis.org
www.facebook.com/spondylitis
twitter.com/spondylitis

U.S. Pain Foundation Foundation
www.uspainfoundation.org
www.facebook.com/U.S.PainFoundation

twitter.com/US_Pain

Vasculitis Foundation
www.vasculitisfoundation.org
www.facebook.com/VasculitisFoundation

twitter.com/VasculitisFound
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RESOURCE KIOSKS
In addition to our Nonprofit Race Teams, these groups also submitted information about their work in the community and
resources that may help you navigate life affected by autoimmune/auto-inflammatory arthritis and associated diseases.

American College of Rheumatology
http://www.rheumatology.org

The American College of Rheumatology represents over 9,400 rheumatologists and rheumatology health professionals
around the world. The ACR offers its members the support they need to ensure that they are able to continue their
innovative work by providing programs of education, research, advocacy, and practice support.
Year Established

1934

Disease Concentration:

Rheumatic Diseases

Mission/Focus:

Advancing Rheumatology

Program Focus for 2015:

CME Education for Rheumatologists
2200 Lake Boulevard NE Atlanta, GA 30319
Phone: (404) 633-3777
Fax: (404) 633-1870
Email: acr@rheumatology.org
Facebook: https://www.facebook.com/Rheumatology
Twitter: http://www.twitter.com/ACRheum
YouTube: http://www.youtube.com/user/AmerCollRheumatology

Contact Information:

Flickr: http://www.flickr.com/people/americancollegeofrheumatology/

Ankylosing Spondylitis International Federation
http://www.asif.info/en

Year Established

1988

Disease Concentration:

Ankylosing Spondylitis

Aims:

Exchange of information and experiences among the member societies,
Cooperation in international research projects;
Exchange of articles for publication in the journals of the member societies, Support of
the development of newly formed societies;
Contacts with spondylitis patients in countries where an AS society does not yet exist
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European League Against Rheumatism (EULAR)
www.eular.org
The European League Against Rheumatism (EULAR) is the organisation which represents the patient, health professional
and scientific societies of rheumatology of all the European nations.
Year Established

1947

Disease Concentration

All Rheumatic and Musculoskeletal Diseases

Mission

EULAR endeavours to stimulate, promote, and support the research, prevention,
treatment and rehabilitation of rheumatic diseases. In line with UEMS, EULAR defines
rheumatology as including rheumatic diseases of the connective tissue, locomotor and
musculoskeletal systems.
World Arthritis Day, October 12, 2016, "The future is in your hands"

Program Focus for 2016

Contact Information

EULAR/ACR Exchange Program: The purpose of the EULAR/ACR Exchange
Program is to promote the international exchange of clinical and research skills,
expertise and knowledge within rheumatology. The program supports junior academic
rheumatologists and rheumatology professionals to travel from Europe to the US to
experience the ACR Annual Meeting, engage in a half-day exchange program with
American colleagues at the Annual Meeting and participate in a subsequent site visit at
a local institution. The application for exchange to the ACR, Washington, DC, 09-16
November 2016 is open and will close on 15 June, noon.
Seestrasse 240, 8802 Kilchberg, Zürich
Phone +41 44 716 30 30
Email: eular@eular.org
Facebook: https://www.facebook.com/eular.org
Twitter: https://twitter.com/eular_org
World Arthritis Day: www.worldarthritisday.org

European Patients Academy on Therapeutic Innovation
https://www.eupati.eu/

A pan-European Innovative Medicines Initiative project of 33 organizations, led by the European Patients’ Forum, with
partners from patient organizations (the European Genetic Alliance, the European AIDS Treatment Group, and
EURORDIS), universities and not-for-profit organisations, along with a number of European pharmaceutical companies.
Concentration:

Rheumatic Diseases

Mission/Focus:

Education and training to increase the capacity and capability of patients to
understand and contribute to medicines research and development and also
improve the availability of objective, reliable, patient-friendly information for the
public.
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Contact Information:

EMail: info@patientsacademy.eu
Twitter: @eupatients
LinkedIn: EUPATI

Facebook: www.facebook.com/eupati.eu
Google+: gplus.to/eupati

International Alliance of Patients’ Organizations
https://www.iapo.org.uk/

IAPO is a unique global alliance representing patients of all nations across all disease areas and promoting patientcentEred healthcare across the world.
Concentration:

All Patient-Centered Healthcare

Mission:

Our vision is to see patients at the centre of healthcare throughout the world. Our
mission is to help build patient-centred healthcare worldwide.

Contact Information:

CAN Mezzanine, 49-51 East Road London, N1 6AH, United Kingdom
Email: info@iapo.org.uk
Facebook: https://www.facebook.com/IAPOvoice
Twitter: https://www.facebook.com/IAPOvoice
YouTube: https://www.youtube.com/user/IAPOPatientVoice

International Federation of Psoriasis Associations
http://www.ifpa-pso.org/

IFPA gives nonprofit psoriasis associations a global voice to campaign on behalf of people who have psoriasis and psoriatic
arthritis. IFPA provides the unity that strengthens everyone's ability to support research that will someday find a cause
and a cure for these diseases.
Year Established

1972

Disease Concentration:

Psoriasis, Psoriatic Arthritis

Aims:

Unify global voice for all psoriasis associations, supporting, strengthening and
promoting their cause at an international level
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National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS)
National Institutes of Health (NIH)
U.S. Department of Health and Human Services
U.S. Government
http://www.niams.nih.gov
The NIAMS Information Clearinghouse serves the public, patients, and health professionals by providing information,
locating other information sources, creating health information materials, and participating in a national Federal database
on health information.
Year Established

1986

Disease Concentration:

1. Arthritis and rheumatic diseases
2. Skin biology and diseases
3. Bone biology and diseases
4. Muscle biology and diseases
5. Musculoskeletal biology and diseases

Mission:

To support research into the causes, treatment, and prevention of arthritis and
musculoskeletal and skin diseases; the training of basic and clinical scientists to carry
out this research; and the dissemination of information on research progress in
these diseases.

Program Focus for 2016:

NIAMS advances health through biomedical and behavioral research, as well as
through research training. The Institute’s research portfolio includes five core mission
areas: Arthritis and Rheumatic Diseases, Skin Biology and Diseases, Bone Biology and
Diseases, Muscle Biology and Diseases, and Musculoskeletal Biology and Diseases.
The NIAMS Long-Range Plan for Fiscal Years (FY) 2015-2019 informs the Institute’s
priority-setting process. The Plan also serves as a platform to facilitate communication
between the Institute and its many constituents — scientific communities, health care
providers, health advocacy organizations, patients, the general public, and Congress —
about needs and opportunities related to the NIAMS mission.

Contact NIAMS:

1 AMS Circle, Bethesda, MD 20892-3675
Phone: 301-495-4484
Toll Free: 877-22-NIAMS (877-226-4267)
TTY: 301-565-2966
Fax: 301-718-6366
Email: NIAMSinfo@mail.nih.gov
Facebook: https://www.facebook.com/NIH.NIAMS
Twitter: http://twitter.com/NIH_NIAMS
YouTube: https://www.youtube.com/user/NIAMSNIH
Google+: https://plus.google.com/+niams/posts
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WEGO Health
https://www.wegohealth.com/
WEGO Health is a different kind of social network, built from the ground up for the community leaders, bloggers and
tweeters who are actively involved in health online. WEGO Health is a platform for committed health advocates to foster
new relationships, gain access to helpful resources, and to grow their communities. And it’s free.
Disease Concentration:

Focus on general issues such as living with chronic illness as well as specific
conditions such as Rheumatoid Arthritis

Mission:

Empowering Health Activists to help others
Twitter Chats occur the 1st Tuesday of Every month from 3-4pm EST. Join us on
twitter #HAChat @WEGOHealth

Contact:

177 Tremont Street, 3rd Floor, Boston, MA 02111
Phone: 617.863.7745
Fax: 617.426.5027
Email: community@wegohealth.com
Blog: http://blog.wegohealth.com
Facebook: http://www.facebook.com/wegohealth
Twitter: https://twitter.com/wegohealth
Pinterest: http://pinterest.com/wegohealth
YouTube: https://www.youtube.com/user/wegohealth
Google+: https://plus.google.com/118116934228357722235
LinkedIn: https://plus.google.com/+niams/posts

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

33

WAAD16 RESOURCE LINKS

DISEASE EDUCATION RESOURCES
Organization

American Autoimmune
Related Diseases
Association

American Autoimmune
Related Diseases
Association

American Autoimmune
Related Diseases
Association

American Behcet’s
Disease Foundation

American Behcet’s
Disease Foundation
American College of
Rheumatology

American College of
Rheumatology

American College of
Rheumatology

Title/Description
Autoimmune Diseases in Women (also available in
Spanish) Named a major women’s health issue by the
Office of Research on Women’s Health at the National
Institutes of Health (NIH), autoimmunity is the
underlying cause of more than 100 serious, chronic
illnesses. OF the 50 million Americans living and coping
with autoimmune disease (AD), more than 75 percent of
them are women.
Do you know your family AQ AND Tips for Getting a
Proper Diagnosis of an Autoimmune Disease The
American Autoimmune Related Diseases Association
(AARDA) wants to help you learn your family’s AQ.
AQ is a play on IQ that stands for Autoimmune
Quotient. It’s about knowing how likely you or a loved
one is to develop an autoimmune disease, based on the
prevalence of these diseases and your family history,
and tips for getting a proper diagnosis.
Patient Education Course AARDA has developed a
series of online educational modules targeted to
autoimmune disease patients and the general public to
provide basic education on autoimmunity and
autoimmune diseases. You’ll find non-technical and
easily understandable answers to fundamental
questions regarding autoimmunity and autoimmune
diseases
What is Behcet's Disease? Behcet's Disease, also known
as Behcet's syndrome, is a rare, chronic,
autoinflammatory disorder of unknown origin. Its
manifestations are thought to be caused by vasculitis
resulting in damage to blood vessels throughout the
body.
Symptoms of Behcet’s Disease The most common
symptoms include oral ulcers, genital ulcers,
inflammation of the eye, skin lesions, and arthritis.
ACR Patient Fact Sheets – Treatments Explore
background information on some of the most common
medications and therapies used to treat rheumatic
disease.
ACR Patient Fact Sheets – General With the right
knowledge and a qualified rheumatologist and health
care team, living well with rheumatic disease is quite
possible. Explore trusted patient information on
diseases and conditions, treatments, the rheumatology
healthcare team and more!
Rheumatoid Arthritis: FAQs Get the answers to
frequently asked questions about various rheumatic

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

Link

http://www.aarda.org/autoi
mmuneinformation/autoimmunedisease-in-women/

http://www.aarda.org/wpcontent/uploads/2013/08/Doyou-know-your-family-AQ_DoubleSided.pdf

http://www.aarda.org/autoi
mmuneinformation/educationalmodules/

http://www.behcets.com/site
/c.8oIJJRPsGcISF/b.9145373/k.
C2D8/Behcet8217s_Disease.ht
m
http://www.behcets.com/site
/c.8oIJJRPsGcISF/b.9145375/k.
E8A8/Symptoms.htm
http://www.rheumatology.or
g/I-Am-A/PatientCaregiver/Treatments

http://www.rheumatology.or
g/I-Am-A/Patient-Caregiver

http://www.rheumatology.or
g/I-Am-A/PatientCaregiver/Patient-FAQs
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Arthritis Foundation

Arthritis National
Research Foundation
Canadian Spondylitis
Association (CSA)

Coordinadora Española
de Asociaciones de
Espondiloartritis
(CEADE)

Coordinadora Española
de Asociaciones de
Espondiloartritis
(CEADE)

Coordinadora Española
de Asociaciones de
Espondiloartritis
(CEADE)

diseases, such as signs and symptoms and when to go
see a rheumatologist.
About Arthritis Arthritis affects more than 50 million
Americans, including an estimated 300,000 children.
Here you’ll find introductory information about arthritis
and the various types of arthritis as well as its causes,
symptoms, and treatments, key statistics related to the
disease, and resources to help better understand your
specific type of arthritis and pain.
What is RA? Learn about rheumatoid arthritis and what
the Arthritis National Research Foundation is doing to
fight back and find a cure.
Identifying Spondylitis Understanding Spondylitissymptoms, detections and life with spondylitis. It's time
you understand!
Non-Radiographic Axial Spondyloarthritis People
with non-radiographic Axial Spondyloarthritis may
present with signs and symptoms similar to Ankylosing
Spondylitis, including chronic pain and functional loss,
but without radiographic signs that indicate damage to
the bone structure. Non-Radiographic Axial
Spondyloarthritis is seen most often in young
individuals in their most productive stage and can go
unnoticed for years. The peak incidence of symptoms
varies between 20 and 30 years, and appears after 45
years in only 5% of cases
Ankylosing Spondylitis Ankylosing Spondylitis is a
debilitating disease that occurs primarily with chronic
low back pain and stiffness, and can also be
accompanied by arthritis, and inflammation of the eye
and/or the digestive tract. Ankylosing Spondylitis is the
most common of all spondyloarthritis. This is a chronic
inflammatory disease which mainly affects the joints of
the spine. It generally presents in younger people, and
especially men between 15 and 25 years of age.
Uveitis Uveitis is considered idiopathic in almost half of
all cases, which means that is not presented in the
context of any other disease and its cause is unknown.
However, in the other half of the cases, the cause can be
diagnosed, and nearly one-third of those patients suffer
from a rheumatic disease, among which are: Juvenile
Idiopathic Arthritis, Ankylosing Spondylitis, Psoriatic
Arthritis, Enteropathy associated arthritis, Reactive
Arthritis, Behçet 's disease, Systemic Vasculitis and
Sarcoidosis, among others

http://www.arthritis.org/abo
ut-arthritis/

www.CureArthritis.org/rheu
matoid-arthritis
https://www.youtube.com/w
atch?v=sJBm8txW3qs

http://www.espondiloartritisa
xial.org/enfermedadesespondiloartritis-axial-noradiografica

http://www.espondiloartritisa
xial.org/enfermedadesespondilitis-anquilosante

http://www.espondiloartritisa
xial.org/enfermedades-uveitis

CreakyJoints

RA Myths Rheumatoid Arthritis Myth-Busting:
Common RA Misconceptions

https://creakyjoints.org/arthri
tisdiseases/arthritis/resources/r
a-myths/

European League Against
Rheumatism (EULAR)

EULAR Courses EULAR courses are conceived and
developed under the supervision of the EULAR
Standing Committee on Education and Training. They
are organised by the EULAR Secretariat or, occasionally,
by an external agency or a university institute. EULAR

http://eular.org/edu_courses.
cfm
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Foundation for
Sarcoidosis Research

Foundation for
Sarcoidosis Research

Fundación Me Muevo

International Federation
for Psoriasis Associations

International Federation
for Psoriasis Associations

International Federation
for Psoriasis Associations

International Foundation
for Autoimmune Arthritis
(IFAA)

International Foundation
for Autoimmune Arthritis
(IFAA)

courses are independent branded products and as such
fully financed by EULAR and the course participants.
They are subject to specific criteria and guidelines. In
view of its educational goals, EULAR is committed to
keeping registration fees for participants as low as
possible. For participants in financial need, EULAR
provides a number of course bursaries on application.
What is Sarcoidosis? Sarcoidosis (pronounced SARCOY-DOE-SIS) is an inflammatory disease that can
affect almost any organ in the body. It causes
heightened immunity, which means that a person’s
immune system, which normally protects the body from
infection and disease, overreacts, resulting in damage to
the body’s own tissues.
Sarcoidosis FAQ Frequently asked questions about this
disease
Education RA management and better control depends
on three variables: The knowledge we have of the
disease; The emotional state to cope with this condition;
What it is called "self-efficacy" or degree of certainty
necessary to achieve an objective capabilities.
World Psoriasis Day October 29th Website and
information about the Global Awareness Campaign.
2016 theme "Breaking barriers for people with psoriasis"
What is Psoriasis? Psoriasis is a common, chronic,
relapsing, immune-mediated, inflammatory disorder
with primary involvement of the skin and a strong
genetic predisposition. The disease onset usually occurs
in younger ages. Skin lesions typically represent
erythematous, inflammatory plaques and silvery scaling
expressing the inflammatory changes and keratinocyte
hyperproliferation.
Under the Spotlight Under the Spotlight is a unique
series of documentaries which aims to demonstrate firsthand how the burden of psoriasis can impact a person’s
life and how this may accumulate over time. Developed
by the International Federation of Psoriasis Associations
(IFPA) and its member associations, brave
Spotlighters™ from across the globe have agreed to be
filmed over a number of years to reveal the impact
psoriasis has had on all aspects of their lives, with the
hope to raise disease awareness and share experiences
with others.
What is Autoimmune Arthritis? Autoimmune Arthritis
is not a classification, it is a description to differentiate a
cluster of diseases that are autoimmune and have
arthritis involvement. There are other types of arthritis,
other than autoimmune or degenerative, such as gout.
There are also other types of autoimmune diseases that
do not include arthritis.
#LearnArthritis Learn about our GUINNESS WORLD
RECORDS® attempt for "Most pledges in a health
campaign."
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https://www.stopsarcoidosis.
org/awareness/what-issarcoidosis/

https://www.stopsarcoidosis.
org/awareness/faqs/
http://www.memuevo.cl/area
s-de-trabajo/

http://www.worldpsoriasisda
y.com/

http://www.ifpapso.org/web/page.aspx?refid=
42

http://www.underthespotligh
t.com/

http://www.ifautoimmuneart
hritis.org/what-isautoimmune-arthritis.html

http://www.ifautoimmuneart
hritis.org/guinness-worldrecords--attempt.html
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International Foundation
for Autoimmune Arthritis
(IFAA)
International Pain
Foundation
International Pain
Foundation

International Still's
Disease Foundation

International Still's
Disease Foundation

International Still's
Disease Foundation

Lupus and Allied
Diseases Association

Lupus UK

Lupus UK
National Ankylosing
Spondylitis Society

#LearnArthritis The full #LearnArthritis campaign
includes a series of lessons about the difference between
arthritis types.
Power of Pain Brochures A printed brochure is easy to
access and read when compared to content from an email or a website. Power of Pain offers brochures for
many conditions and will soon be available in Spanish.
Neuropathy Symptoms A list of diseases, syndromes
and conditions that involve nerve pain as a symptom.
Systemic Juvenile Idiopathic Arthritis, Also classified as
sJIA, Still’s disease: SJIA is defined by the presence of
arthritis in one or more joints associated with spiking
fever (a typically daily high fever with spike in the
evening) persisting for a minimum of 15 days, with at
least one of the following manifestations: skin rash
(evanescent, non-fixed erythematous rash that
accompanies fever spikes), generalized
lymphadenopathy, hepatomegaly and/or
splenomegaly, or serositis (pleuritis or pericarditis).
Still’s disease was first described in children, but it is
now known to occur, much less commonly, in adults (in
whom it is referred to as Adult-onset Still’s disease,
AOSD).
The History of Still’s Disease The International Still’s
Disease Foundation is able to present this four part
video series with donations through the foundation,
those of private benefactors as well as, Dr. John J. Cush
and Hammarley Productions. We ask that you visit our
Donation Page and give what you can so that we can
continue working toward education and support for
those affected by Still’s disease. Thank you.
Photos of Still’s Rashes & Joint Inflammation: If you
experience rashes it may be helpful to take pictures to
assist your doctor with classification and/or a
diagnoses. The photographs on this page have been
submitted by patients and are believed to be rashes and
inflammation associated with Still’s disease.
About Lupus Lupus Erythematosus is an extremely
complex, difficult to diagnose, life altering, and
potentially fatal disease. It is an autoimmune disease in
which a triggering agent causes the immune system to
actually attack the patient’s own tissue causing
inflammation in the skin, joints, blood, heart, lungs,
brain, and kidneys. It can cause severe joint and muscle
pain, extreme exhaustion, fevers, skin rashes, hair loss,
and anemia and can attack vital organs.
Publications We now have our full range of
publications, covering a wide range of topics relating to
lupus, on one page of our website
We now have our full range of publications, covering a
wide range of topics relating to lupus, on one page of
our
Information about Ankylosing Spondylitis (AS) and
how to live well with it.
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http://www.ifautoimmuneart
hritis.org/learnarthritis.html
http://powerofpain.org/broch
ures-ipain
http://powerofpain.org/condi
tions

http://www.stillsdisease.org/i
ndex.php/stills-info/

http://www.stillsdisease.org/i
ndex.php/stills-video-series/

http://www.stillsdisease.org/i
ndex.php/37-2/

http://www.nolupus.org/abo
ut_lupus0.aspx

http://www.lupusuk.org.uk/
publications/
http://www.lupusuk.org.uk/
publications/
http://nass.co.uk/aboutas/about-as/
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National Ankylosing
Spondylitis Society

National Data Bank for
Rheumatic Diseases

National Institute of
Arthritis and
Musculoskeletal and Skin
Diseases (NIAMS)

National Psoriasis
Foundation
National Psoriasis
Foundation
National Psoriasis
Foundation
National Rheumatoid
Arthritis Society

Relapsing Polychondritis
Advocacy and Support
Foundation

Relapsing Polychondritis
Advocacy and Support
Foundation
Sjögren's Syndrome
Foundation

Just Diagnosed? Information about Ankylosing
Spondylitis and Non-Radiographic Axial
Spondyloarthritis
Patient Report Do you want to see how you're doing?
Take a quick, anonymous survey and see your results
immediately. How do you compare to the average
person of your age and your diagnosis? Learn more
about what NDB Rally is and how to participate.
RALLY: The National Data Bank for Rheumatic
Diseases (NDB) is a project that collects data on
rheumatoid arthritis (RA) directly from persons who
have this illness. The goals of the project are to advance
our knowledge about the causes, outcomes, costs,
treatments, and results of treatments related to RA.
Another important goal of the project is to stimulate
data collection and study by health professionals, and
make NDB data available for medical research.
Types of Arthritis Mentions OA and RA, but also gout,
some symptoms associated with non-degenerative
arthritis (EARLY DETECTION). FREE If you want to
order publications on-line, go to
http://catalog.niams.nih.gov (Small quantities are
available through this shopping cart. To order copies in
bulk, call us at 877-22-NIAMS [TTY 301-565-2966]. Some
titles are available online only.) Note: Some publications
are also available in Spanish, Chinese, Korean and
Vietnamese languages.
About Psoriasis Psoriasis is an autoimmune disease that
causes raised, red, scaly patches to appear on the skin.
About Psoriatic Arthritis Up to 30 percent of people
with psoriasis develop psoriatic arthritis, an
inflammatory form of arthritis.
NPF Advance Online NPF's media outlet that covers a
little of everything from disease education to research.
About RA If you are newly diagnosed with rheumatoid
arthritis (RA), you suspect you have RA, or looking for
information about treatments, exercise or lifestyle, this
part of our website is sure to provide you with lots of
information and support.
What is Relapsing Polychodritis (RP)? Relapsing
Polychondritis is a disease that causes inflammation of
cartilage. It can affect many parts of the body but the
cartilage that is most frequently involved in this disease
is that found in the outer ear, the bridge of the nose and
the trachea. The inflammation in these areas is episodic
and leads to redness and pain in the affected areas, and
can later lead to loss of cartilage.
RP Images The following are images are of the most
common types of RP flares. Polychondritis is systemic
and can attack any part of the body containing cartilage
or cartilaginous tissue such as the eyes, larynx, and
heart valves among other areas.
What is Sjögren’s Overview of Sjögren’s Syndrome
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http://nass.co.uk/aboutas/just-diagnosed/

http://ndbrally.org/GuestQue
stionnaire.asp

http://www.niams.nih.gov/H
ealth_Info/Arthritis/default.as
p#b

https://www.psoriasis.org/ab
out-psoriasis
https://www.psoriasis.org/ab
out-psoriatic-arthritis
https://www.psoriasis.org/ad
vance
http://www.nras.org.uk/abou
t-ra

http://www.polychondritis.or
g/what-is-rp/

http://www.polychondritis.or
g/rp-image-collection/
http://info.sjogrens.org/conqu
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Sjögren's Syndrome
Foundation
Sjögren's Syndrome
Foundation

Spondylitis Association of
America

Spondylitis Association of
America

U.S. Pain Foundation

Vasculitis Foundation

Vasculitis Foundation

Vasculitis Foundation

Vasculitis Foundation

WEGO Health

Symptoms Sjögren's is a systemic disease, and its
symptoms are felt throughout the entire body.
Early Diagnosis Early diagnosis and treatment are
important for preventing complications. Unfortunately,
reaching a diagnosis can often be difficult and has been
found to take an average of 3.5 years from the onset of
symptoms.
Awareness: The Basics Awareness Video: Could
Spondylitis be the Cause of Your Pain? What you need
to know about spondylitis in a quick moving, 3 minute,
animated video. Watch now!
Spondyloarthritis: A Family of Related Diseases The
group of diseases known as Spondyloarthritis - and
often referred to Spondylitis for short - primarily affect
the spine and other joints. At times the eyes, and other
organs may also be affected.
Learn About Your Pain Learn About Your Pain is a
comprehensive website and educational tool for people
with pain, caregivers and the general public who want
to learn more about specific diseases and disorders that
are associated with chronic pain. Learn About Your Pain
seeks to help people with pain improve quality of life.
What is Vasculitis Vasculitis is a condition that involves
inflammation in the blood vessels. The condition occurs
if your immune system attacks your blood vessels by
mistake. This may happen as the result of an infection, a
medicine, or another disease or condition.
Types of Vasculitis There are over 15 vasculitides
(plural of vasculitis) affecting the small, medium and
large vessels. The Vasculitis Foundation is committed to
educating patients, family members and the general
public about vasculitis.
Vasculitis Educational Videos Educational and
awareness videos through YouTube
Road Map to Wellness Educational Webinars Each
month the Vasculitis Foundation features a free, online
webinar that attracts hundreds of participants. The
webinars are designed to be a forum where patients can
easily participate in a presentation that addresses all of
the clinical challenges and issues facing the vasculitis
community. Moreover, it’s a unique opportunity to
allow patients to ask questions of the webinar
presenters who are usually noted experts in vasculitis
and autoimmune diseases. These educational webinars
get a second life when they are archived in video format
and made available to the public on the VF’s
Educational YouTube Channel. Find out about
upcoming VF webinars, and access dozens of archived
webinars over the last few years.
Sharing Hubs As patients access information, their
relationship with their health changes forever - for the
better. That’s why Health Activists are so dedicated in
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sjogrens/bid/334724/What-isSj-gren-s-Syndrome
http://www.sjogrens.org/ho
me/about-sjogrens/symptoms
http://www.sjogrens.org/ho
me/about-sjogrens/diagnosis

http://www.spondylitis.org/2
016-april-spondylitisawareness

http://www.spondylitis.org/L
earn-About-Spondyloarthritis

www.learnaboutyourpain.com

http://www.vasculitisfoundati
on.org/education/vasculitis/

http://www.vasculitisfoundati
on.org/education/
http://www.vasculitisfoundat
ion.org/youtube/

http://www.vasculitisfoundati
on.org/education/the-roadmap-to-wellness-educationalwebinar-series/

https://www.wegohealth.com
/about/community_education
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their passion to share their experiences, favorite online
resources, and advice. That’s why we work to create
Sharing Hubs with a collection of videos and resources
that can help Health Activists learn more and help them
share information with patients in their communities.
It’s just one of the ways WEGO Health works as a
liaison between patients and healthcare companies.
Sharing Hubs are paid for by our sponsors (and clearly
marked as paid content), so they are also one of the
ways WEGO Health's member benefits are made
possible.
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LIFESTYLE GUIDANCE RESOURCES
Organization

Title/Description

American College of
Rheumatology

Exercise and Arthritis Information about Who, What,
When, Where, and How to exercise with arthritis

American College of
Rheumatology

Exercise and Arthritis People with arthritis who exercise
regularly have less pain, more energy, improved sleep
and better day-to-day function! However, for the person
with arthritis, the right kind of exercise is very important.

Arthritis Foundation

Arthritis Foundation

Arthritis Foundation

Arthritis New Zealand

Arthritis New Zealand

Arthritis New Zealand

Living with Arthritis Arthritis is painful. It prevents us
from leading active, healthy lifestyles. It means we are
more likely to develop other serious illnesses. It means
we need to fight harder. The Arthritis Foundation is
leading this fight by offering simple, yet effective ways to
conquer the everyday battles and take control of your
condition. Resources here range from pain management
tips, to arthritis diet information, exercises options and
more.
Arthritis Foundation’s Arthritis Resource Finder Get
the type of help you need when and where you need it
with this specialized search tool from the Arthritis
Foundation. Simply enter your zip code to see a list of
arthritis resources in your area, from healthcare
providers to pharmacists and even local community
groups and events!
Your Exercise Solution (YES) Tool Exercise is proven to
help ease arthritis pain, but arthritis symptoms can limit
your choice of activities. The Arthritis Foundation’s Your
Exercise Solution (YES) Tool is an online tool that will
provide personalized exercised modifications based on
your arthritis pain, activities of interest, and fitness level
Living a Healthy Life (LHL) – six-week, selfmanagement course for people with chronic conditions
Arthritis New Zealand holds a license from Stanford
University in the USA, to run LHL courses. This course
has a proven track record in over 12 countries. We have
more than 10 years experience in delivering the LHL
courses. The interactive course enables people to become
effective self-managers of their chronic condition, and
gain a better quality of life. To find out if there are any
LHL courses coming soon to your area, click here.
Exercise classes Arthritis New Zealand offers waterbased and land-based exercises in some areas in New
Zealand. To find out if they are available close to you,
click here.
Support Groups If you wish to find out more details of
the scheme for your area – please call our Toll Free
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Link
http://www.rheumatology.or
g/I-Am-A/PatientCaregiver/DiseasesConditions/Living-Well-withRheumatic-Disease/Exerciseand-Arthritis
http://www.rheumatology.or
g/I-Am-A/PatientCaregiver/DiseasesConditions/Living-Well-withRheumatic-Disease/Exerciseand-Arthritis

http://www.arthritis.org/livi
ng-with-arthritis/

http://www.arthritis.org/arth
ritis-cure/tools-and-resources/

http://www.arthritis.org/livi
ng-with-arthritis/toolsresources/your-exercisesolution/

http://www.arthritis.org.nz/e
vents/

http://www.arthritis.org.nz/e
vents/
http://www.arthritis.org.nz/e
vents/
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Coordinadora Española
de Asociaciones de
Espondiloartritis
(CEADE)

CreakyJoints

International Federation
for Psoriasis Associations
International Foundation
for Autoimmune
Arthritis (IFAA)
International Pain
Foundation
International Pain
Foundation
Lupus and Allied
Diseases Association
Lupus UK

Lupus UK

Lupus UK

National Ankylosing
Spondylitis Society

National Ankylosing
Spondylitis Society

number 0800 663 463. Provide support for people with a
particular condition and social events. To find out if
there is a relevant support group close to you, please call
0800 663 463
Move On Sport and physical activity is considered a
good measure to combat deterioration in
Spondylarthritis. It helps fight and improve symptoms of
anxiety and depression increasing enthusiasm and
optimism. It also contributes to improvement in the
breathing mechanism and helps to reduce stiffness and
muscle atrophy. Breathing exercises and postural
correction and stretching, are very positive short,
medium and long term.
Easing Rheumatoid Arthritis Through Diet In this
informative PDF, you can find information on how to
manage your RA symptoms through diet. Choosing the
best foods, avoiding bad foods, and the proper vitamins
and supplements can all help you manage your RA
symptoms
Effect of Psoriasis/PsA on patients’ lives
Nutrition & Wellness Support Group The aim for the
full program to launch in 2016/2017 is to create a safe
environment where patients can learn, share, and have
accountability for what they are putting into their bodies.
Videos International Pain Foundation’s YouTube
channel offers videos to help patients living with chronic
pain.
Youth in Pain Tips for parents/book for child
TOOLS FOR PATIENT EMPOWERMENT Medical
Visit Communication, Medication Questions, Your
Current Medical Information
Blog We are covering various aspects of disease
management such as fatigue, brain fog, exercise and hair
loss in our blog with a new article each month.
Exercising with Lupus Our blog this year is featuring a
new article (written with the help of our social media
supporters) each month. In march we published an
article called “Exercising with Lupus”
LUPUS and Healthy Eating We also have a diet and
exercise section on our website which includes a
download of our booklet, ‘LUPUS and Healthy Eating’
Exercise for AS Back to Action: A guide to exercising
safely in the gym (pdf version). You can also buy a
printed, spiral bound version in the NASS shop. Back to
Action App for iPhones, iPod touches and iPads (free to
download). Back to Action App for android phones
(free to download)
Tips for living well with AS
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http://www.espondiloartritisa
xial.org/recomendacionesmuevete

https://creakyjoints.org/helpresources/easing-rheumatoidarthritis-diet/
http://www.underthespotligh
t.com/about-psoriasis/causesand-effects.aspx
http://www.ifautoimmuneart
hritis.org/wellness--support.html
https://www.youtube.com/c
/powerofpainfoundation
https://powerofpain.org/yout
h-in-pain-ipain/
http://www.nolupus.org/LA
DAPatientEmpowerment.pdf
http://www.lupusuk.org.uk/
category/blog/
http://www.lupusuk.org.uk/l
upus-and-exercise/
http://www.lupusuk.org.uk/
diet-and-exercise/

http://nass.co.uk/exercise/ex
ercise-for-your-as/

http://nass.co.uk/aboutas/just-diagnosed/top-tipsfor-managing-your-as/

42

National Psoriasis
Foundation

Psoriasis Shedding Living with scalp psoriasis doesn’t
mean you can’t enjoy your hair. Try these tips to give
your locks some love

https://www.psoriasis.org/ad
vance/do-not-fear-your-flakes

National Psoriasis
Foundation

NPF Blog The "P" is silent, but we are not!

https://www.psoriasis.org/bl
og

National Psoriasis
Foundation

National Psoriasis
Foundation

National Rheumatoid
Arthritis Society

National Rheumatoid
Arthritis Society

National Rheumatoid
Arthritis Society

National Rheumatoid
Arthritis Society

Women and Psoriasis No doubt about it—treating
psoriasis and psoriatic arthritis in women has extra
considerations. You may be wondering how your
psoriatic disease will affect your plans to start a family.
You may be struggling with the stigma of having a
visible skin condition. You even may have questions
about how your condition will affect dating and
intimacy. After talking with women with psoriasis and
psoriatic arthritis, as well as researchers and health care
professionals, the National Psoriasis Foundation put
together a free booklet to address the unique concerns of
women with psoriatic disease.
Diet and Psoriasis Happy diet, happy life! Changing
your diet is not going to cure your psoriatic disease. But
eating healthier can only help. Here are our best tips
about diet, all in one place, along with six easy recipes
anyone can make. Bon appétit!
RA Self Management Programme (RASMP) NRAS and
Self Management UK have collaborated to develop a six
week Self-Management Programme to help people with
Rheumatoid Arthritis (RA) to learn self-management
skills and gain more control over their lives.
Know your DAS: App (Mobile and Tablet) Rheumatoid Arthritis Management Tool Free health
app from the National Rheumatoid Arthritis Society
(NRAS) is designed to help you stay one step ahead of
your RA.
Work Information designed for patients with
Rheumatoid Arthritis, focusing on issues related to
employment.
Disabled Holidays from Accessible Travel Accessible
Travel and Leisure is the UK’s leading specialist tour
operator. Since 1997, we’ve provided accessible holiday
accommodation and holidays that are accessible to
disabled people and less-mobile holidaymakers.

Sjögren's Syndrome
Foundation

Sjögren’s Patients Sharing Tips

Sjögren's Syndrome
Foundation

Sjögren’s Survival Tips General Sjögren's Survival Tips

Sjögren's Syndrome
Foundation

What Now? Newly Diagnosed Recently Diagnosed:
Videos and Advice from Real Patients

U.S. Pain Foundation

Take Control Of Your Pain Take Control Of Your Pain is
a series of patient-educational days for pain warriors and
care champions to learn tools to empower them to take
control of their personal pain and medical journeys.
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https://www.psoriasis.org/ab
out-psoriasis/women-andpsoriasis

https://www.psoriasis.org/ab
outpsoriasis/treatments/alternati
ve/diet-supplements

http://www.nras.org.uk/raself-management-programme

http://www.nras.org.uk/DAS

http://www.nras.org.uk/wor
k

http://www.accessibletravel.c
o.uk/
http://info.sjogrens.org/conq
uering-sjogrens/topic/top-5tips
http://www.sjogrens.org/ho
me/about-sjogrens/survivaltips
http://info.sjogrens.org/conq
ueringsjogrens/bid/157379/Recently
-Diagnosed-with-Sjogren-sHere-s-a-Place-to-Begin
www.uspainfoundation.org/tc
oyp/
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ADVOCACY RESOURCES
Organization
American Autoimmune
Related Diseases
Association
American Behcet’s Disease
Foundation

American Behcet’s Disease
Foundation

American College of
Rheumatology

American College of
Rheumatology

Ankylosing Spondylitis
International Federation
(ASIF)

Arthritis Foundation

Description
The American Autoimmune Related Diseases Association
takes positions from time to time on health related issues and
legislation. Check out our Advocacy page to learn about some
of our current efforts
Working together, Behcet's advocates are raising awareness
across the country. Efforts will make members of Congress
more likely to support legislation.
International Bechet's Awareness Day Behcet's Disease
affects 16,000-20,000 men, women and children of all ages and
races in the United States, and many more worldwide. May
is Behcet's Awareness Month and May 20 is International
Behcet's Awareness Day. The goal of International Behcet's
Day is to raise awareness among the general public and
decision makers about Behcet's Disease and about the biopsycho-social and economic impact the disease has on
patients' lives. Organizations around the world celebrate
International Behcet's Awareness Day by uniting members of
the community, advocating, creating awareness, reaching out
to healthcare professionals, government officials, researchers
and industry. Many events take place throughout the world
to celebrate Behcet's Awareness Day. This year in the United
States, the American Behcet's Disease Association (ABDA)
hosted a Patient Education Program at the Crowne Plaza
Auburn Hills on May 21, 2016. The 2016 Walk for Behcet's
Disease was held on Sunday, May 22, at Rochester Municipal
Park, 608 Seventh St, Rochester, Michigan 48307.
Simple Tasks – Take Action Join the 11 million Americans
fighting the devastating effects of rheumatic diseases by
contacting your lawmakers! Learn about our priority issues
and take action today.
Advocates for Arthritis Advocates for Arthritis is an annual
event that brings together rheumatology professionals and
patients to advocate on behalf of the rheumatology
community. During the event, attendees will hear from top
representatives from key legislative and regulatory agencies
and meet with their members of Congress to discuss current
issues affecting the rheumatology community.
Aims of ASIF Exchange of information and experiences
among the member societies, cooperation in international
research projects, exchange of articles for publication in the
journals of the member societies, support of the development
of newly formed societies, contacts with spondylitis patients
in countries where an AS society does not yet exist
People with arthritis face unique barriers to care: high costs of
treatment, difficulty accessing medications, scarcity of
specialists and coinsurance that limits access to treatment.
Through the Arthritis Foundation’s nationwide network of
committed Advocates, we’re fighting to address key policy
issues on both the state and federal levels with lawmakers,
insurers, employers and regulators. Get more details on our
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Link
http://www.aarda.org
/advocacy/
www.rarediseases.org/
advocacy/initiativesupdates

www.behcets.com/201
6Walk

http://simpletasks.org/
take-action/

http://www.rheumatol
ogy.org/Advocacy/Ad
vocates-for-Arthritis

http://www.asif.info/e
n/index.cfm/asifhistory/11th-asifcouncil-meeting/

http://www.arthritis.or
g/advocate/
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Arthritis National Research
Foundation

Coordinadora Española de
Asociaciones de
Espondiloartritis (CEADE)

CreakyJoints

European League Against
Rheumatism (EULAR)

European Patients’
Academy (EUPATI)

Foundation for Sarcoidosis
Research

advocacy program and how you can become involved as an
advocate for the more than 50 million people living with
arthritis!
Take Action 2 Cure Arthritis See all the ways you can get
involved to make a difference in the fight against arthritis!
First National Congress of Cordoba Spondylitis This year, a
series of organizations for which various interested members
involved in the treatment of rheumatic diseases have decided
to take advantage of synergies and organize a symposium on
the 24th, 25th and 26th of June 2016 to meet, encourage and
promote knowledge on rheumatic diseases, thus raising the
consciousness as to the importance of diagnosis and
appropriate treatment and giving visibility to them. The
Spanish Coordinator Spondylarthritis Associations will
participate in this great national event, where member
associations are able to participate directly and hold its 2016
general assembly in Cordoba.
the 50-State Network The 50-State Network is working to
share the patient perspective, which is crucial in the State and
Federal health policy and regulatory arenas. Patients need a
voice in all conversations that relate to our access to
treatment, safety, or the quality of our care.
World Arthritis Day To celebrate World Arthritis Day 2016,
EULAR has launched ‘The Future in your Hands’ – a social
media campaign informing people around the world about
rheumatic and musculoskeletal diseases (RMDs) and why
taking action is so important. ‘The Future is in your Hands’
asks people to share their stories about how they have taken
action to live their life to the fullest with a RMD and support
others to do so. By bringing personal stories to life, the
campaign will provide greater education to people both
within the community and the general public. For more
information please visit: www.worldarthritisday.org
Advocacy Research and also experience in patient advocacy
and activism show that experts and patients, and their
organisations are an important part of medicines
development. They can only achieve effective and sustainable
results in advocacy if their knowledge about their disease
areas and political environment is sound and scientifically
founded. It is essential that experts and patients can clearly
see the processes and methods by which medicines are
developed and brought to the market to understand where
and how they can make a meaningful impact, and how they
can influence the process to make sure that patients’ interests
and viewpoints are duly represented. Eupati.eu provides a
useful toolbox of resources to complement the tools already
available to patient advocates and organisations. Know what
you want, and let EUPATI inform/advise you how to achieve
it.
Advocate for Sarcoidosis Awareness Although patients and
supporters recognize sarcoidosis to be a devastating illness,
more awareness is desperately needed to determine the cause,
exact prevalence, and best treatment protocol for sarcoidosis.
It is unacceptable that the average time to diagnosis is 7 years

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

www.CureArthritis.org
/take-action

http://www.primercon
gresonacional.espondilit
is.info/
(http://www.espondilo
artritisaxial.org/eventos
)

https://creakyjoints.org
/help-resources/50state-network/

www.worldarthritisday.
org

https://www.eupati.eu
/eupati-advocacy/

https://www.stopsarco
idosis.org/advocatesarcoidosis-awareness/
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Fundación Me Muevo

Global Healthy Living
Foundation

Global Healthy Living
Foundation

Global Healthy Living
Foundation

International Alliance of
Patient Organizations
(IAPO)

and that many patients go untreated or misdiagnosed for
years before discovering answers. The good news is that you
can help!
Me Muevo (I Move) wants to strengthen the patient informed,
responsible, empowered and with a community of
support. To be able to converse with its stakeholders in order
to develop the best strategies to address their disease. We
want to form an active group that not only demand their
rights but also to assist in the realization of these and to
provide, from their perspective, the common welfare.
50-State Network The 50-State Network is a grassroots
advocacy organization comprised of patients like you. We are
working to share the patient perspective, which is crucial in
the State and Federal health policy and regulatory arenas.
Patients need a voice in all conversations that relate to our
access to treatment, safety, or the quality of our care. This
community is made up of patients living with diverse chronic
illnesses, including rheumatoid arthritis, lupus, and psoriasis,
and the people who care about them. The 50-State Network is
about transforming pain into purpose, empowering those that
may feel victimized by disease. Our focus is on repurposing
the energy of frustration, despair, and helplessness into
positive mobilization, action, and fair representation to
benefit all of us. Our formula, which we offer to our fellow
patients and their loved ones, is to take lemons and make
lemonade.
Healthy Biologics Healthy Biologics is a project of the Global
Healthy Living Foundation (http://www.GHLF.org), a
501(c)(3) not-for-profit organization dedicated to improving
the quality of life for people with chronic illnesses. We
represent patients throughout the world, and specifically in
states throughout America, who are spending a lot of time
either focusing on improving their health or managing the
seemingly endless (and frustrating) hurdles of today’s
healthcare system. We nurture collaborative advocacy among
the leading health non-profit organizations, and we care
about our communities of patients because we’re patients too.
Fail First Hurts Have you fallen victim to Fail First practices
by your insurance company? Has your doctor written you a
prescription, only for you to learn that your insurance
company mandates you try an older drug first? We want to
hear your story. Share your story and help U.S. Pain
Foundation a more complete picture of Fail First and its
impact on you, the patient.
Addressing Global Patient Safety Issues: An Advocacy
Toolkit for Patients’ Organizations The Patient Safety
Toolkit contains useful background, facts, and figures on key
patient safety issues identified by IAPO’s patient group
members. The Toolkit also provides advice and tips on how
to advocate and build partnerships to achieve patient safety
goals and on communicating messages to patients and other
healthcare stakeholders. There are accompanying FAQs and
checklists available too.
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http://www.memuevo.
cl/areas-de-trabajo/

www.50statenetwork.or
g

www.HealthyBiologics.
org

http://failfirsthurts.org

https://www.iapo.org.
uk/sites/default/files/f
iles/IAPO%20Patient%2
0Safety%20Toolkit%20
Main.pdf
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International Alliance of
Patient Organizations
(IAPO)

International Federation for
Psoriasis Associations

International Federation for
Psoriasis Associations

International Foundation
for Autoimmune Arthritis
(IFAA)

International Pain
Foundation

International Pain
Foundation

Lupus and Allied Diseases
Association

Lupus UK

Patient Solidarity Day There will most likely be a Patient
Solidarity Day again this year, and it will happen in the first
half of December. Our members will choose a new theme
nearer the time and then patients can get involved in many
different ways. I’d suggest looking at the highlights from 2015
for an overview and then our ‘how to get involved’ page for
more specific suggestions.
WHO Global report on Psoriasis This WHO Global report on
psoriasis brings the public health impact of psoriasis into
focus. The report is written to help raise awareness of the
range of ways that psoriasis can affect peoples’ lives. It
intends to empower policy-makers with practical solutions to
improve the health care and social inclusion of people living
with psoriasis in their populations. The report highlights that
much of the suffering caused by this common and complex
disease can be avoided. Improving access to early diagnosis
and appropriate treatment for psoriasis requires universally
accessible health-care systems that provide people-centered
care for patients with complex, lifelong conditions.
Governments and other partners have a key role to play in
addressing the unnecessary social consequences of psoriasis
by the challenging the myths and behaviours that lead to the
exclusion of patients from health-care settings and daily life.
The WHO psoriasis resolution This is an incredibly
important milestone for psoriasis patients as it will help to
create awareness of the disease. The resolution sends a
powerful, global message that psoriasis is a serious noncommunicable disease that needs greater public awareness of
its inflammatory nature, psychosocial impacts and shared risk
factors with other, more deadly NCDs.
Ethics of Step Therapy. In 2015 IFAA led an investigation
with the help of two bioethicists and a public policy advisor
that unraveled step therapy practices from its’ inception in
the 1980’s. It was discovered that there are potential ethical
infringements that will only worsen if the process of step
therapy is not modernized to meet the needs of the 21 st
century.
Step Therapy Video
Become an iPain Delegate Do you want to make a difference
that matters for the pain community! Becoming a iPain
Delegate will give you additional opportunities to raise
awareness, empower yourself and other patients, host local
events, be interviewed for media, and participate in advocacy
efforts.
Contact Your Elected Officials Voice concerns about issues
that are important to you and your loved ones. Become part
of the solution and be proactive in improving health care.
The ‘Raise Awareness’ page on our website includes
information about different ways that people can raise
awareness of lupus. It includes information about events such
as World Lupus Day (May 10th) and Lupus Awareness
Month (Oct) as well as details on how to order publicity
materials
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https://www.iapo.org.
uk/patient-solidarityday

http://www.ifpapso.com/getfile.ashx?ci
d=279366&cc=3&refid=
33

http://www.underthes
potlight.com/news/ne
ws-highlights/the-whopsoriasis-resolution,finally!.aspx

http://www.ifautoimm
unearthritis.org/ethicsof-step-therapy.html

http://powerofpain.org
/step-therapy-2
https://powerofpain.or
g/ipaindelegates/#14624886470
04-e274bec7-64e6
http://www.nolupus.o
rg/advocacy0.aspx

http://www.lupusuk.o
rg.uk/raise-awareness/
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National Psoriasis
Foundation

National Psoriasis
Foundation
National Rheumatoid
Arthritis Society

U.S. Pain Foundation

Vasculitis Foundation

WEGO Health

NPF Advocacy The National Psoriasis Foundation works to
shape the laws and policies that affect people with psoriasis
and psoriatic arthritis. Harnessing the collective efforts of
tens of thousands of advocates, the Psoriasis Foundation aims
to: (1) Make insurance fair and affordable and improve
coverage for people with psoriatic disease; (2) Set public
health policy for psoriasis and psoriatic arthritis through the
findings from data collection at the Centers for Disease
Control (CDC); (3) Improve the safety and affordability of
psoriasis and psoriatic arthritis treatments, (4) Increase
federal funding for psoriasis and psoriatic arthritis research in
order to find better treatments and a cure.
Team NPF Meet Team NPF—a group of everyday people
with (or without) psoriatic disease coming together by
walking, running, cycling and DIY-ing for a cure.
Campaign NRAS campaigns in lots of different ways to help
raise the profile of RA, promote access to treatments and
high-quality care and support.
U.S. Pain’s Advocacy Network U.S. Pain’s Advocacy
Network is a place for Pain Ambassadors, Advocates and
others to learn about key priority issues facing the pain
community and ways to become involved. This site includes
resources to assist in advocating on behalf of the entire pain
community.
Victory Over Vasculitis: VF Team Brandon Brandon
Hudgins isn’t your ordinary professional distance runner.
Last August, Brandon joined a small, elite group of runners
who have finished running the mile in less than four minutes.
This year, he is training for the 2016 Olympic Trials in July, in
Eugene, Oregon. Brandon’s athletic accomplishments are
only part of the story. He is also a patient with the rare,
autoimmune vasculitis called Granulomatosis with
polyangiitis (GPA/Wegener’s). Currently, his disease isn’t
active, but it’s a reminder that he has to deal to overcome
challenges that many athletes aren’t facing. In addition to
making the Olympics, Brandon’s other goal is raising
awareness about vasculitis. He is now leading a virtual team
of more than 300 people throughout the world to collectively
run/walk 100K miles by the end of the year. Learn more
about Brandon Hudgins’ story and how you can become a
member of his team.
Health Activist Awards We’re in the midst of planning now,
but will be soon launching nominations for our 5th Annual
Health Activists Awards program. This is the only program
which helps recognize and promote patient influencers
online. Our network nominates and recognizes these amazing
patients, while WEGO Health along with our judges (which
range from a mix of patient influencers to health care
professionals) select the finalists to receive the awards.
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https://www.psoriasis.
org/advocacy

http://npf.donordrive.c
om/
http://www.nras.org.u
k/campaign

www.uspainfoundation
.org/advocacy/

http://www.vasculitisf
oundation.org/victoryover-vasculitis_2/

https://awards.wegohe
alth.com
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SUPPORT AND COMMUNICATION RESOURCES
Organization

American Autoimmune
Related Diseases
Association

American Behcet’s Disease
Foundation

American Behcet’s Disease
Foundation

American College of
Rheumatology

Arthritis Foundation

Arthritis Foundation

Arthritis National Research
Foundation

Canadian Spondylitis
Association

Canadian Spondylitis
Association

Description
Families Coping with Autoimmune Disease An
autoimmune disease can certainly have an impact on the
family. It not only affects the individual with the condition; it
also can affect every member of the family. The way the
family feels about how it affects a loved one, and the
cohesiveness of the family, is very important. If family
members get along well, and they, like the person with the
autoimmune disease, cope successfully with the disease, this
will provide an important, solid springboard for progress.
The Behcet's Hotline is operated by patient volunteers trained
to answer general Behcet's related questions. The hotline
operates daily between 9:00 AM and 7:00 PM EST.
Communicate with the ABDA at: info@behcets.com or call the
Behcet's Hotline at 1-800-723-4238 (1-800-7-behcet).
Rare Connect RareConnect is a patient-led initiative. Patient
organizations partner with EURORDIS, itself an international
patient organization, to create communities and provide
moderators from within their network. The following patient
groups are official partners of the Behcet's Community.
#RheumChat The [@ACR Simple Tasks] campaign is a public
awareness campaign focused on topics related to
rheumatology. Join ACR Simple Tasks every third Thursday
of the month for a Twitter chat covering topics related to
rheumatic diseases - #RheumChat.
Communicate with your doctors Honest and thorough
communication with your doctor is essential to ensuring that
you’re getting the right treatment for your arthritis. Find
resources that help you communicate more effectively with
your doctor and prepare you to take a more active role in
your arthritis management and treatment.
Arthritis Introspective Arthritis community groups can
improve mood, provide better coping skills, decrease pain
and provide relief from negative emotions, such as fear,
resentment and hopelessness. Find community with others
living with arthritis through our nationwide network of peerled social, networking and support groups that provide
connection, education and empowerment to the arthritis
community.
Cure Arthritis Crew If you're passionate about finding a cure
and want to make a difference join the Cure Arthritis Crew!
You'll get insider updates and have your ideas and voice
heard!
Local Support Groups Find out if there is a local support
group near you by contacting your Provincial Representative,
who will put you in touch. We also have a network of Local
Contacts. Your Provincial Representative can tell you how to
contact them.
You’re Needed As an all-volunteer association, the Canadian
Spondylitis Association needs volunteers to help in so many
ways. Volunteering can be so rewarding whatever your age
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Link
http://www.aarda.org
/wpcontent/uploads/2013/
11/Families-Copingwith-AutoimmuneDisease.pdf

info@behcets.com

www.rareconnect.org

http://simpletasks.org/
rheumchat/

http://www.arthritis.or
g/toolkits/betterliving/communicatewith-doctor/

https://www.arthritisi
ntrospective.org/

www.CureArthritis.org
/crew
http://www.spondyliti
s.ca/communitysupport/supportgroups/
http://www.spondyliti
s.ca/getinvolved/volunteer/
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Coordinadora Española de
Asociaciones de
Espondiloartritis (CEADE)

CreakyJoints

European League Against
Rheumatism (EULAR)

Foundation for Sarcoidosis
Research
Foundation for Sarcoidosis
Research

and circumstances. If you don’t see an opportunity that fits
your skills or interest, contact us at info@spondylitis.ca to let
us know how you can help. We’ll be happy to work with you!
Psychological Cabinet With the diagnosis of a chronic
rheumatic disease such as Axial Spondyloarthritis, it can
trigger significant and important psychological reactions. Not
only do we face the suffering inherent in the disease process
and the possibility of a physical impairment, but we must
also face potential social conflicts and restrictions in family
and labor spheres. All this may lead to adverse reactions such
as denial, self-pity and depression. In this case, steps should
be taken to obtain therapies directed towards acceptance of
the new situation, as this represents the most appropriate
psychological reaction to a chronic disease and is the final
phase in the evolution of the individual's attitude to the
disease.
Find a Support Group Near You! Looking for an arthritis
support group? Good news! There are hundreds of arthritis
support groups in the United States. Explore the map below
to find an arthritis support group near you!
Newsletter Newsletter (April edition) where you can find the
latest news about our activities:
Support Group Center The more knowledgeable and
connected patients can be, the more empowered they become
about their health care.
Find a Physician For many newly diagnosed patients, finding
a doctor who understands sarcoidosis can be difficult — the
FSR Physicians’ Directory can help.

http://www.espondilo
artritisaxial.org/recome
ndaciones-gabinetepsicologico

https://creakyjoints.org
/helpresources/arthritissupport-groups/
http://www.eular.org/
myUploadData/files/e
Breakthrough%20issue
%2012%20Apr%202016
%20final.pdf
https://www.stopsarco
idosis.org/awareness/fi
nd-a-support-group/
https://www.stopsarco
idosis.org/awareness/fi
nd-a-physician/
https://www.inspire.co
m/groups/stopsarcoidosis/

Foundation for Sarcoidosis
Research

Online Support Community Foundation for Sarcoidosis
Research support group and discussion community

Fundación Me Muevo

Arthritis Chile Fundación Me Muevo starts Artritischile.cl, a
community that seeks to bring together all groups and groups
associated with rheumatoid arthritis in the country and
represent an international platform called HealthUnlocked.

http://www.memuevo.
cl/artritis-chile/

International Federation for
Psoriasis Associations

IFPA national and regional members

http://www.ifpapso.com/web/page.asp
x?refid=43

International Foundation
for Autoimmune Arthritis
(IFAA)

International Pain
Foundation

International Still's Disease
Foundation

Media Awareness Hotline. Any false or incorrect
information published or broadcasted about the
autoimmune/auto-inflammatory arthritis and associated
diseases can be reported to IFAA's Media Awareness Hotline
for further investigation.
POP for PAIN POP for PAIN with hashtag #painPOP by the
Power of Pain Foundation/International Pain Foundation.
This is an ongoing project that we invite you to participate
and/or donate to either spread continued awareness and
advocacy efforts or assist in educational funding for nerve
pain diseases, syndromes and conditions
Discussion Board Speak with other Still’s patients and get
tips on how to cope with your disease, talk with your doctor,
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http://www.ifautoimm
unearthritis.org/mediaawareness-hotline.html

https://powerofpain.or
g/painpop

http://www.stillsdiseas
e.org/index.php/forum
50

Joint Health/Arthritis
Consumer Experts

Joint Health/Arthritis
Consumer Experts

Joint Health/Arthritis
Consumer Experts

Lupus UK
Lupus UK

talk about current treatment plans (what’s working and
what’s not), etc. Be sure to register at the top right of our
webpage in order to join the conversation!
JointHealth™ shareables Whether it is with an infographic,
video, or text, ACE looks for new ways to share arthritis
information in a way that is interesting and easy to
understand for our members, subscribers and visitors. Our
new program, JointHealth™ shareables, presents important
health issues in one easy-to-navigate page. Please share this
content with your colleagues, friends and family.
JointHealth™ podcasts JointHealth™ podcast programs are
an innovative way to learn about arthritis. Each program
provides the listener with interesting and important arthritis
information on topics ranging from arthritis research to
effective and safe exercise for people living with arthritis.
JointHealth™ podcasts feature interview-style conversations
with leading Canadian rheumatologists, arthritis research
scientists and consumer advocates.
JointHealth™ workshops The JointHealth™ workshop
program includes on-line and in-person slide presentations
and web-based videos designed to give people with arthritis
access to the latest information about different aspects of
arthritis. Workshops will cover a wide range of topics, and
are presented by leading researchers, rheumatologists, and
advocates for people with arthritis.
We have Regional Support Groups in the UK who organise
meetings and events. People are able to find their closest
group here
We also have an online forum for people to chat with one
another; it includes members from all around the world.

/main-discussionboard/

http://jointhealth.org/
programsjhshareables.cfm?locale
=en-CA

http://jointhealth.org/
programsjhpodcasts.cfm?locale=e
n-CA

http://jointhealth.org/
programsjhworkshops.cfm?locale
=en-CA
http://www.lupusuk.o
rg.uk/regional-groupfinder/
www.healthunlocked.co
m/lupusuk
http://nass.co.uk/nassbranches/nass-nearyou/

National Ankylosing
Spondylitis Society

NASS Near You Local branches around the UK offering
regular guided physiotherapy sessions.

National Psoriasis
Foundation

NPF Patient Navigation Center The world’s first resource
and support center for psoriatic disease. Whether you’ve
been newly diagnosed or have lived with your condition for
years, our team of experts can help you find health care
providers, discuss treatments and get help with insurance.
We’ll work with you one-on-one to support your journey
towards a healthy life. Talk to people who care! Contact our
patient navigators to optimize your care, access treatment, get
emotional support.

https://www.psoriasis.
org/navigationcenter

National Psoriasis
Foundation

Talk Psoriasis Psoriasis and psoriatic arthritis support group
and discussion community

https://www.inspire.co
m/groups/talkpsoriasis/

National Psoriasis
Foundation

National Rheumatoid
Arthritis Society

Psoriasis One to One Are you newly diagnosed? Have
questions? Need to talk? Those recently diagnosed with
psoriasis or psoriatic arthritis often describe feeling lonely,
isolated and anxious at first. However, it doesn't have to stay
that way. Psoriasis One to One connects you with people who
have psoriasis and/or psoriatic arthritis. They have been
through what you are going through and are thriving.
Help for you There are many ways in which NRAS can help,
from being a friendly voice on the end of the phone, to
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https://www.psoriasis.
org/newlydiagnosed/one-to-one

http://www.nras.org.u
k/help-for-you
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campaigning to get your views heard. NRAS also runs a free
phone helpline, provides information through publications
and runs NRAS Groups around the UK.
National Rheumatoid
Arthritis Society

Emotions, Relationships and Coping With RA The NRAS
offers a variety of resources to address the effect an RA
diagnosis has on patients and their relationships.

http://www.nras.org.u
k/emotionsrelationships-andsexuality

Relapsing Polychondritis
Advocacy and Support
Foundation

RP Support Group We the foundation members have created
this page for all of you; fellow Rper’s, family members,
friends, rare disease and chronic illness sufferers alike. In our
movement for awareness and continual education and
support in helping to conquer this disease.

http://www.polychond
ritis.org/support/

Sjögren's Syndrome
Foundation

Sjögren's Syndrome Support Groups

Sjögren's Syndrome
Foundation

Support Information for Loved Ones As a family member or
friend of a Sjögren’s patient, you are concerned for your loved
one and we know you want to learn more about Sjögren’s

Spondylitis Association of
America

U.S. Pain Foundation

WEGO Health

WEGO Health

WEGO Health

WEGO Health

WEGO Health

Connect with Others Living with Spondylitis SAA offers
Support Groups all over the country, free online Message
Boards, Seminars and Webinars, active online communities
on Social Networks like Facebook, and more.
Heroes of Healing With over 100 million Americans looking
for medical validation, Heroes’ mission is to support and
inspire one another through the recovery process. An online
support group, this community offers an opportunity for
caregivers or those with pain to connect in a safe, secure
space.
WEGO Health Roundtables It is great to connect with your
community online but we know being able to speak with
other leaders in your community on topics you care about can
add a whole new layer to the topics you're passionate
about. Join us for an informal discussion where you'll have
the chance to share your tips, your favorite resources.
Volunteer Want to become more involved? We’re always
looking for new voices for our twitter chats, blog posts,
Facebook chats and more! Reach out to our Patient Influencer
Network Director, Julie Cerrone
WEGO Health Blog Make sure to follow our blog for the
latest news on patient influencers, what communities are
doing across the online health space and more! If you’d like to
write for our blog, or showcase your activism, make sure to
reach out to our Patient Influencer Network Director, Julie
Cerrone juliec@wegohealth.com
Twitter Chats Occur the 1st Tuesday of Every month from 34pm EST. Join us on twitter #HAChat @WEGOHealth
Facebook We love to share our patient’s content on our
Facebook pages. If you’re a member, make sure you’re
sending us your content and any promotional activities or
events you have going on. We’d love to help you spread the
word.
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http://www.sjogrens.or
g/home/getconnected/supportgroups
http://www.sjogrens.or
g/home/aboutsjogrens/family-andfriends
http://www.spondyliti
s.org/Connect-WithOthers

www.heroesofhealing.c
om

http://lps.wegohealth.c
om/wh-roundtable/

juliec@wegohealth.com

http://blog.wegohealth
.com/

http://tweetchat.com/?
prefill=Hachat
https://www.facebook.
com/wegohealth
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DISEASE MANAGEMENT RESOURCES
Organization

American Autoimmune
Related Diseases
Association

Description
Adolescents and Chronic Illness Although children and
adolescents may experience many of the same problems living
with chronic illness that adults do (such as pain, other physical
symptoms, or medication side effects), certain problems are
more exclusive for adolescents. This article will address a
sampling of the problems that may affect adolescents with
chronic illness. Rarely will an adolescent with chronic illness
experience every psychological consequence of a chronic
illness; however, it’s important for everyone involved- parents,
friends, educators and healthcare professionals- to be aware of,
and sensitive to, these difficulties.

American Autoimmune
Related Diseases
Association

Biologics vs Biosimilars This report discusses the differences
between these types of drugs, and the issues that arise as a
result.

American Behcet’s Disease
Foundation

Behcet's affects various organ systems, therefore it's important
to coordinate treatment and monitor care. Various drugs are
used to treat BD, but there is no FDA approved drug to treat
Behcet's Disease.

American Behcet’s Disease
Foundation

Patient Driven Doctor Registry Locate a doctor in your area

Arthritis Foundation

Arthritis New Zealand

CreakyJoints

Foundation for Sarcoidosis
Research

Arthritis Foundation's Digital Better Living Toolkit This
powerful resource will help you better understand your
disease and take control of managing your arthritis. Get
information, tips and tools that will help you work with your
doctor to develop the best treatment plan for your unique
needs, so you can continue to enjoy the things that are most
important to you.
The Arthritis New Zealand Self-Management Program The
Arthritis New Zealand Self-Management program is for
anyone living with the pain of Arthritis to support Awareness,
Confidence & Motivation for effective pain management. This
is a three week course that runs for 2 hours each week.
Understanding RA Disease Progression: Signs, Symptoms
and Management Strategies Each person with RA is unique.
The disease can vary greatly from person to person. Though
some people have periods of long remission and some have
symptoms that come and go, most people with RA have
progressive disease. This means their RA gradually and
consistently worsens over time.
Find a Physician For many newly diagnosed patients, finding
a doctor who understands sarcoidosis can be difficult — the
FSR Physicians’ Directory can help.
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Link

http://www.aarda.org
/wpcontent/uploads/2013/
11/Adolescents-andChronic-Illness.pdf

http://www.aarda.org
/wpcontent/uploads/2015/
02/BiologicsBiosimilarsBookletFINAL.pdf
http://www.behcets.co
m/site/c.8oIJJRPsGcISF
/b.9145379/k.FED2/Tr
eatment.htm
http://www.behcets.co
m/site/c.8oIJJRPsGcISF
/b.9145381/k.C6A1/D
octor_Registry_8211_Fi
nd_a_Doctor/apps/kb
/cs/contactsearch.asp

http://www.arthritis.o
rg/toolkits/betterliving/

http://www.arthritis.o
rg.nz/information/trea
tmentmanagement/arthritisnew-zealand-services/
https://creakyjoints.or
g/arthritis101/rheumatoidarthritis-diseaseprogression/
https://www.stopsarco
idosis.org/awareness/f
ind-a-physician/
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Foundation for Sarcoidosis
Research

International Alliance of
Patient Organizations
(IAPO)

International Foundation
for Autoimmune Arthritis
(IFAA)

Physician's Treatment Protocol Developed by FSR’s Scientific
Advisory Board, this tool guides physicians in making
diagnosis & treatment decisions.
Biological and Biosimilar Medicines: An Information and
Advocacy Toolkit for Patients' Organizations This toolkit
provides patients’ organizations with up-to-date, evidencebased information on the science, technology and regulatory
information relevant to biological and biosimilar medicines, as
well as tips on advocacy. It is available in English, Spanish and
Portuguese. Additionally, for patients in Latin America, a
resource on biological and biosimilar medicines created for
patients, the organizations who represent them and those who
want to understand more about how these issues affect them
https://www.iapo.org.uk/iapo-americas
Wellness Education The first step to managing your
Autoimmune Arthritis is to understand the nature of your
disease. Perhaps the most important thing to understand is
autoimmune arthritis diseases start internally and the pain felt
is inflammation that, over time, can cause irreversible and
permanent damage. Autoimmune Arthritis can be
manageable, but finding the right combination of therapies
and wellness options for you can be a challenge. We aim to
help you work through it.

International Pain
Foundation

Doctor Pain Description This sheet offers a helpful guide to
better explain your pain so that your doctor understands.

Lupus and Allied Diseases
Association

Medical Information Sheet for Records Fill in and print/save
your personal medical information. Must have Word.

Lupus UK

Our range of publications cover some aspects of disease
management

National Ankylosing
Spondylitis Society

Medications used to treat AS

National Data Bank of
Rheumatic Diseases

National Psoriasis
Foundation

RheumMD Resource for questions and comments from
patients and physicians about various rheumatic diseases.
NPF More Than Skin Deep. Annual More Than Skin Deep
events give you the latest information to take control of your
disease. Come to this FREE event which features leading
dermatology experts presenting strategies for managing
different types of psoriatic disease, current and upcoming
treatment options to improve your control, the latest research
and what it means to you, stories from local people living with
psoriasis and psoriatic arthritis, exhibits, Q&A session and a
social hour

National Psoriasis
Foundation

Be Joint Smart A FREE event to help you manage psoriatic
arthritis pain and get moving

National Psoriasis
Foundation

Health Webcasts Health webcasts arm you with the
information you need to live well with psoriatic disease.
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https://www.stopsarco
idosis.org/awareness/
physicians_guide/

https://www.iapo.org.
uk/biosimilars-toolkit

http://www.ifautoimm
unearthritis.org/wellne
ss-education.html

https://powerofpain.or
g/media/HOW-TODESCRIBE-YOURPAIN-TO-AHEALTHCAREPROFESSIONAL.pdf
http://www.nolupus.o
rg/LADAPersonalMedi
calInformation.doc
http://www.lupusuk.o
rg.uk/publications/
http://nass.co.uk/abou
t-as/living-well-withas/medication-for-as/
www.RheumMD.org

https://www.psoriasis.
org/MTSDEvent

https://www.psoriasis.
org/events/educationa
l/be-joint-smart
https://www.psoriasis.
org/webcasts
54

National Rheumatoid
Arthritis Society

National Rheumatoid
Arthritis Society

Relapsing Polychondritis
Advocacy and Support
Foundation

Sjögren's Syndrome
Foundation

Spondylitis Association of
America

Spondylitis Association of
America

U.S. Pain Foundation

Leading experts will provide you with the tools to reduce
pain, inflammation and itching, clear your skin, keep joints
loose, better understand future treatment options by knowing
what's being tested in clinical trials, and decrease your risk of
related conditions like heart disease, diabetes and depression
How is rheumatoid arthritis (RA) managed? Information
relating to treatment, symptom control, exercise, foot health,
oral health and other RA management guidelines.
Know your DAS: App (Mobile and Tablet) Rheumatoid
Arthritis Management Tool Disease Activity Score (DAS) is
an assessment used by clinicians to measure rheumatoid
arthritis (RA) disease activity, to determine whether the signs
and symptoms have reduced or stopped, and if treatment
needs to be adjusted.
Clinical Review This page supports physician awareness and
access to timely resources of safe and effective diagnostics and
treatments for patients with Relapsing Polychondritis. It is
intended as a quick clinical overview for your use if you are
unfamiliar with the disease.
Patient Written Self-Help Book The Sjögren’s Syndrome
Foundation is proud to provide this patient-written Sjögren’s
Self-Help booklet. This is the third edition of this informational
publication.
Free Webinars & Live Seminar Recordings Learn about
spondylitis treatment and management from the experts in the
field. Browse our library of quality recorded educational
programs - Free!
Medications & Other Treatment Options Spondylitis
treatment includes medications, exercise and / or physical
therapy, good posture practices, and other treatment options
such as applying heat/cold to help relax muscles and….?
Pain Medicine 411 The mission of Pain Medicine 411 is to
provide current, comprehensive, non-biased information
about all types of medications intended for pain relief, both
prescription and over-the-counter, so that people with pain
and their caregivers can work with healthcare providers to
make educated decisions about the use of these medicines in
their care plans.

http://www.nras.org.u
k/how-is-ra-managed-

http://www.nras.org.u
k/DAS

http://www.polychon
dritis.org/clinicalreview/
http://www.sjogrens.o
rg/home/aboutsjogrens/living-withsjogrens
http://www.spondyliti
s.org/Connect-WithOthers/Semina
http://www.spondyliti
s.org/Learn-AboutSpondyloarthritis

www.painmedicine411.
org

Vasculitis Foundation

Educational Articles on How to Manage Vasculitis An array
of articles providing advice on disease management

http://www.vasculitisf
oundation.org/educati
on/education-articles/

Vasculitis Foundation

Find a Doctor One of the most heavily visited web pages on
the Vasculitis Foundation’s features a valuable service for
anyone who has ever tried to find a doctor or clinic
specializing in vasculitis. Called, “Find A Physician,” the web
page has a map with locator markers indicating where
vasculitis centers, and specialists, are located. Simply click on
the red dot and you will see the name of the institution, or
physician with complete contact information. Since it debuted
in August 2015 more than 15,000 people have visited this page
and accessed the information.

http://www.vasculitisf
oundation.org/map-2/
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RESEARCH RESOURCES
Organization

American Behcet’s Disease
Foundation

Arthritis Foundation

Arthritis National Research
Foundation

Arthritis National Research
Foundation

Arthritis National Research
Foundation

CreakyJoints

European League Against
Rheumatism (EULAR)

Foundation for Sarcoidosis
Research

Description
Research/Clinical Trials The U.S. National Institutes of
Health (NIH) has created a free registry and results database
of publicly and privately supported clinical studies of human
participants conducted around the world. Once you've
arrived at the NIH page, enter Behcet's Disease (or any
disease) on the red "Search for Studies" section to access the
clinical trials results.
Arthritis Foundation: Path to a Cure Learn more about the
Arthritis Foundation’s scientific strategy and research
program.
Does lncRNA explain inflammation? “My research has
focused on early immune responses that are critical to
fighting infection and repairing tissues,” says Susan
Carpenter, PhD, Assistant Professor of Molecular, Cell and
Developmental Biology at the University of California,
SantaCruz. “If this response gets disrupted, it can lead to
chronic inflammation, which lies at the heart of a large
number of conditions, including arthritis."
New Ways To Grow Cartilage Exciting new research is
looking at repairing our joints from the inside instead of just
replacing them. Getting molecules to respond correctly and
repair our joints with our own cells is exciting and novel
research.
Can Intestinal Bacteria Cause Rheumatoid Arthritis? This
new and cutting-edge research examines what triggers RA
and how we might prevent the trigger from occurring.
Getting us one step closer to finding a cure!
Arthritis Power & Patient-Reported Outcomes (PRO) If you
keep track of what’s going on in the world of medical
research (as many people living with arthritis do), you’ll have
heard of Patient Reported Outcomes (PRO), the thrust of
which boils down to this: You effectively measure the
progress of a disease by asking patients how they feel from
one day to the next.
Patient Research Partners EULAR has recognized the pivotal
role of patients in the development of recommendations for
the management or diagnosis of rheumatic and
musculoskeletal diseases. Patient representatives should
engage with researchers to help improving methodology and
research outcomes, to give credibility to the results and to
acknowledge the fact that for normative reasons patients
should have a say in health care and health research when it
is expected that decisions in these areas will have an impact
on their daily life. Today, it is common practice for EULARs
task force leaders to involve one or two patient research
partners in their projects. For more information please visit
our site.
FSR Patient Registry This IRB-approved and HIPAAcompliant study puts patients at the forefront of research! The
registry an online and user-friendly survey that patients
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Link
http://www.behcets.co
m/site/c.8oIJJRPsGcISF
/b.9250069/k.64AB/Re
searchClinical_Trials.ht
m
http://www.arthritis.or
g/arthritis-cure

www.http://www.cure
arthritis.org/lncrnainflammation/

www.CureArthritis.org
/new-ways-to-growcartilage/
www.CureArthritis.org
/intestinal-bacteriarheumatoid-arthritis/

https://creakyjoints.org
/research-hub/arpower-is-your-power/

http://www.eular.org/
pare_patient_research_
partners.cfm

https://fsrsarc.patientcrossroads.o
rg/
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complete to share their experience with sarcoidosis with
researchers. As more patients register, more data becomes
available to help researchers better identify the extent,
trajectory and impact of sarcoidosis and guide them in
finding a cure.
Clinical Trials Network The FSR Clinical Studies Network
brings together an international consortium of worldrenowned medical institutes and researchers for
unprecedented collaboration in studies and drug trials
toward the treatment of sarcoidosis. Fully funded by the
Foundation for Sarcoidosis Research, this network is
collaborating on studies, testing the efficacies of treatment
approaches, measuring the impact of re-purposed drug
treatments, and rapidly screening new promising compounds
that emerge from biomedical research.
Initiatives FSR recognizes the path toward medical
advancements in sarcoidosis involves multiple approaches.
We serve as the center or the Hub of the Sarcoidosis Research
Ecosystem, creating linkages and sharing resources with all
stakeholders.
Patient Centered Research IFAA is the leading organization
for patient-involved research opportunities. We are building
relationships to work with a variety of researchers
(universities, government), pharmaceutical companies, and
public companies to build the patient voice early in the
research process.
These opportunities can range in time commitment, potential
rewards/payment, and type of research (online, in person
focus groups or clinical trials, etc). We are patients
connecting patients to research. Sign up and we will follow
up soon with additional information!
A Community Team (ACT): Redefining Research The ACT
project, winner of the 2015 Celgene Innovation Impact
Awards, offers a new platform and protocol that brings
patients to the conversation with researchers and
(pharmaceutical) industry to initiate discussions early in the
drug discovery environment so that research ideas and
dollars spent will better reflect patients' needs. It also enables
patients who are usually unable to participate in research
discussions, due to disease limitations and/or the inability to
travel, to contribute through a flexible virtual platform.
Early Symptoms of Autoimmune Arthritis The Early
Symptoms of Autoimmune Arthritis Study aims to address
the following equation: Early Detection + Early Referrals +
Early Diagnosis + Early Treatment = Better Chance for
Remission.
iPain Surveys Online patient interaction survey for selfreported stories. To assist in sharing the physiological
phenomena of living with chronic pain. Awareness to the
public for a better understanding of how society can assist
with helping the pain community engage mindfully.
Adult-Onset Still’s Disease: A Circadian Cytokine
Syndrome? By Dr. John Cush: There is no diagnostic test or
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https://www.stopsarco
idosis.org/research/clin
ical-studies-network/

https://www.stopsarco
idosis.org/research/init
iatives-2/

http://bit.ly/28T3Bvl

http://www.ifautoimm
unearthritis.org/actredefining-researchproject.html

http://www.ifautoimm
unearthritis.org/earlysymptoms-ofautoimmunearthritis.html
https://powerofpain.or
g/surveys
http://www.stillsdiseas
e.org/index.php/stills57
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pathognomonic histopathology and thus, the diagnosis of
AOSD is often problematic. Early reports diagnosed AOSD in
patients with long standing history of fever, arthritis and
multiple systemic complaints. A large proportion of
documented patients have suffered from extended delays in
diagnosis due to protracted, expansive and often costly efforts
to exclude occult infections or neoplasms. By contrast, AOSD
is now considered after several week so in the evaluation of
undiagnosed fever and rheumatic complaints. AOSD remains
a painstakingly difficult clinical diagnosis, largely because of
its rarity, protean manifestations and a lack of pathognomic
features or diagnostic tests. This review will acquaint the
clinician with this syndrome and provide an approach to
these problems based on personal experience and information
from the world’s literature.
Is Still’s Disease an Auto-inflammatory Syndrome?
Systemic juvenile idiopathic arthritis (sJIA), formerly called
Still's disease, is officially classified as a subset of juvenile
idiopathic arthritis (JIA). Beside arthritis, it is characterized by
prominent systemic features and a marked inflammatory
response. Even if it is still included in the group of juvenile
arthritides, sJIA is set apart from all the other forms of JIA.
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Participating in Clinical Trials An introduction to clinical
trials and glossary of terms.

Lupus UK

We regularly post the results of new research studies and
trials on our Facebook page

Lupus UK

We currently publish results from all research funded by
LUPUS UK in our News & Views Magazine for our members
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The Arthritis Internet Registry (AIR) The Arthritis Internet
Registry (AIR) is groundbreaking study to use the power of
the internet to create a community of arthritis patients for
discovery research. AIR recognizes the importance of research
to improve the lives of arthritis patient
Lupus Registry Most people with Lupus (SLE) get their
medical care from their primary care physician or
rheumatologist. Yet, most research about lupus is performed
in university centers where only a small minority of people
get their care, and almost no research about lupus involves
the majority of people who have the condition. However, the
NDB research project addresses lupus as it commonly occurs
or what we call, "Lupus in the Community"; (SLEC). People in
this wider community may have lupus that is different and
may experience outcomes that are different from what are
seen at university centers.
NDB Research Library The NDB Research Library includes
the research produced by NDB collaborators with the NDB
data provided by patients.
Citizen Scientist: You’re the Subject and the Scientist Who
knows more about psoriatic disease than the people who live
with it every day? If you’ve been battling psoriasis and/or
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relatedarticlesinfo/drcush-adult-onset-stillsdisease/

http://www.hindawi.c
om/journals/iji/2012/4
80373/

http://www.nolupus.o
rg/LADAClinicalTrials
Booklet.pdf
www.facebook.com/lu
pusuk
http://www.lupusuk.o
rg.uk/news-viewsmagazine/
http://nass.co.uk/nass
/en/research/
https://www.arthritisresearch.org/joinresearch/arthritisinternet-registry

https://www.arthritisresearch.org/joinresearch/joining-ndbresearch-lupus

https://www.arthritisresearch.org/research/r
esearch-library
https://www.psoriasis.
org/citizenpscientist/w
elcome
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psoriatic arthritis, we’d like to give you a whole new weapon:
become a Citizen Pscientist! Citizen Pscientists are people
with psoriatic disease, linked in the first-ever global online
research network.
Take part in research to help raise awareness and improve the
care for people with RA
Sjogren's Research It is because of your generous support
that the SSF is able fund talented researchers and expand the
Foundation's research program. We strive to foster research
that will have the greatest potential impact on Sjögren's
patients, ensuring new therapeutics are developed and a cure
is found.
SAA's News Magazine: Spondylitis Plus Visit our archive of
one-of-a-kind articles with in-depth focus on various aspects
of spondylitis.
Research & Treatment Institutions Worldwide The
Vasculitis Foundation is committed to educating patients,
family members and the general public about vasculitis
Truvio studies Launched in 2013, Truvio is a mobile research
platform created by WEGO Health. It's a simple, convenient,
and fast approach to being heard and sharing your insights.

WWW.WORLDAUTOIMMUNEARTHRITISDAY.ORG

http://www.nras.org.u
k/research
http://info.sjogrens.org
/conqueringsjogrens/topic/research
http://www.spondyliti
s.org/Learn-AboutSpondyloarthritis
http://www.vasculitisf
oundation.org/educatio
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http://lps.wegohealth.c
om/truviosignup-1/
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