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WHAT’S ON THE COVER?

Here we share scenes from the set of our
“Back in Action, Again” exercise video
shoot, and dedicate this issue to the
memory of Laurie Savage.
Pictured are: In the main image, from top
right: Tami, Alejandro, Rob, Susan, and
Joe (from the Strength segment.) Also
pictured are participants from the Yoga
segment (bottom left image), and the
Stretch segment (bottom right image.)

Annual subscriptions are free with SAA
membership. Content is for informational
purposes only. SAA does not endorse or
recommend any medications or products
for spondyloarthritis, and always advises
that you seek the counsel of a physician
before initiating any treatment for
spondyloarthritis.

SAA SPOTLIGHT - GUEST COLUMN

By Michael H. Weisman, MD
Chairman, SAA’s Medical and Scientific Advisory Board
It is a great pleasure to serve as Chairman of the Medical and Scientific
Advisory Board (MSAB) of the Spondylitis Association of America. When
I was asked to take on this role, I thought about what my obligations would
be, or more appropriately what the obligations are of anyone who serves on
this board. How will we be judged?
We are advisory, of course, and we serve at the pleasure of the Board of
Directors. Therefore, we are expected to provide our most experienced and
unbiased opinions and deliver work products to help SAA achieve its mission
relative to the scientific and patient care issues facing the organization. Just
how do we do this? From my own career perspective as an academician and
clinical scientist, we have been evaluated in the past by our roles in academia
where often we are rewarded by “being right.” As members of the MSAB,
we work in a community of diﬀerent needs and perspective, and thus we
need to be diﬀerent – we need to “do the right thing,” instead.
Why is this concept so important? I think of the memory of my dear friend,
Laurie Savage, who always reminded us - in words and her deeds - the
importance of remaining razor focused on the mission of the SAA and
the patient’s perspective. Whenever a decision needed to be made about
allocation of funds, or priority assignment of resources for scientific or
educational purposes, Laurie kept our focus on the patient. What was most
important and beneficial for the community we serve? That was always our
guiding light. That IS our guiding light.
We know that Cassie shares the same passion for focus on mission and our
community. One of the first things Cassie did upon coming on board was
creating and guiding staﬀ in the implementation of the first ever Global
Spondyloarthritis Summit. Providing patient access to up to date, quality
information and state of the art educational opportunities have and will
continue to remain a core area of focus.
New research programs and projects have been and will continue to be
designed with Cassie’s support to fill specific gaps in basic, clinical, and
translational science, but here too - the focus has to remain on the patient.
The MSAB will play an important advisory role here as well, always doing
the right thing.
Hence, the obligations of an MSAB member and Chairperson seem clear to
me – ensuring the patient’s needs are always at the forefront in the guidance
we provide on research priorities and scientific explorations.
We’ve got big things coming and more work to do. Are you up for it?

Michael H. Weisman, MD
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As someone living with AS, I feel I need
a doctor who will treat the whole body. I
walk into my rheumatology appointment,
and my joints are treated. However my
heart, lungs, bowels, diet and nutrition
are not even considered. Neither are pain,
or my fatigue and exhaustion, or potential
medication side eﬀects and risks.
How can we as patients find
rheumatologists who help with other
potential AS related issues as well? Who
treat and see the whole patient? Who
keep an eye on potential issues and refer
out to specialists if needed?
~ Susie C.
El Cajon, CA
Editor’s Note: Thank you, Susie, for
giving voice to this important issue.
We at SAA strongly believe that
rheumatologists SHOULD strive to
treat the whole patient. Keeping an eye
on potential spondyloarthritis related
issues and referring as needed, as well
as addressing known related conditions
and complications (such as pain and
fatigue, as well medication related
complications) SHOULD be addressed
by the physician most responsible
for treating spondyloarthritis – one’s
rheumatologist.
Of course SHOULD doesn’t always
equate to DOES, and we’re sorry to
hear that this may be the case with
www.spondylitis.org

you. If seeking care elsewhere is an
option, we would like to offer our
Patient Recommended Rheumatologist
Directory for your review. I am sending
you a copy personally, but would like to
let our readers know that it is located
on our website, at spondylitis.org/
Rheumatologist-Directory. We sincerely
hope that soon you will have the care
you seek and deserve. In the meantime,
we are here to provide information and
support.
It was with great sadness I read of the
passing of Laurie Savage, SAA’s former
Executive Director. She was such an
inspirational lady, always kind and
courteous in her replies to my many
queries. Over the years my colleagues in
Victoria and Queensland, Australia and I
had been in touch many times to exchange
articles for our AStretch newsletter.
We always found SAA’s Spondylitis Plus
magazine and website so informative and
a forward thinking guide for our own
activities and directions. In fact, I was so
inspired by the “Message Boards” forum
provided by SAA, to ask questions to
medical advisors in 2007, I suggested we
provide this service at our national peak
body, now Musculoskeletal Australia
(formerly Arthritis Victoria).
The management team and board were
delighted with the suggestion, discussed
at the Consumer Advisory Board meeting

of which I was a member and initiated
an “Arthritis / MSK Helpline.” This
telephone service, staﬀed by registered
nurses trained in musculoskeletal diseases
and Australian healthcare systems, still
operates today to provide people with an
opportunity to find help.
We have lost a great leader; however, her
initiatives, her support of spondyloarthritis
research, and importance placed on
working with musculoskeletal health
professionals will always be a shining
light.
Kindest regards,
Annie McPherson
President, Ankylosing Spondylitis
Victoria Inc.
Chair, Musculoskeletal Australia:
Consumer Advisory Board.
LETTERS TO THE EDITOR

We want to hear from you! Send your
thoughts, questions, opinions, and rebuttals.
Please send letters to:
Elin@spondylitis.org
Letters to the Editor/SAA
16360 Roscoe Blvd, Suite 100
Van Nuys, CA 91406
Please note that we reserve the right to
edit for space and clarity.
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IN MEMORIAM
A Tribute To

Laurie Savage

♥

As many of you know by now, we lost our dear friend, and SAA’s former Executive
Director, Laurie Savage, to cancer on December 30th of last year. We shared the
news of her passing in January though an email to our community, as well as on
social media, inviting people to send in their memories of Laurie. The response was
completely overwhelming and we remain in awe of the impact Laurie had on our
community. On those who knew her well, and those who did not.
Below we share some of the memories and sentiments sent in to us, as a tribute to her.
Thank you, Laurie. Spondylitis will never be the same again. And neither will we.
Thank you for the notification about Laurie Savage who
was such a SPARK for and so devoted to the Spondylitis
Association. I regret that she was unable to win the battle she
fought so hard against cancer, but am glad she no longer suﬀers
and is at last free of the fight and the pain.
Laurie had genuine compassion for Spondylitis patients
though she was healthy until she had the bad luck to meet up
with the cancer villain, which she heroically fought with such
little complaint and such vigor. She was one in a million and
we were most fortunate to have her in our corner. She was an
amazing trooper and an example to us all on how to live life
to the fullest under all circumstances. My condolences to her
family and friends.
~ Susan Ennis Stehn
Thank you for sharing the news. I feel I have lost someone I
know personally although I only know her through her letters
in the quarterly publications from SAA.
~ Vicky Mazanec
I am very sad to hear of your loss. I did not know Laurie,
but no doubt have benefited from her dedication. Your work
touches many people all over the world and eases fear at a time
when most are at their lowest. May you all find peace in the
knowledge that you had time with each other in a bigger thing,
making the world a brighter place. It says a lot about character
and in the wider view, humanity. My deepest sympathies to her
family and friends, and colleagues. Hugs,
~ Angela Legge, Brisbane Australia
So terribly, terribly sad … Laurie was a wonderful human being
and an amazing resource for those of us in the AS community.
I will miss her upbeat attitude and the adventurous spirit that
showed in all of her communications. Praying … for her, for
her family, and for the mission to which she was devoted.
4

Things are better for those of us with ankylosing spondylitis
because Laurie lived.
~ Debbi O’Reilly
I met Laurie in 1998 when she and Jane came down to San
Diego to discuss a little web project for the Spondylitis
Association of America. Over the next twenty years(!) we
shared many conversations, meetings, emails, projects, and
stories. She was always interested in what was going on with
my life, travels, business, and family. It was too easy to go oﬀtopic with travel plans, hobbies, food recommendations, and
all the fun stuﬀ. Laurie was wickedly smart in business with a
knack for cutting through the layers of any problem to focus on
what was truly important. She was a client, then a colleague,
and soon a friend. I’ll miss her a lot, especially the smile I could
hear behind every conversation. I’m grateful for the chuckles
we shared over silly things like ordering a vegetarian sandwich
with bacon for lunch. In her last email to me she closed with,
“We all make a diﬀerence,” and we all know her impact was
much more profound than most of us can hope for. I send my
deepest condolences to the SAA and Laurie’s family.
~ Jonathon Book
Laurie was my boss, my mentor and my friend for many years
at SAA during my time there. She was one of a kind! A true
advocate for all those impacted by spondyloarthritis, who never
stopped working on behalf of the Spondylitis community. She
will be missed. My love and prayers are sent to her family,
including the staﬀ at SAA.
~ Melissa Velez
Thank you SAA for letting your membership know of
the passing of Laurie. I am but a simple member of your
organization. But I read many an Editor’s Letter written by
wonderful Laurie, and knew little of her accomplishments
as a researcher, mother, grandmother, airplane pilot and
Spring 2019
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compassionate person of service. I am very sad to hear of
her passing, for we have lost yet another “light worker” in
our world that so is in need right now of such individuals.
Thank you for the work you continue to do for us. Even
though I do not have Spondyloarthropathy (I have dealt
with back pain my entire life and was mis-diagnosed with
spondyloarthropathy) I continue to be a member of this
important organization. I understand Laurie’s mission and
SAA’s mission to help connect individuals with services so
they don’t feel isolated, and to keep the research flowing.
Thank you for sharing with her community; us, about her.
~ Nina Kaufman
We have known Laurie for several years and had many
interactions with her. She was a great asset to the Association.
She was readily available, always knowledgeable and caring.
We will miss her very much. Please give our condolences to
the family.
~ Ursula von der Ohe and family
I am so saddened to hear about Laurie’s passing. She was
instrumental in helping me with a particular problem I was
having years ago in securing a handicap parking permit.
Through her eﬀorts and letter writing, I was able to secure
this permit which absolutely improved my quality of life.
She was a tremendous advocate and champion for those
who suﬀer with AS and she will be surely missed.
~ Alex Best
I was so deeply saddened by the news of Laurie Savage’s
death. She was my guardian angel when my 25 year old
son was diagnosed with AS. Laurie was kind, loving,
intelligent and an incredible spark. She helped me and
my son through diagnosis, treatment and finally taking
ownership of his disease. I shall never forget what became
www.spondylitis.org

a friendship despite our 3,000 mile distance. Today my 37
year old son Alexander is the father of 2 children, happy
and in remission. I thank Laurie for giving us all education,
friendship, and most importantly, hope.
~ Susan James
I am so sorry to hear of this great loss. I spoke with Laurie
when I did a fundraiser for AS back a few years ago. She
will be greatly missed.
~ Brooke Forbes
What a great person she was and what a classy way to honor
her. Exceptional. I’m an old friend of SAA - we created the
logo back in the day. She was such a fine person.
~ Andrew Posey
So sad to hear of Laurie’s passing. She has been a blessing
to SAA. Peace and comfort to her family.
~ Laura Schafer
I am so sorry to know such a loved friend, and mentor has
passed.
~ Woodie Halvorson
Thank you so much for letting us know. My deep
condolences to Laurie’s family members and friends. Tears
are rolling down my face and I only knew Laurie a little bit
through SAA. She was so incredibly helpful and I got a real
sense of how special she was.
~ Janine Acevedo
The world is a much better place, including my own,
because of her! She will truly be missed, especially by those
in the SAA family. Godspeed Laurie.
~ Anonymous
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CONNECTING PATIENTS & PHYSICIANS
"Patient Perspectives" At The American
College Of Rheumatology Conference
By Gail Wright

W

hen I got the news from SAA
that ACR (the American
College of Rheumatology) was
looking for patient perspective abstract
submissions, I immediately jumped at the
chance to tell my story. The ACR annual
conference is the premier rheumatology
scientific meeting in the U.S., and having
an opportunity to present there is a big
deal. I wanted my story to help other
patients of course, but more importantly
to me, I wanted to help doctors better
understand the patient’s journey, and hear
a bit about living with SpA from this patient’s perspective.

“

The ACR annual conference
is the premier rheumatology
scientiﬁc meeting in the U.S., and
having an opportunity to present
there is a big deal.

”

I submitted my abstract and to my pleasure and surprise
they accepted it! Once my abstract was accepted, it
was quite easy to put together the poster and submit it
electronically. During the ACR conference in November, I
had the opportunity to meet other patients who also shared
their stories. I had a 30-minute time slot to present my story
and poster to the researchers, rheumatologists, and other
physicians attending ACR.
I have learned so much throughout my journey, but
perhaps the greatest lesson has been how to eﬀectively
communicate with my doctors. I’ve learned that to get
the treatment you need, you can’t be overly emotional at
doctor’s appointments. Understandably, when you are
at your lowest point, hurting, and scared, emotions are
typically running high and tears can flow at a moment’s
notice. However, at that moment you need to pull it together
and state how you are doing in 3-4 factual sentences. For
example, “I can stand for 12 minutes. I no longer grocery
shop - it’s too painful. I order groceries through a food
service. I order clothes online because I can’t go shopping.
I’m at 2,000 steps for the day and then I’m in pain,” will
eﬀectively get the point across to the doctor. In the past,
6

being overly emotional, breaking down and not verbalizing
my issues and needs have led the doctors to walk out of the
room and leave me sitting there alone, without help, still in
pain and no plan to move forward.
I’ve learned that while physical therapy is great, you have
to put the work in yourself to see results. After my rotator
cuﬀ repair, PT could only get me so far in my shoulder
recovery. I had to continue working on it to regain full
range of motion.
Additionally, I have found that being open and honest about
my disease and how I am doing allows my friends, family,
and colleagues to be supportive. I know this doesn’t work
for everyone, but it has worked for me. I am also beyond
lucky to have a husband who is 1,000% supportive. He has
been with me through the ups and the downs. He is my
guardian, advocate, partner and friend. Lastly, I joined, and
now co-lead a wonderful support group. Being in a room
of people who all truly understand and can be a source of
support and new knowledge – it’s such a powerful thing. If
you haven’t yet, JOIN A SUPPORT GROUP! We’ve got
your back.
Editor’s Note: ACR is again looking for patient perspective
posters! Learn more and begin the process on the American
College of Rheumatology website. SAA will happily sponsor
your submission. You can also contact us at Programs@
spondylitis.org to learn more.
Gail Wright leads the SAA Sponsored Spondylitis
Educational Support Group in Chicago’s Northwest
suburbs. To learn about her and other support groups, visit
us at Spondylitis.org/groups.
Spring 2019
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Cursed And
Gifted With AS
By Roz Tolliver

“

My lifelong nightmare was
over when I was diagnosed
with Ankylosing Spondylitis and
prescribed medication to help
prevent, instead of just treat,
my symptoms.

”

March 1, 2018—Yay! I have a chronic, debilitating,
painful, and incurable disease! My lifelong nightmare was
over when I was diagnosed with Ankylosing Spondylitis
and prescribed medication to help prevent, instead of just
treat, my symptoms. This happened 37 years after my first
symptom appeared, when I was a teenager, and almost 30
years after I began having chronic pain and other symptoms.
Although much of my pain began after very minor injuries,
I believe the chronic inflammation caused by AS was at the
root of my health problems.
It’s genetic, man: My father and youngest brother, both
named Rubin, had AS. My father’s symptoms began at age
18 with the first of many bouts of uveitis. He soon developed
unexplained knee and shoulder pain. In later years, he had
GERD, a hip replacement,
aortic valve disease, and
colon cancer. His spine
fused
completely
when he was in his
50s, and when he
was 76, he fell and
broke his neck in
five places. He
died at age 84
of a subdural
hematoma.

“Little” Rubin’s battle with
AS began with ulcerative
colitis,, which was initially
misdiagnosed as IBS. He also
had chronic back and neck pain
with very limited flexibility;
he appeared to be fused like our
father. Little Rubin eventually
developed primary sclerosing
cholangitis and bile duct cancer that I believe were
complications of AS, and he passed away at age 50--just six
months after our father died.
My story is similar to theirs, but like all AS patients, it’s
diﬀerent in its own way. The following is a timeline of my
journey with AS.
Fall 1981—First shot ﬁred: I was an active junior in high
school when I began having unexplained fatigue. I could
hardly get out of bed and had low energy during the day.
My father was an amputee who remained active despite
having only one leg, so he accused his able-bodied daughter
of being lazy. I soon found that nicotine and caﬀeine helped
me “manage” my fatigue, but after I gave them up many
years later, it got progressively worse.
May 1989—And so it begins: I enlisted in the navy, and
during boot camp I began having severe stomach pain and
chronic constipation that was diagnosed as irritable bowel
syndrome (IBS). I also developed breathing problems that
were diagnosed as asthma and moderate restrictive lung
disease. After boot camp, I twisted my back slightly but
developed persistent, severe pain that was diagnosed as
chronic mid-back strain. Just two months after I injured
my back, I hyperextended my knee and was diagnosed
with chronic right knee strain. I have dealt with chronic
breathing issues and bowel, back, and knee pain ever since.
After having two major injuries in my first six months
of active duty, I was placed on permanent light duty.
7
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Additionally, I was
considered unfit for ship
duty, so my seafaring
dreams were crushed. At
age 25, this was just the first
of many disappointments
caused by AS.
1992—Say hello
December 1992—
pain: One month
to a new pain
after my son was born, I felt
a sharp pain in my left hip that
shot down to my knee. I was
diagnosed with sciatica, which
the doctor said was likely caused
by the trauma of childbirth. I later
developed it on my right side, too.
Regular stretching helps, but I still
get flares several times a year that
hamper my mobility.
1998—Ah, my neck! I was rear-ended, and although the
damage to my car was very minimal, I developed severe
neck pain. I’d had no previous neck injuries, but there were
herniated discs in three places. The natural curvature had
straightened as well. The pain from that injury resolved, but
I still have unexplained damage to my cervical spine and
recurrent neck pain.
1999—Brace yourself: I started to get numbness, tingling,
and pain in both wrists and hands, which was diagnosed as
carpal tunnel syndrome. Shortly after, I was diagnosed with
gastroesophageal reflux disease (GERD), and years later,
with chronic gastritis. I reduced my digestive symptoms with
medication and dietary changes.
May 2000: After driving cross-country, my back pain flared.
The x-ray showed “sclerosis” of my sacroiliac joint: sclerosis
(thickening or hardening of bone) is how sacroiliitis, an AS
marker, can appear on an x-ray.
The doctor didn’t mention
this, but he tested me for the
HLA-B27 gene. When it
was negative, he diagnosed
me with sacroiliac joint
dysfunction. I received
the same treatment that
I’d received up until
that point: physical
therapy, NSAIDs,
and painkillers.
8

“

I was convinced now that I
had AS, but I remembered the
HLA-B27 gene issue, so I did some
research. I’m a black female,
and I was surprised to learn that
about half of African Americans
with AS don’t have the gene.
This wasn’t new information—it
was discovered in the 1970s—
but my doctors were apparently
unaware of it.

”

Fall 2008—Deterioration: My life had become a pattern
of manageable pain periodically interrupted by very painful
flares, but I was still able to work full time. Now a single
mother, I started working as an auto claims adjuster. Within
months of driving hundreds of miles a week, my neck, back,
and wrist pain flared up worse than they ever had. I was on
disability for almost two years, during which time my father
and brother died. After their deaths, I became afraid I had AS,
so I saw another doctor. This time, the x-ray of my sacroiliac
joint was “unremarkable,” and I was still HLA-B27 negative,
so he told me I didn’t have AS. He explained that my entire
spine had degenerative disc disease.
2010-2017—Voodoo doll:
Throughout these years, I
developed a variety of new symptoms. I got rib tenderness
and pain on my side, and unbeknownst to me, I also had
pubic symphysis (inflammation where the pubic bones meet),
so walking was very painful. In addition, I had unexplained
tennis and golfer’s elbow, as well as chronic heel pain that
was diagnosed as Achilles tendonitis. I became depressed
dealing with all these issues, and I’m sure my emotional state
worsened my physical symptoms.
During this eight-year period, I managed my pain with seven
joint surgeries and lots of injections into ten diﬀerent joints.
I endured these procedures because I couldn’t take NSAIDs
by mouth anymore. I did get diagnosed with fibromyalgia in
2014, but the treatment for it had no eﬀect on my joint and
digestive symptoms. I was getting progressively worse, and I
couldn’t figure out why.
Spring 2019
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“

I’ve learned to forgive the
people who haven’t been there
for me and truly appreciate the
angels who have

”

Not surprisingly, working full-time became impossible, so I
retired on disability in 2014. Fortunately, I managed to earn
my master’s degree in 2010, and started teaching English as a
Second Language to adults part-time after I retired. I love what
I do, and it’s been a great diversion.
2018—Sick and tired of being sick and tired: After nearly
30 years of chronic pain and digestive issues, I’d gotten used
to living with regular discomfort. However, I was growing
weary of the flares, which were occurring more often and
lasting longer (and now included debilitating fatigue and
feverishness). Even the stiﬀness in my back in the morning,
which used to be sporadic, had become a daily occurrence. It
was like the first day of the flu every single day. When I could
take it no longer, my only option was to go to the doctor for a
Toradol (an NSAID) shot.
I was also an emotional wreck. Relieving stress was diﬃcult. I
had no energy for exercise, and leisure activities I’d previously
enjoyed now increased my pain. I avoided social activities
because of anticipated pain, but I was also tired of being
housebound “socializing” through social media. Furthermore,
I was angry that although I was well-educated and experienced,
my health had killed my career and stifled my earning potential.
Worst of all, my disease had put a strain on my marriage and
revealed how unsupportive some of my friends and family
were. I was even called a hypochondriac. I became despondent,
and occasionally suicidal.
Fortunately, when I reached the end of my rope, there was…
Google. It started when I had a CT scan for an unrelated
condition. The report said I had sacroiliitis and osteitis pubis—
two diseases I’d never heard of. When I googled their causes,
Ankylosing Spondylitis was all over the search results. I was
convinced now that I had AS, but I remembered the
HLA-B27 gene issue, so I did some research. I’m
a black female, and I was surprised to learn
that about half of African Americans with
AS don’t have the gene. This wasn’t
new information—it was discovered
in the 1970s—but my doctors were
apparently unaware of it.
www.spondylitis.org

T o d a y —
Acceptance and
renewal: Armed
with knowledge
about
AS
and
determined to have
a thorough workup
this time, I found a
rheumatologist
who
didn’t think my symptoms
were “all in my head.” He
took my full history and
ordered imaging studies of
my entire spine. He diagnosed
me with AS as soon as he got
the test results. I was so relieved
that I just sat in my car after the
appointment and cried like a baby.
My first treatment was a biologic, which stopped working after
several months. Now I’m on my second biologic. Although I
still live with daily pain and fatigue, I’ve accepted my new life
and no longer feel hopeless about my situation.
I manage my disease with a balance of rest and exercise,
because too much of either one triggers pain. I stretch daily
and get regular massages. I’ve also found new leisure activities
to relieve stress. Best of all, I’ve learned to forgive the people
who haven’t been there for me and truly appreciate the angels
who have. I made it to this point with the support of my family
(my husband, Fonz; my children, Chynna, Xavier, Antonia,
and Dominique; and my cousin, Lucion); my students; and
my AS “family” on social media. I also have to give a shoutout to AS advocate Charis Hill, for being so supportive and
encouraging. She’s inspired me to join her in advocacy for this
awful disease.
AS has been a curse and a gift in my life. It’s broken me
physically over the years, but it’s also strengthened my resolve
to live life to the fullest. Today, I’m the best I’ve ever been.
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How Spondyloarthritis
Affects Quality Of Life
By James T. Rosenbaum, MD
Edward E Rosenbaum Professor of Inflammation Research
Chair, Division of Arthritis and Rheumatic Diseases
Oregon Health & Science University
Member of SAA’s Medical and Scientific Advisory Board
How much does spondyloarthritis aﬀect one’s quality of life?
I recently had the honor to present posters addressing this
question at the EULAR (European League Against Rheumatism)
meeting in Amsterdam, as well as at the American College
of Rheumatology meeting in Chicago. The presented studies
represented a collaboration with Lisa Pisenti of UCB and Gina
Park of Novartis along with Richard Howard of the SAA.
UCB and Novartis are pharmaceutical companies that make
medications that could benefit patients with spondyloarthritis
(SpA.)
Why did we do these studies?
There are many ways to assess the severity of spondyloarthritis.
Many readers have undoubtedly completed a BASDAI
questionnaire on a visit to their rheumatologist. BASDAI
stands for the Bath (England) Ankylosing Spondylitis Disease
Activity Index. It collects information on issues like pain,
sleep, and morning stiﬀness to create a disease activity score.
We can also assess the extent of the disease with x-rays of
the spine or joints like the hip. Doctors take measurements
such as how much can the neck rotate, the chest expand, or
the back flex to monitor disease activity. And sometimes your
doctor will do a blood test, usually a CRP (C-reactive protein)
to gauge the activity of your inflammation. But arguably the
most important information is how you as the patient perceive
the illness. How does it aﬀect your day-to-day life such as
your work, your relationship to your family, your major life
decisions? A director wants to make a movie that will please
audiences; a physician wants to make a recommendation, or
prescribe medication that will make a diﬀerence to a patient
and their lifestyle. Finding out what is meaningful to our
patients is the first step towards that goal.
How did we do these studies?
We randomly selected participants from within SAA’s engaged
membership and community.
Patients were invited to respond to a series of questions
designed to learn about their disease, the treatments they
were receiving, and how the illness was aﬀecting their life.
Because patients sometimes respond diﬀerently to a phone
interview in comparison to an online survey, patients were
recruited and the survey administered through telephone calls
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as well as online. In all, more than 800 patients participated
in the study, each having reported that they were diagnosed
with spondyloarthritis by their doctor. As our goal was 800
complete responses, we closed the survey once we confirmed
the completed numbers.
What did we learn?
The survey produced a wealth of information. On average, it
took over eight years from the time that symptoms began until
the disease was diagnosed. This shows that there is a huge
opportunity to educate the public about the illness as well as
an opportunity to educate physicians to recognize SpA more
readily.
We found that by almost every measure, women were more
impacted by this disease than men. The explanation for this is
complex and certainly not immediately obvious. In the United
States, women live longer than men and also visit the doctor
more than men. An obvious possible explanation is that the
disease is simply more severe in women than men, although
using a measurement like the CRP would not necessarily
support that idea. Women might perceive pain diﬀerently from
men. Perhaps it is culturally more expected that men should be
stoic, but if this is true, many women are obvious exceptions
to this.

OTHER NOTABLE DIFFERENCES IN
WOMEN & MEN WITH SPA:
High blood pressure
42.7%

vs

28.5%

Heart disease
14.0%
4.2%

vs

4.0%

Fibromyalgia
vs
22.1%
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We also learned that a majority use non-medicinal approaches
to SpA. For example, stretching and strengthening exercises
are very common, and over a third of participants (39.4%)
followed special diets at time of being surveyed. We learned
that it is not uncommon to try narcotics for the pain. And 8%
were either taking or had tried medical marijuana. As expected,
patients were taking a variety of medications, and it was clear
that many medications had been tried and then abandoned for
another alternative.
About three quarters of the respondents were (completely to
somewhat) satisfied with their treatment. This is encouraging
but it also means that up to one in four are not happy with
treatment. And finally, for about 25% of patients, SpA clearly
had a major impact on vital activities like choice of career or
time spent with friends or family.

SATISFACTION WITH TREATMENT
AMONG RESPONDENTS WITH SPA
Unsure / not available

Not Satisﬁed

7.8% 7.2%
Completely
Satisﬁed

Slightly Satisﬁed

8.9%
15.5%
21.7%

Somewhat
Satisﬁed

38.9%

Mostly
Satisﬁed

• Spondyloarthritis is associated with a
number of manifestations and related
conditions, including uveitis, inflammatory
bowel disease, psoriasis, cardiovascular
diseases, diabetes, osteoporosis, and
depression. Other notable conditions
reported by survey participants include:

Acid reﬂux
(50.7%)

Eye
inﬂammation
(45.2%)

High blood
pressure
(34.3%)

Why are these studies important?
A survey like this provides critical information. For
example, documenting that 25% of patients are unable to
pursue a preferred career because of their inflammatory
disease means that there exists an unmet need to improve
how we treat this condition. The long delay from onset
of symptoms to diagnosis might markedly aﬀect how
successful treatment is. In rheumatoid arthritis, it is clear
that there is a window of opportunity early in the disease
process, and that this opportunity is lost as the disease
progresses. We suspect that the same is true for ankylosing
spondylitis; proving this supposition, however, is diﬃcult.
One of the most important aspects to a survey like this is
its utility to persuade funding sources, like the National
Institutes of Health or pharmaceutical companies, to
support future SpA research. Unfortunately, the federal
government has limited resources to spend on medical
research and there is constant competition for those dollars.
Patients need to be advocates for increased research on
their diseases, and we as researchers need to arm these
advocates with data to persuade government leaders that
more can, and should be done.
Can we have conﬁdence in our data?
I suspect that very few novelists complete a story and
announce: “It’s a masterpiece, absolutely perfect.” Medical
researchers should also be aware of the limits of their work.
Most importantly, we can’t say for sure that those who
responded to the survey are representative of everyone
with spondyloarthritis. Maybe those with mild disease are
less likely to be aware of the disease. Or perhaps those
with severe disease are less likely to spend time using a
computer. For unknown reasons, women are more likely
than men to participate in a survey like this.
Despite these possible shortcomings, the study documents
how significantly this illness can impact one’s life. As
recently as the 1960s, many physicians believed that AS was
just a variant form of rheumatoid arthritis. We have come a
long way in diagnosing and treating spondyloarthritis, and
we still have a long way to go.

Irritable bowel
syndrome
(34.3%)

Balance issues
(31.5%)

Migraine
(31.5%)

Depression
(23%)

• The three most commonly reported locations of pain in this survey population
were the low back (86.5%), neck (82.4%), and hip joint (79.9%).
www.spondylitis.org
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GUEST COLUMN

Parenting With Spondyloarthritis:
10 Things I’ve Learned
In The Last Decade

T

By Laura Miller

en. The candles will flicker for a few seconds, then
with much anticipation and cheering, an elated girl
will blow them out, realizing she is now double
digits. My daughter cannot wait to turn ten this
month. She is full of energy, optimism, curiosity
and self-confidence. I share her joy and will be standing right
next to her as she makes a wish and looks toward the future.
Watching her experience the first decade of life has caused me
to reflect upon the last decade of mine as a parent living with
spondyloarthritis.
When my daughter was born, I had hoped that the nagging
low back pain I had been experiencing for months would
subside. It didn’t. Six months later, I could no longer tolerate
it and saw a rheumatologist who diagnosed me with axial
spondyloarthritis based on my symptoms and family history.
All the parenting websites, books and blogs could not have
prepared me for the reality I was now facing. How could I
possibly care for a child and be the parent I wanted to be while
managing my disease? Ten years after asking this question, I
am still discovering the answer.
My journey has involved redefining what I thought a “good”
parent should be and realizing that my capacity to love my
daughter and son (now five) will never be aﬀected by my
physical limitations.
Over the years, I have found and developed a variety of coping
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“

All the parenting websites,
books and blogs could not have
prepared me for the reality I
was now facing. How could I
possibly care for a child and be
the parent I wanted to be while
managing my disease?

”

skills and tips that have helped me in caring for my children
and my health. Here are ten I’d like to share with other parents
who are raising children while managing this disease:
• Develop realistic expectations. For me, this means not
scheduling my children in too many activities during the
week. Committing to things I cannot do without significant
pain and fatigue is simply not worth it anymore. Friends and
family now understand that when I say, “I can’t,” it usually
means I need to rest.
• Build rest/exercise time into your daily schedule. When
I was a stay-at-home parent, I scheduled outings with my
children in the mornings. We would come home for lunch and
Spring 2019
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“

My journey has involved
redeﬁning what I thought a
“good” parent should be and
realizing that my capacity to
love my daughter and son (now
ﬁve) will never be affected by
my physical limitations.

”

then it was “rest time.” For me, that meant a short nap. For my
children, that meant staying in their rooms and doing a quiet
activity. As a working parent now, it is more challenging to do
this, but I make it a point to build in rest time on the weekends.
The same goes for exercise. This summer, pool time meant time
to play for them and time for me to gently exercise in the water.
• Enlist their help. I often underestimate how much my
children can do around the house. Washing vegetables when
preparing dinner, cleaning the bathroom, and organizing
bookshelves are all tasks my 9 and 5-year-olds can do with
minimal assistance. When they complain, I reiterate that
we are a team and everyone must contribute to household
responsibilities.
• Simplify. As much as I loved to plan elaborate meals and
entertain guests, doing so often landed me in bed with a flare.
Now if we host, we ask everyone to bring something. Forget
the Pinterest-worthy birthday parties. Children are happy with
a few friends, some cake (yes, even store-bought) and some
games.
• Let go of the guilt. This is a message to parents everywhere.
Guilt isn’t productive. I realized that self-imposed pressure
to be a “good mom” (whatever that means) is an unattainable
goal. At the end of the day, are my children generally happy
and well-adjusted? Do they feel loved? If the answer to those
questions is “yes,” I can put away my yardstick and stop
feeling guilty for not doing what I don’t have the capacity to
do. Parenting is a marathon, not a sprint.

• Develop a support system. Find your people! When we
moved from the West coast to the East coast, I struggled to find
support. Being at home with my children was often isolating
and I didn’t have the energy to visit friends much of the time.
I called my siblings on tough days and utilized the online
support communities of the SAA. Budgeting for a babysitter
to get some alone time or time with your partner can also be
helpful if you don’t have local family.
• Eat well. Being aware of how my food choices make me
feel, and choosing foods that make me feel better, is one area
of my life I do have control over. Cutting out refined sugar has
given me more energy to care for my children and daily tasks.
Anything I can do to give myself less time in bed and more
time with my family is worth the sacrifice. For many people,
this may involve trial and error and a consultation with your
doctor.
• Communicate. If we don’t tell others what we need, they
can’t help. When I am experiencing a flare, I let my husband
know. At this point, he knows how flares generally aﬀect me
and steps up to help more with kid and house related tasks.
Finally, it is so important to communicate to our children and
partners just how much we love and appreciate them for all the
visible and invisible support they provide everyday.
As parents with spondyloarthritis, we have the unique challenge
of managing our disease while caring for our children. We
also have the unique opportunity through SAA to support one
another and engage in conversations about ways in which we
can overcome some of the common obstacles we face so that
as a community, we may fight this disease together.
I am hopeful about what the next ten years will bring.

Laura Miller lives in Washington, D.C.
and teaches communication courses at
a local community college. She enjoys
writing, exploring D.C. landmarks,
and spending time with her husband
and two children.

• Don’t compare/live according to “should.” One of the best
pieces of advice my own mother has given me is that we cannot
live our lives according to what we think we should have done
or should be doing. This has freed me on so many occasions
when I start feeling guilty (see #5.) If you feel like something
in your life needs your attention and you have the capacity and
the energy to give that person or thing your attention, then do
it! If you don’t and can’t, it is ok.
• Foster empathy. Compassion and empathy are in short
supply these days. Both are qualities I hope my children can
learn as they grow up with a parent who has a chronic disease.
I’d like them to not only be compassionate toward me when I
am in pain or experiencing a flare, but also show empathy to
others who are suﬀering.
www.spondylitis.org
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VOLUNTEER SPOTLIGHT

Kristin & Casey Cornelius:
Fighting Spondyloarthritis, Today,
Tomorrow, And Every Day
By Sean Ewert

“I’m just such a fan of SAA, the team, and the important
mission and work they do. Whatever I can do to give back and
lend my voice is always an easy “yes” for me. In our daily lives
I advocate for Kristin but I’m also passionate (and tenacious)
enough to believe I can help the mission as well.”
Casey J. Cornelius, SAA Donor & Volunteer
The mission of the Spondylitis Association of America is to
be a leader in the quest to cure ankylosing spondylitis and
related diseases, and to empower those aﬀected to live life to
the fullest. Our amazing donors and volunteers embody SAA’s
mission every day. I wanted to take a moment to highlight two
incredible people who stand very tall with SAA and with this
community. Casey and Kristin Cornelius have been telling
their AS story for several years, inspiring others to do the
same and raise funds for SAA. Casey is so passionate about
his support, he created an entire campaign around shaving his
beard for donations!
Recently, Casey and Kristin took yet another meaningful
step in their SAA volunteer journey to be the featured guests
on SAA’s ﬁrst ever #SpondyChat on Twitter. The topic was,
“Overcoming Obstacles, Healthy Relationships, Self-Care,
and Balancing Life & Responsibilities while living with
Spondylitis.”
Kristin commented about her experience, “The chat was a
whirlwind! It was wonderfully reaﬃrming for folks to join the
chat and share their experiences. I think the more opportunities
for us to discover that we aren’t the only ones with this crazy
illness, the better. The coolest part was that after the chat,
people from my personal Twitter feed were compelled to look
up AS and become more educated about it. How great is that?!
We had a fantastic time last night with the #SpondyChat!”
After following along as they tweeted and interacted with our
online community, it became clear that the Cornelius’ humor

Supporting
SAA
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“

“I’m just such a fan of SAA, the
team, and the important mission
and work they do. Whatever I can
do to give back and lend my voice
is always an easy “yes” for me.

”

plays a large role in staying emotionally and mentally healthy
while living with AS. I’d like to share just a moment from the
story Kristin told to inspire others to give to her fundraiser. It
is candid and supports SAA’s mission. It’s why we are all here.
“Remission. It was the doctor using that word that ﬁnally
made me realize AS was a part of who I was now. I didn’t need
to let it deﬁne me, but I could no longer pretend it wasn’t there.
I joined support groups on Facebook, learned as much as I
could about the disease, and set to work on controlling what I
could. My journey has been one of learning how to listen to my
body, admitting when I’m just too tired or in too much pain to
do something, and starting to say “no” to some of the things
that I would love to say “yes” to but will bring with it the type
of stress likely to take me out of remission.
Oh, and exercise. Yes, moving more does actually seem to
work – for me – so I try to make sure I’m active. After some
research, my husband also suggested that cleaning up my diet
might be beneﬁcial too, but when he mentioned cutting back on
the pizza, I stopped the conversation there.
I may have AS, but let’s not get crazy now!”
Spring 2019
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It’s A Wrap!
Behind The Scenes Of
"Back In Action, Again."
By Jason Blackwell

“Living with Spondylitis, you have no idea how you will be feeling
day to day and it is hard to keep a regular exercise routine. Now
it's time to move into action and enhance your quality of life!”
Susan Lorenzana (Spondylitis Warrior and Cast Member for Back in
Action, Again.)

A

few months ago, we hinted at an
exciting update of our Exercise Video.
We are pleased to announce that
we’ve wrapped production of Back in Action,
Again. In the coming weeks, we will be
releasing the new exercise segments, which
will feature renowned physical therapists, and
yoga instructors, instructing spondyloarthritis
patients from our community on exercise
routines to improve balance, posture, reduce
inflammation, and improve overall health.
Topics include: Stretching; Yoga, Cardio, and
Strength training.

“Good to know there is a support structure out
there for people who suffer from this painful
disease. I hope to continue my involvement
with SAA. Maybe I can help someone else
who is battling this disease to live a less
painful life.”
- Scott S McClain

Here are just a few quotes from some of
the Spondylitis Warriors who graciously
participated in this video.

“Tiring, yet prosperous for my health. I felt
quite sore, but that’s called progress.”
- Miguel Gonzalez

“My experience shooting the Back in Action,
Again Exercise Video was nothing short of
amazing. Anyone who has the opportunity to
watch, and hopefully continually use, these
videos is getting a product that was conceived
with the utmost care and with Spondylitis
sufferers in mind. Stay Strong!!
- Rob Wicall
“I wish I had been doing the stretching
exercises outlined by Angelo Papachristos
over the last 50 years of my AS! Angelo really
understands Ankylosing Spondylitis patients’
limitations and needs.”
- Mike Supancich

“It was an honor to participate in these
videos, understanding the help they will
give to people coping with the challenges of
spondyloarthritis.”
- David Johnson

“Before the session, as usual I felt achy, stiff,
tired and inflamed. It was such a privilege to
be guided through movement that mobilized
me, made me breathe deeply, was targeted
towards movement that I needed and
ultimately made me feel great! I can’t wait
until the videos are released and I can rotate
between all the different types of exercises
made especially for people like me.”
- Esther Hickman
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Nutrition To Fight
Inflammation
By Lara Rondinelli-Hamilton, RD, LDN, CDE

D

“

The Nurse’s Health Study1
found that a “Westernized diet,”
high in sweets, desserts, French
fries and reﬁned grains resulted in
higher inﬂammatory markers.

”

id you know that the foods you eat may either
increase or decrease inflammation in your body?
Unfortunately, the American diet is full of many
inflammatory foods that may be negatively aﬀecting your
health. Many people can feel physical improvements in
symptoms with healthy diet changes.
Let’s start with foods that can promote inflammation. These
foods include sugar, refined starch, processed foods, red/
processed meats, some oil and possibly gluten, dairy and
nightshades for some. The Nurse’s Health Study1 found
that a “Westernized diet,” high in sweets, desserts, French
fries and refined grains resulted in higher inflammatory
markers. Refined starch and processed foods such as white
bread, pretzels, crackers, cereals, donuts and cookies are
not only inflammatory, but they are also unhealthy foods
that oﬀer little nutritional value while supplying excess sugar,
fat, and calories. Red and processed meats are associated with
higher inflammatory markers in studies. These foods include
beef, ham, lunchmeats, bratwurst and hotdogs. In addition,
these meats are high in saturated fats that are known to have
negative eﬀects on cholesterol levels. Red and processed
meats are also associated with higher rates of colon and other
cancers, providing another reason to limit these foods. Certain
oils that are higher in omega-6 fatty acids could increase the
inflammatory process and exacerbate inflammatory diseases.
Oils that are higher in omega-6 fatty acids include saﬄower,
corn, cottonseed, sesame and peanut oils.
Moving on to foods that can POSSIBLY increase inflammation
– dairy. Dairy foods include milk, cheese, and yogurt. Diets
high in meat and dairy are also high in arachidonic acid, which
is a precursor to the pro-inflammatory prostaglandins. Diets
lows in arachidonic acid have been shown to improve clinical
signs of inflammation in rheumatoid arthritis patients. Dairy
alternatives can include yogurt made from coconut, flax, or
almond milk.
Another potentially inflammatory food source is gluten.
Gluten is a protein found in wheat, rye, barley, and oats. Celiac
disease is an autoimmune disease where gluten is the trigger
and causes damage and inflammation to the small intestines.
People with celiac disease are also at increased risk for other
autoimmune diseases. If someone suspects that gluten may be
causing symptoms, they should discuss getting screened for
16

celiac disease with their doctor PRIOR to starting a gluten-free
diet. Screening for celiac disease involves a simple blood test.
If the celiac screen is found to be positive, a biopsy will be
recommended. If the celiac screen is negative, but a suspicion
of gluten sensitivity persist, a person would work with a
Registered Dietitian and try a gluten-free diet to see if it helps
with any symptoms. It has been proposed that people with
immune-related diseases are more gluten sensitive.
Although not research proven, nightshades are another class
of foods that may cause inflammation in a small group of
people. Nightshades include peppers, tomatoes, eggplant, and
potatoes. These foods should not be restricted initially, but
rather would be a consideration if a person was following an
anti-inflammatory diet with no reduction in symptoms.
Certain foods can help decrease inflammation and it’s
recommended these be consumed by those with inflammatory
diseases. Vegetables are superfoods and contain vitamins,
minerals, and phytonutrients. Tens of thousands of
phytonutrients have been identified and researchers speculate
that there are likely many more they haven’t yet discovered in
the foods we eat. Phytonutrients help decrease inflammation,
improve the health of our cells, strengthen the immune system,
promote healthy gut bacteria, and improve the nervous system.
Eating a variety of vegetables is the key! Leafy greens are high
in phytonutrients and include spinach, kale, bok choy, arugula,
mustard greens, and dark lettuces. Leafy greens provide vitamin
K, C, and folate.
Spring 2019

Colored vegetables such as peppers, tomatoes, beets, carrots
and red cabbage contain antioxidants that help stop free radicals
from damaging cells. Studies prove that antioxidants are
protective against cancer, dementia and cardiovascular disease.
The dark color of these vegetables represent the antioxidant and
phytonutrient content.
Cruciferous vegetables are high in sulfur-compounds, which
may play an important role in disease prevention, by triggering
antioxidants and anti-inflammatory responses and contributing
to the maintenance of cell balance. These vegetables include
cauliflower, broccoli, cabbage, and Brussel sprouts. Other
sulfur-rich vegetables include leeks, garlic, mushrooms,
radishes and onions. Sulfur-rich foods nourish the cell and
mitochondria (powerhouse of the cell) and help the body get rid
of toxins. Sulfur is involved in protein synthesis and the creation
of collagen, which makes up our connective tissue and helps
strengthen the joint. Sulfur also helps strengthen the line of the
blood vessels, basically keeping our blood vessels healthy.

dosage for the studies varies.
The American Heart Association recommends eating fish
(particularly fatty fish) at least two times a week. Each serving
is 3.5 ounce cooked or about ¾ cup of flaked fish. Fish oil
supplements may also be an option. Ask your doctor or dietitian
about dosage for a fish oil supplement. The FDA does not
recommend consuming more than 2 grams EPA & DHA daily.
Healthy eating can be powerful and it is something everyone
can try. Working with a Registered Dietitian may be helpful as
they can look at your full medical history, complete a nutrition
assessment, give you nutrition recommendations, and provide
meal plan ideas and tips to reach your goals.
Get started today by trying this Veggie-Based Smoothie!
Starter Smoothie Recipe
2-3 large handful leafy greens
(start with spinach)

Now, what quantity of vegetables should you eat? For people
with chronic disease battling inflammation, it is recommended
to consume 8-9 cups of vegetables per day. This sounds like
a lot, but it can be done! Here are some tips to help you reach
your goal. You might also work with a Registered Dietitian
to give you realistic recommendations on incorporating more
vegetables into your daily diet.
How to eat more veggies?
• Raw, with Hummus or Guacamole
• Roasted
• Steamed
• In Salads
• In Veggie-Based Meals
• In Veggie-Based Smoothies
Other anti-inflammatory food sources include omega-3 fatty
acids, found in fatty fish such as salmon, anchovies, herring,
Pacific mackerel (not King,) sardines, trout, as well as in
flax seeds. Omega-3 fatty acids contain eicosapentaenoic
acid (EPA) and docosahexaenoic acid (DHA.) Increased cell
content of EPA and DHA, along with decreased content of
arachidonic acid (which is found in processed oils, nuts, and
refined grains) results in improvements in eicosanoids, which
are anti-inflammatory. By reducing the intake of arachidonic
acid foods and increasing intake of omega-3 fatty acids, EPA
and DHA can be altered and improve the inflammatory process.
Both animal and clinical studies support the use of omega-3
fatty acids in reducing symptoms of immune mediated diseases
such as RA, inflammatory bowel disease, and others. The

1-2 carrots, sliced
1/2 banana
1 cup frozen fruit (mango,
pineapple, berries)
2 Tbsp flaxseed
Water, almond or coconut milk
(fill blender about half full)
Blend for 1-2 minutes
Lara Rondinelli-Hamilton, RD, LDN, CDE is a registered
dietitian and certified diabetes educator with over 20 years of
experience counseling people with weight loss, diabetes, high
cholesterol, autoimmune disease and general wellness. She has
appeared on several radio and television programs promoting
healthy eating including ABC Chicago news, WGN Channel
9 news, and NBC Chicago news. Lara is the co-author of the
American Diabetes Association’s The Diabetes Cookbook: 300
Recipes for Healthy Living Powered by the Diabetes Food
Hub, Healthy Calendar Diabetic Cooking, The Healthy Carb
Diabetes Cookbook and Gluten-Free Recipes for People with
Diabetes (2004, 2012, 2013, 2018). Lara is owner of Revival
Wellness, LLC (www.revival-wellness.com), a nutrition and
wellness company, where she provides private nutrition
consulting.
Citations:
1) Edward Yu, MSC, Eric Rimm, ScD, Lu Qi, MD, PhD, Kathryn
Rexrode, MD, MPH, Christine M. Albert, MD, MPH, Qi Sun,
MD, ScD, Walter C. Willett, MD, DrPH, Frank B. Hu, MD,
PhD, and JoAnn E. Manson, MD, DrPH (2016) Diet, Lifestyle,
Biomarkers, Genetic Factors, and Risk of Cardiovascular
Disease in the Nurses’ Health Studies. American Journal of
Public Health, 106(9), 1616–1623.
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Connect With Others Living
With Spondylitis!
There are SAA-Sponsored Spondylitis
Educational Support Groups in 30 U.S. states.
IS THERE ONE NEAR YOU?
Find all of our support groups at Spondylitis.org/Groups
More ways to connect at Spondylitis.org/Community
Want to speak with someone at SAA?
Call us *Toll Free at (800) 777- 8189 and speak with a real live
human being Monday through Friday!
*Toll Free available in U.S. only.
International members can call us at (818) 892 - 1616.

Introducing SpondyKids.org

A Community for Kids & Teens.

Have you visited SAA’s newly redesigned website focused on Kids
& Teens with Juvenile Spondyloarthritis (JSpA?) If not, visit us today!
You will ﬁnd info and resources on JSpA, school accommodations, a
dedicated area for parents and care-givers, as well as a stories from
kids and teens living with JSpA.

Visit us today at SpondyKids.org!
Together we can help youth with spondyloarthritis stand taller.
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Raise Money To Support
The Quest For The Cure
There are lots of ways to make a difference and raise much
needed funds on behalf of SAA.
Run a marathon

Host a dinner party

Put on a dance
contest

Dedicate your birthday
or special event to SAA

Whatever strikes your fancy, your efforts can help change the future!
Please reach out to Sean Ewert at Volunteer@spondylitis.org or call (818) 855-2106,
to learn more about volunteer fundraising and brainstorm creative ideas.
He looks forward to hearing from you!
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The First Ever Global Spondyloarthritis
Summit Coming May, 2019!
Our interactive online event brings together leading medical professionals to discuss the
latest treatment options and research on spondyloarthritis (SpA.)
Register for free at Spondylitis.org/Summit, and tune in from Friday, May 3rd through Sunday,
May 5th to hear presentations on the following topics.
•

Pain in SpA: Overview of Possible Causes and a Comprehensive
Approach to Pain Management

•

The Common, and Not-So-Common, Complications & Related
Conditions

•

Physical Therapy & Exercise: Best Practices and Not-So-Best Practices

•

Diet & Nutrition for SpA

•

Latest SpA Research: Updates from Around the World

•

Medications: Navigating Medical Management of SpA

You’ll also have opportunities to pose your own questions.
Visit Spondylitis.org/Summit today to learn more and register!
Proud Partner of the Summit

This event is supported by educational grants from AbbVie & Novartis.
Sponsorship support from Eli Lilly.

