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What a diagnosis really

means and how advances
in treatment, research, and
support are changing the
outlook for RA for the better

BY MIA JAMES



ccording to Kelly Young, rheumatoid arthritis (RA) advocate and
founder of the website and the blog rawarrior.com, one of biggest
challenges for individuals diagnosed with the disease has been inad-
equate access to accurate, consistent information. In her experience,
Kelly says, the dearth of information was most evident when she first
tried to learn about RA following her own diagnosis; it is also appar-
ent in the lack of awareness she has encountered in the general pub-
lic. Thankfully, with efforts such as Kelly’s to advocate for awareness
and research and a dedicated research community committed to improving treatment for
people with RA, the outlook for battling this disease is changing for the better.

AN OVERVIEW OF RHEUMATOID ARTHRITIS

To begin to understand RA, it’s important to see beyond the name arthritis. Rheumatoid
arthritis is a different disease from the osteoarthritis that people are likely to think of, a
disorder marked by wear and tear on the joints. Although RA also affects the joints, causing
inflammation, Kelly stresses that it’s much more than a joint disorder. RA is in fact an auto-
immune disease that causes several types of health issues in addition to joint complications.

“1 think the biggest misconception is that it’s not a disease. 1 think that many people tend
to think that RA is arthritis,” Kelly says, explaining that arthritis is misleading because RA is
not limited to joint symptoms. “Arthritis,” she says, “is only a symptom of the disease,” and
other organs—including the eyes, heart, skin, and lungs—are also affected by RA.

Eric Matteson, MD, chair of the Rheumatology Department at the Mayo Clinic in Roches-
ter, Minnesota, further explains that RA is a “systemic autoimmune disease”: systemic mean-
ing that it affects a number of organs, and autoimmune meaning that the immune system
mistakenly attacks and destroys healthy body tissue. In the case of RA, the joints are just one
type of tissue that the immune system attacks; and RA is a chronic disease, which means that
it persists for a long time. The disease can result in disability, compromised quality of life,
and even early death.

RISK FACTORS

According to Dr. Matteson, one known risk factor for RA is smoking. In addition, he says,
“There is a genetic component,” meaning that an individual with a family history of the
disease may be at greater risk. And though RA affects women and men, it’s more common
in women.

Despite what’s known about risk factors for RA, there is still no reliable way to predict onset
of the disease. “It’s very complicated,” Dr. Matteson explains. “There are intrinsic (or genetic)
components as well as environmental risk factors.” He likens the combination of genetic and
environmental risk to a forest’s susceptibility to fire. “A dry forest is more susceptible to catch-
ing fire,” he says, whereas a damp forest is less likely to burn. With RA an environmental risk
factor, namely smoking, will more likely trigger the disease in an individual who has a genetic
risk than in someone who does not.

SIGNS AND SYMPTOMS

Rheumatoid arthritis causes symptoms that include tender, warm, and swollen joints; morn-
ing stiffness that may last for hours; firm bumps of tissue under the skin on the arms; as well
as fatigue, fever, and weight loss. The disease often first affects smaller joints (such as in the
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fingers and the toes) and then spreads to larger joints

(such as the knees, ankles, elbows, hips, and shoulders).

It’s common for symptoms to occur in the same joints
on both sides of the body. Symptoms may also vary in
severity and consistency—meaning that they may come
and go.!

And, as explained previously, the effects of RA are not
limited to the joints. The disease can cause complica-
tions in organs such as the eyes, heart, and lungs.

EARLY DETECTION

As is often the case with chronic diseases, early detection
is the first step in effective treatment of RA because it al-
lows for early treatment, before the disease has progressed
significantly. And, Dr. Matteson explains, early detection is
one area of progress in the management of RA.

Because the previous standard for RA diagnosis often
led to a late diagnosis—after the disease had progressed
considerably—Dr. Matteson says that experts within the
RA community have looked for ways to detect the disease
in earlier stages. As part of this effort, they have been look-
ing for diagnostic criteria beyond the standard blood test,
as not all patients who are eventually diagnosed with RA
have a positive blood test (which is marked by an elevated
erythrocyte sedimentation rate [ESR, or sed rate] as well
as theumatoid factor and anti-cyclic citrullinated peptide
[anti-CCP] antibodies for the disease).

To that end they've taken the former standard for di-
agnosis, which combined blood tests with the number of
joints affected, and have lowered the number of involved
joints required to make a diagnosis. Now, says Dr. Matte-
son, a diagnosis of RA is considered when there is “one or
more swollen joints, especially if swollen for more than six
months and there was no antecedent infection.”

The importance of early detection of RA can’t be over-
emphasized, as there is currently no method for prevent-
ing the disease. “There is no prevention that we know of
because we can't yet predict who will get RA,” Dr. Matte-
son says, underscoring the need for research into ways to
identify individuals likely to get RA—a necessary step for
preventive measures to be established.

TODAY’S RESEARCH

According to Dr. Matteson, the current outlook for RA
research is overwhelmingly positive. “We’re making huge
progress,” he says. “There have been important advances
in the past 15 years.”




These advances include more-aggressive treatment
with drugs such as Rheumatrex” (methotrexate), first de-
veloped to treat certain types of cancer and now used at
much lower doses to treat RA, as well as drugs known as
biologics. Biologics are agents designed to inhibit com-
ponents of the immune system that play a role in the in-
flammation associated with RA; Remicade” (infliximab)
and Rituxan’ (rituximab) are two examples. Also on the
research agenda, according to Dr. Matteson, is the search
for more-effective therapies for RA, or, as he says, “drugs
that really turn off disease.”

Investigation into ways to predict who's likely to de-
velop RA is also a priority, as this is the first step toward
prevention. More understanding of the genetics and the
biomarkers associated with the disease will likely hold
the key to accurate prediction. Researchers are also look-
ing into ways to determine disease prognosis so that
therapy may be appropriately tailored for each patient ac-
cording to the predicted severity of the disease. This, Dr.
Matteson explains, will help doctors avoid prescribing
overly aggressive treatment for less severe disease. Along
the same lines, he says, is research to further individu-
alize therapy by determining which drugs are likely to
work best for which patients.

The most positive news Dr. Matteson cites from the
RA research community is that experts are starting to see
the possibility of a cure. “We are working toward discov-
ering a cure,” he says, noting the significance of acknowl-
edging this goal when, until recently, a cure was not even
considered possible.

LIVING WITH RA NOW

Though it’s exciting to think about research advances on
the horizon, the needs of individuals currently living with
RA remain a primary concern within this community. Ad-
vocate Kelly Young has found that living with RA comes
with challenges beyond the pain, complications, and dis-
ability that the disease can cause.

One of the noteworthy hurdles Kelly has encountered
is the widespread misunderstanding about RA among the
general public. She says that because the symptoms aren’t
always visible, it can be difficult for others to comprehend
the severity of the disease. “You have all these symptoms
and pain and disability that are mostly invisible,” she says,
which can make living with RA appear less complicated
and painful than it actually is. “It causes a lot of psychoso-
cial issues when you have something that’s so debilitating
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that it’s taking away your ability to do the things you need

to do, and everyone’s looking at you like there’s nothing
wrong with you.”

Kelly describes a diagnosis of RA as “a huge new life
that’s very unwelcome.” The combination of medications
and symptom and side-effect management can be so de-
manding that she likens it to “an additional part-time job,”
which she says can consume an overwhelmingly large part
of a patient’s life.

While experiencing firsthand the challenges associated
with an RA diagnosis, Kelly has also taken action to address
the difficulty of living with the disease. Through her web-
site, rawarrior.com, she has sought to raise awareness of RA,
provide accurate and consistent information, and create a
community for those affected by the disease. And while
Kelly has developed an invaluable information resource,
the online community she’s created is just as important,
especially for a disease that’s so often misunderstood. “I
think that that connection, that community—knowing
that we're not alone—has really helped,” Kelly says.

RA OUTLOOK IS IMPROVING

If there’s one message coming from the RA community,
from both research and advocacy, it’s that the outlook is
ever improving. With the combination of advances in
treatment and understanding of RA and improved access
to information and support networks, it appears that those
affected by the disease have cause to be optimistic. €
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