Life

YOUR
CHOICE
WORKING AS AN ACTIVE PARTNER WITH YOUR
DOCTOR WILL HELP YOU LIVE THE WAY YOU WANT.
BY MICHELE COHEN MARILL
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For y e a r s , K im O 'N e i l l f e lt ig n o r e d w h e n she tr ie d to t a lk to h e r d o c to rs

One doctor told her she had a “mild” case of rheumatoid arthritis
(RA) because she didn’t have the classic symptoms of redness and swelling - even
though O’Neill could barely hold a pen to write.
“I used to be a real marshmallow when I would see a doctor,” says O’Neill, 67, whose
symptoms began in her 30s. “They would say, ‘Do this,’ and I would say ‘OK.’”
O’Neill, an accountant, decided the conversations might improve if she had some
medical knowledge, so she took extraordinary measures: She took classes in anatomy,
physiology, chemistry, biology and even occupational therapy - and then told the doctor
what she needed. It was a long journey, but O’Neill eventually found a rheumatologist
who listened and was willing to partner with her. She had surgeries on her w rist and
switched medications, and today she feels stronger than ever.
“To be able to feel empowered enough to take an active role in the way you’re treated
is just amazing,” says O’Neill, a member of the patient advisory board for the University
of North Carolina at Chapel Hill’s Thurston A rthritis Research Center.
But most people can’t go back to school just to learn how to talk to their doctor - and
they shouldn’t have to. “Shared decision-making,” a concept that’s gaining traction among
patients and health care providers, is making it easier to have these conversations and
to find doctors who are more willing than in the past to ask and listen.
a b o u t h e r p a in .

D o c to r-P a tie n t
P a rtn e rs h ip
Shared decision-making involves a
patient fully in decisions about his or her
care and gives his priorities and values
weight in those decisions. A growing body
of research shows that this approach to
care results in better health outcomes,
and it is reshaping health care.
“Every other industry, no matter what it
is, starts with the end user in mind. We just
haven’t done that in health care,” says Suz
Schrandt, director of patient engagement at
the Arthritis Foundation, which is commit
ted to putting the patient’s needs first. It
has launched an initiative, called the Live
Yes! Arthritis Network, to help people
with arthritis take a more active role in
their care and treatment decisions.
In shared decision-making, you, the
patient, tell the doctor about symptoms
that bother you and the relief you hope to
get. The doctor shares information about
treatments, including the benefits and
risks of different options. But since you
are the expert in how arthritis affects
your life, you have important information
to share, which makes it easier to have
that kind of balanced conversation with
your doctor. Together, you can tailor the
approach most likely to meet your goals.

N o S ilv e r B u lle t
Shared decision-making is especially
important in arthritis care because there
are many choices: There is rarely one single
treatment that is clearly most effective, and
the various medications and modalities
all have different side effects and rates of
success. For example, people with osteo
arthritis (OA) can choose among options
including nonsteroidal anti-inflammatory
drugs, corticosteroid injections, surgery or
alternative and complementary treatments.
Those conversations are hard - for
doctors and patients. “It is much easier
when a doctor tells you, ‘This is the best
treatm ent option for you,’ and you don’t
have to start thinking about choices,”
says Liana Fraenkel, MD, MPH, a rheu
matologist and professor of medicine at
Yale School of Medicine in New Haven.
Connecticut. You have a choice precisely
because there is no silver bullet.
But those discussions are important
because getting the treatm ent you prefer
may lead to better results. In a recent
study, Karen Sepucha, PhD. director of the
Health Decision Sciences Center at Mas
sachusetts General Hospital, surveyed
patients a week after they visited an ortho
pedist and again six months later. In some
cases, a mismatch occurred between what
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S ta rt F in d in g
Your "Y es" T o d ay
The live Yes! Arthritis N etw ork provides tools, resources and support to help
people living with arthritis take an active role in their treatment, not only to
improve their own quality of life but to help others, too, through personal con
nections as well as research. It was developed and honed with input from the
Foundation's Patient leadership Council. Get started at arthritis.org/ATIiveyes.

Start fracking your symptoms by participating in live
Yes Insights, the Arthritis Foundation's patient-reported
outcomes program, atarthritis.org/AToutcomes.
learn what others are doing and share your experience
in online forums, arthritis.org/ATcommunity.
Join an in-person support group through live Yes! Connect
at arthritis.org/ATconnectgroups.
Attend one of the Foundation-sponsored programs, like liv
j

ing Your Yes with RA. Learn more at arthritis.org/AT Live
YesRA or through your local Arthritis Foundation chapter.
Find tips, guidance and tools to track your health and
communicate with your doctor in the Better Living Toolkit,

arthritis.org/ATbetterlivingtoolkit.

Y o u r G o a ls M a t t e r
Jerry Borofsky had one major question for
his doctor before his first knee replace
ment: Would he be able to stay physically
active? He was in his 70s, but he still
played ice hockey twice a week and skied.
Orthopedists typically measure the
outcomes of joint replacement based
on pain, stiffness and function. But like
many patients, Borofsky was primarily
interested in how it would impact his
life. The surgery would be a success only
if he were able to go back to the sports he
loves. He made sure the surgeon knew
his personal goals.
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“The first time I stepped on the ice after
I had the surgery and physical therapy,
I had tears in my eyes, I was so happy. It
was just incredible,” says Borofsky, 79,
a clinical psychologist who serves on
Massachusetts General Hospital’s patient
advisory committee.
Shared decision making puts the
patient’s goals at the forefront of the con
versation. Some people are accustomed
to deferring to the doctor’s judgment, and
they often probe for what they imag
ine would be premier care: whatever
the doctor would do for his or her own
mother or father.
“P, as a patient, am] interested in what
you think is the best treatment, and that’s
what you would offer one of your family
members, sol want that, too, please,” says
Leigh Simmons, MD, an internist and
medical director of Mass General’s Health
Decision Sciences Center. Instead, she
says, here’s abetter question: “Given what
you know about me and what I told you
about my joint pain, what would you say
is the best option right now?”
Decision aids, tools to help patients
make informed decisions in partnership
with their doctor, help make patients
more confident participants in their

own care. A decision aid doesn’t provide
just facts, like a medication insert does;
it provides context and risk-benefit
information. Washington became the
first state to certify patient decision aids,
and the Centers for Medicaid & Medicare
Services now requires shared decision
makingbefore certain procedures.

T ra c k Y o u r P ro g re s s
The Live Yes! A rthritis Network sup
ports shared decision-making. It recently
launched Live Yes Insights, a way to help
people set goals and measure progress by
focusing on three areas: physical health,
emotional and social health, and health
care experiences. For example, simple
surveys ask you periodically to rate your
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patients said they wanted and the treat
ment they received for knee and hip OA. A
few patients said they had wanted to avoid
surgery but ended up having it. Others
who said they wanted surgery still hadn’t
gotten it six months later.
The patients who felt well-informed
and had the treatm ent they preferred
were more likely to have good outcomes,
less pain and greater satisfaction with
their care, Sepucha found. “How we
make decisions w ith our patients might
impact how well they do,” she says.

ability to engage in regular activities.
These surveys have been validated through
medical research, so the scores are familiar
to health care providers and can provide
a basis for conversations with patients.
The results fall into a category of data
called patient-reported outcomes (PROs).
The A rthritis Foundation worked with
patients for a year to select a group of
research-backed measures th at best
describe how arthritis is impacting your
life, says Guy Eakin, PhD, the Founda
tion’s senior vice president, scientific
strategy. Through arthritis.org/liveyes
(or arthritis.org/ATliveyes), you can track
changes over time in what can be difficultto-describe areas such as pain, fatigue,
emotional health and activity. Results are
displayed in your dashboard, which you
can share w ith your doctor as you con
sider possible changes in your treatment.
While doctors will always look at lab
results, X-rays and other clinical tests,
these patient-reported outcomes add
context to those clinical data. Many
treatm ents have side effects th at impact
quality of life. This newer type of data
may help physicians and patients derive
a better understanding of the many
ways that arthritis affects everyday
life and both the positive and negative
aspects of treatm ent, Eakin says.

most to patients and parents, says Soler.
“Our goal is for our child to get up every
morning and want to go to school, to be
able to do things with friends,” she says.
Soler, a behavioral scientist in Atlanta,
serves on a team of parents of children

community around you without ever giving
up your individual privacy.”
And the community, in turn, can help
you. If data suggests, for example, that
people in a particular region need more
mental health resources, then that need can

T a lk to Y o u r D o c
W h a t your doctor should ask you
W hat is your No. 1 concern or goal related to your arthritis?
W h a t are you unable to do because of your arthritis that you w ould like to do?
• W h a t treatment do you feel w ould w ork best for you?

W h a t you should ask your doctor
•

How likely am I to get the benefits from the treatment? The risks?

• Are there any other options? Is doing nothing an option?
How much time do I have to make this decision?

be addressed. More directly, every person
has his or her own experiences, informa
tion, strengths and even weaknesses that
can help inform others’ decisions. People
living with arthritis can help each other
by providing support and information
through online forums and in-person
support groups and other programs.
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P a rt o f a M o v e m e n t
This emphasis on the patient experience
is growing throughout the health care
industry in the U.S. For example, the Food
and Drug Administration now consults
with patients during drug and device
development. The Patient-Centered
Outcomes Research Institute (PCORI),
an independent nonprofit created by the
Affordable Care Act, requires patient input
at every step of the research it funds. And,
like the Arthritis Foundation, many health
organizations have patient advisors.
Patient-reported outcomes are an
essential element of the Live Yes! Arthritis
Network, not only to guide individual care,
but also to help inform care for all arthritis
patients. The data from the surveys can
be used collectively and anonymously in
research and to shape arthritis-related
support services.
"You aren’t just trackingyour own health
for yourself, you’re part of a movement,”
Eakin says. “The benefits of trackingyour
own health is also helping improve the

P a tie n t-d r iv e n
R e s e a rc h
Robin Soler knows how complicated it
can be to navigate the medical system
and the doctor-patient conversation.
Her 16-year-old daughter, Isabela, has
multiple doctors for juvenile idiopathic
arthritis (JI A) and related conditions.
Defining treatm ent success isn’t easy,
either. Isabela’s rheumatologist relies
on test results to gauge inflammation,
but she still has pain and fatigue every
day. That daily reality is what matters

j

with JIA helping design and test a Rheu
matology Learning Health System, an
A rthritis Foundation-sponsored project
developed with the Dartmouth Institute
for Health Policy and Clinical Practice and
other collaborators. The project focuses on
using dashboards of clinical and patientreported information to enhance conver
sations around arthritis care.
Patients (or their parents) fill out assess
ments with information about their pain,
fatigue, activity level - and personal goals.
The dashboards are designed to link to
electronic medical records through patient
portals, providing a way for physicians to
know how their patients are doing between
visits. Shared decision-making tools are
built in to support discussion of treatment
options. Researchers also can use the data
to evaluate treatm ents - based on issues
that m atter to patients.
“The dashboard reminds health care
providers to focus on the patients' concerns
rather than just the clinical dimension,”
says Eakin. “We know that care happens
more than four times a year in a clinical
office. Care happens 365 days a year in
the life lived in between clinical visits.
This is abetter opportunity to capture
and inform clinical decisions based on
the experiences of real life.’’
Better doctor-patient communication
means better control of Isabela’s arth ri
tis. And Soler hopes for an even bigger
change: a medical culture guided by the
patient experience. #
Michele Cohen Marill is a freelance
writer in Atlanta, Georgia.
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