information. Let’s introduce you to two of our real
people who are likely to call you or to reply to your
phone messages:

Linda is the lead person in our communications
department. She is married and has two grown children
and three grandchildren. At home, she enjoys gardening,
bowling, and caring for her German Shepherd and one
cat. Linda has a special connection with some of the
people who call because both of her parents suffer from
Rheumatoid Arthritis.

Linda enjoys her work at the NDB because she feels
she is helping people and wants to hear how each person
is doing. She says "l enjoy talking to people on the
phone. They are funny, they are interesting, and they
have a lot of good information." Frequently we can tell
when Linda is working with a participant on the phone.
Her laughter and smile brighten the whole office.

Beverly is another real person in our communications
department. She balances college with caring for a
husband and two small children. Bev plans to graduate
in December with a degree in psychology. She enjoys
camping, fishing, and going to movies with her family.
In her spare time, she enjoys reading and writing stories.

Bev says "l enjoy talking to the people in the study every
day because they are so courageous and friendly."

She would like everyone to know that taking time to
fill out a questionnaire is important and that it really
does make a difference in our efforts to improve
treatment for arthritis and fibromyalgia.

So, why are phone calls necessary anyway?
There are 5 main reasons we call people.

) Telephone Questionnaires (Telequests): Some
people have problems with their eyesight, holding onto
a pen, or some other problem that makes filling out a

questionnaire difficult. In these circumstances, we set
up an appointment, and then ask the questions over the
telephone. If time is short, or someone tires easily, we
divide the questionnaire into two parts, and call a 2nd
time a few days later. This past six months we completed
over 250 questionnaires by telephone !

2) Data Clarification: Sometimes we need additional
information on certain items. For example, in the past
few months, we have called many of you to clarify
whether you had TB or had a positive skin test for TB,
but did not have the disease. Results from this additional
information are expected to be included in research
articles published this year.

3) Missing information: When critical information is
missing we need to call. For example, if someone tells
us she was in the hospital for a side effect to a medication,
but does not include the name of the hospital, we will
call to find out.We need the name of the hospital to
track down additional details.

4)Validation: Occasionally, boxes are checked in error.
During each 6 month period we select certain questions
to review. We call people who have answered those
questions to determine that their answers are correct.
If we find a high rate of error, we consider changing
the questionnaire to make it easier to understand.

5) Participant information: Particular questions
and special mailing requests are easier to handle over
the telephone. Sometimes there are complaints or an
issue that is brought to our attention.We always try to
take the time to personally call to make sure there is
no misunderstanding and find out what we can do to
help.

Each of these phone calls is important to insure the
quality of our data. We always enjoy talking to you, but
before we call we work very hard to make sure we
cannot find the information another way. It is our
commitment to protect and respect the privacy of our
participants.

FOR MORE INFORMATION ORTO PARTICIPATE

Arthritis Research Center Foundation, Inc.
1035 North Emporia, Suite 288,Wichita, KS 67214
Director -- Fredrick Wolfe, MD
Executive Director -- Kathleen Urbansky

For information please call 1-800-323-5871 ext. |33
or email inffo@arthritis-research.org
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SOME RESEARCH NOTES
FROMTHE DIRECTOR

For people with arthritis, having arthritis is more than
just having joint problems. It alters many aspects of
life in ways that are hard to understand for people
who don’t have arthritis. Some of the research that
we will be reporting at the 2001 meeting of the
American College of Rheumatology (ACR) annual
meeting this November addresses these hidden
differences. Here are some of the results of the 20
research presentations we have submitted to the
ACR meeting.

Work limitation

and income.

We have used your answers to
several questions about your work
ability and income to show that
people with arthritis who work are
still different from persons without
arthritis. Employed persons with
arthritis or fibromyalgia who are
limited in half the usual work
activities earn, on average, $12,500
less than persons without arthritis.
By the way, the average cost of
arthritis medications last year was

$3,400.

Tuberculosis anyone?

Over the last year many of you have received calls
from us regarding whether you had ever had
tuberculosis (TB).Although this may seem a strange
interest, it turns out to be important, here’s why.
With the release of the newer arthritis drugs, reports
of TB cases have been filtering in. There has been
some concern as to whether drugs that alter the
body’s immunity might also alter its response to
infection. But there is no information available at all
about TB, arthritis and arthritis drugs. Shouldn’t we
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expect that people with illnesses like rheumatoid
arthritis (disturbed immunity and steroid use) might
be at increased risk for TB and similar illnesses? After
analyzing your questionnaires and speaking to many
of you to get additional details, we found that there
is no increased risk of tuberculosis at all. For every
100,000 persons with RA, 6.3 will develop TB each
year compared to 6.8 without RA.With this
information, we can now see if the newer anti-TNF
drugs are associated with an increased risk of TB.
Stand by, we should be able to answer that question
in the next year or two, and that’s an important
question for everyone.

Diagnosing fibromyalgia.

We have found an additional way to
improve the diagnosis of fibromyalgia
by understanding just which regions
people have pain in.We will be
presenting those data at the ACR
meeting, as well.

And...
Among the other presentations we
will be making are some about the
value of x-rays, living longer with
arthritis, the lifetime costs of having
arthritis, which drugs lead to a longer
and which to a shorter
lifespan, how insurance
companies should not
judge response to
arthritis treatment,
whether the newer
nonsteroidal anti-
inflammatory agents

Employed
persons with
arthritis or
fibromyalgia

(NSAIDS) cause side earn, on
effects, and what
questions doctors should ave I’age,

ask to best predict
arthritis outcome.

$12,500 less



