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Emerging: A Journey Through Diagnosis

By Ginger Sorvari Bucklin

D iagnosed at 1 6/ Indeed, over the next year, everything did change. That nagging hip pain remained
undiagnosed for the next five months, keeping me homebound, annexed from my
friends and activities, and eventually unable to walk on my own. Even after my hip

Now Going Strong

“Its lupus,” the doctor told me in early 1988. abscess was correctly identified, my summer was spent undergoing multiple

surgeries, intravenous antibiotics, and physical therapy.

What a relief.
That fall, I returned to my senior year of high school a completely changed young

After months of unexplained symptoms, woman. | was depressed, convinced that I'd be in and out of the hospital for the
pain and exhaustion, it was not leukemia. rest of my life. No far-away college. What if | got sick mid-semester? No career that
| could leave the cancer wing of Minneapolis didn’t provide good health insurance. No theatre. No dancing. No Broadway.

Children’s Hospital. Since this is “just” . .
Diagnosis #2

lupus, | could live like my aunt Karin, ]
My college years were — in terms of my health — rather uneventful. | had no flare-

whose life with lupus seemed rather A }
ups, no serious illnesses. My lifestyle was pretty subdued and | felt good most of the
normal, except for the long sleeved-blouse ) o i o ) )
time. | participated in activities, but shied away from sports. | chose jobs that

weren’t physically intense. | tried to get enough sleep. | didn’t party too hard. In

At 16 years old, | just wanted to return to short, | led the life of one who's scared to take on too much.

she wore on her trip to Hawaii.

my busy life of music, theater, and dance.

Ginger Sorvari Bucklin My Broadway career waited. Soon after graduation, | received a job offer in Michigan. Even before moving there,

| found a new physician that seemed to have a good reputation.

As soon as | can get out of this hospital, everything will return to normal. No problem. ) o .
In Detroit, my first visit with the new doctor was pleasant enough, by now, a quite

Over the next few days, doctors tried to educate me on lupus and what it would familiar series of questions and blood tests. My second visit — when we reviewed
mean to my life. They didn’t understand that | thought this was no big deal. Instead, my blood test results — was the shocking one: “Ginger, | don’t know what you had
they insisted on providing me with information to “give me hope.” | didn’t really six years ago, but it wasn't lupus.”

need hope, but they seemed determined to provide it. N
My tests had come back completely normal — no positive lupus markers, not even

About a week after my diagnosis, still in the hospital with unexplained hip pain, marginal results. My body had no sign of lupus whatsoever. It was, in this doctor’s
one doctor shared what he considered to be a very encouraging statistic: “Lupus words, impossible for me to have had lupus.

has a 95 percent five-year survival rate!” ) ) o
He met with me three more times, as we tapered down dosage of my medications

I think he expected me to be excited. But, | was crushed. | broke down in tears. and watched my blood work. Within six months, | was done, convinced that the
From this point on, my life would be measured in five-year increments. | would lupus diagnosis was a fluke.
have to change everything. | succumbed to the idea that | was powerless to fight an

. . j 2...
incurable illness. Continued on page
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research/fundraising

BENLYSTA: Promising Hope in the Treatment
of Systemic Lupus Erythematosus (SLE)

Cautious hope is being renewed in the lupus community about Benlysta™ as it reaches
its endpoint in the final phase of Phase 3 Clinical Trials. Benlysta has shown much
promise as it is believed to reduce the auto-antibody levels in SLE thought to correlate
with disease severity.

In 2006, researchers were awarded an FDA Special Protocol Assessment declaration,
indicating that the clinical design was deemed acceptable for FDA approval. Since
then, the first phase of clinical trial BLISS-52, and second phase clinical trail BLISS-76,
has gone on record as the largest clinical trial program ever conducted on lupus
patients to date, with as many as 133 clinical sites in 19 countries around the world.

So far, BLISS-52 results in clinical trials have shown that Benlysta produces a
clinically important reduction in SLE disease activity, significant improvement in
response rate at 52 weeks. The study indicated that this drug is better tolerated and
has shown a clinically meaningful reduction in steroid dose. The final clinical trial,
BLISS-76 will report its findings in November.

There is a great deal of hope in the scientific and medical community that these
promising results will prove to be a breakthrough that ushers in a less toxic era of
treatment while decreasing disease activity for those who suffer with lupus.

If you would like to receive the full article, please contact our Client Services staff at
952-746-5151 or 800-645-1131.

Fun and Fellowship at the
11th Annual Lupus Golf Classic

Gorgeous weather and course conditions
welcomed all sponsors and participants for the
11th Annual Lupus Golf Classic held on July 8 at
the beautiful StoneRidge Golf Club in Stillwater.

The $43,700 raised at the annual golf tournament
went directly to support clinical research into the
cause and cure for lupus. And one part of that
research funding consists of the Lupus Foundation
of Minnesota’s Student Summer Fellowship
Program, which exists to foster an interest in
systemic lupus erythematosus (SLE) research
among undergraduates by providing an
opportunity for promising young scientists to

Special thanks to all who contributed to the
auction, sponsors, donors and golfers. We'd
particularly like to acknowledge the continued
generosity of our title sponsor, GLS Companies,
as well as lead sponsors: Fortress Financial
Group (LLP), Knowledge Marketing, Schechter
Dokken Kanter, and Unique Thrift Store.

Thanks also to KFAN’s Cory Cove for hosting
a poker contest hole and to Dale Berry for
emceeing the dinner program.

More information on next year’s Lupus Golf
Classic will be available soon. Watch your mail

participate in basic or clinical research with an and email. In the meantime, for more information

established investigator on participation and sponsorship options, please

contact Jennifer Monroe at jmonroe@lupusmn.org
We were honored to have the four 2009 student or 952-746-5151.
fellows with us at tourney. They pitched in to
help sell raffle tickets and mulligans, run contests
and even golf. Their enthusiasm inspired a
wonderful live auction that raised over $7,000

for the Student Summer Fellowship Program.

TOP

Lupus Classic golfers enjoy a laugh on the course.

MIDDLE
Title Sponsor GLS Companies President Gary Garner and
LFM President Jennifer Monroe.

e

ABOVE
Representatives of GLS Companies were easy to

BOTTOM
LFM’s Student Summer Fellows John Doric, Tom Fewer,
Kathleen Bauer and Tawny Herdegen helped raise funds for

) spot on the course in their matching golf attire.
future fellowships.

UPPER RIGHT

Dinner program emcee Dale Berry acknowledges
a generous gift that helped LFM raise $7,000 in
10 minutes during the live auction.

LOWER RIGHT

Dr. Mehrnaz Hojjati, U of M Assistant Professor and
Director of the Lupus Clinic, talked about current lupus
research and introduced the Student Summer Fellows.
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Walking and Running for Hope 2009

TWIN CITIES
Saturday, September 12 at French Regional Park

ROCHESTER
Saturday, September 19 at Essex Park

Some of the largest-ever event crowds turned out for
the 12th Annual Lupus Walks for Hope and new 5K
Trail Runs on Saturdays, September 12 in the Twin

Cities and September 19 in Rochester. An estimated
800 people took in either the Walk or 5K at the new
event venues — French Regional Park and Essex Park
respectively.

Both events generated critical funds to support
research efforts into the cause and cure of lupus and
gave us the opportunity to increase awareness of the
availability of programs and services provided by the
Lupus Foundation of Minnesota. One hundred
percent of funds raised went to supporting research
and grant funding and to direct client services
offered throughout the state.

And raise funds you did! Both events exceeded
amounts raised in 2008. Funds that stay here,
providing hope and helping those whose lives are
touched by lupus right here, right now. Thanks to
all — whether you walked or ran yourself, collected
donations, made an donation, contributed an
auction item, and/or volunteered!

We are especially grateful for the continued,
generous support of our Signature Sponsor, Sterling
State Bank, and to Chaska Eye Care, our newest
Hope Sponsor, as well as the many other corporate
contributors who have supported this effort with
in-kind donations.

Your combined efforts are what continue to inspire
all of us here at the Lupus Foundation of Minnesota!

See the photos on these pages for a recap of the
action. (Additional photos are posted in our Photo
Gallery at www.lupusmn.org.)

We look forward to seeing you again (or for the first
time) at next year’s Walks and 5K. Keep an eye out
for further details and dates of those in future issues
of “Lupus News” or on the website.



http://www.lupusmn.org/
http://www.lupusmn.org/
http://www.lupusmn.org/

survey

Technology Assessment: LFM Partners with Saint Thomas
University’s Graduate School of Business Communications

LFM has an active presence in the Twin Cities area where those affected by lupus
have access to various levels of support. Yet as we evaluate steps in implementing
our strategic plan, we were interested in evaluating and expanding our reach to those
living outside of the geographical area of the Twin Cities. We were also interested in
specifically which aspect of technology our current and potential clientele prefer to
both participate in, and receive information through.

Therefore, in our first initiative, we conducted a research project to collect
information with the following objectives:

¢ Improving how LFM reaches those affected by lupus through technology,
paying particular attention to individuals with barriers to accessing
support services.

¢ Gaining a thorough understanding of the impact that existing web-based
resources offered by LFM are making on lupus patients, families and caregivers.

e Using collected data to efficiently and effectively target services offered by LFM.

¢ Formulate detailed analyses identifying specific information, communication
and support-needs recommendations from participants.

¢ Identifying technologies available that will help facilitate LFM’s message and
the delivery of client services.

A web-based (and paper copy distribution) survey was developed aimed at evaluating
client education, support and information needs. Findings are critical to our service
delivery redesign, as well as beneficial in furthering LFM’s new strategic vision. The
survey consisted of a brief set of questions covering the following

subject areas:

¢ Since the Foundation wants to understand capabilities for accessing
information electronically, four demographic questions were asked, followed
by five questions regarding the participants’ current technological capabilities
and their ability to access the internet.

LFM currently maintains an active website, so four questions were asked to
determine how many currently access the site and what information they are
looking for when they do.

¢ In seeking to assess how we can use technology to expand our ability to reach
constituents, four questions were asked that assessed the participants’
willingness to seek information in a new format, other than the method by
which services are currently available.

Finally, three qualitative questions were asked, allowing participants to provide
specific, detailed answers about what type of information they would like to
see on the site, what other web based sources they use to access information
and were asked for any additional comments they would like to share.

Survey Responses By Gender

D Hard Copy (A) - Electronic (B)

100 -

89049 _ 2118%

40 -

20 —
1096% ¢ 27,

. 1]

MEN

WOMEN

Distribution and Response:

® 379 surveys were distributed including 254 hard copy and 125 electronic

e Stamped, self-addressed envelopes were included with hard copy distributions
¢ 107 responses were received by the deadline (a 29 percent return rate)

e Of the 107 received, 73 were hard copy and 34 were electronic

* A majority of respondents were female

¢ 56 percent in group A (hard copy) identified themselves in the 56+ age
category while 24 percent of respondents in group B (electronic) identified
themselves as 56+

¢ 30 percent of group B respondents were in the 20-40 age category
compared with only 10 percent of group A respondents

Findings: A very high percentage of respondents indicated that they had access
to the internet and were interested in participating in LFM online offerings.

The question, “What information would you like to have access to on the
LFM site?” received some of the following suggestions:

¢ Up-to-date information
o |atest research
e New treatments

e Information about support groups

Participants were asked where they gather the majority of their information as well as
which interactive sites, if any, they currently use or were most likely to use. We also
asked in which current LFM services they had participated and any suggestions or
feedback around those experiences, among other questions.

Outcomes: Based on the information gathered, a list of recommendations was
developed to implement as we move forward in reaching out to lupus patients in the
Greater Minnesota area and implement our strategic vision of utilizing technology to
enhance the ‘reach’ of the organization.

Recommendations made and implemented include:

¢ Expand dissemination of the newsletter and e-blasts electronically to take full
advantage of the fact that the newsletter is widely read (a survey finding) and
seen as a valuable resource to many.

¢ Add on-line registration capacity to the current web page and integrate with
organizational software for events management, client service enrollment and
other efforts to link individuals with one another and the organization.

e Expand LFM’s visibility on social networking sites. These sites are a highly
effective way for individuals to connect, relate, support one another, and
interact electronically, as well as market services offered by the organization.

For more information or copies of the survey and results, contact the Lupus
Foundation of Minnesota.

Survey Responses By Age
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