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CHANGE SERVICE REQUESTED

Team Ina participated in the
September 11 Lupus Walk for Hope
and 5K Trail Run in the Twin Cities
to honor a very special mother.
Ina Berkowitz passed away in
November 2009 of complications
from lupus. Benjamin Berkowitz,
her 30-year-old son, felt compelled
to honor her memory and help fight
the disease that killed her.

Benjamin felt it was important to
address his sadness and participate
in something to honor his mom,
because this June he had begun
planning his wedding to Janessa.
Benjamin wanted to be able to fully
appreciate that experience, as well
as his wedding day, which was set
for just a few weeks after the run.

“This was a tough year for us,” said
Benjamin. “To go through a death the
same year we’re planning a wedding
is hard. I wanted to do something to say goodbye. Because the race was so close to
the wedding date, it meant so much to us to honor her since she wouldn’t be there
and it was a nice way to have good memories of her.”

With no family members in Minnesota, Benjamin turned to his fiancé, Janessa, and
close friend, Nicole Hendrickson, as his core support and to form a team to run.
They set a goal to raise $1,948 — in honor of the year Ina was born.

Giving back and fundraising around the cause felt natural for Benjamin.

“My mother was very involved in fundraising for a lot of organizations in New
Jersey and New York,” said Benjamin. “I come from a family and social network
that’s really involved in fundraising.”

Benjamin had first connected with the Lupus Foundation of Minnesota (LFM) a few
years ago when he decided to volunteer. He was enlisted to use his paramedic
skills and assist at LFM events. Earlier this year, he noted the Lupus Walk for Hope
and 5K Trail Run on the organization’s website and made the decision to get
involved. He set up a donation website (through LFM) and wrote a heartfelt email
about his desire to honor his mother. He then distributed it to over 50 people,
many of whom were his mother’s friends.

“My mother had a lot of really wonderful friends,” said Benjamin. “All it took was
an email because all these people are so amazing.”
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Benjamin Berkowitz (center) formed a team to participate in the Lupus Walk for Hope and
5K Trail Run to honor his mother Ina Berkowitz, who passed away in November 2009.
He’s shown here with teammate Nicole Hendrickson (left) and his wife, Janessa Berkowitz.
Team Ina raised $2,500.

Lessons Learned in Love









5

news briefs

Survey Results Guide Future Lupus Foundation Programming
By Brenda Frie MA, OTR/L, CHT

Lupus is not something to laugh about. But what about generating a few
laughs to benefit lupus research and direct support to those with the disease?

Kelly McNallan did just that as she spearheaded the first Laughs for Lupus
event in Rochester on September 14 to raise funds and awareness for the
Lupus Foundation of Minnesota.

Kelly is a Senior Research Technologist and Supervisor, working under
Dr. Ann Reed, a recent recipient of an LFM research grant, in the Mayo
Clinic Rheumatology division.

Kelly herself is a budding stand-up comedian (known on stage as Shannon Kelly)
and hosted the show, eliciting some good chuckles from the 80 or so attendees at
Goonies Comedy Club.

The show featured comedians John Bush, who has opened for Howie Mandel
and appeared on Late Night with Conan O’Brien and HBO Comedy Showcase,
and Michael Callahan who has performed both comedy and magic all across
the country.

The event lead to a $1,100 donation to the Lupus Foundation of Minnesota.
Kelly is already talking of hosting the second annual Laughs for Lupus in 2011.

Laughs for Lupus: A Comedic Success

TABLE 1: DOING EVERYDAY ACTIVITIES

TABLE 2: MANAGING YOUR PHYSICAL SYMPTOMS

TABLE 3: COPING WITH EMOTIONAL CONCERNS

Over a year ago, I began working collaboratively with the Lupus Foundation of
Minnesota (LFM) staff on the development and implementation of a needs assessment
survey as part of the Masters in the Occupational Science Occupational Therapy
program at St. Catherine University.

My personal interest in the area of inflammatory disease stemmed from 25 years of
clinical practice as an occupational therapist specializing in hand rehabilitation.
As an occupational therapist I worked in a clinical setting to adapt or modify the task
or environment to enhance performance in areas of daily living such as driving,
parenting, care giving, and work.

The purpose of the needs assessment survey was three fold; 1) to assess the everyday
living challenges of those who are served by the Lupus Foundation of Minnesota;
2) to determine LFM member’s current access to LFM and health care services; and
3) to assess participants interest in attending future self-management program that
would address identified areas of life challenge.

Ninety-six adult participants from the Twin Cities metro area completed the survey.
The participants surveyed ranged in age from 19 to 87, with an average age of
49 years old. Ninety-five percent of the respondents were women. Of those surveyed,
83 percent reported they were diagnosed with SLE, the remaining participants had
associated conditions such as cutaneous discoid lupus, connective tissue disorder,
and arthritis.

The survey identified the needs that LFM members face doing daily activities,
managing physical symptoms and coping with emotional concerns. The everyday
living tasks that were identified as a high to moderate challenge by greater than 30
percent of respondents were: climbing, participating in sports, performing outdoor
tasks, getting things done, lifting, gripping, walking, shopping, rising in the morning
and doing household tasks. See Table 1.

The physical symptoms identified as a high to moderate challenge by greater than 30
percent of respondents were managing fatigue, joint pain, physical exhaustion, skin
sensitivity, memory problems, concentrating, reduced circulation, body pain, muscle
weakness, loss of upper and lower extremity motion, mental exhaustion and loss of
concentration. See Table 2.

Emotional concerns (Table 3) identified as a high to moderate challenge by greater
than 30 percent of respondents were: coping with depression, stress, anxiety,
emotional support, coping with sexual relationships and finding someone who
understands.

Overall participants reported a high level of access to LFM services. Medical
professionals and LFM services were the top two health information resources utilized
by participants. Eighty-seven percent of participants reported that they may be
interested in attending a community-based self-management program offered through
LFM. Fifty percent of those surveyed indicated specific interest in attending programs
focused on the management of the symptoms of strength and conditioning, fatigue,
pain, stress or coping skills and life balance.

LFM is working to design and implement future self-management educational
programming, based on the identified needs, to direct future program design,
development and implementation.



This year was the 29th year in which the Lupus
Foundation of Minnesota has provided college
students with the unique opportunity to partner with
accomplished researchers at the University of
Minnesota. Since the programs inception, a total of
$379,134 has been awarded to support 99 fellows
working on vital research efforts aimed at improved
detection, treatment and a cure.

Summer Fellowship Experience Expectations

After a competitive application process, each fellow
is paired with an experienced faculty member who
specializes in autoimmunity research. The faculty
member directs the fellow’s work in their laboratory
for the summer. Laboratory duties address project
proposals and aspects of research questions posed.

Tasks vary depending on each specific project, but
they may include the following; implementing a
wide array of experimental techniques
(multiparameter flow cytometry, as well as immuno-
precipitation, western blotting, ELISA, and PCR);
processing biological samples from patients,
isolating DNA/RNA from human blood, synthesis of
cDNA and cRNA probes for microarray analysis
and, assisting with the production and purification
of biological agents for use in experiments
(antibodies, recombinant proteins). Fellows work
closely with faculty supervisors to plan and execute
experiments and perform literature searches and
corresponding research as suggested by the
principal investigator; and other duties as assigned.

Research Seminar and Outcomes

In mid-August, the fellows provide a brief public
presentation of their research to autoimmunity
program lab staff, staff and board members of the
Lupus Foundation of Minnesota, friends and family
along with the general public. The final aspect of
the fellowship is to complete a written final report
which addresses the initial project proposal and
research question posed.

Reports provide the background of the issue
explored and articulate the specific scientific
questions, and the steps taken, to answer the
research questions posed. Following is a summary
of the research questions identified by each student.
(Full 2010 fellow reports can be found on the LFM
website under “research.”)

2010 Fellowship Program Participants

Philip Titcombe, a junior from Macalester College,
worked in the lab of Dr. Daniel Mueller. Mr.
Titcombe’s research explored autoreactive B cell
detection technology including constructing
tetramers of cyclic citrullinated peptides. Detection
of citrulline-specific B cells using these tetramers
could help characterize the potential for
autoimmune disease and illuminate the mechanism
of its development.

Amanda Louiselle, a junior from the University of
St. Thomas, worked in the lab of Dr. Emily
Gillespie. Ms. Louiselle investigated the mechanism
of Hydroxychloroquine, a commonly prescribed
systemic lupus erythematosus medication (brand
name Planquenil). Hydroxychloroquine has been
shown to be effective in reducing clinical symptoms
in many lupus patients, however the specific
mechanism of the drug within certain immune cells
is still unknown.

Laura Zwilling, a junior from Bethel University,
worked in the lab of Dr. Mehrnaz Hojjati. Ms.
Zwilling performed data analysis on the incidence
of lupus nephritis and its prognostic factors in
African American and Caucasian SLE patients.
She reviewed and analyzed clinical and lab data
on 679 patients from the Autoimmune Biomarkers
Collaborative Network cohort, which was created
in collaboration with the John Hopkins Lupus Center.

Dane Schaleben-Boateng, a junior from the
University of Minnesota, worked in the lab of
Dr. Erik Peterson. Mr. Schaleben-Boateng’s project
focused on the PTPn22 620W (Protein tyrosine
phosphatase, non-receptor type 22) which has been
found to be more prevalent in patients with
systemic lupus erythematosus, as well as patients
with several other autoimmune diseases. This gene
encodes a protein tyrosine phosphatase which is
expressed primarily in lymphoid tissues. This
enzyme associates with the molecular adapter
protein CBL and may be involved in regulating CBL
function in the T cell receptor signaling pathway.

The deadline to apply for a fellowship in the
summer of 2011 is early May. Watch the LFM
website for the application.
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In May, the Lupus Foundation of
Minnesota received recognition
from the Solid Waste Abatement
Advisory Team at Anoka County’s
Integrated Waste Management Department, along
with a certificate of appreciation from the Anoka
Board of Commissioners, for “continued effort(s)
to provide recycling services that help ensure
resources for future generations.”

The county recognized the Foundation’s reuse
and recycling efforts through the operation of the
LFM Pick Up Service, which provides curb-side
collection and distribution of individual
donations of unwanted clothing, appliances and
small household goods throughout the Twin
Cities. Over 24 million pounds of donated goods
have been collected in the last three years (2007,
2008 and 2009).

LFM receives revenue based on the volume of
goods collected, which in turn provides critical
resources for core operations and client service
functions at the Foundation. Items collected that
are in good repair end up at thrift stores located
throughout the metropolitan area for resale.

Door-to-door pickup service provides multiple
benefits. The ease and convenience for those
individuals looking to dispose of items directly
from their curb is significant. Pick-up routes are
planned for efficiency and eliminate the need for
individuals to spend time and resources to
transport smaller quantities of items. Donor
contributions of clothing and small appliances
help to make affordable items available to the
general public, as well as create jobs for pickup
and distribution staff, and reduce over-all waste
by keeping unwanted items out of dumps
and landfills.

For more information on the pick up service,
call 651-748-0400. To schedule a pickup online,
go to www.lupuspickup.org.

LFM Receives Certificate
of Appreciation from
Anoka County Board
of Commissioners for
Recycling Efforts

2010 Lupus Summer Fellowship Program

news briefs

In January 2005, I was extremely
tired and had unexplained pain
and swelling in my legs. I

brushed the fatigue off to being a college student, but
then I started having trouble in my classes, lacking
focus due to pain and no energy.

After dozens of doctor appointments with multiple
doctors, I was diagnosed July 5, 2005. Although the
process was long and frustrating, I was relieved to
know the reason behind my symptoms.

I was fortunate to connect with LFM after I moved back
to Minnesota due to lupus complications. I had been
living independently in Michigan for three years but
was becoming very ill and my rheumatologist urged me
to move home to be with family and for a better quality
of life.

Without health insurance at the time, I was not able to
afford my medications. Support from LFM provided me
the resources to get those medications and get
connected with a rheumatologist here in the Twin

Cities. Thankful for that help, I wanted to give back and
looked for more ways to help others.

My experience of diagnosis and trying to finish college
was incredibly challenging. Although I had support
from wonderful friends, they couldn’t fully understand
what I was going through and I didn’t know any other
lupus patients to whom I could turn for support. I felt
very alone during that time.

Continued on page 7…

An Opportunity to Make a Difference and Connect
Spotlight on the Young Adult Support Group By Amie Claire McArdell
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