snuff (a form of tobacco that is inhaled through the nose) does not increase the
risk of MS. This suggests that factors present in smoked tobacco, rather than
just the route of administration, is important.®

CONCLUSIONS

In summary, the etiology of MS is still unclear, but it is now recognized that the
degree of complexity is beyond what was previously believed — even as recently
as 10 to 15 years ago. The complexity comes from the realization that one
cannot predict a person'’s risk of developing MS just by considering the individual
effects of single factors alone. Genes, environment, post-genomic modifications,
and chance all appear to be involved and to interact with one another.

The associated risk factors for MS appear to come together to form a
‘causal cascade,” where several things need to occur before developing MS.
Factors largely defined from birth (i.e, gender, HLA status, place of birth) appear
to need certain environmental factors (vitamin D deficiency, late EBV exposure)
to provoke the development of the abnormalities required that subsequently can
lead to MS. The effect of where someone lives in early life (in relation to the
equator and latitude) and associations with infectious mononucleosis in
adolescence would support the notion that vitamin D deficiency precedes EBV
infection.®® However, the Australian migration data and the evidence for
vitamin-D related influences on risk during adult life (e.g., outdoor occupations
decrease MS risk)® suggest that vitamin D has the potential to play a role over
a wider time period.

It is not yet clear whether MS susceptibility is a result of a chain of adverse
factors that need to occur in a specific order and are dependent on one another
(e.g, a domino effect), or whether risk factors are independent of each other but
each adds to the collection and strength of factors that push an individual closer
to the threshold of developing MS. Since a single cause for the development of
MS has not been found in all MS patients, this suggests that “causal pathways”
(the events leading to MS) will likely differ in individuals. Should this be the case,
this could support the hypothesis where independent risk factors add up,
pushing someone closer to developing MS or the hypothesis that the interaction
of risk factors is critical.

Although some progress has been made, our understanding of the stages
involved in the development of MS is still limited. Further study is vital to
identifying and understanding the causes of MS. Once we have these answers,
we can work to prevent its occurrence, create more effective treatments, and
hopefully one day cure this challenging disease. 4
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I AskitherDoctor;

Can Lesions Disappear?

Q: I was diagnosed
with RRMS in 2009.
After trying one MS
therapy, I switched to
Tysabri, and have
steadily improved in
function. When I was
diagnosed, I only had
a couple of lesions on

Dr. Jack Burks

my MRI, but my lumbar puncture was

positive for bands and I've had many MS
symptoms. My last MRI showed no lesions.

I have just moved and was referred to a
new neurologist. Due to this MRI, this
neurologist has told me that I “can’t
possibly have MS,” and has stopped all
treatment. (I am a veteran and this has been
through the VA.) He tells me that lesions
never go away, and that he suspects errors
in my history. Could he be correct? Can
lesions disappear?

A: You are in a difficult situation. I would
gather your previous records, including
MRIs, lumbar puncture results, and medical
evaluations that showed MS and ask your
neurologist to review your records. If there is
still a contflict, I would get another opinion
from a VA doctor with MS center expertise,
or a non-VA neurologist if you have the
resources. MS lesions can fluctuate, but
reverting to a completely normal MRI
provides cause for your neurologist to be
concerned.
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By Dr. Jack Burks
Chief Medical Officer for MSAA

After he reviews your complete records, he
will be in a better position to judge. He may
want to see the actual abnormal MRIs in the
past and not just read the reports. Also, he
may want to talk with your previous
neurologist to get a better understanding of
your MS prior to starting Tysabri.

Q: 1 was diagnosed with MS in 2004. I've
been on a few different injectable drugs and
have had bad experiences with them. As an
option, I would like to try LDN (low-dose
naltrexone).

Which brings me here to ask, why is it so
hard to get someone to help me with this? I
know it’s not specifically approved for MS,
but it’s been helping people. Is it wrong of
me to want to try this?

A: 1 am sorry that you have had problems
with the approved MS therapies. They help
most people with MS. LDN is not FDA-
approved, so many neurologists are not
enthusiastic about prescribing this drug. It
appears relatively safe and some people feel
better when taking it. However, it is not a
substitute for FDA-approved disease-
modifying therapies.

Nonetheless, you can probably find a
neurologist or general practitioner who is
willing to prescribe LDN. To learn about
studies of LDN and MS, and to ask for the name
of a nearby doctor, you can visit the LDN
website (at www.lowdosenaltrexone.org).
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Ask the Doctor

You might consider revisiting an MS-
injectable drug option with an MS expert.
Although this has not been helpful in the past,
you may still be able to benefit from one of the
currently available therapies. If not, another
alternative is to ask your neurologist about the
new FDA-approved drug called Gilenya. It is
the first oral medicine approved for the long-
term treatment of MS. Your neurologist can
explain the benefits and risks of this new drug,
and since it is different from the other
medications you have tried, it may be helpful
to you. Tysabri is another option that you may
want to discuss with your doctor. It also has a
different mechanism of action and is given via
IV infusion once monthly.

(This question comes from a nurse.)
Q: With new drugs coming on the market
that suppress the immune system, combined
with the fact that individuals may produce
certain white blood cells to fight infection, 1
am surprised that I do not see any
recommendations in the study literature on a
“washout” period for other medications that
one may currently be on prior to starting
these medications once they are approved.
For example, if someone is on high-dose
steroids, Tysabri, or cyclophosphamide,*
would it be reasonable to have a period of a
month or more between the last dose of a
current medication and the first dose of new
medication? And if so, how would you deal
with a relapse during that time?
*Cyclophosphamide (Cytoxan) is a drug
not specifically approved for MS but is
sometimes prescribed for certain individuals.

Winter/Spring 2011

A: Great question! Unfortunately, the
treatment trials do not usually address the
question of “washout.” Without data, it is
hard to make any recommendations.
Opinions vary when data are lacking.

My opinion (not based on data) is that a
washout period for some drugs seems
reasonable. The ABCER drugs (Avonex,
Betaseron, Copaxone, Extavia, and Rebif) as
well as steroids are not likely to need more
than a week or two washout. Tysabri
washout-period opinions vary from one to
six months. I favor a two-to-three month
washout with Tysabri before starting Gilenya.
Similarly, Gilenya may require a two-to-three
month washout before switching to another
MS therapy.

If one has an exacerbation during the
washout period, I would give this patient a
short course of steroids, which has a short
“half life” (or duration in the body).
Novantrone and Cytoxan are long-acting
drugs and I would give a three-to-six month
washout period for these drugs.

Remember, these suggested washout
periods are based on my opinion and not
based on scientific data. These washout periods
are subject to individual interpretation and
other MS experts may recommend different
lengths of time to wait between switching
from one MS treatment to another. ¢

10 submit questions, please send them to: MSAA,
Questions for Ask the Doctor, c/o Dr. Jack Burks,
706 Haddonfield Road, Cherry Hill, NJ 08002; or
you may email them to agriese@msassociation.org
(please write "Ask the Doctor" in the subject line).
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Resean,chiNews

More Data Needed for Oral Cladribine

On March 2, 2011, EMD Serono, Inc.,
makers of Cladribine Tablets (an oral
formulation of cladribine for the treatment of
MS), announced that the United States Food
and Drug Administration (FDA) was not able
to approve the application for Cladribine
Tablets without additional information.
According to EMD Serono, the FDA found
substantial evidence of Cladribine Tablets’
effectiveness as indicated by the CLARITY
study (CLAdRIbine Tablets treating MS
orallY). While the effectiveness was not in
question, the FDA is looking for an improved
understanding of safety risks and the overall
benefit-risk profile of Cladribine.

EMD Serono notes that they remain

by Susan Wells Courtney
Reviewed by Jack Burks, MD

Research News presents highlights from
some of the recent news items of importance
to the MS community. To access the full
articles on these and other topics, please
visit www.msassociation.org, or call
MSAA’s Helpline at (800) 532-7667 to
request a printed copy.

committed to completing their ongoing
studies with Cladribine Tablets and to
continue to seek FDA approval of their
drug. Three ongoing studies are nearing
completion, and top-line results (the initial,
primary outcomes of a study) are expected
by the end of 2011 and in the first half of
2012. The safety data from these studies
should provide valuable, additional safety
data for the FDA to consider. ¢

FDA Approves Nuedexta to treat Pseudobulbar Affect (PBA)

On October 29, 2010, Avanir Pharmaceuticals,
Inc. announced the approval of Nuedexta™ by
the Food and Drug Administration (FDA) for
the treatment of pseudobulbar affect (PBA)
associated with certain neurological
conditions, including MS. PBA is characterized
by uncontrolled, inappropriate, and/or
exaggerated episodes of crying, laughing, or
other emotional display. PBA occurs
involuntarily with little or no stimulation to
invoke such a response. It can greatly impact
social situations and overall quality of life, both
for the patient and his or her family.

Nuedexta is an oral drug in capsule form.
Initially, a patient is given one capsule daily
for the first seven days. Beginning on the
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eighth day, the medication is increased to the
full dose of two capsules daily (one capsule
every 12 hours). No one should take more
than two capsules within a 24-hour period,
and if a dose is missed, it will need to be
skipped, as two doses should never be taken
at the same time.

In studies with Nuedexta, episodes of
excessive crying and laughing were
significantly reduced in the treated group as
compared to placebo, both in terms of
frequency and severity. According to Avanir,
the response to this drug is readily observable
within a short time — often within the first week.
In the most recent clinical trial (the STAR
trial), about half of the patients with PBA
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Research News

experienced a complete remission of this
symptom by the end of the study while taking
Nuedexta. Scores on a scale measuring
emotional lability (the Center for Neurologic
Study-Lability Scale [CNS-LS]) significantly
decreased. The approval of Nuedexta comes
after 10 years of research and development. 4

MSAA Survey Reveals Surprising
Results (published online March 1, 2011)

The Multiple Sclerosis Association of
America (MSAA) conducted an independent,
online survey of almost 20,000 of its
members in the fall of 2010. The purpose of
this survey was to better understand the
extent and impact of pseudobulbar affect
(PBA) among people living with MS. The
results were surprising in both areas.

A total of 5,229 people completed the
online survey. Of these respondents, 2,504
or 48 percent reported experiencing
symptoms of PBA based on their answers to
a scientifically developed measurement scale
(the CNS-LS). This percentage is higher than
the estimated 10 to 15 percent of the MS
population that has been cited as potentially
being affected by PBA. Of the 2,504 who
reported behaviors (experiences) associated
with PBA, 2,389 identified themselves as
having MS and an additional 115 care
partners or family members completed the
survey on behalf of a person with MS.

Our results suggest that PBA might be
more widespread in the MS population than
was previously thought. Additionally, the
frequency of these episodes and their impact
on daily life were also considerable.
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chk & COOL

(and no one has to know)

Foshionable

Quick Cool Sfarvesf»

« Fashionable Quick Cool Scarves with soft cooling packs
« No wetting required - uses Soft Ice® cooling technology
« Comfortable, lightweight and discreet

« We offer cost-effective cooling kits!

Visit our website to see our full line of cooling
vests and accessories! Order on-line, or call us to
request a catalog or place your order!

Celetycing POLAR Prouucts { i3

5 Years 800.763.8423
WORKING WITHMS -~ www.polarproducts.com

Volunteer

with MSAA

You can help MSAA's volunteer
family this season by coordinating
fundraising events, including
Swim for MS, sporting
tournaments, and bake sales.

To contact our volunteer team, please call
(800) 532-7667, extension 117, email

volunteer@msassociation.org, or visit
support.msassociation.org/volunteer
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Thoughts about Giving

Getting to Know Each Other

Ideally, MSAA would like to be on
speaking terms with every donor who, by
making a gift, has demonstrated an interest
in our mission to help people with MS.

The reality is more fortunate than ideal.
Each year tens of thousands of donors send
voluntary gifts that support MSAAs
programs and services. We need and value
that support to ensure our mission is
fulfilled without interruption or restriction.
The volume is especially important because
MSAA was built on — and thrives on — many
gifts from many donors rather than
sustaining grants or whopping gifts from a
few. (Although luckily, we receive some
larger gifts as well.) The result of so many
smaller gifts is a collective mass of donors.
Welcome as it is, this prevents us from
getting to know individual donors as
personally as we'd like.

So we remain curious about what attracts
a donor to MSAA. If we could talk to every
donor, we could learn whether a family
member or a friend faces the challenges of
this unpredictable disease. We could find out
whether awareness of MS’s devastating
potential triggers compassion and motivates
people to do their part in enriching the
quality of life for others. We could also
benefit from a dialogue with people whose
lives may have been touched directly by
MSAA and who contribute because they
know about our services firsthand.

There’s so much to know and limited
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time in a day to learn it. But we're trying!

Like the teacher in “The King and 1,”
MSAA works harder and harder towards
“getting to know you.”

Each day, calls expressing gratitude go
out to people whose continuing generosity
has attracted our attention. We hope these
calls will reveal some of the information
described earlier. We also hope that these
conversations will take us further towards
building a genuine relationship with donors
so we not only know why people make gifts,
but also know the outcome they expect from
their support. We hope that through such
conversations, we can learn how we can
meaningfully keep donors informed about
the life-changing impact of all that MSAA
does.

Relationships are what MSAA strives to
have. Our name says we are an
“Association,” and we want donors to feel a
part of the MSAA family, to be an active
participant in a dialogue that can only make
MSAA stronger and make us better stewards
of a donor’s gifts.

“Getting to know you” means using the
telephone and sending personally written
cards to say “thanks.” So please don’t be
wary if someone calls and begins the
conversation by saying, “I'm from MSAA.”
We are calling because we are proud and
grateful to have you on our team. We hope
you are also proud about your role in
enriching the quality of life for individuals

MSAA Motivator



Thoughts about Giving

The Need for Cooling Equipment

As spring approaches, the demand for MSAAs cooling equipment increases... markedly.

Cooling relieves heat-related fatigue that often prevents individuals with MS from
participating in outdoor activities in warm weather. Its benefits go further than helping
alleviate fatigue and other symptoms of overheating. Cooling also enriches family life by
allowing someone affected by heat to attend picnics, sporting events, concerts, weddings,
and other occasions that take place outdoors, warding off isolation that comes from “just
not being able to go.” Individuals benefit from being able to take walks or garden or just
relax in the sunshine without having to worry about wilting in the heat.

Increased demand means increased inventory. The cooling vests and ice packs that do
so much good cost MSAA about $126 per set. It would be great if interested donors pitched
in to make sure supplies are plentiful. A gift of $126, or any contribution towards the
cooling inventory would be greatly welcome, especially during this time of year.

Donors can send their tax-deductible gifts to MSAA Cooling, 706 Haddonfield
Road, Cherry Hill, NJ 08002 and make checks payable to “MSAA.” These gifts will help

make cooling a breeze.

affected by a chronic disease.

Hearing from donors on a regular basis
would lead to the ideal we want to establish.
Call me at (800) 532-7667, extension 128,
or email me at nzoren@msassociation.org
and tell me about your interest in MS and
MSAA. Ask questions. We have answers, and
we have so much to learn from each other.

Let’s associate. Let’s get to know each
other better. The result will be a greater
affinity with an organization you support and
a better understanding about how MSAA
uses your gifts to support a mission that
directly benefited tens of thousands of
people last year.

The true ideal is to tailor a program that
lets each donor decide when and how to be
asked for support. The resulting relationships
would ensure that MSAA could be there as
long as it's needed to enrich the safety,
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mobility, comfort, convenience, security, and
dignity of everyone affected by MS.

Maybe if we start talking or writing to
each other, the ideal could become a reality.
I look forward to those calls and emails.

MSAAs $100,000 Online Challenge to
Help Individuals with MS

So an idea is broached at a meeting, and
everyone is intrigued.

The idea is to help MSAA expand its work
by having a $100,000 online challenge on our
website at www.msassociation.org, between
now and June 30 when our 2011 fiscal year
ends. While intriguing, we all wondered,
could we reach a goal of $100,000 in time?

I believe that testing the waters is
preferable to saying “no” to oneself. So, I'd
like to propose the challenge to the readers
of this column. More than 12,000 donors
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receive our magazine, The Motivator. If each
donor who receives this magazine went
online and made a gift of $8.50, the
$100,000 would be reached. Given that not
everyone might venture online and perhaps
some may miss this part of the article, gifts of
two, three, or more times the amount ($17,
$25.50, $34, etc.) will help take up the slack.
And nothing stops our other readers from
joining in!

What do you say? Shall we give it a go?

Please help me to get the ball rolling by
going to support.msassociation.org/nzf and
making a gift of $8.50 or more. If you are
able, a gift of $85, which is ten times the
initial amount, would really help us to reach
our goal! I will get things started by making

my own personal donation of $85. But please
know that whatever amount you can give —
whether large or small — will be of great help
to support our urgent mission to enrich the
quality of life for everyone affected by MS.

For anyone who prefers not to contribute
online, payments may also be mailed to
MSAA at 706 Haddonfield Road, Cherry Hill,
NJ 08002. Gifts are also gratefully accepted
over the phone at (800) 532-7667,
extension 128.

Thank you so much! Your compassion
and generosity are enormously appreciated
by MSAA and members of the MS
community. 4

— Neal Zoren
MSAA Director of Development

THE PHILANTHROPY CIRCLE

The following thoughtful corporations and foundations have contributed generously to MSAA to
help enrich the quality of life for everyone affected by multiple sclerosis. Organizations providing

gifts of $10,000 or more are shown in this listing.

GUARANTORS ($500,000 and up)
EMD Serono, Inc. and Pfizer Inc

Teva Neuroscience

CHAMPIONS ($100,000 to 499,999)
Acorda Therapeutics

Bayer HealthCare Pharmaceuticals

Bayer USA Foundation

Biogen Idec

Genentech Foundation

Novartis Pharmaceuticals Corporation
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VISIONARIES (850,000 to $99,999)

Genentech, Inc.

INNOVATORS ($25,000 to $§49,999)

Medtronic Foundation

ADVOCATES ($10,000 to $24,999)
Avanir Pharmaceuticals

Catholic Human Services Foundation
The Chatlos Foundation

Grand Lodge Daughters of Scotia

The Ronda Gruber Foundation

The Virginia Dashiell Foundation
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pring is in the air! Without the threat of
Ssnow and ice, many people who might

otherwise stay in the safety and comfort
of their home may venture out for plenty of
spring and summer events. These might
include bridal showers and weddings,
birthday and anniversary parties, spring and
summer holidays, and any special occasion
throughout the year.

With such events comes the need for gift-
giving, which isn’t so easy when counting
pennies. A great solution is to create your
own decorative packaging and gifts. This
doesn’t just save money, but also provides a
fun activity for families and friends to do
together. Husbands and wives, parents and
children, or just a few good friends, can get
together, socialize, and create a personalized
work of art.

Gift Packaging

Karen Fennimore, a craft designer from
Runnemede, New Jersey, suggested several
craft projects that people with MS can do
together with family and friends. One is
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Written by Maryann B. Hunsberger

decorating paper takeout boxes to use as
small gift boxes. “These are sold in craft
stores. Add stickers or sticky-backed
rhinestones. Use markers to draw designs, or
use stamps with stamp pads to create images.
Ribbons can be tied on and curled with a
dull knife or children’s safety scissors. Make
designs with glitter glue pens or sprinkle
glitter over designs made from clear-drying
white glue (note: tacky glue, which can be
found in craft shops, and Elmer’s glue, are
both clear-drying white glues).

To add a gift tag, cut a small piece of
cardstock paper with decorative scissors.
These scissors have edges that cut paper into
a range of designs. Punch a hole in the piece
of cardstock, weave a ribbon through it,
attach it to the box handle — and it a gift
tag.”

People can also decorate plain gift bags or
even brown paper bags. A fun way to
enhance paper bags is to dip a slightly
moistened sea sponge into washable paint
and then lightly dab the paint onto the bag
with the sponge to create a pattern. Allow to
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dry and add sticky letters to spell the
recipient’s name. Various colors of tissue
paper can be placed around the gift, with the
top of the tissue papers peeking out from the
opening of the bag. “There’s no right or
wrong way to stuff the tissue paper. Just do
whatever you like,” notes Fennimore.

A nice thing about creating gift bags — or
any crafts mentioned in this article — is that
they don'’t need to be perfect. People with
fine-motor problems can create a design
using puffy foam stickers, dimensional
stickers, self-sticking letters or rubber
stamps. Family members with steady hands
can add to designs by filling in rubber-
stamped images with markers. Projects
needn’t be expensive, as products can be
found not only in craft shops, but also in
dollar stores and discount chain stores.

Bookmarks, Greeting Cards,
Scrapbooks, and More

As for gifts to slip into those bags, creating
bookmarks is a great way to make a present.
Craft these using the same supplies used to
adorn the bag. Cut a sheet of cardstock paper

into the shape and size of a bookmark with
decorative or plain scissors. Add a sponge-
painted design, stickers, rub-ons or
self-sticking letters to personalize the
bookmark.

Lets not forget the card! Begin with a
folded piece of cardstock paper. Vellum paper
(translucent paper that often has sayings on
it) can be attached to the front with vellum
tape (thin double-sided tape that is sticky on
both sides). Some people like to attach
pictures to the front of a card with paper
fasteners (also called brads). “Brads come in
all shapes and sizes, even holiday shapes. The
brad shows through the corners of the
pictures. This gives it a look like upholstery
nails in a couch.”

Those with fine-motor difficulties can
decorate the card with the same tissue paper
that fills the gift bag. Rip two or three sheets
of different colored tissue paper into strips
(neatness isn’t important). Dip a paintbrush
into glue water (three-quarters cup white
glue to one-quarter cup water mixed
together). Apply the glue water widely to one
side of the tissue paper and stick it onto the

Fennimore decorated a plain green gift bag by adding self-

sticking shapes, ribbon, cardstock paper and rub-ons.

“Rub-ons are pages with various words, characters, flowers
and shapes. You cut the shape from the piece of paper, rub it
onto a piece of cardstock using a Popsicle® stick, and the
design shows on the paper.” Fennimore cut cardstock paper
with decorative scissors and glued it to the bag. She finished
the project by slipping tissue paper into the bag.
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The car
Fennimore
made was
crafted from
lavender
cardstock
paper. After
foldingitin &
half, she glued
: a smaller piece ¢
| of pink cardstock paper across the middle &
. with red cardstock below it. Above and
. below the pink cardstock, she glued

card front in any design. Let dry. The finished
product will look crinkly:

Bookmarks aren’t the only presents that
can be tucked into a gift bag. Friends and
family can also create scrapbooks together
and place them into an adorned brown
grocery bag. Scrapbook kits — with decorative
papers, letters and words — are available in
craft shops and some discount chain stores.
For a more personal touch, many options are
available.

“Scrapbooking isn’t just about pictures,”
says Fennimore. “It’s about all the things you

put around the picture to embellish it that
relate to the picture. Start with a piece of
colored cardstock paper. Attach your photo

ribbon. She applied six stickers and wrote
with a marker. Inside, she used more
| cardstock paper and a marker. Stickers

| with preprinted words could be used in
| place of writing with a marker.

and then add any embellishments. Be sure to
insert the decorated cardstock into a
protective plastic page. The scrapbook will be
thick, but most are. Use scrapbooks with
adjustable hinges, as these can be made

For this scrapbook
page, Fennimore
cut a rectangle in a
sheet of decorative
cardstock paper.
Using white glue,
she fastened a
picture onto a
piece of ivory linen paper and glued it to
the back of the cardstock. She cut a piece
of a different cardstock paper with
decorative scissors and glued a precut
decorative letter to it. She fastened the
letter to the cardstock with metal brads,
added a metal charm and a metal page
corner with a low-temperature hot-glue
gun, and glued on thin ribbon fibers.

larger.”
Some embellishments Fennimore suggests
are as follows:
* Attach dimensional paper flowers with
white glue.

* Glue buttons with white glue. “These can
be found in the home or bought at the
store. The coolest buttons are available in
all sorts of shapes, patterns and colors that
don’t even look like buttons. With a silk
or paper flower, you can glue a button on
the middle to make a center.”

e Layer different colors of paper flowers
and attach it at the center with a brad.

e Cut printed words from magazines and
affix with white glue.
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* Square alphabet beads used to make
children’s name bracelets can be used to
spell out words. On a baby page, spell out
the baby’s name with these beads and
attach with white glue.

* Silk leaves in seasonal colors can be glued
onto a page to create a seasonal theme.

* Premade gift tags with sayings on them
such as “Our Wedding” can be added.

e Carefully glue old, inexpensive charms
from bracelets to the pages or cover of a

scrapbook using a low-temperature hot glue
gun. “We call these ‘found objects’ because
people can often find them in their homes.”

* Use a hole-punch and weave a ribbon
through cardstock to use as a backing on
a scrapbook page or on the cover.

Covers may be the most important aspect
of a scrapbook. Some scrapbooks come with
an opening on the cover that cardstock and
pictures can be slipped into. “Use colored
cardstock as a background, then place a cut

The Benefits of Occupational Therapy and Craft Making

Besides creating a lovely gift, making crafts
with a group of friends helps people to
develop friendships with a purpose. Kathy
Zackowski, PhD, OTR, Assistant Professor at
the Department of Physical Medicine and
Rehabilitation, Kennedy Krieger Institute and
Johns Hopkins School of Medicine, spoke
with The Motivator about this. Zackowski, an
occupational therapist (OT) who works solely
with people who have MS, says making crafts
gives people something in common to share.
“This is more binding than casual friendships
because you work toward the same goal.
People can do this with many mediums, such
as sewing, exercise, a book club or other
activities. The social interaction is so
important. Much evidence says this can help
with healing in different ways.”

Zackowski notes that making crafts can
provide some similar benefits to those gained
in occupational therapy (OT). “People can
gain skills making crafts. It forces people to
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use their hands in detailed ways, which can
help improve motor control. It is huge in
helping with eye-hand coordination, since
our vision is critical in assuring that we don'’t
hurt ourselves when we use our hands. It
gives motivation to complete a task, which is
a big deal. We need to be motivated to get out
of bed sometimes, so completing tasks is
important. Making crafts forces coordination
between both hands. Creating crafts helps
both gross- and fine-motor skills. For
instance, using one’s arms to hammer a nail
into a board strengthens gross-motor skills,
while weaving or drawing strengthens fine-
motor skills. Cognitive skills are strengthened
when figuring out how to create the craft.”
Zackowski says she finds crafts useful for
her own patients. “I can assign someone to
make a craft at home to improve their motor
skills. I am not aiming to teach anyone to be a
professional craft person, but instead to help
improve their eye-hand coordination. These

MSAA Motivator
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piece of themed cardstock at the bottom
(such as one with a flowery design), and use
other cardstock as frames around pictures.
Use sticky shapes on corners of pictures as
embellishments,” says Fennimore.

For an especially finished look,
Fennimore recommends the following: “Buy
an inexpensive frame, discard the glass, take
off the back of the frame and glue decorative
cardstock in its place. Put a picture in the
center and embellish with buttons, stickers,

kinds of skills help people do things they need
to do in life, such as dressing or driving a car.”

Occupational therapy can help many
patients with MS to accomplish more. “Many
tasks can become difficult for people with
MS. An OT is trained to take a task and break
it into smaller parts so people can adapt it.
For example, if you are on one of the
injectable disease-modifying therapies, it may
be hard to give yourself an injection, so an
OT can help design a method to make the
process easier. An OT can also help you
devise a strategy for taking your medicines at
the right time. An OT can teach you ways to
get exercise from working in the kitchen or
around your home. Sometimes you need
someone to look at the task and figure out
how to make it work. The OT can teach you
ways to address all of these issues in a
practical way.”

Zackowski says accommodations can
help people with MS to create crafts. “You
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glitter glue and ribbons. Before putting the
picture in the mat, put sticky dots under the
picture to add dimension (small one-quarter
inch-thick foam discs). Glue the frame onto
the cover with white glue. It gives a
shadowbox effect and makes a great gift for
grandparents.”

Mosaics are another fun craft to create.
A mosaic starts with a piece of wood. Craft
shops sell unfinished wooden plaques,
mirrors, frames and jewelry boxes, as well as

might have to modify instructions and learn
to work within limitations. We all need to
do this, even if our limitation is that we're
not great at making crafts. Be sure to take
advantage of technology to help with
limitations. Use a pretty computer font to
print words instead of writing words with a
pen. Use software and a mouse to draw in
place of drawing with a pencil if holding a
pencil is difficult. Software is available to
read directions out loud, and to increase font
size to make reading instructions easier.
Don’t shy away from using technology to
help you reach your goals.

“Neither physical nor cognitive limitations
should stop you from enjoying fun activities.
Making crafts can be a powerful, inexpensive
way to give gifts or decorate your home in bad
economic times. The pure enjoyment of doing
something you like can’t be understated. It
makes us happy, and that’s important to our
quality of life.”
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tile pieces to apply to the wood. Fennimore need to be precise. Just get as much as

uses tacky glue or ceramic glue to fasten the possible into the space.”

tile pieces to the wood. Using thick tacky

glue mixed with sand as grout, she applies Note: Some Nicole Craft Products™ were

the grout with a Popsicle® stick, paintbrush used to make the crafts in the photos in this
or cake decorator. While still wet, she wipes article. All products shown in the photos can
excess grout with a damp cloth. “You don’t be purchased at local craft stores. 4
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George Kaizar, founder of the Kaizar School of Art in
Sewell, New Jersey, taught the author’s daughter to make
this mosaic. “You can be as abstract as you want, so it
doesn’t matter if someone can’t be precise with their hands,”
says Kaizar. He says that even a piece of plywood can be the
base and stones or shells work well in place of ceramic
pieces. He affixes the objects onto the wood with epoxy
glue, and then applies tile grout (the type that is premixed
with sand) between the objects with a putty knife or cake
decorator. “You can go over the pieces with a putty knife
and then scrape off the excess.”
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Storiesito'Inspire

PUSHING
THROUGH

How I became inspired to work
out at my own personal best —

Over the past couple of years, I've
become increasingly interested in physical
fitness and health issues related to longevity.
Last fall, while looking through some books
online, I saw Jillian Michaels on the cover of
her diet and fitness book, Making the Cut.
Jillian is one of the trainers on the TV show,
The Biggest Loser. The book’s cover has Jillian
posing in a tiny sports top and low-cut
sweatpants, showing off her well-toned arms
and stomach muscles. I said, “I want to look
like that!” My son, who was looking on
nearby said, “Gross!” ...but I wasn't deterred.

I am not athletic at all, but I had been
exercising regularly for about a year and a half
prior to starting Jillian’s fitness program. I
started Making the Cut seven months ago —
just a few weeks after finishing my first
weight-training program. I work out at home
and especially during my first time going
through it, I really felt like being at home gave
me an advantage. I know I didn’t do a lot of

Winter/Spring 2011

and discovering that my body
strengthened with time

By Kristen Mishler

the exercises with the “proper” form, but I did
them the best I could.

[ probably looked pretty silly doing just
about every exercise, and that’s why being
alone helped me: there wasn’t anyone to laugh
at me or tell me I was doing it wrong. I didn’t
feel inadequate next to anyone else; I just did
the best I could. Of course, for safety, you
should always exercise with the approval of
your doctor and have someone at home
should you need assistance. But not having
other, more able-bodied people exercising
alongside allowed me to focus on my own
way of getting into shape.

For instance, if I couldn’t do a particular
move, I modified it. I still use my bench press
bar as a support when I have to do jumps or
knee kicks. When a move requires me to
jump from one spot to another, I often end up
taking two or three (or four) small steps to
reach the goal. If my legs won't move, they
won’'t move. All I can do is push them.
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My family thought my MS was in
a full relapse for at least the first two
weeks that I devoted to my newest
workout routine. For several days 1
could hardly move and I was having
obvious difficulty walking every day.
But I wasn't incredibly sore. The reason
for this, I believe, is that a few years
ago | had an exacerbation in which I
lost feeling in my legs. When the
exacerbation ended and feeling returned
(mostly), I could do absolutely anything with
my legs and not be sore.

Nowadays, I normally do get sore if 1
push myself, but my lack of soreness
harkened me back to that earlier time and
made me think that, maybe, the difficulty
walking and getting around wasn’t an
exacerbation; maybe it was how my body
coped with physical stress rather than the
normal way of getting sore. And this really
made sense, considering that I walked much
better on rest days than on exercise days. 1
convinced my family that it was just muscle
fatigue that was causing my difficulty; and
they trusted me.

By the fourth week of the program, you
wouldn’t even have known I was working
out. I had no symptoms of muscle fatigue or
stress. Even though the workouts were
getting more and more difficult, I had built up
enough resistance and tolerance to the
physical stress that I no longer had MS-
looking symptoms. I say “MS-looking”
because I don’t think my symptoms were
actually caused by MS but, rather, because 1
have MS, my muscle fatigue showed up in
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“What I do
recommend to

everyone is to make

a commitment to
fitness, at whatever

\":- \level is appropriate
" for you.”

— Kristen Mishler

forms that looked identical to an exacerbation
of the disease. In addition, any side effects
that I had previously experienced from my
medication were gone! No headaches! No
sweaty, sleepless nights! I felt incredible.

The before-and-after figures that I
received from a local trainer revealed a drop
in weight from 155 pounds to 148 pounds,
and a drop in body fat from 26 percent to 22
percent. All that in just 30 days! I was very
impressed. I don't look like Jillian Michaels,
but I'm satisfied!

At one point during this exercise
program, I talked to my doctor about my
trouble getting around and the program itself,
just to make sure I wasn’t making things
worse for myself. Her response seemed very
caring, cautious, and typical: “You don’t have
to stop taking the stairs; just maybe, instead
of walking the whole flight, do half of them
and then take the elevator.” In other words,
“Don't stress yourself so much that you have
to deal with MS-like symptoms.”

But what I have found is different; this
program has shown me that if I stress my
body this time, the next time it is stronger
and more capable of standing up against

MSAA Motivator
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stressors. If 'm completely
exhausted after 20 minutes
on the elliptical, that’s okay.
Either I keep doing 20
minutes every day,
expecting to be exhausted
every time and knowing
that three weeks down the
road, it will be easier; or, I
knock it down to 10 or 15
minutes, bumping it back
up to 20 in three weeks
when I'm more capable. It’s
easy for me to say, “I can’t
do it.” But that doesn't help
me live a normal life with
multiple sclerosis. In my
own personal experience, I
find that when I push
myself physically, I get
stronger and more capable; and that helps me
live a better life.

At the beginning of most exercise
programs, there’s some sort of fitness test or
assessment to make sure you're not
overexerting yourself and that you have the
correct level of workouts. Jillian Michaels’
Making the Cut is a pretty intense workout
and I wouldn't recommend it for everyone. I
chose to do it for the challenge and because it
was so exciting to realize that clumsy ol’ me
could be fit enough to do a workout as
difficult as this one.

What I do recommend to everyone is to
make a commitment to fitness, at whatever
level is appropriate for you, to improve overall
health. This might mean three minutes every
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morning and evening on the
motor-driven exercise bike
for a month, if that level is
appropriate. By following a
plan consistently, I predict
that you will see
improvement.

As you master each
level of activity, you may be
able to challenge yourself
more and develop, or
recover, even more strength
and stamina. Whatever
fitness level you're at, when
you can consistently
challenge yourself over a
period of time, if you are
like me, you will see
improvement. This could be
in coordination, in balance,
or maybe in some other area. It has been
revolutionary for me and I encourage you —
under your doctor’s supervision — to search
out and find, through your personal
experience, that you too are capable of
pushing through! ¢

Editor’s note: Our “Stories to Inspire”
column showcases articles written by our
readers, all of which have some type of
inspiring message. While certain diet and
exercise regimens are appropriate for some
individuals, they may not be appropriate for
others. Please consult a medical professional
before making any changes to your diet,
activity level, medications, or any other part
of your normal routine.
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Multiple Sclerosis:

Your Legal Rights

Written by Lanny E. Perkins, Esq.
and Sara D. Perkins, Esq.
Published by Demos Health
MSAA Book #8

Mulriple
Sclerosis

This legal reference explains many of the leg-
islative changes which may be vital to individ-
uals with MS. Among others, topics include:
working with doctors and lawyers; employ-
ment, income, and taxes; disability benefits; in-
surance issues; travel and homeland security;
family law; and choices with property and
powers. Author Lanny Perkins is an attorney
who has worked with many clients with MS,
and co-author Sara Perkins is a retired attorney
who has MS and continues as an active volun-
teer advising on legal issues and MS.

MSAA DVD Selections

For individuals without internet access, or for
those who prefer to watch a video on DVD ver-
sus on a computer, several videos from MSAAs
MSi DVD collection are available for loan
through our Lending Library program. These
videos take “a closer look at MS” and address
such topics as: clinically isolated syndrome;
employment; managing stress; complementary
and alternative therapies; MS symptoms (in-
cluding MS fatigue); the emotional impact of
MS; the value of MRIs; disability benefits;
home safety and accessibility; research; and
treatment adherence. A full listing of videos
(and books) available may be viewed online at
http://www.msassociation.org/Lending
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The First Year: Multiple
Sclerosis: An Essential Guide
for the Newly Diagnosed
Written by Margaret Blackstone
Foreword by Saud A. Sadiq, MD
Published by Marlowe & Company
MSAA Book # 243

Sbarpanm lls & s

Author Margaret Blackstone has written
several books on a variety of medical topics.
Diagnosed with MS in 2000, Blackstone has
educated herself on virtually every aspect of
her condition. In her book on the first year
with MS, she provides a step-by-step guide
for individuals who are newly diagnosed.
Medical research, treatment options,
alternative therapies, stress management and
exercise, talking with others, and selecting
the right medical team, are among the many
subjects discussed in this important resource.

MSAA Lending Library

To borrow books featured in this column or
any other book in MSAA’s Lending Library,
please send us your name and address. We will
send you an application and a list of books for the
Lending Library. MSAA and its clients greatly
appreciate any donations made to help build the
Lending Library. If you would like to donate a
book to the Lending Library you need only send
it to us at the address below. Please address all
correspondence to:

MSAA Lending Library
706 Haddonfield Road
Cherry Hill, NJ 08002

(Please reference book number)

MSAA Motivator
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BODY CORE COOLING SYSTEM

THE ONLY BODY-CORE COOLING SYSTEM
DESIGNED SPECIFICALLY FOR MS PATIENTS

STACOOL UNDER VEST -

The StaCool Under Vest uses high-quality, durable materials and

four easily replaceable ThermoPaks, two front and two back to cool the
body core comfortably. Each lightweight vest offers up to three hours of
cooling per ThermoPak sef, and a spare set for a change out is included
for total of eight ThermoPaks per vest.

See what existing customers have to say:

“I have recently tried the vest on two different occasions. It worked great.
I noticed a major difference in the way I felt while wearing it. The vest truly
functions as advertised. Thank you for providing such a useful product for
use by people living with Multiple Sclerosis.” - Stephen Smith

For more information visit us on-line at
stacoolvest.com or call toll free 1-866-782-2665

MSAA is proud to present our 2011
Art Showcase for and created by People

Living with Multiple Sclerosis. The theme this
year is Inspiration — a reflection on what has been
a positive inspiration in your life and experiences.

We received 70 works of art submitted by 29 artists living with
MS throughout the country. We are delighted to be able to present
to you this artwork and we hope that you too are inspired by this
wonderful collection.

Each month we will highlight one artist and his or her work, so
please be sure to visit often.

Jeanie Spradlin, Please go to support.msassociation.org/artshowcase2011 to view
The Beautiful Red Cardinal this inspirational showcase. Enjoy!

Get ready to create your best work for the 2012 Art Showcase! Details for submitting
artwork will be available this summer. Please watch for more information on our website at
www.msassociation.org, or check your next issue of The Motivator
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Make a splash with
Swim for MS!

Swim for MS provides a unique
volunteer fundraising opportunity
that can turn a day at the pool into
a meaningful way to help the MS

community.

To learn more about this

program and to see what other

swimmers are planning, please visit SWI M F O R M S
msassociation.org/swimforms ANY POOL, ANY TIME
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