





Up Eront

by Douglas G. Franklin

hysical, occu-
P pational, and
speech therapy

are the main topics
of our cover story in
this winter issue of
The Motivator. MSAA
is a strong proponent

of improving quality
of life for individuals affected by MS, and
this can be done in many ways. Our client

services team and regional support staff
make great efforts to encourage our clients
to participate, if able, in the different types
of therapy, as well as exercise, to help allevi-
ate some of the symptoms, improve one’s
abilities, and lift one’s spirits.

I can speak with some personal empathy
to these points, particularly in regard to
physical therapy and rehabilitation. I have
needed extensive physical therapy and reha-
bilitation after numerous orthopedic surger-
ies on my knees and ankles from football
injuries in both high school and college. 1
remember the beginning of the cycle right
after a surgery and just how painful and
discouraging it was trying to move the joint
even a small amount. As the days progressed
and I stayed with the program, my spirits
picked up at the same time as my ambulatory
range of motion would improve. With each
new step I was able to take, or the more weight
I could bear, I knew it was worth whatever
discomfort or trouble I had to experience.

I witnessed my son with his brittle bone
disease (osteogenesis imperfecta) endure

more than a dozen bone surgeries starting
when he was just a year and a half old.
Each time, physical therapy was the only
way to restore his independence. He’s 21
now but just this past summer he shattered
his kneecap, so this feeling is still fresh in
my mind as I write this column.

The value of physical therapy to rejuve-
nate dormant muscles or expand the range
of motion cannot be understated. This is
not always easy, and doing so takes time,
effort, and a certain amount of determina-
tion. But despite the work involved, physi-
cal therapy frequently yields positive
results, and often the people at the rehabili-
tation facility can make the time enjoyable.

We are fortunate to have seen so many
advances in this field, with science and
computer technology playing a much bigger
role. The regimen for improving one’s phys-
ical well-being is much more effective than
years ago. For some, physical and other
types of therapy may help to return a cer-
tain amount of independence, while doing
wonders for the mind and mood. Physical
and other types of therapy can dramatically
improve one’s quality of life, and we hope
this feature article encourages many readers
to explore the possibilities of treatment. 4

Douglas G. Franklin has been President and Chief
Executive Officer of MSAA since April 1999.

Mr. Franklin has 25 years experience in senior
association management in the nonprofit sector and is
an internationally published expert in the field of

social marketing. A former national trainer for the
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Peter Drucker Foundation, My. Franklin has conducted
workshops in strategic planning and marketing
development in more than 15 countries worldwide.
He is a firm believer in the benefits of social investment
for both the private and public sector workplaces.

Neurologist Completes Novel
and Prepares MS Documentary
Richard G. Pellegrino, M.D., Ph.D., has
recently completed a fictional medical
thriller titled Point Source. This detective
novel includes characters with multiple
sclerosis and will be available in March. Dr.
Pellegrino has scheduled a book launch
party and sneak preview for people with
MS on February 27th at 7:00 pm at the Hot
Springs Documentary Film Institute in Hot
Springs, Arkansas. The event is to honor
individuals with MS who have supported
the project. For more information, please
log onto www.yourmovieproject.com or call
866-Storyline (866-786-7954).

Dr. Pellegrino is also working on a doc-
umentary film about MS featuring MSAA
Chief Medical Officer Dr. Jack Burks. The
documentary is due to be released in fall
2004. Dr. Pellegrino has scheduled time
beginning at 10:00 am on Saturday,
February 28th at the Hot Springs Documentary
Film Institute where people with MS can
“audition,” (tell their story in front of a
camera for approximately 10 minutes).

Dr. Pellegrino’s desire is to provide a
“voice” through entertainment for the many
people affected by multiple sclerosis and
their families. Dr. Pellegrino is a practicing
neurologist and researcher with a special
interest in MS in Hot Springs, Arkansas. ¢
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MSAA’s

HELPLINE

Staffed by trained consultants (including
peers who themselves have MS), MSAAs
Client Services Department fields and
responds to thousands of calls each year from
MS clients and their care partners via our
toll-free Helpline at (800) 532-7667.

Helpline consultants work to actively lis-
ten to your questions and concerns and
help you meet the ongoing challenges of
life with MS. MSAA has extended its
helpline hours to meet the needs of those in
the central and western states, along with
providing added convenience for callers
throughout the country.

MSAA’s Helpline Hours:
Monday-Thursday ..9 a.m.-8 p.m.
Friday ..cocoovvvennnnne. 9 a.m.-5 p.m.

Houwrs listed are Eastern Time

Call the Helpline for:
e MS Information
e Disability/Insurance Issues
 Reassurance and Support
e Connect to Other MS Resources

If something is on your mind,
we want to hear from you!
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Co-author Linda Lucuski, MPT, uses ropes and pulleys to improve range of motion, and elastic bands to increase strength.

by Susan Wells Courtney & Linda A. Lucuski, MPT

The Role of Rehabilitation

ehabilitation can be of significant

benefit to an individual who is

experiencing a change in his or her
physical abilities. Most people are familiar with
the importance of rehabilitation following
surgery, injury, or stroke. More recently, the
medical community has come to recognize
the enormous value of ongoing rehabilitation
for people with chronic illness, particularly
MS, whose variety of changing symptoms
can affect virtually all areas of movement
and function.

Rehabilitation addresses many of the
issues and challenges experienced by indi-
viduals with MS. Some of the specific symp-
toms that may be helped include spasticity,
weakness, and resultant movement prob-
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lems; balance, dizziness, and coordination
difficulties; as well as changes in speech,
swallowing, cognition, and vision. Treating
these specific symptoms, however, is only
the beginning. Limitations in movement and
other abilities affect many other aspects of
everyday life, and the different types of ther-
apy offered through rehabilitation work to
regain, or find ways to compensate for, lost
function. Safety precautions and the preven-
tion of pressure sores are also vital issues
that are promoted through rehabilitation.
MS symptoms impact how someone is
able to function at work and at home. They
affect one’s ability to drive or participate in
outside activities. They also play a big role
in one’s self image and how an individual
interacts with others. As a result, social, psy-
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chological, and emotional changes coincide
with the onset of physical symptoms.

The unique and wonderful concept
behind rehabilitation is that it incorporates
an individual’s entire situation, taking into
account how physical changes may impact
one’s activities, emotions, and well-being.
With rehabilitation, a team of specialists
work together to address all aspects of an
individual’s disability. Their overall goal is to
improve a person’s quality of life, while
helping preserve one’s independence and
safety.

Rehabilitation Terms, Facilities,
and Insurance Coverage

Following an exacerbation or flare-up of
symptoms, individuals are often referred to
rehabilitation to help regain lost function.
This is an opportunity to gradually get the
muscles moving again and to begin an exer-
cise program that will help the individual
return to his or her normal lifestyle and
activities as soon as possible. Attention is
given to any symptoms which did not sub-
side, and various therapies and/or assistive
devices are recommended to help the indi-
vidual cope with these changes. When nec-
essary, the participant learns “compensatory
techniques,” enabling him or her to accom-
plish tasks in different ways than before, to
substitute for any lost ability.

Rehabilitation is also extremely beneficial
to individuals who are not having a flare-up
but who are experiencing symptoms.
Physical therapy, occupational therapy,
speech therapy, and recreational therapy can
all help to relieve certain symptoms,
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increase function, and provide an emotional
boost for someone with MS.

Initial reha-
bilitation is
referred to as
“restorative,”
because it is
aimed at bring-
ing an individ-
ual to his or
her highest
functioning
potential.
Specitfic goals

are set and

Armlleg bicycles may be
switched to hand pedals for
upper body exercise.

insurance com-
monly covers
this type of
rehabilitation. After a person has reached his
or her full potential for improvement, treat-
ment is then referred to as “maintenance”
rehabilitation, which is aimed at preventing
any decrease in function. While this latter
type of therapy is extremely important for
keeping someone on track, insurance
companies are not as quick to pay for
maintenance rehabilitation. “Preventative”
rehabilitation is the new term for maintain-
ing function, and because specific goals are
set, this is viewed as a more dynamic
process, encouraging insurance companies
to approve funding.

If inpatient rehabilitation is prescribed by
a physician, the individual will stay at an
acute or subacute rehabilitation facility. In
contrast to acute care, a subacute facility is
less aggressive and less expensive. Often
associated with the acute care facility, suba-
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cute care is a good intermediate treatment
that helps make the transition between the
hospital and returning home easier. Daily
sessions with subacute care are typically
three hours in length. On average, Medicare
will pay for two to three weeks of therapy,
while other insurance may pay for a seven
to 10-day stay.

Outpatient rehabilitation offers several
advantages and is growing in popularity. It
enables clients to experience the benefits of
rehabilitation without having to stay for a
week or more away from home. Outpatient
rehabilitation centers provide much of the
same equipment and personnel found at the
larger acute and subacute care facilities, but
they may be located closer to a patient’s
home. They may also be smaller, more per-
sonal, and lower-key, so the participant may
feel more comfortable. These types of facili-
ties serve to reinforce and further progress
skills learned earlier in the inpatient setting.

Individuals who attend an outpatient
facility often have sessions two to three days
per week. Outpatient centers are much less
expensive than acute and subacute care,
with insurance usually covering a certain
number of visits per year. Different therapies
(discussed later) are provided, typically
requiring one hour per visit for each. An
outpatient rehab facility will try to schedule
different therapy sessions at consecutive
times on the same day, so the client does not
need to make separate trips when seeing
more than one therapist.

Clients need to be aware, however, that
each one-hour appointment with a therapist
is considered by insurance companies to be
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separate visits — so seeing three therapists
for three days at a center could quickly use
up nine allowed visits. Before beginning
therapy, a representative at the center will
need to find out how many visits are cov-
ered by insurance, and work with the thera-
pists to design an optimal plan. When the
number of visits has reached the limit, mem-
bers of the healthcare team may try to get
additional visits approved. Clients may also
act as their own advocate to request addi-
tional coverage from their insurance compa-
ny. When other options have been exhaust-
ed, people seeking a continuation of their
therapy should talk directly to someone at
their facility. Many outpatient centers offer
reduced rates and payment plans so that
individuals who have run out of insurance

Foot Lift Assist

For assistance walking due to
the effects of MS, or physical
injury. Lightweight and easy to
wear, this dynamic aid will assist
the wearer’s walking. If you can
stand and start to walk, the
“Lift” will help you lift your leg
(or legs) and use less effort to
walk. For free information,
please write:

Mobility Now

N8425 Sunny Point Rd. Beaver Dam, W1 53916
(920) 326-2160
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coverage may continue with therapy.
Therapists occasionally provide home vis-
its. This may be an option for an individual
who has difficulty traveling or who lives too
far from an outpatient rehab facility. While
this adds convenience for the client and can
provide much-needed therapy, the disadvan-
tages of this include not
having access to all the
equipment and personnel
at the facility, as well as
missing out on the social
aspect of going out to a
center. Therapists may
also visit a home or
workplace to recommend
strategies and assistive
equipment which will
make an environment
safer, more comfortable,
easier to work in, and
more conducive to con-
serving energy.
According to Linda A.

are various steps one

must take before their first evaluation at a
comprehensive rehab center. Although most
states do not require a prescription or refer-
ral for therapy, most insurance companies
will not pay for therapy unless prescribed
by a physician. A primary care physician,
neurologist, or other licensed physician may
write a prescription. The physician and
therapist may determine together the fre-
quency and duration of the therapy sessions
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Special stairways help individuals learn to

Lucuski, MPT, rehab cen- negotiate different-height steps, sometimes
ter administrator and

with an assistive device. They may also be
physical therapist, “There ./ for stretching (as shown,).

and the goals to be met.

“When seeking therapy, a representative
of the chosen therapy center should be con-
tacted to make sure that the facility partici-
pates with the patient’s medical insurance
company. Co-pays, deductibles, or co-insur-
ances may be required depending on the
insurance company and
the plan benefits. In addi-
tion to checking for
Insurance participation,
an individual needs to
confirm that the center
specializes in therapy for
individuals with MS.
Some rehab centers focus
on sports injuries and
may not be appropriate
for someone dealing with
changes caused by MS. If
possible, an individual,
family member, and/or

care partner may tour a
facility in advance to see
if it has a positive and
motivational atmosphere,
along with reconfirming
that the center has expe-
rience treating MS.”

How Rehabilitation and
Exercise Help People with MS
Rehabilitation is often prescribed after an
exacerbation subsides. This may help regain
lost function as well as gradually return
someone to his or her previous level of
activity. When one’s MS is stable, rehabilita-
tion may still be recommended. Whether a

MSAA Motivator
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person has mild,
moderate, or more
advanced MS, he or
she may derive
much benefit from
one or more types of
therapy.

With mild MS, a
participant may
learn about the dis-
order, managing
symptoms, proper
exercise, dietary rec-
ommendations, and
general health. With
moderate MS, more
aggressive therapy is
needed, often assist-

lower speedss.

ing with activities of daily living (ADL);
ambulatory aids (such as a cane or walker);
exercises for mobility, balance, and coordi-
nation; assistive devices (such as a hand or
leg brace); and possibly speech or cognition
exercises. With more advanced MS, other
adaptive equipment may be recommended,
and much attention is given to time spent in
a wheelchair. In addition to exercise and
safety issues, customizing the fit of the
wheelchair and avoiding further complica-
tions such as pressure sores are emphasized.

Rehabilitation can often help symptoms
such as spasticity or weakness, which can
create an imbalance. This can cause an indi-
vidual to overuse certain muscles while
other muscles weaken because of disuse.
Even someone with very few symptoms may
not realize that his or her gait has changed
and is not moving as smoothly as one
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This specially designed treadmill has extended bars and

should. Numbness,
pain, or changes in
sensation can also
lead to problems

| with walking and
other movement,
including overexten-
sion of the knee.

Dizziness, bal-
ance, and coordina-
tion problems may
all be helped
through “vestibular”
rehabilitation.

“Proprioception”
is the ability to
detect what position
a joint or limb is in
at any given time (allowing someone to
know where limbs, hands, and feet are
when a person’s eyes are closed). Therapists
work to improve individuals’ awareness of
where their hands or feet may be through
exercises that help with sensory input.
Tremor may be lessened through various
techniques such as using a splint or adding
weights. Some facilities may also offer thera-
py for individuals with visual changes.

If an individual is having problems doing
everyday household chores, rehabilitation
can work to teach this person how to
accomplish the same tasks in different and
safer ways, sometimes with the use of a
brace or other assistive device. The same is
true for dressing, bathing, and grooming.
Rehabilitation facilities are set up to help
and instruct individuals to learn new meth-
ods for doing “activities of daily living”

11



The Benefits of Rehabilitation

(ADL), and energy-saving techniques are
emphasized to help avoid fatigue.

Individuals with MS may also be helped
through rehabilitation by becoming more fit
and having an exercise plan. A person who
is not exercising will “decondition,” a syn-
drome which reduces muscular strength,
vital capacity (volume of exhaled air), and
adrenocortical reserve (stored hormone
needed for stress reactions). Deconditioning
also increases neuromuscular tension, rest-
ing pulse rate, fatigue, anxiety, and depres-
sion.

The benefits of aerobic exercise include
increased lean muscle mass, flexibility, and
tone, while decreasing body fat. It improves
heart and lung function, along with positive
changes to the blood. Aerobic exercise also
decreases anxiety, depression, and fatigue. It
raises self-esteem, helps people to sleep bet-
ter, and improves one’s ability to concentrate
and perform better academically.

When doing any exercise routine, partici-
pants should always warm up to start and
cool down when finished. Exercising three
to four times per week is considered to be
an optimal amount. Family members may
also take part in exercise, allowing everyone
to participate for better health.

Anyone planning to initiate an exercise
program or make a change in his or her
present level of activity should always do so
under the guidance of a qualified physician.
Particularly with MS, physical activity needs
to be started slowly, increased gradually, and
carefully monitored by a professional.
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When working with people who have MS,
therapists need to keep certain limitations in
mind. For instance, individuals with MS can
become fatigued or overheated quickly. The
temperature and time of day can greatly
affect someone’ ability to perform. When
working out with exercise machines or
weights, increases are usually based on repe-
titions versus increasing weight, which helps
to avoid fatigue.

While many symptoms of MS may be bet-
ter managed through rehabilitation, partici-
pating in such a program has another signif-
icant advantage. Frequently individuals with
MS who undergo physical and other types of
therapy at a rehabilitation center find that
the experience greatly lifts their spirits.
Exercise can make people feel better physi-
cally and mentally, and being in a setting
where others have similar or more severe
conditions, and to see them getting the ben-
efit of exercise, can help one feel better
about his or her self. Additionally, as indi-
viduals learn new ways to perform ADL,
such as housework, bathing, and other day-
to-day activities, they can become more
independent, which increases their level of
confidence and feelings of self-worth.

Members of the
Rehabilitation Team

Rehabilitation uses a team approach to
address the many issues that MS presents.
Several medical professionals may be
involved with the therapy that one patient
receives. This is an “interdisciplinary” team
approach — one in which all members with
different specialties work together and dis-
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A few members of the rehab team, including

physical, occupational, and speech therapists,
gather at Magee-MossRehab in New Jersey.

cuss a person’s treatment, in contrast to a
“multidisciplinary” team, which includes
several different specialists who work
independently while treating the same
individual.

When someone goes to a rehab center for
the first time, he or she meets with the dif-
ferent therapists and other professionals
who will be working with him or her. From
there, specialists meet with the client indi-
vidually and perform various tests to make
an initial assessment. This will provide a
baseline measurement of function, from
which goals may be set and progress may be
determined.

After a thorough evaluation has been
completed, the rehabilitation team meets
to decide on attainable goals to set for the
client in several areas of functioning. A plan
is developed to meet these goals, and the
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team meets with the client, family members,
and/or care partner to discuss the overall
plan.

Team members who work at a rehabilita-
tion facility may include:

Nurse — The rehab nurse acts as a patient
advocate, helping the client and family to
understand their choices, develop problem-
solving strategies, and set goals. He or she
may also perform physical care, assist with
evaluation, and oversee coordination of
therapies.

Physical therapist (PT) — The role of the PT
is to assist individuals in reaching their

maximum potential in terms of function,
strength, and mobility. The PT is primarily
involved with posture, movement, and the
lower extremities, giving special attention to
safety and energy conservation. This special-
ist also handles assistive equipment, includ-
ing the selection and fit of a wheelchair.

Occupational therapist (OT) — The OT
focuses on how someone is “occupied” in
life, and how they go about ADL (activities
of daily living). This specialist works largely
with the upper extremities and fine-motor
control, but also assesses cognitive status
and assists with fatigue management, energy
conservation, and safety.

Speech-language pathologist (SLP) or speech
therapist (ST) — A speech specialist address-
es speech, communication, and swallowing

disorders. The SLP also treats cognitive
issues, which may be involved. Much work

MSAA Motivator
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is done with therapy that may include com-
puters and assistive technology to help
someone function to his or her full potential.

Recreational therapist (RT) — Using recre-

ation as a tool for improving one’s physical,
emotional, and/or social behavior, an RT
works with a clients skills and interests to
develop a plan for helping him or her
through leisure activities.

Social worker — This person looks at a

client’s total living situation, including fami-
ly dynamics and home environment. A
social worker may serve as the case manager
and counselor, along with helping to set up
any financial arrangements that need to be
made for rehabilitation.

Other team members may include: a
physiatrist (trained to assess functional
issues and the management of symptoms;
may act as team leader); a psychologist (to
support, counsel, and prepare client and
family for active participation in rehab); and
a vocational rehab counselor (works with
the client to set realistic goals and develop
strategies to assist an individual in the work-
place or other vocation). As dictated by an
individual’s specific symptoms, additional
professionals may be involved with the
treatment process. These may include an
orthotist, neurologist, respiratory therapist,
urologist, chaplain, ophthalmologist, driver
education specialist, dietician, and medical
equipment vendors.

(The preceding information on team
members was largely summarized from the
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second edition of Comprehensive Nursing
Care in Multiple Sclerosis. Please see list of
resources for full information on this refer-
ence.)

Different Types of Therapy,
Exercise, and Equipment
Physical Therapy

Physical therapy may be the first thing
that comes to mind when thinking of reha-
bilitation. It covers an enormous range of
functions and ability levels, from a slight
gait problem to exercises for someone using
a wheelchair. This may be the largest area of
a rehab facility, packed with a variety of
exercise equipment for increasing strength,
tone, flexibility, and conditioning, as well as
many special products and equipment to
help with retraining someone to have better
balance and control. As mentioned earlier,
the physical therapist (PT) is primarily
involved with posture, movement, and the
lower extremities, giving special attention to
safety and energy conservation.

Spasticity is a common symptom of MS
and stretching exercises can be very benefi-
cial as a treatment. These should be per-
formed once daily and a printout of a
client’s exercise plan and daily “homework”
is sent home with the participant. The ther-
apist will repeat movement patterns to cor-
rect abnormal posture, which may also
inhibit spasticity and spasms.

Many tools are used to help reduce prob-
lems associated with dizziness, balance, and
coordination. In general, the therapist must
work gradually with the client, starting from
a low center of gravity and moving up a high

15
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center of gravity.
The same is true
for a support base,
progressing from
wide to narrow.
Giant phys-
ioballs (originally
from Europe) can
help someone to
develop better bal-
ance as he or she
sits on the ball
and leans in differ-

An assistant therapist

demonstrates how to
improve balance with a

physioball.

ent directions. A
tilt board is also
used to help develop better balance. This is
a flat piece of wood with a curved piece
underneath, causing it to tip from side to
side when someone stands on it.

Sometimes small orange cones are placed
in a pattern and the participant must
maneuver around the cones. This simulates
having to walk around various objects at a
store or people in a crowd. While holding a belt
around the participant’s waist, the therapist
may lightly push or bump into the person,
helping him or her learn to recover balance
when maneuvering in a crowded place.

Wooden steps set at different heights are
used to help individuals practice to safely go
up and down different stairways or curbs. A
separate step simulates the height of a step
getting onto a bus, and this is used for those
who take public transportation. If any type
of assistive equipment is needed (such as a
cane, crutch, or walker), the therapist teach-
es the individual how to negotiate steps with
the device.
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A laptop com-
puter connected
with two “foot
plates” measures
how evenly an indi-
vidual distributes
his or her weight.
This can be used
with hands as well,
and indicates if a
person is favoring
one side over
another, helping
the therapist to see
what side may be
more affected.

Some facilities
may have low mats
on wooden frames
that are at the height
of a bed. These are
used for exercise
and to practice get-
ting in and out of a bed, or transferring to
and from a chair. Treatment tables may also

A computer with foor-

plates measures how even-

ly weight is distributed.

be found in this area, and this is where a
client may receive massage or therapeutic
modalities such as light therapy, electrical
stimulation, or ultrasound.

Parallel bars are used for individuals who
are working to regain the strength and bal-
ance needed to walk. They may also be used
to practice lifting oneself in and out of a
wheelchair.

The physical therapy area has several
pieces of equipment for increasing strength
and conditioning. Examples include tread-
mills, stationary bikes, rowing machines,
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and stair climbers.
Many of these have
special features for
therapy. For
instance, a treadmill
| may have longer
bars along the sides
§ and slower speeds;

| bikes have both

B foot pedals as well
as hand pedals; and
a special boot that
attaches to the bike
is available for indi-

Parallel bars are used to

regain strength and viduals experiencing

balance. weakness in a leg.
Elastic bands called “Therabands®” help with
shoulder range of motion, while also serving
to strengthen weak muscles and stretch tight
muscles.

Individuals not under the guidance of a
PT should be cautioned about overuse of
exercise equipment. Often a person who is
returning to exercise wants to immediately
go back to the previous level of exercise
(before developing symptoms of MS) and
this can cause overexertion and fatigued
muscles. A PT will make a schedule that
allows the participant to gradually increase
their activity level without causing any harm
or discomfort.

If any type of ambulatory aid is needed,
such as a cane, crutches, or a walker, the
physical therapist makes sure that the cor-
rect device is selected, fits properly, and is
used correctly. Anyone in need of an assis-
tive device should always see a PT for opti-
mal results and to avoid further injury. A PT
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MRIs Can
Change Lives

e A follow-up MRI exam can help you
and your neurologist keep pace with
the ever-changing course of MS

e New information can assist in
evaluating disease progression and
help find the best treatment options to
meet your needs

The MSAA MRI Institute provides assis-
tance in securing MRIs for uninsured,
under-insured or financially challenged MS
clients.

To learn more about the MRI Institute,

please contact MSAA at 800-532-7667,
ext. 120 or mriinstitute@msaa.com.

The MSAA MRI Institute is funded by a grant from Serono/Pfizer.
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also makes custom braces for the lower
extremities, including an ankle-foot orthoses
(AFO) which can help with symptoms such
as foot drop, toe drag, poor knee control,
weakness, spasticity, and issues with gait,
proprioception, and sensory problems.

A PT also works closely with individuals
in wheelchairs. The selection and fitting of a
wheelchair is both an art and a science, and
many things including a person’s size, pos-
ture, strength, and symptoms must be con-
sidered. Several types of cushions, wedges,
pads, and supports (all of which may be

A physical therapist assists an individual who uses a

wheelchair during therapy. Copyright 2003 Center
for Assistive Technology and Environmental Access

(CATEA)

filled with air, foam, or gel) and contoured
seating systems are used to ensure maxi-
mum comfort and protection from pressure
sores.

Prevention of skin breakdown is critical
and patients are divided into three cate-
gories: low (able to transfer without assis-
tance and shift weight easily), medium (can
do pressure relief exercises), and high-risk
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(needs assistance to perform pressure relief
exercises). Different pressure relief maneu-
vers are taught to the individual and his or
her care partner. Among others, these may
include lifting up periodically from the
chair, leaning from one side to another, and
tilting the wheelchair.

Physical Therapist Linda Lucuski points
out, “A physical therapist will evaluate an
individual’s posture, range of motion of all
extremities and the trunk; as well as assess
strength, proprioception, balance, coordina-
tion and function. The therapist will also
assess gait, the ability to walk with or with-
out an assistive device, or evaluate an indi-
vidual’s wheelchair for proper fit, comfort,
and ease of use. The individual’s goals are
discussed, and upon completion of the eval-
uation, a treatment plan will be formulated.

“Follow-up treatment sessions will be
scheduled, taking into account the individ-
ual’s most productive time of the day and
his or her transportation requirements.
Treatment sessions will consist of individu-
alized exercises and activities to meet the
stated goals. Specialized treatment plans are
available for people with neck or back pain,
loss of joint mobility of the extremities, as

i

well as balance and coordination problems.’

Occupational Therapy

The occupational therapist (OT) is con-
cerned with how individuals occupy their
time and how they function in their ADL
(activities of daily living). The OT mostly
works with upper extremities, fine-motor
skills, and eye-hand coordination.

For developing strength, several types of
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Pegboards,
available in
different sizes
and complexity,
help promote
eye-hand
coordination

and fine-

motor skills.

hand-strengthen-
ing devices are
available for
grasping and
squeezing. Putty
is used for rolling,

gripping, and to
practice cutting. |

preparing a meal. Additionally, bathrooms
are set up with special toilet seats, grab rails,
tub seats, and roll-in showers to help indi-
viduals learn how to transfer from one seat
to another.

Throughout the different areas, an OT
will teach individuals techniques that will
help conserve energy and promote safety.
Assistive devices are often used as well, and
these include long-handled
sponges for washing; dress-
ing aids that can help with
buttons, zippers, socks, and
shoes; and specially designed
plates, cups, and utensils.

The OT may also be
involved with workplace
intervention. This can

include visiting a person’s

A variety of peg

boards, in different sizes and levels of com-
plexity, help individuals to regain coordina-
tion. The OT can create finger and hand
support if needed for writing (due to weak-
ness or tremor), or a splint to support a con-
tracture. An OT also makes arm braces for
those requiring added support. Other
devices are available to assist with using a
computer keyboard.

The occupational therapy area of a rehab
facility is particularly interesting. It may
include working kitchens, laundry rooms,
and bathrooms — just like someone’s home —
to learn and practice techniques for accom-
plishing everyday tasks. The therapist works
with individuals to practice regular house-
hold chores such as washing dishes; wash-
ing, drying, and folding laundry; and
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office or work environment
to evaluate safety, comfort, and efficiency.
An OT will make recommendations for
improving these issues, such as rearranging
furniture, relocating someone’s office closer

An individual who uses a scooter practices reaching

skills with an assistive technology device. Copyright
2002 CATEA
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to the exit and restrooms, and adding vari-
ous types of adaptive equipment. Other sug-
gestions may be made to help with symp-
toms of MS, and these may include a flexible
work schedule, a longer lunch break to
allow for rest, and making sure the office is
kept at a comfortable temperature.

Linda Lucuski explains, “An occupational
therapist will evaluate an individual with
MS for range of motion, strength, sensation,
and tone of the upper extremities. The
occupational therapist will also evaluate
functional activities such as feeding,
dressing, bathing, and other activities of
daily living. The individual’s physical
environment at home or work may be
evaluated and discussed as well.”

“The therapist will then suggest appropri-
ate adaptations as needed to allow ease of
movement and function. An example would

i,'ﬂ-.-..._ Relief from HEAT!
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be an adaptive writing instrument to steady
the hand and wrist during handwriting
activities such as paying bills and check
writing. The occupational therapist will
evaluate the upper extremity for any con-
tracture and may fabricate a splint to reduce
the contracture, provide joint protection, or
to facilitate better movement and function of
the hand, wrist or arm.”

An adaptive writing instrument steadies the hand

and wrist while writing

Functional Vision Rehabilitation

A specialty program within the field of
occupational therapy is the Functional
Vision Rehabilitation program. This pro-
gram, as prescribed by an optometrist, oph-
thalmologist, neurologist, or primary care
physician, is designed to help with visual
dysfunction symptoms common in people
with MS. These may include blurred or dou-
ble vision, loss of visual field, and loss of
function due to low vision. This type of
therapy is only offered at a limited number
of centers across the country, but can be
very helpful for those fortunate enough to
have access to this program.

The therapist may offer recommendations
and compensatory techniques to improve
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the ability of the eyes to function during
work, home, and leisure activities. An exam-
ple would be to use contrasting colors
around the home to increase visibility. Low-
vision aids are also available, including a
device that identifies a medication by its size
and color — so someone who is visually
impaired may be sure he or she is taking the
right prescription at the right time.

Speech Therapy

Voice and articulation problems can be a
symptom of MS. This problem may be due
to dysarthria, defined as a disorder of move-
ment due to abnormal muscle use which
may affect the strength, range, timing, or
accuracy of speech movements.

A speech-language pathologist (SLP) is a
therapist with training in the evaluation and
treatment of speech, language, swallowing,
and cognitive problems. The SLP may per-
form a thorough oral-motor exam to assess

the strength, range of motion, speed, timing,

During a computer access evaluation, different types
of keyboards or dictation methods might be
explored. Copyright 2002 CATEA
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and accuracy of the mouth, jaw, and sur-
rounding muscles. The therapist will assess
the intensity, speed, coordination, and
endurance of an individual’s voice use.
Assessment of respiration and proper use of
breath is also performed.

Following completion of the evaluation,
the SLP will design a comprehensive rehabil-
itation program which may include oral
motor exercises to maintain muscle coordi-
nation and strength; pacing or pausing tech-
niques for people whose speech has become
slurred and/or rapid. In severe cases of
speech problems, nonverbal techniques
using a communication board or computer
system may be taught.

Individuals with MS may also experience
dysphagia, or difficulty swallowing. Dysphagia
is diagnosed by an examination of the tongue
and swallowing muscles as well as an obser-
vation of swallowing different foods and
liquids. The therapist may recommend
an assistive device (such as a special cup),
dietary changes, and exercises to improve
swallowing.

Individuals with MS may experience cog-
nitive changes. Cognition is an individual’s
capacity to process and use what is heard,
touched, seen, smelled, and tasted. Other
components of cognition that may be affect-
ed are attention, learning and remembering,
organizing, comprehension, reasoning, and
problem solving. Stress, anxiety, fatigue, and
depression may also impact cognition.

The SLP may offer methods to restore
cognitive functioning and teach techniques
to modify the problem. Cognitive devices or
aids such as voice recorders or calendar
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Rehabilitation helps to relieve symptoms, restore

function, retrain for activities of daily living,
improve communication and cognitive abilities,
and promote good health, flexibility, and strength
through exercise. In addition to the physical bene-
fits, participants experience an emotional boost and

an incredase in self—esteem.

planners may be introduced. Workbooks
and special computer software may also be
used in the treatment of cognitive changes.

Recreational Therapy

This form of therapy uses different types
of leisure activities to encourage positive
physical, emotional, and social changes.
Examples include swimming, yoga, and hip-
potherapy (horseback riding). All of these
activities promote physical fitness, involve
the participants in an enjoyable activity, and
exposes them to other individuals, providing
social benefits. At some rehab facilities,
including the Magee-MossRehab center, a
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golf rehab program is offered for the golfer
with difficulties due to symptoms associated
with MS.

In Conclusion

Although many types of therapies and
activities are mentioned in this article, space
does not allow for a full description of all
rehabilitation programs. Hopefully those
reading this article will get a better idea of
what takes place at a rehab facility and how
individuals may be helped with everyday
activities and symptom management.

Linda Lucuski concludes, “An individual
with MS will benefit most from a therapist
who has experience with the evaluation and
treatment of dysfunction due to MS. The
therapist should spend one-on-one time
with the individual, provide encouragement,
and take an active interest in the patient’s
rehabilitation goals. The right team can
make all the difference in the world.”

Anyone who is experiencing symptoms
and has yet to receive therapy, or who has
not attended recently, may want to discuss
the advantages of rehabilitation with his or
her healthcare professional. For more infor-
mation about rehabilitation and MS, please
contact MSAA’s Helpline at (800) 532-7667.
Individuals may also refer to one of the fol-
lowing contacts. Books on the topic may be
found in MSAA’ lending library; please see
p. 48 for more information.

Special thanks go to Linda A. Lucuski, MPT,
administrator and physical therapist with the
Magee-MossRehab at Voorhees (in New Jersey), as
well as the entire staff, for their invaluable assis-
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tance with this article. Magee-MossRehab is an
out-patient center that offers a comprehensive
approach to evaluation and treatment for the
individual with dysfunction due to the symptoms
of MS.

Special thanks also go to Carrie Bruce, M.A.,
CCC-SLRB ATR research scientist at the Center for
Assistive lechnology and Environmental Access
(CATEA) at the Georgia Institute of Technology,
Atlanta, Georgia. Accustomed to treating individ-
uals with MS, her help with this article is greatly
appreciated.

For More Information

National Rehabilitation Information Center
4200 Forbes Boulevard, Suite 202

Lanham, MD 20706

(800) 346-2742

(301) 459-5984 (TTY)
naricinfo@heitechservices.com
www.naric.com

National Clearinghouse of Rehabilitation
Training Materials

1132 W. Hall of Fame

Oklahoma State University

Stillwater, OK 74078-4080

(800) 223-5219

(405) 744-2002 (TDD)
www.nchrtm.okstate.edu

American Physical Therapy Association
1111 North Fairfax Street

Alexandria, VA 22314-1488

(800) 999-APTA (2782)

(703) 683-6748 (TDD)

www.apta.org
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American Occupational Therapy Association
4720 Montgomery Lane

PO Box 31220

Bethesda, MD 20824-1220

(301) 652-2682

(800) 377-8555 (TDD)

www.aota.org

American Speech-Language-Hearing
Association

10801 Rockville Pike

Rockville, MD 20852

Toll-free, voice or TTY:

(800) 638-8255

www.asha.org

Magee Rehabilitation

Six Franklin Plaza
Philadelphia, PA 19102-1177
(800) 96-MAGEE (966-2433)
www.mageerehab.org

MossRehab Hospital

1200 West Tabor Road
Philadelphia, PA 19141-3099
(215) 456-9900

MossRehab

60 East Township Line Road
Elkins Park, PA 19027
(215) 663-6000

Other out-patient sites are listed
in the web address:

WWww.mossresourcenet.org
(800) CALL MOSS (225-5667)
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Georgia Tech Center for Assistive
Technology and Environmental Access
490 Tenth Street, NW

Atlanta, GA 30332-0156

(800) 726-9119 (toll-free voice/TTY)
info@assistivetech.net

Shepherd Center

2020 Peachtree Road NW
Atlanta, GA 30309-1402
(404) 352-2020 (Main)
webmaster@shepherd.org
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Ask the Doctor

Q: Can MS affect
the heart?

A: This is a complex
question. The easy
answer is that MS
does not cause heart
attacks or hardening

Dr. Jack Burks

Chicf Medical Officer of the arteries,
for MSAA although occasionally

we see irregular heart

rhythms in MS patients. Individuals with
MS often have symptoms related to the
“autonomic nervous system” which con-
trols the cardiovascular system (heart and
blood vessels). Cold or overly warm arms
or legs can also be a symptom, as well as
having blueness or paleness of the skin.
Some of these conditions are associated
with pain in the affected arms or legs.

Sudden drops in blood pressure, along
with associated dizziness upon standing,
are other cardiovascular symptoms we
occasionally see. Therefore, a more com-
plete answer is that MS can affect the auto-
nomic nervous system which controls
blood circulation, but there is no apparent
increased risk of heart attacks.

Q: How can regular MS symptoms be dif-
ferentiated from those caused by an attack?

A: “True exacerbations” are defined as new
symptoms or the reoccurrence of old symp-
toms that: last more than 48 hours; are doc-
umented on neurological examination; and
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have no other explanations for occurring.
Magnetic resonance imaging (MRI) studies,
however, reveal that new lesions can accu-
mulate, without “true exacerbations.” An
estimated 10 “MRI attacks” (new lesions)
occur for every one “true exacerbation”
documented by the patient and the neurol-
ogist. That is one reason some neurologists
order “routine MRI’s” every year or two.
Other explanations for increasing symp-
toms include fever (most common) and
even bladder infections without fever.
Stress, fatigue, or over-exertion are also
commonly associated with increased symp-
toms, as well as exposure to hot or cold
temperatures. These temporary increases in
symptoms are called “pseudo exacerba-
tions,” because they mimic exacerbations,
but not as a result of actual myelin damage.

Q: What is an optimal treatment plan for
someone with MS?

A: There is no “optimal treatment plan”
that fits everyone with MS. The hallmark of
MS is its “variability of symptoms.” The
hallmark of good treatment is that “every
patient deserves his or her own treatment
plan.” Having said that, let me outline
some general principles I usually follow.
This is not meant to be a comprehensive
care guide. Instead, consider the following
to be “food for thought.”

1. Early diagnosis is critical to maximizing
best care principles. Seek help early.
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2. The family should be involved in
discussions from the beginning.

3. Education about MS starts immediately
and never stops. Make certain your
educational resources are valid.
Education involves the entire family.

4. Early treatment with immunomodulating
therapy should be seriously considered
by every individual with MS who
experiences attacks. Treatment may
prevent some new attacks and reduce
disability in the long run.

5. Most MS symptoms are treatable and
can be helped through medication,
therapy, and lifestyle changes.

6. Complementary and alternative medicine
treatments should be reviewed with
one’s doctor to discuss potential
negative MS consequences, especially
if they interfere with your prescription
medications.

7. Stress management usually helps people
with MS. Counseling is not a sign of
weakness or “giving up.” Individual
and/or family counseling can be helpful
to anyone dealing with changes as a
result of MS.

8. Individuals with MS should see their
doctor regularly, even if everything is
stable. I see patients every six to 12
months or more frequently if needed.
Many individuals also see a nurse every
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three months, between doctor visits, to
discuss any new symptoms or concerns.
A nurse can help individuals to learn the
procedure for reporting or evaluating
new symptoms.

9. Rehabilitation (such as physical,
occupational, speech, and recreational
therapies) and nutrition specialists
offer much help to people with MS.

10.Do not neglect your general healthcare
needs. Not everything someone
experiences is related to his or her MS.
Like everyone else, a person with MS
can also suffer from thyroid disease,
diabetes, high cholesterol, high blood
pressure, etc. Family history is important
too; individuals need to be sure to tell
their physician of any medical condition
that other family members may have or
had, so tests may be conducted at the
right time. One’s primary care physician
needs to continue to play a vital role in
his or her health and well-being. ®

Jack Burks, MD, is a neurologist who specializes

in MS. He is the chief medical officer for MSAA

and president of the Multiple Sclerosis Alliance.
Additionally, Dr. Burks is a clinical professor of
medicine in neurology at the University of Nevada
School of Medicine in Reno, Nevada, and a member
of the Medical Advisory Board of the National MS
Society. He has edited two textbooks on MS, and in
the 1970s, Dr. Burks established the Rocky Mountain
MS Center in Colorado, one of the nation’ first

comprehensive MS centers.
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Researeh News

Smoking May Increase Risk of
Developing MS

As reported by Reuters, a two-year survey
(1997 to 1999) of 22,000 people between
the ages of 40 to 47 found that individuals
who smoke may have a much greater risk of
developing MS. The risk for male smokers
appears to be three times the normal inci-
dence, and women may be twice as likely to
have MS if they smoke versus those who did
not. The survey was conducted by researchers
at the University of Bergen in Norway and
Harvard University in Massachusetts.

Interferon Reminder

Reports of interferon use and potential
liver damage have been in the news recently.
While serious liver injury is rare, individuals
taking any of the interferons (Betaseron®,
Avonex®, and Rebif®) are reminded to ask
their physicians about having liver function
checked regularly.

Signs of liver injury include: yellowing of
the skin or eyes (jaundice), nausea and
vomiting, easy bruising of the skin, diffuse
itching, and abdominal pain. Anyone experi-
encing any of these symptoms should contact
his or her physician immediately. Information
was provided by Health Canada.

Anti-Epileptic Drug May
Help Treat Spasms

The University of Texas Southwestern
Medical Center at Dallas recently reported
that the anti-epileptic drug levetiracetan was
effective in reducing spasms and painful
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muscle cramps for individuals with MS.
According to an assistant professor of neu-
rology and lead author of the study, all 11
people with MS who took part in the study
experienced a decrease in spasticity when
either taking the drug alone or in combina-
tion with other spasticity therapies over a
period of one to four months. Tonic spastici-
ty, which is characterized by continuous ten-
sion, did not improve.

This drug also helped decrease pain, and
this can improve a patient’s mood. The clini-
cal investigators found the side effects over-
all to be generally mild. The conclusions of
this study are preliminary, and larger, place-
bo-controlled studies are needed to deter-
mine the drug’s effectiveness.

Oral Drug for MS

Business Wire reported that the primary
endpoint was reached in a Phase II clinical
trial with an oral treatment for MS called
laquinimod. Developed by Active Biotech,
laquinimod showed a 30 percent reduction
in MRI activity over a six-month period in a
placebo-controlled, double-blind study that
took place in Sweden, the United Kingdom,
the Netherlands, and Russia. Other end-
points, such as EDSS and exacerbation rate,
were not statistically different, which was
expected due to the short treatment period.
More than 200 people with MS participated.
This drug is taken in tablet form and
according to the report, has a “highly advan-
tageous” safety profile. @

MSAA Motivator



Program Notes

MSAA and Serono/Pfizer
Develop a New
Program Initiative

Learning about MS, empowerment skills,
and available resources is always beneficial
to you and your care partner. Having this
information personalized and presented to
you in a small-group forum by a team of MS
experts is, as the commercial says, “priceless.”

Funded by a grant from Serono, Inc./
Pfizer, Inc., MSAA has developed a new pro-
gram initiative that will feature 10 special-
ized MS Health Fairs in targeted areas across
the country. The MSAA Health Fairs are full-
day seminars designed to bring a small
group of clients and professionals together
to exchange information and develop an
individual strategy for the successful man-
agement of every aspect of MS.

Each Health Fair will feature a prominent
MS neurologist and small team of special-
ized professionals, such as nurses, physical
therapists, and disability resource specialists.
After having the opportunity to spend time
with the neurologist, clients will then gather
in small, breakout groups to learn valuable
skill building and empowerment techniques.
The programs will also feature a morning
welcome and overview presentation by the
neurologist, a seated luncheon, a general
Q & A period, and conclude with an evalua-
tion session.

The MSAA Health Fair was initially pilot-
ed in November 2002 through a grant from
Serono/Pfizer. The expansion of the Health
Fair to 10 sites nationwide is in response to
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the program’s overwhelming success and our
anticipated goal of increasing our clients’
ability to ease their day-to-day challenges.
Once plans are finalized, MSAA will send
announcements to clients in each area and
post the information on our web site. Look
for a finalized schedule in the next issue of
The Motivator. ®

MSAA is pleased to announce the
addition of Anne Negrin whose position
as Health Fair Coordinator will include
establishing dates and locations for each
Health Fair, along with coordinating the
details for clients and professionals to
meet in a forum. “The goal of each MSAA
Health Fair is to establish an individual-
ized plan for clients,” says Anne. “Patient
education is a key part of managing the
challenges of MS and the Health Fairs are
designed with this in mind. They offer
clients and care partners valuable infor-
mation from several professionals in a
unique setting. During the session, clients
are provided with strategies to develop
the optimal plan for his or her individual
needs. Once each Heath Fair has conclud-
ed, MSAA conducts a follow-up with each
client to address any questions or con-
cerns he or she may have.”

For more information on MSAA
Health Fairs or to find out if a Health
Fair is scheduled for your area, please
contact Anne Negrin at (800) 532-7667,
extension 105 or MSAA’s Helpline at
(800) 532-7667.
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Symptom Awareness

Spasticity
Causes and Effects

Spasticity is a common symptom of MS.
Caused by demyelination along the nerves
that control muscle tone, spasticity is a
tightening of the muscles. With MS, spastici-
ty most frequently occurs in the different
muscles of the legs, buttocks, back, and
arms.

For some, spasticity can be mild,
causing no real discomfort or inconven-
ience. Mild spasticity even provides some
benefits, such as helping to prevent blood
clots, improving circulation, and maintain-
ing muscle tone. Muscle stiffness can pro-
vide added support while an individual is
standing, walking, or transferring from one
spot to another.

Unfortunately, many individuals with MS
experience moderate to severe spasticity.
This can be a debilitating symptom, which
can greatly limit movement, use up valuable
energy, and become quite painful. Another
form of spasticity occurs in episodes, often
at night. These are unexpected, involuntary
movements of the leg (or sometimes the
arm) where the limb suddenly draws up into
a clenched position, or kicks out into an
extended position.

Spasticity can lead to contractures as well.
This occurs when the tendons become tight
and the joint becomes difficult to move or
even locked in one position. In addition to
pain and immobility, complications of con-
tractures include an increased risk of pres-
sure sores and pneumonia.
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Therapies and Devices

The good news for those who suffer
from moderate to severe spasticity is that
a number of effective treatments are
available. A team approach, including
physicians, nurses, therapists, and family
members, is the best way to care for
someone in need of treatment, to ensure
that all aspects of the person’s care are
being addressed.

Treatment begins by regularly seeking and
resolving any other health conditions that
may aggravate or intensify spasticity and its
painful effects. These conditions can include
infections, as well as anything worn that
doesn't fit properly, such as a brace, cast, or
tight clothing.

The next lines of treatment are stretching
exercise and physical therapy. Stretching
exercise can be very effective in relieving
symptoms of spasticity, and these are typi-
cally performed while sitting or lying down,
allowing gravity to assist with the stretching.
A physical therapist can create a customized
exercise program for an individual to per-
form daily at his or her home.

Devices or mechanical aids are another
type of treatment to relieve spasticity and
reduce the risk of contractures. The physical
therapist can design a custom brace, splint,
toe and finger spreader, or other device to
hold an affected area in position. Contractures
are sometimes treated through a series of
casts which progressively stretch the ten-
dons around a joint to promote greater
movement.
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Medications and Other Options

Several medications are available to treat
spasticity as well. The most commonly
prescribed drug for spasticity in MS is oral
baclofen. This drug works well for a number
of people, but dose must be carefully
monitored. Too little of this drug can prove
to be ineffective, while too much causes
muscle weakness, fatigue, and confusion.
Drowsiness and nausea are other side effects
of this medication. Baclofen may not be
abruptly discontinued as serious problems
such as seizures may result.

Tizanidine (Zanaflex®)
is another drug fre-
quently prescribed for
spasticity. Dose titration
is important to reduce
sedation. The combina-
tion of baclofen and
tizanidine is feasible if
done cautiously to
avoid side effects.
Several other drug
options are available to treat spas-
ticity and spasms (please call
MSAA’s Helpline at (800) 532-7667
for a full listing), and some are
given specifically for nighttime
spasticity or spasms, such as anti-
epileptic drugs.

Other options for treating spas-
ticity can include botulinum toxin

A (Botox®) injections (a temporary  Phoros provided by Medsronic”, Inc.

and expensive therapy limited to

treating small areas such as the face or eye),
and more severe procedures such as block-
ing the nerve permanently through injecting
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phenol into a muscle or by surgically cutting
the nerve. These latter treatments produce
flaccidity, which is a significantly loose mus-
cle. While these procedures reduce or elimi-
nate spasticity, spasms, and pain, they do
not increase mobility and also carry risks.

The Baclofen Pump

Often referred to as the baclofen pump,
Intrathecal Baclofen Therapy (ITB™
Therapy) is a successful treatment option
for many individuals with severe spasticity
who are not responding well to other
therapies or having side effects. This
therapy uses a surgically implanted
pump and a thin flexible tube to auto-
matically deliver small doses of liquid
baclofen directly into the spinal fluid.
This treatment has a powerful effect
on spasticity, particu-
larly reducing severe
muscle tone.

One advantage to
using this system is
that it delivers the
medication directly to
where it will be the
most effective, into the
spinal fluid that bathes
the affected nerves.
With oral baclofen, the
medicine goes into the
blood system.

Another benefit to
ITB Therapy is that a
much smaller amount of medication is need-
ed to produce results. The average dose is

Continued on page 42
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Health and Wellness

The Health and Wellness column is a new addition to The Motivator. In each issue, this
column will feature news and information about diet, exercise, and various alternative
therapies that some people may be considering as an adjunct treatment for their MS.

The topics for the first few issues of this column will relate to nutritional factors and
MS. These will be written by Ashton Embry, PhD, a research scientist whose son was
diagnosed with MS eight years ago. Following his son’s diagnosis, Dr. Embry “plunged”
into the scientific literature for MS, and discovered abundant scientific evidence pointing to
various nutritional factors that could play major roles in the onset and progression of MS.

The topics presented in this column are for informational purposes only, and MSAA
does not endorse any specific product or treatment. All changes to one’s diet, exercise,
treatment, or lifestyle, should only be done under the guidance of a medical professional.

Nutritional Factors and

Multiple Sclerosis
by Ashton Embry, PhD

Part one: Identifying the Prime Suspects

ietary factors are an important part
D of many chronic diseases, including

heart disease, hypertension, osteo-
porosis, diabetes, and even cancer. With this
in mind, one may ask if dietary factors are
also part of the MS disease process.
Currently, no clear-cut scientific data
demonstrate, beyond a reasonable doubt,
that various components of diet do or do
not play a significant role in MS. Therefore,
no definitive statements may be made
regarding the diet’s effect on MS, and
whether or not dietary changes can help
slow MS progression.

This is the first of a series of articles that
will objectively look at the scientific data
that implicate a variety of nutritional factors
in the MS disease process. On the basis of
this information, suggestions will be provid-

40

ed for dietary revision that could have the
potential to positively affect the MS disease
process and slow the addition of disabilities.

By providing such information, individu-
als with MS are given a dietary strategy that
may be helpful; however, anyone consider-
ing any changes to his or her diet should do
so only under the guidance of his or her
physician. Please note that while much data
is available, no rigorous clinical trials have
been conducted to definitively determine if
dietary changes can affect the onset and pro-
gression of MS. Plans are now underway for
a clinical trial which will look at the effects
of diet on MS. It will involve MRI scans,
neurological exams, and immune markers,
carried out over a two-year period.

Many scientific articles have been pub-
lished on various aspects of nutrition and
MS, as well as closely related diseases. These
allow a reasonable assessment of the possi-
bility for various nutritional factors to be
involved in MS. Currently, nutritional fac-
tors that have been determined as “prime
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suspects” in MS include: various common
protein-bearing foods such as dairy prod-
ucts, gluten grains (wheat, rye, barley), and
legumes; as well as chronic deficiencies in
vitamin D, fish oil, anti-oxidant vitamins,
minerals, and phytochemicals.

These “prime suspects” were identified by
utilizing the scientific database in two differ-
ent ways. The first way is best described as
logical deductions from the current under-
standing of the MS disease process, that is,
the way Sherlock Holmes would solve a
crime. A great deal of research over the past
30 years has left little doubt that MS is an
autoimmune disease in which a person’s
own immune cells attack and damage tissue
in their central nervous system (CNS). Thus
a key question is, “What nutritional factors
have the potential to help the immune cells
to attack the central nervous system?”

Potential candidates are both nutritional
factors that can stimulate immune cells to
attack the CNS, and those factors that can
decrease the body’s ability to suppress such
an attack. All of the above named nutritional
factors seemed to “fit the bill” at this stage
of analysis. Various proteins in foods clearly
have the potential to stimulate immune
cells, while deficiencies in vitamin D, fish
oil, and antioxidants can hinder the suppres-
sion of harmful immune reactions.

This next task involved a thorough review
of the MS scientific literature to find out
what reliable data existed to support or deny
the involvement of the initially identified,
“prime suspects.” Such scientific informa-
tion included data on animal experiments as
well as studies of the molecular composition
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of various food components (vitamin D and
dairy proteins for example) and their effect
on the immune system. Also of great impor-
tance were the studies of the nutritional
habits and status of various populations and
the rates of MS in those populations.

Finally, important data came from a num-
ber of small clinical trials that used a nutri-
tional factor as the tested therapy for MS
along with closely related autoimmune dis-
eases such as rheumatoid arthritis. When all
of these data are considered, a reasonable
assessment can be made as to whether or
not a reasonable chance exists that a given
nutritional factor plays a role in MS. If the
available science points to a given nutrition-
al factor, for example a vitamin deficiency,
then individuals with MS may potentially
benefit from a strategy that ensures they are
getting an adequate intake of that vitamin.

The continuing series on nutritional fac-
tors and MS will look at each of the identi-
fied “prime suspects” — common protein-
bearing foods as well as chronic deficiencies
in vitamin D, fish oil, and anti-oxidants —
and present the scientific data which impli-
cate each one in the MS disease process.
Strategies on how one might change his or
her dietary habits (under the guidance of a
physician) to offset the effects of each of the
“prime suspects” will be given. In the next
issue of The Motivator, evidence linking vita-
min D deficiency to MS onset and progres-
sion will be reviewed, along with the contro-
versial claim that MS could be a vitamin D
deficiency disease.

For more information, readers may go to

Continued on page 42
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Continued from page 41

www.direct-ms.org or call (403) 282-0028 to
reach “Direct-MS,” (DIet REsearch into the
Cause and Treatment of Multiple Sclerosis).
Located in Calgary (Alberta, Canada), this
federally registered charity was formed to
provide science-based information on nutri-
tional factors which may play a role in MS,
as well as to fund scientific research to test

the effectiveness of dietary strategies for
slowing or halting MS progression.

Editor’s note: Any vitamin which is not
water-soluble, including vitamin D, may be
stored in the body if too much is taken, and
this may result in toxicity. Readers are cau-
tioned to contact their physician before
making any changes to their diet or supple-
ment regimens. ¢

Symptom Awareness

Continued from page 33

about 1/100th (one one-hundredth) of the
oral dose. Most of the medication by-passes
the blood system, so individuals do not nor-
mally experience side effects like muscle
weakness, drowsiness, confusion, nausea, and
vomiting, as some do with oral medications.
Anyone allergic to baclofen or prone to
infection is not a candidate for the baclofen
pump.

The pump is implanted just under the
skin of the abdomen, and the thin tube
called a catheter is threaded back to the
spine and into the spinal cord fluid. The
pump is computer programmed according to
the individual’s activities and symptoms, so
various doses may be given throughout the
day and/or night.

Individuals with MS who are suffering
from severe spasticity will often experience a
significant improvement after receiving a
baclofen pump. As tight muscles relax,
movement is restored and pain may subside.
While an individual will not gain back lost
function resulting from demyelination, he or
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she will get back any ability that was pre-
vented due to spasticity. Moving, walking,
transferring, activities of daily living, sleep-
ing, and personal care can all be dramatical-
ly improved if spasticity has been the prob-
lem. For some, it can mean a return to his
or her normal routine and lifestyle.

ITB™ Therapy is available through
Medtronic®, Inc. As with any surgical proce-
dure, some risks are involved that need to be
considered before making a decision. For
more information, talk to a doctor and visit
Medtronic’s website at www.spasticity.com, or
contact Medtronic by calling (800) 328-0810.

Please note that MSAA does not endorse
or recommend any specific product, medica-
tion, or procedure. All details given are for
informational purposes only; all decisions
regarding changes in treatment should be
made under the guidance of a qualified
physician. For more information about spas-
ticity, or for a list of references used for this
article, please contact MSAAs Helpline by
calling (800) 532-7667. ®

MSAA Motivator
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For information on events and newly

formed support groups, please call the
phone numbers listed. If numbers are not
provided, please contact the Regional Office
listed below each listing. Established sup-
port groups are held in many other cities;
please call the Regional Office for details.
All activities are free of charge unless other-
wise noted.

Northeast Region

Upcoming Events:

 Saturday, March 6th, Public Awareness
Event, Atlantic City Convention Center,
Atlantic City, New Jersey

* Wednesday, March 10th, Educational
Workshop, Double Tree Guest Suites,
Plymouth Meeting, Pennsylvania

e Saturday, March 27th, Camden County
New Jersey Women’s Health Fair, Eastern
High School, Voorhees, New Jersey

 Tuesday, April 13th, Educational Workshop
on Stress and Headaches, MSAA National
Headquarters, Cherry Hill, New Jersey

e Saturday, May 8th, MS Awareness
Conference, Sheraton Atlantic City
Convention Center Hotel, Atlantic City,
New Jersey

e Saturday, May 22nd, MS Awareness
Conference, Double Tree Guest Suites,
Plymouth Meeting, Pennsylvania

* Wednesday, June 16th, MS Awareness
Conference, Baltimore, Maryland
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Newly Formed Support Groups:

e Suffield, Connecticut; contact Jean
Beresford at (860) 668-2792

e Kenduskeag, Maine

e Cape May, New Jersey; contact Ron
Dickerson at (609) 861-0711

e Pomona, New Jersey (Atlantic County);
contact Pam Bryant at (609) 909-5009

e Trenton, New Jersey (Mercer County);
contact Michelle Dobson at (609) 510-2886

e Valley Stream, New York; contact Tracy
Ofri at (516) 792-1567

New Exercise Class:

* Latrobe, Pennsylvania (Tai Chi class)

Support Groups Coming Soon:
e Gaithersburg, Maryland

e Pasadena, Maryland
e Camden, New Jersey
e Pittsburgh, Pennsylvania

MSAA Northeast Regional Office:
Susan Freund, Director

706 Haddonfield Road

Cherry Hill, New Jersey 08002
(856) 488-4500

(800) 532-7667, ext. 106

MSAA Connecticut Field Office
Marva Llewellyn

Client Services Coordinator
72 Spruce Street, Apt 4-E
Stamford, Connecticut 06902
(203) 921-2682

(800) 532-7667, ext. 151
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Midwest Region

Upcoming Events:

 Saturday, February 14th, MS Public
Awareness Event, Radisson in Worthington,
Ohio. To pre-register, call (800) 532-
7667, ext. 121.

o Thursday, February 26th, Teleconference,

“Spasticity & Muscle Spasms: Tackling
MS’s Most Mysterious and Frustrating
Symptoms.” To pre-register, call (800)
856-3823.

Newly Formed Support Groups:

* Chicago, Illinois (Southside); contact
Charmaine Cothran at (773) 544-8751

e Chicago, Illinois (Westside); contact
Gloria McAdoo at (773) 626-7007

e Salem, Indiana; contact Linda Schamel at
(812) 883-8038

e Winimac, Indiana; contact Lori Semrau
at (219) 843-7917

e Marinette, Wisconsin; contact Carolyn
Campbell at (715) 732-9983

MSAA Midwest Regional Office:
Renée Williams, Director
13938A Cedar Road, #243
University Heights, Ohio 44118
(216) 320-1838

(800) 532-7667, ext. 140

MSAA Chicago Area Field Office
Scott McDonald

Client Services Coordinator

3013 S. Wolf Road #215
Westchester, Illinois 60154-5639
(708) 223-0734

(800) 532-7667, ext. 150
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Northwest Region

Upcoming Events:

* Wednesday, March 17th, at 11:30 a.m.,
Educational Program/Luncheon,
“Maintaining a Positive Attitude with
MS,” Davenport Hotel, Spokane,
Washington. Keynote speaker is
neurologist Roy Kanter of the Holy
Family MS Center.

e May, Annual Conference, Seattle,
Washington; contact the Northwest
Regional Office at (800) 532-7667, ext. 131.

Newly Formed Support Groups:

e Havre in Hill County, Montana; contact
Janet Armstrong at (406) 808-1434

e Yakima in Yakima County, Washington;
contact Teri Renee at (509) 460-0544

MSAA Northwest Regional Office:
Sue Pencoske, Director

600 Central Plaza, Suite #13
Great Falls, Montana 59401
(406) 454-2758

(800) 532-7667, ext. 131

Southeast Region

Upcoming Events:

 Saturday, March 6th, MSAA Health Fair,
Fredericksburg, Virginia. Contact MSAA
Health Fair Coordinator Anne Negrin at
(800) 532-7667, ext. 105.

 Saturday, March 27th, MSAA Health Fair,
Ocala, Florida. Contact MSAA Health Fair
Coordinator Anne Negrin at (800) 532-
7667, ext. 105.

 Saturday, April 3rd, (Tentative) Workshop,
“Managing Depression & MS — Beyond
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Drug Therapy,” Melbourne, Florida
 April, (Tentative) Workshop, “Benefits of
Exercise — Whats Right for You?” South

Carolina (date and city to be determined)

Support & Therapeutic Groups Coming Soon:
e (Clearwater, Florida (scuba certification

classes, scholarships available)

* Hollywood, Florida

¢ Oldsmar, Florida

e Port St. Lucie, Florida

e West Palm Beach, Florida

 Allenhurst, Georgia

* Decatur, Georgia

* Charleston, South Carolina (therapeutic
horseback riding; new support group
in the West Ashley area)

e Chatham, Virginia

Join the growing number of support and
therapeutic groups in the Southeast Region
by calling MSAA Southeast Regional
Director Linda Chaney at (800) 532-7667,
extension 154. We are particularly interest-
ed in support group leaders. You will receive
training and on-going support, and it's fun!

MSAA Southeast Regional Office:
Linda Chaney, Director

PO Box 66565

St. Petersburg, Florida 33736
(800) 532-7667, ext. 154

Mid-South Region

Upcoming Events:

 Saturday, March 6th, “Taking Charge of
Your MS” Conference, Dallas, Texas

e Saturday, March 13th, 10:00 a.m. to 5:00
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p.m. A free MS Adventure Day, Four
Winds Renaissance Faire, Whitehouse,
Texas (just south of Tyler)

e Saturday, May lst, “Taking Charge of Your
MS” Conference, Little Rock, Arkansas

e Saturday, May 22nd, MS Awareness Day,
Holiday Inn Select Memphis — Downtown
(Beale Street), 160 Union Avenue,
Memphis, Tennessee

Newly Formed Support Group:

e Tyler in Smith County, Texas; contact
Betty Johnson at (903) 581-7542

Support Group Coming Soon:
e Oklahoma City, Oklahoma

MS Awareness Days are being planned for

the following locations:

e Austin, Texas
e Fort Worth, Texas
e San Antonio, Texas

MSAA Mid-South Regional Office:
Adam Roberts, Regional Director
1515 N. Town E Boulevard

Suite 138, Box 320

Mesquite, Texas 75150

(817) 480-2125

(800) 532-7667, ext. 153

MSAA Arkansas Field Office:

Judith Bennie, Client Services Coordinator
107 Avonshire Terrace

Hot Springs, Arkansas 71913

(501) 262-9380

(800) 532-7667, ext. 137 ®
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Multiple Sclerosis
A Rehabilitation
Approach to
Management
Written by

Randall T. Schapiro,
MD

Published by
Demos Publications
MSAA Book #16

With its detailed explanations and numer-
ous line drawings, this reference provides
extensive information about the different
types of therapy involved in rehabilitation
for individuals with MS.

The Art of
Getting Well
Edited by David
Spero, RN
Published by
Hunter House
MSAA Book #240

The author of

Let’s Talk About
Living with a
Parent with
Multiple Sclerosis
Written by Melanie
Ann Apel
Published by

The Rosen
Publishing Group
MSAA Book #210

This is an excellent book to help
younger children (pre-school and elemen-
tary school ages) learn about MS and how a
parent might be affected. It not only gives
medical information with highlighted terms,
but also talks about “Nick’s Mom” and
“Alice’s Dad,” noting how each person feels
and how their activities may be limited.
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this book, who was
diagnosed with MS more than a dozen years
ago, is a nurse and health coach who works
with chronically ill people to maximize their
quality of life. This writing is enjoyable to read
and provides many positive strategies for
physical and emotional wellness.

MSAA Lending Library
If you would like to borrow any of the books

featured in this column or any other book in
MSAAS 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
Attn: Woody Dyer
706 Haddonfield Road
Cherry Hill, NJ 08002
(Please reference book number)

MSAA Motivator



MSAA Networking Program Application

The Networking Program encourages the sharing of information and mutual support among
individuals that are affected by multiple sclerosis. Through letters or emails, the Networking
Program helps link people who are unable to attend support group meetings, but would like
to share with others who face similar challenges.

Here's how it works: First, complete, sign and return this application to: MSAA Networking
Program, 706 Haddonfield Road, Cherry Hill, NJ 08002. Second, MSAA will place your information
on a list that is distributed to others in the program. Finally, MSAA will send you a list of
participants to correspond with. Listings are updated periodically, and you can discontinue
participation at any time by notifying MSAA at 1-800-532-7667 or msaa@msaa.com.

Please check the appropriate box to indicate your networking preference.

You may participate in more than one type of network.

I am: O An INDIVIDUAL with MS O A CARE PARTNER for someone with MS
| wish to participate in:

O LETTER-WRITING ONLY: Only your name, address and special interests will be listed.
O E-MAIL ONLY: Only your name, email address and special interests will be listed.
O LETTER and E-MAIL: Your name, address, email address and special interests will

be listed.
Name: Year Diagnosed:
Birthdate: / / Sex: () Male O Female Marital Status:
Address: Apt. #
City: County
State: Zip:
Phone: Email:

If you do not have MS, please specify who does:
O child O Spouse O parent O Relative O Friend O Other

Special interests or activities: Please share anything that will help describe yourself.

Your signature below grants MSAA permission to distribute the applicable information above to those enrolled
in the Networking Program. Please be aware that MSAA does not monitor correspondence and has no control
over content. MSAA prohibits the use of the Networking participant list for the solicitation of products or servic-
es. MSAA may not be held liable for any actions that may result from this program. MSAA reserves the right to
deny participation or continuation in the program. All information must be kept confidential by those enrolled.
You must be 18 years of age or older to participate.

Signature: Date:
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The Motivator is written for members
of the MS community, medical professionals,
care partners, and other interested readers.

Please let us know if you are happy
with the types of topics we choose for our
articles, and if you would like to see an
article about a particular topic that has
not yet been covered.

Your input will help us to better serve
our readers!

Comments may be sent to:

Multiple Sclerosis Association of America
Attn: The Motivator

706 Haddonfield Road

Cherry Hill, New Jersey 08002

THANK YOU FOR YOUR INTEREST!
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