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by Douglas G. Franklin

he cover
story of this
issue of The
Motivator
reveals many facts
about depression
and MS. More than
50 percent of indi-
viduals with MS will
suffer from clinical depression at least once
in their lifetime — several times the rate
experienced by the general population.
Sadly, suicide rates and the incidence of
bipolar disease are also much higher for
those with MS. The good news is that much
is being done to provide new treatments
and help turn these numbers around.
Staying happy should be a priority for all
of us, yet even the cheeriest of people may
find themselves “down” from time-to-time.
Feeling “blue” on occasion is not unusual,
and most people return to normal within
a short time. Others, however, fall into a
melancholy mood that just won't go away,
and may quickly slip deeper and deeper
into depression.
For individuals who suffer from chronic
depression, life may become very diffi-
cult. In addition to feelings of sadness and
hopelessness, people who are depressed
may lose interest in daily activities, their
appetite is affected, and their entire out-
look becomes gloomy. People often stop
taking care of themselves when depressed,
and may even discontinue their prescribed
medications. Making matters worse, as fam-
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ily and friends try to comfort and care for
someone with depression, he or she may
unwittingly lash out at loved ones, pushing
them away.

Depression is now recognized as a
common MS symptom. Physicians,
caregivers, and family members should
look for symptoms, identify possible causes,
and provide help. New treatment strategies
include several drug options, along with
individual therapy, family counseling,
support groups, therapeutic exercise,
and even alternative medicine.

Treatments today encompass far more
than those in earlier times. As a child
growing up in the 505, | watched as my
mother suffered from a lifetime battle
with chronic depression. In those times,

a stigma was associated with any psycho-
logical problem, and my mother’s clinical
depression was always referred to as

“nerve problems.” She was subject to wide
mood swings, low self-esteem, and a loss

of interest in even the most basic of
pleasures. She was never content, never
happy, and her moody disposition eventually
led to the marital breakup of my parents.

Fifty years ago, doctors did not always
ask questions, recommend therapy, or talk
to the family. Treatment was often limited
to prescribing medications. My mother
has been on antidepressants for more than
40 years, from early drugs to Valium to
Prozac, and to this day, her psychological
depression goes up and down with no
end in sight.

MSAA Motivator



Up Front

But no one has to suffer this way
anymore. The new treatment strategies
mentioned earlier are very effective in treat-
ing depression and getting people back to
feeling good again. The key is to recognize
the symptoms, get treatment, and seek
support. Family and caregivers must realize
that depression is a legitimate illness with
real symptoms that must be addressed.

In addition to getting help from a
medical professional, my personal recipe
for battling depression includes family and
friends, who can provide love, care, under-
standing, high tolerance, coping, patience,
persistence, and a good deal of positive
input. Additionally, anyone experiencing
depression should try to find pleasure in
the little things, such as a sunny day, leaves
changing colors, or a favorite TV show.

Exercise and eating right are important
— a healthy body feeds a healthy mind. One
should look for the good in every situation
and think positive thoughts. Once treat-
ment has begun, an individual needs to
stay on course, and give oneself a pat on
the back for even incremental improve-
ments along the way. An individual needs
to accept the help that others offer, and be
careful not to drive away loved ones when
going through a difficult time.

Another valuable source for help is
MSAAs Helpline at (800) 532-7667. While
they are not doctors, MSAAS experienced
consultants are here to lend a sympathetic
ear and offer support to clients, caregivers,
and family members. Callers should speak
openly and discuss whatever situation
might be troubling them. We are here to
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help and provide direction wherever need-
ed.

The important thing for anyone who
may be suffering from depression is to
seek help right away and begin the road
to recovery. We all need to make staying
happy, a priority. ¢

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 sec-

tor and

is an internationally published expert in the
field

of social marketing. A former national trainer for
the Peter Drucker Foundation, Mr. Franklin has
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MSAA EXTENDS
HELPLINE HOURS

Staffed by trained consultants (includ-
ing peers who themselves have MS), the
MSAA Client Services Department fields and
responds to thousands of calls each year from
MS clients and their carepartners via our toll-
free Helpline (800) 532-7667. Helpline con-
sultants work to actively listen to your needs
and help you meet the ongoing challenges of
life with MS.

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

All times are Eastern

Call the Helpline for:

MS Information

* Disability/Insurance Issues

* Reassurance and Support

e Connect to Other MS Resources

If something is on your mind, we want to
hear from you!




CALL
1-800-938-1912
to register
DEYD
ms

NEW Winter 2003 Schedule: Listen and talk to leading MS experts and advocates
about the latest MS issues and developments. Each teleconference features a live
Q&A session. Register today for one or more FREE teleconferences.

January 27: 8pm EST (5Pm Pacific) January 28: 8pm EST (5pPm Pacific)
Gender issues Find alternative solutions for managing Dr. Mary
in multiple symptoms that are geared specifically to Hughes
sclerosis women and men with MS. Learn how gl AllReam 8l

to approach health care professionals
about your concerns and how to
set realistic goals for overcoming these

MS advocate

challenges.

February 12: 8Ppm EST (5pM Pacific) February 13: 8Pm EST (5pM Pacific)
Intimacy as Learn how people with MS can develop Dr. Fred Foley
it pertains and maintain intimate relationships. nd GRSt
to multiple Suggestions for starting a discussion MS advocate ’
sclerosis with health care professionals about

the physical and emotional aspects of
intimacy as it relates to MS, including
symptom management, will be discussed.

March 11: 8pm EST (5pM Pacific) March 12: 8pm EST (5pPM Pacific)
Overcoming Discover helpful ways for accepting and Dr. Ben

8 obstacles living with a diagnosis of MS, including Thrower
and erasing the importance of empowering and Wendy B.,
the myths yourself. You'll see how and where to MS advocate
of multiple find credible and current information to
sclerosis help dispel the myths surrounding MS

and help you better manage the disease.

Call 1-800-938-1912 today to register for one or more FREE teleconferences.

Upon registration, you will receive instructions and a toll-free number to
participate in these informative and interactive conferences.

MS Dialogue™ is a trademark of Teva Neuroscience, Inc. ©2003 Teva Neuroscience, Inc. 240137/1338S2



New MSAA Booklet!

MSAA has a brand new booklet entitled,
All About Multiple Sclerosis which gives

an overview of MS, its symptoms, and its
treatments. To receive All About Multiple
Sclerosis, please call MSAA at

(800) 532-7667 (ext. 0).

Order your copy today!

~ B\
Don’t Sell That
Car!

DONATE IT!

Please have title ready when calling

After disposal costs, proceeds
N directly benefit MSAA




by Susan Wells Courtney

epression can affect anyone,
D regardless of income, age, gender,

nationality, and lifestyle. Nearly 10

percent of the adult American popu-
lation,
or about 18.8 million people, suffer from a
depressive illness during the course of an
average year. While depression can cause
enormous emotional pain and destroy one’s
relationships with friends and family, much
of this suffering is unnecessary; many
effective treatments are available to fight
this debilitating illness.

Depression has a way of slowly taking
hold, without warning. Many people who
suffer from depression are not even aware
they are depressed. Instead, they may

Winter 2003

experience symptoms that seem unrelated,
such as changes in sleep habits, energy
levels, and appetite.

Depression is the strongest predictor
of a reduced quality of life, and may be
caused by a number of influences. These
include genetics, life situations, environ-
ment, chemical imbalances, other medical
conditions, and side effects from medica-
tions. Depression can range from mild to
severe, and for a portion of those severely
affected, can even lead to suicidal thoughts
and attempts.

Depression is a very treatable illness, and
many can enjoy a much better quality of life
just by seeing a professional and getting the
help they need. Depression is best treated



Recognizing, Understanding, and Treating Depression

through a combination of medication and
psychotherapy (examples include individual,
family, and group sessions). In many circum-
stances, depression may be significantly
reduced in a relatively short amount of time.

Incidence and Types of
Depression, GenderDifferences,
and Suicide

While anyone is susceptible to
depression, individuals with MS experience
a much higher incidence. Specifically, the
chance that someone in the general popula-
tion will become depressed at least once in
his or her lifetime is 15 percent. For someone
diagnosed with MS, the lifetime
prevalence increases to 50 percent, so one
of every two people with MS will experi-
ence depression at least once. The negative
effects of depression on MS are compound-
ed by the fact that depressed individuals
may not
comply with taking their prescribed
medications, and this could cause their
condition or other symptoms to worsen.

The three most common types of depres-
sion are: (1) major depression, which has a
combination of symptoms and interferes
with an individual’s ability to enjoy activities
and perform typical functions; (2) dysthy-
mia, a less severe form of depression; and
(3) bipolar disorder (also known as manic-
depressive illness), characterized by signifi-
cant mood swings, with feelings of great
euphoria eventually giving way to extreme
depression.

In addition to having a higher incidence
of MS, women are twice as likely to experi-
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ence depression as men, and hormonal fac-
tors can play a role. These can be related to
menstrual changes, pregnancy, miscarriage,
postpartum period, and menopause. Women
also may have the added stress of being a
caregiver to children and parents, along with
the demands of home and work, and some-
times single parenthood. Mothers with dis-
abilities also need support to help them with
depressive symptoms relating to the added
concern they may feel for their children.

Although fewer men are diagnosed with
depression, they are also less likely to admit
that they are experiencing any symptoms,
and doctors often don't suspect depression
in men. These may be reasons as to why the
suicide rate in men is four times the suicide
rate in women. Men who are depressed will
often appear irritable, angry, and discour-
aged, rather than sad. They may also work
excessive hours and/or hide their pain by
taking alcohol or drugs.

A portion of depressed individuals are at
risk of suicide, and this too is greater for indi-
viduals with MS. The biggest predictors of
suicide intent in those with MS are (1) severity
of the depression, (2) abuse of alcohol, and (3)

MSAA Motivator



Recognizing, Understanding, and Treating Depression

living alone. A family history of mental illness,
higher perceived levels of social stress, and
anxiety also contributes to suicidal intent. In
a study of individuals with MS who had sui-
cidal intent, one-third had not received any
psychological help, and two-thirds (all with
major depression and

suicidal), had not received any anti-
depression medication.

While these are very discouraging
statistics, researchers and medical profes-
sionals continually point out that effective
treatments are available for depression,
bipolar disorder, and other emotional or
psychological illnesses. Additionally, suicidal
intent is a treatable cause of mortality in MS,
and can be greatly reduced if recognized
and treated in time.

Symptoms of Depression

When diagnosing a major depressive
episode, physicians look for five or more of
the following nine symptoms to be present
during the same two-week period. As noted,
a portion of the symptoms listed are also
symptoms of MS, which means they may not
necessarily indicate depression for
someone with MS. These symptoms may be
reported by the patient or observed by oth-
ers, and in general, occur nearly every day.

Symptoms of depression only

1. Depressed mood for most of the day

2. Greatly reduced interest or pleasure
in all, or almost all, activities most of
the day

3. Significant weight loss or gain, or
change in appetite
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4. Feelings of worthlessness or excessive
guilt

5. Recurrent thoughts of death or
thoughts/plans/attempts of suicide

Symptoms of depression that

are also symptoms of MS

6. Difficulty sleeping or excessive sleeping

7. Significant restlessness or slowing
down as observed by others

8. Fatigue or loss of energy

9. Diminished ability to think,
concentrate, or make decisions

Possible Causes of

Depression in MS

The first potential cause of depression in
MS is disease activity, especially during an
exacerbation. A recent study has shown that
three factors are strong predictors of
depression during an exacerbation, and
significantly relate to the level of depression
reported by the patient. These are:

1. Present state of illness (if the individual
Is having an exacerbation)

2. Uncertainty (about new symptoms and
the future)

3. “Emotion-centered” and “escape-
avoidance” coping (versus constructive
problem solving)

Uncertainty during an exacerbation plays
a big role in determining the level of depres-
sion that an individual will experience. The
healthcare provider may be able to minimize
the level of depression by offering reassur-
ance, answering questions, and working to
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reduce uncertainty whenever possible.

The second potential cause or contribu-
tor to depression in MS is neuropathologic
changes in areas of the brain (involving
lesions and other changes to the brain).
While some research does not support this
idea, recent studies show that the volume
of lesions in the right frontal and temporal
lobes can contribute to the severity of
depression.

The third potential cause or contributor
to depression in MS is neuroendocrine or
psychoneuroimmunologic changes. In other
words, chemical changes within the body
and brain. For instance, studies find that
the expression of interferon-gamma (IFN-
gamma) and other Thl-type cytokines (pro-
inflammatory cells shown to worsen MS)
correlates with depression scores during
an acute exacerbation. A study also found
that the level of depression, as well as IFN-
gamma production, declined significantly in
individuals with MS over a 16-week treatment
period using cognitive behavior therapy.

A fourth potential cause or contributor
to depression in MS is reaction to altered
life circumstances. Individuals with MS may
have a wide range of losses to cope with,
which could include physical limitations,
financial stress, and changes in employ-
ment, activities, and plans for the future.
Grieving is a necessary part of adjustment,
but the symptoms of grieving are hard to
separate from depression.

The fifth potential cause or contributor to
depression in MS is medication side effects.
First and foremost on the list may be ste-
roids, frequently used to treat
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exacerbations. These tend to induce a short-
term euphoric “steroid high” when first
given, only to result in depression when the
drug is stopped.

Regarding treatment with interferons
(beta-1la - Avonex® and Rebif®, and beta-
1b - Betaseron®), some anecdotal reports
suggest a possible association between
this type of immunotherapy and increased
depression. Recent follow-up studies, includ-
ing data from the SPECTRIMS and PRISMS
trials, failed to show a connection between
these drugs and depression. While this
news is encouraging, medical profession-
als should always be on the lookout for any
signs of depression or suicidal behavior in
an individual taking immunomodulating
drugs.

Other medications given for symptom
management in MS may cause depression
as a side effect. Examples include: baclofen
(Lioresal®), taken for spasticity; benzodiaz-
epines, taken for dizziness, vertigo or spas-
ticity; and other sedating drugs.

Recommended Treatments for

Depression in MS

Effective treatments are available for
people with MS who experience depression.
These treatments always include two
components: medication and psychological
counseling. The first helps to turn around
feelings of sadness and hopelessness, while
the second allows individuals to explore
their emotions and develop better ways to
cope with the challenges they encounter.

In a meta-analysis of 18 studies of
depression in medical illnesses (including

MSAA Motivator
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MS), individuals treated with anti-
depressants were significantly more likely

t0 improve than those given placebo or no
treatment. Another study with patients in
a long-term nursing facility found that
depression significantly improved when
treated with cognitive remediation strate-
gies.

Medjications, St. John's Wort, and ECT
The first line of medications include the
“selective serotonin reuptake inhibitors”
(SSRIs). Serotonin is a compound found in
blood platelets and the tissues of the intesti-
nal wall and the central nervous system.
It acts as a neurotransmitter and may be
involved with inflammation, migraine head-
aches, and sleep. Serotonin also tends to
elevate mood, but its effects are only

temporary, as cells “take up” (or absorb)
serotonin once it becomes available. SSRIs
inhibit the reuptake of serotonin, so it
remains in the system longer, and its posi-
tive effects may be experienced for longer
periods of time.

Fluoxetine (Prozac®), paroxetine (Paxil®),
sertraline (Zoloft®), and venlafaxine
(Effexor®) are all SSRIs that are commonly
used to treat depression in MS. Side effects
of these drugs may include headache,
sexual dysfunction, nausea, difficulties with
sleeping, and anxiety or sedation. (Please
note that not everyone experiences the
same side effects, and physicians work
with their patients to minimize these side
effects.) Other antidepressants that are con-
sidered to be a “first line of treatment” for
depression are bupropion HCL (Welbutrin®),
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nefazodone (Serzone®), and trazadone
(Desyrel®).

All of these agents may be given alone,
or various combinations may be prescribed.
Attending physicians will start a patient
with one medication, and depending on
the results and side effects, may change the
dose, switch to another drug, or possibly
add a second medication. The optimal drug
and dose combination depends on each
individual and his or her response
to a particular treatment regi-
men. Antidepressants do not
have an immediate effect,
and typically require
between four to eight
weeks before reaching
their maximum level of
benefit.

Sometimes individu-
als want to stop their
medication as soon as
they feel better, think-
ing they no longer need
it. Antidepressant medica-
tion should be continued for
at least four to nine months to
prevent depression from returning,
and medication for more severe condi-
tions may need to be continued indefinitely.
Individuals taking such medications should
never alter their dose, stop taking their med-
ication, or
combine it with any other medications, with-
out first consulting their doctor.

The predecessors to these drugs were the
anticholinergics or tricyclic antidepressants.
These were formerly the first treatment
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choice, but with the introduction of SSRIs
and other agents, medications such as imip-
ramine(TofraniI®),amitriptyline(EIaviI®),and
nortriptyline (Pamelor®), are now considered
as options should first-line treatments fail.
The side effects of these drugs include dry
mouth, constipation, bladder problems, sex-
ual problems,
dizziness, drowsiness, and blurred vision.
Monoamine oxidase inhibitors (MAOISs)

are used for people who do not
— respond to the other medica-

tions already mentioned.
Historically, an extract of
the herb St. John's wort
has been used for hun-
| dreds of years to treat
mental disorders as well
| as nerve pain. In mod-
/| ern times, this herb has
been taken by individu-
als for mild to moderate
depression, anxiety, or
sleep
disorders. A recent three-
year study conducted by the
National Institutes of Health
found that St. John’s wort was inef-
fective for treating major depression of
moderate severity, but research is ongoing
to see if it might have applications in treat-
ing milder forms of depression. St. John's
wort, along with other herbal supplements,
can have dangerous side effects when taken
with other medications. Individuals need to
inform their doctor
if they are taking any type of herbal
supplement.

MSAA Motivator
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For those who suffer from depression and
standard drug therapies are ineffective,
electroshock therapy (ECT) has been refined
to a level that is now considered to be safe
and effective for most individuals. The pos-
sibility exists, however, that for individu-
als with MS, ECT may have some negative
effects on the blood brain barrier. When con-
sidering ECT, patients and medical
professionals need to weigh the benefits
and the risks before making a decision.

Although bipolar disorder is less com-
mon in MS than depression, medications are
available for those whose mood fluctuates
between depression and happiness with
hyperactivity. Lithium carbonate (Eskalith®)
Is the first choice for treating this illness.
Other medications include anticonvulsants
such as gabapentin (Neurontin®), carbam-
azepine (Tegretol®), valproate (Depakote®),
and lamotrigine (Lamictal®).

Psychological Counseling

Psychological counseling is the second
and equally important component for
treating depression. Individuals suffering
from this condition need to work with a
psychiatrist, psychologist, or social worker
to discuss their thoughts, behaviors, and
outlooks. These medical professionals assist
people with their coping skills and help indi-
viduals to better adjust to their
situations, so they may feel better about
themselves.

Different types of individual therapy
include: (1) “talking,” which helps people
gain insight and resolve problems through
verbal exchange with the therapist; (2)
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“behavioral,” to help individuals find more
satisfaction and rewards through their own
actions; (3) “interpersonal,” concentrating
on problems with personal relationships;

(4) “cognitive/behavioral,” helping people to
change negative ways of thinking and act-
ing; and (5) “psychodynamic,” which aims to
resolve an individual’s conflicted feelings.

In addition to one-on-one counseling and
therapy, group sessions may also be ben-
eficial. Support groups and peer counseling
help people to see that they are not alone in
their feelings, and they may find comfort as
well as direction by talking with others who
face the same challenges. Spouse and family
therapy can be very productive as well,
providing the opportunity for people close
to someone with MS to get the support,
information, and coping skills needed.

Professional Points of View

MSAAs Chief Medical Officer Jack Burks,
MD, specializes in the treatment of MS and
stresses the importance of treating depres-
sion. “l am always on the lookout for
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symptoms of depression with the people |
treat. Given the high incidence of depression
among individuals with MS, as well as a
suicide rate much greater than the general
population, the need for recognizing
symptoms of depression and recommending
treatment is crucial.

“What causes depression in MS is not an
easy question to answer. Having MS certainly
adds stress to one’s life, and depression can
result from dealing with stress. But depres-
sion can also result from medications, and
damage to myelin could be involved. Other
medical conditions, such as thyroid dis-
ease and urinary tract infection, can cause
depression as well. An individual can
even appear euphoric when actually
suffering from depression.

“For these reasons, | always look at the
patient’s entire picture. After making
whatever changes are necessary to existing
medications and conditions, using a combi-
nation of psychotherapy and medication is
the most effective means of treatment.

“Psychotherapy is an integral part of treat-
ment. Examples of therapy options include
group, peer, family, couple, and
individual counseling. Educating family
members is important so they understand
MS and can provide support to the affected
family member. Stress management through
bio-feedback is another viable option.

“The big hurdle for many people is to get
over the stigma associated with counseling.
Individuals need to know that they are not
‘crazy.’ Depression is an illness that needs
to be treated. Counseling helps individuals
learn how to cope and adjust to one’s

MSAA Motivator
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changing situation. We all experience “dips”
from time-to-time and we need to smooth
these out.

“I also recommend that if an individual
with MS is going to see a professional
regarding depression, he or she should
seek someone who is experienced with MS.
Depending on their level of dedication and
interest, psychiatric social workers and nurse
clinicians can also be excellent sources for
therapy.

“When prescribing medications, a doctor
needs to look at side effects and the patient.
Prescribing an SSRI is the first line of treat-
ment, but it is an art, not a science. Doctors
need to match the right drug and the right
dose with the right person. Going with the
non-SSRIs, such as Welbutrin, Serzone, and
Desyrel, may result in fewer side effects.
Additionally, insurance doesn’t always pay
for all of the medications, so I try to first pre-
scribe the appropriate medications that are
covered to help with costs to the patient. |
am very diligent with treating depression in
MS, and | will often try five or six
combinations to see what works best.

“Regardless of which medications and
forms of therapy best suit an individual diag-
nosed with depression, the important thing
Is to get help. Even if one’s physician has not
mentioned the possibility of depression, if
someone is experiencing some or all of the
associated symptoms, he or she needs to
inform a medical professional. Depression
greatly affects an individual’s quality of
life; it can cause additional symptoms, and
can even direct a few individuals toward
thoughts of suicide. Depression is a seri-
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ous disorder, and no one should go without
treatment.”

Lara Krawchuk, MSW, LSW, MPH, is an
instructor at the University of Pennsylvania
and staff therapist with the Council for
Relationships. She specializes in chronic and
life-threatening illnesses in private practice,
and commonly works with individuals
suffering from anxiety, stress, grief, and loss.
She sees both patients and their caregivers,
and sessions may be one-on-one, or can
include couples, families, and groups.

“Individuals with depression are often
experiencing a poor mood, emotional
problems, and feelings of hopelessness.
They may have many lows, feel totally over-
whelmed, and sometimes can't get out of
bed. Having difficulty with relatives can be
another sign. Often caregivers will feel
similarly, but the way everyone copes may
not match. For example, one person may be
feeling ‘up’ when the other is ‘down,’ or one
may want to be alone and another needs
to talk. This too can add to the problem
of depression.

“When seeing someone who is depressed,
| ask if he or she has spoken with a physician.
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I need to find out if the depression may be
related to a medical problem, and

if it can possibly be normalized from a
physical aspect. | always assume there is an
emotional aspect present with chronic
conditions, and these usually respond best
to a multi-dimensional approach.

“Several good medications are available to
help in the treatment of depression. These
may be prescribed by an individual’s family
physician or a psychiatrist. | recommend
consulting a psychiatrist when
someone is suffering from a
serious depression. | also
may recommend life-
style changes, exer-
cise, healthy diet,
and support groups.

“Talking with the
family, communi-
cating with loved
ones, and learning
coping techniques
are important first
steps to treating depres-
sion. Better communica-
tion is a valuable tool for
discussing challenges and possible
solutions. This can also lead to building new
communication skills and better
processing of issues.

“Guided imagery is a technique that
can be quite helpful. It teaches individuals
to focus attention on calming or healing
Images, and this can be very relaxing as well.
Studies have shown that guided imagery
can actually help with symptom manage-
ment by giving the client a sense of control,
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empowering him or her, and impacting

one’s own health through a positive immune
response. We may practice this during a ses-
sion, and it is easy enough that a client can
do it at home and in other situations, such as
during a medical procedure.

“Journaling is another activity that can be
helpful. By writing down one’s feelings, and
not just facts, a journal can enable someone
to better process problems, feelings, and

concerns. This has been shown in litera-
ture to improve one’s physical
and emotional wellbeing.
Some may write regularly
while others may only
ﬁ write when times are
L\ difficult. Either way,
journaling can help
individuals gain
perspective and
insights about areas
of concern in
their life.

“Talking to a thera-
pist provides the atten-
tion that an individual
may need but others around

them cannot provide. For exam-
ple, not everyone wants to hear about the
pain of a loved one. Family members may
be overwhelmed; friends may be scared; and
the medical team may be too busy. People
need a good listener
and someone who understands.
Additionally, they don't need to sugar-coat
their words or mask how they feel when
talking to a therapist.

“Helping someone to process losses is
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often needed. People feel grief when sick
and experiencing changes within one self.
Acknowledging their pain and recognizing
that some of the changes are tough, is very
Important to assisting people with accepting
their new self.”

Lara Krawchuk recommends the following
resources for more information, along with
her notes:

Peace is Every Step: The Path of
Mindfulness in Everyday Life

by Thich Nhat Hanh, published by Bantam
Books, Inc., “...A wonderful book on
meditation, along the lines of guided imag-
ery.”

Self-Nurture: Learning to Care for Yourself
as Effectively as You Care for Everyone Else
by Alice D. Domar and Henry Dreher,
published by Penguin USA, “...An
excellent resource for self care.”

Journaling for Joy: Writing Your

Way to Personal Growth and Freedom

by Joyce Chapman, published by Career
Press Inc., “...One of many good books
on journaling.”

Staying Well with Guided Imagery

by Belleruth Naparstek, published by
Warner Books, Inc., “...Known as the
‘goddess of guided imagery,’ Belleruth also
has a website (www.healthjourneys.com)
which offers information, books, and
tapes on the topic.” Those without access
to the internet may call (800) 800-8661.
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CLEAN THAT

CLOSET
AND BENEFIT MSAA

MSAA has colorful “Clothing Recycling”
bins throughout the Delaware Valley.

As you find clothing, shoes, and other fab-
ric items you are no longer using, please
bring them to collection boxes at one of

more than 30 locations

You'll be doing yourself and MSAA a favor.

Call (800) 833-4672, ext
128

MAKING A

CONNECTION

“There seems to be a real benefit in
communicating with people who know
what you’re going through and can
relate to the symptoms of this disease,”

notes MSAA client Marva Llewellyn
of Stamford, Connecticut.

Marva is referring to her experience with the
MSAA Networking Program. For those unable
to attend support groups, the Networking
Program helps link clients together through
letter writing and emails. Currently there are
more than 400 participants from coast-to-
coast. New participants are always welcomed.
If you would like an application or more infor-
mation, please call (800) 532-7667, ext. 109.
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Recognizing, Understanding, and Treating Depression

Anyone in the Philadelphia area
interested in therapy may contact Lara
Krawchuk at (215) 575-9140 (ext. 8).
Individuals in the Pennsylvania,

Delaware, or New Jersey area, may

call the regional Council for Relationships
at (215) 382-6680, and ask for the
“chronic illness program.”

Individuals may also contact MSAAs Helpline
at (800) 532-7667 for more information on
depression, therapy, or counseling centers
that may specialize in MS and depression.

For more information about depression
and other related disorders, The National
Institute of Mental Health recommends the
following associations:

National Institute of Mental Health
Information Resources and Inquiries Branch
Phone: (301) 443-4513
Depression brochures: (800) 421-4211
TTY: (301) 443-8431
Website: www.nimh.nih.gov
E-mail: nimhinfo@nih.gov

National Alliance for the
Mentally 1l (NAMI)

Phone: (800) 950-NAMI (6264)

or (703) 524-7600

Website: www.nami.org
A support and advocacy organization of
consumers, families, and friends of people
with severe mental illness-over 1,200 state
and local affiliates. Local affiliates often give
guidance to finding treatment.

Depression & Bipolar
Support Alliance (DBSA)
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Phone: (312) 988-1150

Website: www.DBSAlliance.org
Purpose is to educate patients, families, and
the public concerning the nature of depres-
sive
illnesses. Maintains an extensive catalog of
helpful books.
National Foundation for
Depressive llIness, Inc.

Phone: (800) 239-1265

or (212) 696-1088

Website: www.depression.org
A foundation that informs the public about
depressive illness and its treatability and
promotes programs of research, education,
and treatment.

National Mental Health Association (NMHA)
Phone: (800) 969-6642
or (703) 684-7722
TTY: (800) 433-5959
Website: www.nmha.org
An association that works with 340 affiliates
to promote mental health through advoca-
cy, education, research, and services.
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by Susan Wells Courtney

What determines one’s level of
happiness?

Historically, the emphasis of psychological
research has been on diagnosing and treat-
ing mental illness, as opposed to looking at
good mental health. The National Library of
Medicine brings up more than 137,000
articles in response to the word “depression,”
while “happiness” only references 1,653.
This trend, however, may be turning around.
Judging from the number of books and
articles recently published, more attention
appears to be getting directed toward the
subject of being happy.

What are these books and articles say-
ing? The general theme is that factors such
as health, money, social status, intelligence,
and good looks, all have little impact on
one’s overall degree of happiness. While basic
needs must be met, i.e., food, clothing, etc.,
beyond that, happiness appears to be more
a function of: (1) genetics, and (2) things
you control, including certain health-related
behaviors (such as diet and exercise), your
personal relationships, how you view life, and
how you spend your time (especially activi-
ties and employment).

Studies show that individuals who are
married report a higher level of happiness, as
do those who are religiously active. Genetics
seem to play a role, as discovered through
studies with identical twins. Apparently
everyone has his or her starting point (or
baseline) as to where he or she normally falls
in terms of emotion and disposition. And while
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you might think that tragedy may result in
long-term sadness or grief, and good fortune
may result in long-term happiness, research
suggests that after six months to one year,
most people go back to feeling the same

as they did before the life-changing event
occurred.

What can you do to be happier?

Along with a healthy diet and lifestyle,
exercise is extremely beneficial for people
with MS. It should be done gradually, and
under the guidance of a health professional
— preferably a physical therapist. In addition
to the many health benefits (such as increas-
ing cardiovascular function and decreasing
fatigue), exercise helps to reduce depression.

Martin E.P. Seligman is a psychologist,
professor, and author of Authentic
Happiness: Using the New Positive
Psychology to Realize Your Potential for
Lasting Fulfillment,
published by The Free Press. In this book, Dr.
Seligman provides a number of
research-based observations about what
makes us happy, and techniques that can
help us to achieve lasting fulfillment.

When it comes to love, Dr. Seligman
recommends holding on to your romantic
illusions about your partner — dwelling on
positive qualities while downplaying weak-
nesses — to keep the romance alive. The hap-
piest couples are not those who are the most
realistic, but rather the ones who are the
most positive. And when raising children, Dr.
Seligman stresses the importance of teach-
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ing Kids to thrive with positive emotions,
rather than solely correcting their errors.

Living a pleasant life is important, and this
involves experiencing many pleasures and
amplifying them. Pleasures may be amplified
by (1) spacing and varying them; (2) learning
skills, such as savoring the moment, sharing
the experience, remembering it
visually, and learning to communicate the
pleasure to others; and (3) mindfulness,
which is being able to take a fresh look at the
pleasures you encounter.

A big part of Dr. Seligman’s theories
appear to center around the idea of
becoming totally engrossed in work, life, and
something larger than oneself. With respect
to work, individuals who have found their
“calling” (when interests and abilities connect
with the work being performed) are consis-
tently happier. Looking for ways that make
a job personally worthwhile, such as making
others happy, timing oneself for
efficiency, or anticipating what the next need
will be, can help to create this “flow” — which
results in greater personal satisfaction.

To become totally immersed in your life,
you need to identify your most prominent
strengths and interests, and find the activi-
ties that will use them. By incorporating your
strengths and interests into the things you
do, activities become easier, more engross-
ing, and more joyful. Living a meaningful life
IS to use your most prominent strengths in
the service of something larger than yourself.
For many, this is religion, but it can also be
endeavors such as politics, volunteerism, and
charity. For more information, Dr. Seligman
has a website at www.authentichappiness.
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Psychologist Chuck T. Falcon's book, Family
Desk Reference to Psychology, published by
Sensible Psychology Press, lists
several ways to lift one’s spirits in the sec-
tion entitled, “Overcoming Depression
and Finding Happiness.” According to Dr.
Falcon, one of the most common reasons
for depression is a lack of enough interests
and activities. He points out that people
need to learn and participate in many activi-
ties for good mental health. They also must
allow time for interest, pleasure, and skills
to grow. Examples of good activities to con-
sider include the arts, gardening and flower
arranging, woodworking, caring for an
animal, exercise classes (such as yoga, swim-
ming, and horseback riding), volunteering,
and joining a club... just to name a few.

Dr. Falcon also recommends that when
working on personal problems, use small
steps to avoid becoming overwhelmed.
Change the bad habits that keep you
depressed, and replace negative thoughts
with positive ones. Don’t reward yourself
for negative thoughts or self-pity by over-
indulging in food or other temptations.
Keep a journal of joyous experiences, and
compile a collection of inspirational
writings and affirmations.

He suggests working on positive behav-
iors in relationships. If single, don't think that
finding romance will solve your problems; a
desperate and needy search alienates others.
Instead, focus on enjoying the single life and
making friends. Good advice for everyone is

to act happy, smile regularly, and be friendly
Continued on page 32
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Q: Do you believe
that MS can be
sexually transmitted?

A: In my opinion,
scientific evidence
does not support that
MS is sexually trans-

i

Dr. Jack Burks

Chief Medical Officer T]'tteq For_examplg
MSAA there IS No Increase

incidence of MS in
spouses of MS patients. If this were true,
one would expect thousands to be at high
risk and they're not.

To illustrate the hazards of promoting
theory without conclusive scientific data, |
will use the potato theory of MS which was
suggested in jest by Dr. Barry Arnason, an
iImminent neurologist and immunologist.
He pointed out that while MS is not caused
by potatoes, MS is found in potato-produc-
ing areas of the world. A misguided scientist
might then conclude that potatoes cause
MS.

The article proposing that MS is sexually
transmitted (Hawkes CH, Is multiple sclero-
sis a sexually transmitted infection? Journal
of Neurology Neurosurgery and Psychiatry
2002; 73: 439-443) uses studies relating to
migration, environment, racial differences,
teenage promiscuousness, and risks of MS
in family members to attempt to support
this theory. These studies do not show that
MS is sexually transmitted and serve to
alarm those in the MS community, especially
patients and their families. The best current
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MS research indicates that MS is an autoim-
mune disease with genetic and environmen-
tal influences.

Q: What is the current status of
Medicare funding for MS treatments
given by injection?

A: Currently, Avonex® given in the doctor’s
office is the only one of the ABCR drugs
(Avonex,Betaseron®,Copaxone®,and Rebif®)
that is covered by Medicare. |

suspect this was an unintended decision

for which there is no medical justification.
The reasons that make this medically
unjustified include:

a. Individuals don't need to travel to the
doctor’s office for injections. For example,
diabetic patients have been giving
themselves injections at home for many
years, and these injections are covered by
Medicare.

b. Doctors should not have to buy, store,
and inject the drug in their offices; we
are not pharmacists or nurses. (Heaven
help the patient if | have to give a shot!)

c. Individuals should not have to pay for an
extra office visit just for an injection.

d. The current system of self-injections at
home works fine. We just need Medicare
to cover the costs of the ABCR
prescriptions, and let the doctors focus
on the medical aspects of treatment.

e. Not all patients respond successfully to
all the ABCR drugs; therefore, individuals
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should not have to switch medications if
the current medication is successful.
Conversely, people should not have to
stay on a medication if it is not effective
for them, just because Medicare
financially dictates this choice.

In my opinion, since Medicare funding
policies forces treatment decisions, they
should not make rulings that interfere with a
doctor’s judgment. Congress is being asked
to address this important issue. If the ruling
has not already been changed by the time
of this writing, you may wish to contact your
congressman to support the Greenwood-
Waxman Bill, which reverses this ill-advised
policy.

Mitoxantrone (Novantrone®) Is not affect-
ed by this ruling. It is given intravenously
and has always been covered by Medicare.

Q: When available, should people with MS
be given the smallpox vaccine?

A: My opinion is that MS patients should
NOT take the smallpox vaccine unless
exposed to smallpox. Also, they should not
be in contact with anyone who has been
given the smallpox vaccine until the vaccine
site has fully healed — which may take two to
three weeks. The smallpox vaccine uses a live
virus. The hepatitis B and influenza

vaccines use viruses that are not live, making
them safer for individuals with MS.

These recommendations are especially
true for individuals with MS who are on
immunomodulating therapy. Individual
patients, however, should discuss their own
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situations with their doctor, because
opinions may differ. &

Jack Burks, MD, is the chief medical officer for
MSAA and is the president of the Multiple Sclerosis
Alliance. Dr. Burks is a neurologist, and holds

the positions of medical director of the Washoe
Institute for Neurosciences, and clinical profes-

sor of medicine (neurology) at the University of
Nevada School of Medicine in Reno, Nevada. In
the 1970s while in Colorado, he established one

of the nation’s first comprehensive MS centers. Dr.
Burks is one of the founders of the Consortium

of MS Centers, the MS Council, and the American
Society of Neurorehabilitation. He has served on

the Board of Directors of the American Academy of
Neurology and is on the Medical Advisory Board of
the National MS Society. Along with Ken Johnson,
MD, Dr. Burks is editor of an MS textbook, “Multiple
Sclerosis: Diagnosis, Medical Management, and

Leave A Legacy

There’s so much | haven’t done that I always
wanted to do: climb a mountain, write a best-
seller, travel to Paris. If only | had the time...but
that's life. So, lately I've been thinking about loose
ends. | don’t want my savings gobbled up by pro-
bate, and I've been wanting to find a way to tell
MSAA “thanks” for all it has meant to me over the
years.

Howwouldyouliketoberemembered? Asa
benefactor?

HaveyouconsideredabequesttoMSAA?
If so, I can help you.

Please call Gary Wallace at

1-800-532-7667 ext. 116.
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PregnancyHormoneEstriol May
Help MS

For many years, the medical community
has observed that a woman's MS may be less
severe during pregnancy. A pregnancy
hormone named estriol is produced by
the placenta and may cause this remission
in symptoms.

The immune system normally works by
recognizing foreign bodies and destroy-
ing them to protect itself from disease. MS
is thought to occur when the immune sys-
tem becomes overactive and destroys the
body’s own myelin (the protective covering
on nerves) as well as the nerves themselves.
Researchers believe that estriol may control
the immune system so that it does not attack
the fetus. In animal models of MS, estriol can
ameliorate a model of MS disease and cause a
shift in immune system reactions.

A recent study found that six women with
relapsing-remitting MS showed improve-
ments in symptoms, along with a significant
decrease in enhancing lesions as shown on
MRI, when taking estriol over a six-month
period. These same women experienced a
worsening when the treatment was stopped
for another six-month period. When treated a
second time at the end of the study, improve-
ment returned. Improvement was not
observed at any time in four women with sec-
ondary-progressive MS, suggesting that this
treatment may only be effective for women in
earlier stages of the disease. Its effect on men
is not known.

The estriol was given orally in pill form
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and caused no major side effect other than
menstrual irregularities. The male hormone
progesterone was given with the estriol to
counter its possible increased risk of uterine
cancer. Larger, placebo-controlled studies
are needed to determine estriol’s long-term
safety and efficacy. Estriol may also have

the potential to similarly affect other
autoimmune diseases that respond favorably
during pregnancy.

Sources for this article include:

e Reuters Health (by Jacqueline Stenson,
September 25, 2002)

« Sicotte, et al, Treatment of Multiple
Sclerosis with the Pregnancy Hormone
Estriol, Annals of Neurology, vol. 52,
pp. 421-428, 2002.

Positive ResultsfromAntegren®

Trial Published

Last year’s Winter 2002 issue of The
Motivator included the encouraging results
of a six-month study investigating the effects
of the monoclonal antibody natalizumab
(Antegren) in 213 individuals with relaps-
ing-remitting and secondary-progressive MS.
These results were initially presented at the
annual meeting of the European Congress on
Treatment and Research in Multiple Sclerosis,
held in September 2001.

An important step in affirming the results
of any trial is to be published in a “peer-
reviewed” publication. Antegren has recently
been in the news because the results of
this study were published in the January 2,
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2003 jssue of The New England Journal of
Medicine (David H. Miller, et al, A Controlled
Trial of Natalizumab for Relapsing Multiple
Sclerosis, vol. 348: 15-23).

As reported in The Motivator, the trial was
conducted at 26 centers in the United States,
Canada, and the United Kingdom. The 213
participants were divided into three treat-
ment groups: three milligrams of Antegren
per kilogram of body weight, six mg per kg,
or placebo. Doses were given via intravenous
infusion once every four weeks for a six-
month period. The study was double-
blinded, so neither the participants nor the
medical staff conducting the trial knew who
was receiving the active drug and who was
receiving a placebo.

The primary outcome measure was the
number of new gadolinium-enhancing
lesions (as seen on magnetic resonance
imaging, or MRI) appearing during the
six-month treatment period, indicating new
disease activity. The treatment period was
considered to start one month after starting
the drug and continuing until one month
after the final dose. Other MRI outcomes
were also evaluated. In addition to MRI
results, clinical outcomes, i.e., number of
relapses, self-reported well-being scores, and
changes in disability scores as measured on
the EDSS were also noted.

MRI results showed that the placebo
group had a mean average of 9.6 new gado-
linium-enhancing lesions per participant dur-
ing the six-month period. Those in the lower-
dose treatment group had a mean average of
only 0.7, and those in the higher-dose group
had a mean average of only 1.1 (the differ-
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ences in these two latter scores is not sig-
nificant). This represents about a 90 percent
reduction in the formation of lesions when
comparing the placebo group to the treated
groups. Significant reductions were also seen
in the secondary MRI outcomes (such as the
number of persistent enhancing lesions, new
active lesions, total volume of enhancing
lesions, and the percentage of scans showing
disease activity).

Looking at clinical outcomes, a signifi-
cant difference in relapse rate was observed
between the placebo and treated groups. Of
the 71 individuals in the placebo group, 36
relapses were reported in 27 of the patients
(representing 38 percent). In the lower-dose
treatment group, 18 relapses were reported
in 13 of the 68 participants. In the higher-
dose treatment group, 15 relapses were
reported in 14 of the 75 participants. The lat-
ter two
represent 19 percent each — showing that
approximately half the number of individuals
experienced relapses in the treated groups as
compared to those in the placebo group.
Self-reported well-being scores were
improved in the treated group, but slightly
worse in those in the placebo group. No
significant changes were seen in disability
scores during the relatively short, six-month
study period.

Antegren works by interfering with the
movement of potentially dangerous immune
system cells (activated lymphocytes and
monocytes) from the bloodstream across the
blood-brain barrier (BBB), into the brain and
spinal cord. Passing through the BBB is a nec-

Continued on page 32

24



Finding Your Way to Happiness

Continued from page 23

toward others. Acting how you want to feel,
can often help you out of your depression.
Additional References:

Conan N., Analysis: Science of Happiness, Talk
of the Nation (NPR), September 23, 2002.

Corliss R., Bjerklie D., Is There a Formula for
Joy? New books tout the secrets of happiness.
Here’s a look at how their recipes compare,
Time, January 20, 2003, 161 (3), pp. 72+.

Cowley G., Underwood A., The Science of

Happiness, Newsweek, September 16,
2002, pp. 46.

Meier P, Who's happy? And why?,
Minneapolis Star Tribune, February 20, 1999,
pp. O1E.

Ranger L., Psychological Rehabilitation
in the Individual with Multiple Sclerosis,
MS Exchange, August 2002, 6 (3), pp. 1-4.

Seligman E.P, How to See the Glass
Half Full, Newsweek, September 16, 2002, pp.
48. &

Research News

Continued from page 31

essary step for the cells to attack the myelin
and cause damage to the nerves of the cen-
tral nervous system (CNS). To cross the BBB,

immune system cells must first adhere to

the wall of the blood vessels. Glycoprotein
alpha 4 integrin is expressed on the surface
of these damaging cells and plays a critical
role in the cells’ ability to adhere to the blood
vessel walls and then migrate into the CNS.
Antegren is an alpha 4 integrin antagonist,
thus interfering with the alpha 4 integrin’s
ability to move immune system cells into the
CNS.

The drug was originally developed by
the Elan Corporation. Biogen Incorporated
(makers of Avonex®) has joined the Elan
Corporation to test and ultimately seek
approval for Antegren. Larger, longer-term
studies are presently underway, with the
hopes that approval for the drug may be
sought in the United States and Europe by
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the end of 2003. According to The Associated
Press, Elan’s president of research and devel-
opment stated that the drug could be avail-
able as early as the end of 2004. &
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ith the focus of providing direct

care services to individuals with

MS and their families, MSAA has

added more programs, served
more clients, and expanded into more areas
of the country this past fiscal year than ever
before. In fact, we have reached several
important milestones.

Did You Know?

e MSAA distributes approximately 35,000
copies of its magazine, The Motivator, to
clients and donors each quarter.

e Each month more than 300 new clients
enroll and take advantage of MSAAS
programs and services.

e MSAAs consultants are available through
its Helpline (800)-532-7667 to answer
your questions and connect you to
services. The Helpline’s new extended
hours are Monday through Thursday from
9:00 am to 8:00 pm Eastern and Friday
from 9:00 am to 5:00 pm Eastern.

 MSAA owns and operates 125 individual,
specially designed barrier-free apartments
in New Jersey and North Carolina for
those with mobility issues.

e MSAA recently opened field offices in
Chicago, Illinois, and Stamford,
Connecticut, and will soon establish
new regional offices in Dallas, Texas
and Florida.
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Our Lending Library has more than 220
different books and references which
clients may borrow at any time at no cost.

More than 400 clients and carepartners
are members of our Networking Program,
which enables individuals to share
information and receive mutual support
through letter writing and e-mail.

Since 2000, the Pathways for
Independence program has remodeled
more than 250 homes across the country,
making them safer and more accessible.

In just six months, MSAA distributed
over 1,300 pieces of equipment, including
wheelchairs, scooters, and daily living
aids, to help ease the day-to-day
challenges of MS.

MSAASs Cool Suit Distribution Program
distributed nearly 1,000 cool suits and
accessories, enabling people with
heat-sensitive MS to participate more fully

in daily activities.

e MSAA regional offices offer a wide array

of services, including awareness and
educational events, classes and work
shops, home and hospital visits, therapeutic
services, social events, and much more.

e MSAA is constantly searching for new

ways to help its clients. This year we have
Continued on page 42
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ymptom Awareness IS a new column
that will appear regularly in The
Motivator. This section will highlight
a different MS symptom in each issue,
list the associated problems and risks, and
provide the
recommended treatments. This should not
be used to determine treatment or replace
the care of a doctor; individuals should not
make any changes to their lifestyle or treat-
ment regimens without first consulting their
physician. The purpose of this column is to
communicate helpful information, answer
questions, and inform readers about
different treatment options.

Urinary Dysfunction

Urinary dysfunction, more commonly
known to laypersons as “bladder problems,”
Is a common symptom of MS. Even individu-
als with few MS symptoms may experience
bladder difficulties. The symptoms of
urinary tract problems may include some
of the following:

e Urgency (the urge to urinate
immediately)

e Frequency (the need to urinate often)

e Nocturia (the need to urinate during the
night)

e Hesitancy (difficulty starting urine flow)

e Retention (inability to empty bladder
completely)

e Incontinence (unexpected emptying of
the bladder)

e Dysuria (painful or difficult urination)

Winter 2003

e Change in color or odor of urine

e Lower abdominal fullness

e Flank pain (side and lower back
discomfort)

e Hematuria (blood in the urine)

e Increased stiffness in legs

e Fever

e Pseudo-relapse (temporary increase in
MS symptoms without new myelin
damage)

Urinary tract health and proper care
may be affected by psychosocial and life-
style issues, such as age, sexuality, gender,
appearance concerns, time constraints, reli-
ability
of treatment, and self-consciousness.
Medications and other health problems can
also increase urinary problems and reduce
an individual’s ability to treat them. Bacterial
infection resulting from the retention of
urine is a common problem for those with
urinary dysfunction. Other compounding
problems include bathroom accessibility,
strength, balance, dexterity, muscle spasms
in the thighs, and the ability to remember
and follow bladder-care procedures.

Problems with the nervous system can
also be at fault. With a healthy bladder, a
muscle (the detrusor muscle) involuntarily
pushes down to release urine at the proper
time. A weak muscle allows too much urine
to collect before signaling to empty, while
an over-active muscle signals an urge to
urinate frequently, with little urinary vol-

Continued on page 42
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Program Notes

Symptom Awareness

Continued from page 40

already developed the MRI Institute to
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assist you and your physician acquire an
MRI to evaluate the course of your MS.
Additionally, MSAA will soon pilot a
Household Help Initiative, providing
chore assistance and companionship.

Clients in all 50 states receive MSAA
services.

All of MSAA programs and services are
provided at no cost to the MS client.

To take advantage of these programs
and services, contact MSAA at
(800) 532-7667 or www.msaa.com. ¢

Continued from page 41

ume. Another muscle (the external sphincter)
relaxes and contracts to control urine flow
out of the body. This muscle may also be
weak (unable to hold back the flow of urine)
or over-active (contracts frequently to pre-
vent the flow of urine).

Treatment varies for the different urinary
symptoms. Antibiotics are given (typically
for a period of three to fourteen days) when
infection is present. If infection reoccurs
frequently or if symptoms persist, a referral
to a urologist for more sophisticated “urody-
namic” testing may be necessary. Urodynamic
refers to the flow and motion of urine in the
urinary tract.

Treatment for voiding (releasing urine)
dysfunction and symptoms may include
medications or intermittent catheteriza-
tion. Drinking fluids only at scheduled times,
scheduled or prompted urination, and avoid-
ing caffeine, alcohol, and aspartame, are all
behavioral techniques that can aid in success-
ful urinary tract symptom management.

Ignoring or mismanaging the symptoms
of urinary tract problems can lead to very
serious health problems and even death from
advanced infection. Consulting a physician
when symptoms appear can resolve many of
these issues, avoid serious health risks, and
allow individuals to return to a more comfort-
able and healthy lifestyle.

References: Information for this article was
obtained from the Multiple Sclerosis Council
for Clinical Practice Guidelines’ report
entitled, “Urinary Dysfunction and Multiple
Sclerosis,” as well as MSAAS publication,
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Northeast Region

The Northeast Regional staff would like
to wish you and yours many blessings in
the coming New Year! The holidays are a
perfect time to reflect on the year that has
passed. Perhaps the spirit of the holidays
Is a beautiful reminder that life is a gift;
and what we do with it is our gift we
give in return.

Our office ended the year 2002 with its
annual holiday party on December 1st,
held at Auletto’s Catering in Almonesson,
New Jersey. This event brought many MSAA
National Headquarters staff members and
clients in the New Jersey area together to
celebrate the holiday season.

We would like to express our sincere
appreciation to those individuals who
volunteered valuable time, and those
community organizations that became
partners in the “Sweeten the Season” fund-
raising campaign. These additional funds
will expand our existing programs and ser-
vices.

Many thanks to our Regional Coordinator
Helene Hoffman, whose leadership role
with the “Sweeten the Season” campaign
helped to make it a big success. Her bound-
less energy and positive attitude spilled
over to all of the clients and community
partners she touched, and they became
involved with this fundraiser because of
her efforts. The Northeast office appreciates
you Helene!

Our new Connecticut Area Field Office
staffed by Marva Llewellyn, regional coor-

Winter 2003

dinator, has been successful in launching

a new MSAA Aquatics Class held every
Monday morning at the Health and Fitness
Institute in Stamford, Connecticut. For more
information on this program, please contact
Marva at (203) 921-2682.

The Connecticut Office will also hold an
MS Awareness Conference on March 26th
from 9:00 am until 2:00 pm at the Holiday
Inn Select, 700 Main Street, Stamford,
Connecticut. A sit-down luncheon will be
served, and presentations will be given
by local healthcare professionals. Contact
the Connecticut office for more informa-
tion at (203) 921-2682. An MS Awareness
Conference will also be held in another
state in the region. Details for this event will
be announced in the near future.

A May Awareness Conference is sched-
uled for the New Jersey area on May 7th
at Harbor Pines Golf Club & Estates in Egg
Harbor Township, New Jersey. Registration
is from 9:00 am until 9:30 am. Please
contact the Northeast Regional Office
for details.

The volunteering spirit is in the air! The
Northeast Region has had a great deal of
interest from clients who want to form
new regional support groups. We are over-
whelmed with the positive spirit the clients
have demonstrated to reach out and be
of service to others by forming new sup-
port groups. Stay on the lookout for new
Northeast Regional support groups in 2003!
MSAA sincerely thanks you all for your inter-
est!
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Regional News

MSAA Northeast Regional Office:
Susan Freund, Director

706 Haddonfield Road

Cherry Hill, NJ 08002

(800) 833-4672, ext.106

MSAA Connecticut Field Office
Marva Llewellyn

Client Services Coordinator
72 Spruce Street, Apt 4-E
Stamford, CT 06902

(203) 921-2682

(800) 532-7667, ext. 151

Midwest Region

The Midwest Region welcomes MS peer
advocate Trish Numbers as our new client
services representative. We're sure she will
be a valuable asset to our team and look
forward to working with her.

Distributing information about MSAA
is a great way to promote our programs
and services, educate the public about our
cause, gain volunteers, and potentially gen-
erate contributions. We were able to distrib-
ute literature and pass along information at
a number of events during the fall, includ-
ing:

e The “Walk, Run, and Roll” fitness event,
held at the Break Out Fitness Clubs in
Cleveland, Ohio

e The Miss Teen Cleveland Pageant, where
Midwest Regional Director Renée
Williams was also asked to serve
as a judge
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 The “Fall Fest 2002,” held at The Otis
Moss, Jr. University Hospital Medical
Center in Cleveland, Ohio

e The Outlook Points Senior Health Fair,
where we talked to members of the
community in Sagamore Hills, Ohio

In addition to these events, the Midwest
Regional Office co-sponsors informative dis-

MSAA Chief Program Officer Robert Rapp, Suzanne
Osmond, Alan Osmond, and Midwest Regional
Director Renée Willams gather at an MSAA educa-

cussions in conjunction with manufacturers
of different MS medications. On November
12th, MSAA and Berlex, Inc. (manufacturers
of Betaseron®) co-sponsored an open dis-
cussion among local doctors Glenn Kolluri
and Manoj Malhotra, MS advocate Rhonda
Grossman, and Cleveland Clinic MS nurse
Marie Namey. This was an excellent oppor-
tunity for clients and

caregivers to offer their insights into the
evening’s theme, “Yes, You Can Live Well
with MS.”
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Regional News

On November 16th in Hudson, Ohio,
MSAA and Teva Neuroscience (manufac-
turers of Copaxone®) presented Dr. Robert
Lisak, a neurologist from Wayne State
University in Detroit, Michigan, and MS peer
Alan Osmond. Dr. Lisak provided
in-depth information about current MS
medical research. Mr. Osmond gave a heart-
felt account of his life before and after he
was diagnosed with MS.

On December 7th, MSAA teamed a
second time with Teva Neuroscience to
present Dr. Jack Anstanding in Indianapolis,
Indiana. Dr. Anstanding talked about
“Multiple Sclerosis and Pain.” Holly Dooley,
peer advocate spoke to the audience about
coping with MS.

Thanks to everyone who participated
in “Sweeten the Season.” Our top seller of
the candy canes was Roseland Lanes in
Cleveland, Ohio.

We look forward to participating in “Rebif
Across America” in the Cleveland, Ohio area
on March 22nd. For more
information about this informational
event, please call (877) 44REBIF

Support groups for the Midwest Region
are located in Hobart and Indianapolis,
Indiana; Morris and Chicago, Illinois;
Ironwood, Michigan; and Northfield,
Proctorville, Sagamore Hills, Steubenville,
and Warrensville Heights, all located in
Ohio. Please come join us!

MSAA Midwest Regional Office:
Renée Williams, Director
13938A Cedar Road, #243
University Heights, OH 44118

Winter 2003

(800) 532-7667, ext. 140
MSAA Chicago Area Field Office
Scott McDonald

Client Services Coordinator
3013 S. Wolf Road #215
Westchester, IL 60154-5639
(708) 223-0734

Mid-South Region

The Mid-South Regional staff is very
excited about the expansion of our support
groups this past year. New groups are now
meeting in Malvern, Arkansas; Northwest
Houston, Texas; and Monroe and Ruston,
Louisiana. We also have new groups form-
ing in Memphis, Tennessee; Fort Smith,
Arkansas; and New Orleans and Baton
Rouge, Louisiana. A great big welcome
to all!

Ruston is
our newest
support group
under the
leadership
of Barbara
Mclintyre.
Barbara, who
was diagnosed
with MS in
2000, is some-
what of a local
celebrity in
Ruston. She
is a realtor,
restaurateur, and
tourism com-
missioner, while playing many other roles

Barbara Mclntyre, Ruston
MSAA Support Group Leader
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Regional News

in her community. Through these many
contacts, Barbara has become a strong
advocate for people with MS.

Barbara’s attitude toward fighting MS is
very positive. “There won't be any pity
parties for those who come to our meet-
ings, and we already have a sizable group,”
states Barbara. “We began this group in
order to provide services, information, and
empowerment to people with MS and their
whole support team. We want to focus on
all of those who are touched when a family
member has MS.”

Barbara has appeared on local TV and
been a guest on several radio programs tell-
ing her story and promoting all the
services and programs offered by MSAA.
She has also been very successful with our
“Sweeten the Season” fundraiser.

Our sincerest thanks to Barbara Mclntyre
for all she is doing for people with MS. She
is one of the many volunteers who help
MSAA to reach out and touch the lives of
people with MS. Thank you one and all for
the great job you do!

MSAA Mid-South Regional Office:
Adam Roberts, Director

107 Avonshire Terrace, Diamondhead
Hot Springs, AR 71913-2205

(501) 262-9380

Northwest Region

The fall and winter months are a busy
time of year for the Northwest Region. In
October, we held educational programs in
both Hoquiam and Tacoma, Washington.
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We were extremely pleased with this
opportunity to bring our programs to new
areas and look forward to working with the
two new support groups in Washington.
Our Harvest Dinner in Kalispell, Montana

Fown Pumg : 8}

Northwest Regional Director Sue Pencoske (right)
receives a

donation from Maureen Kenneally, program man-

and holiday dinner in Missoula, Montana
were both great celebrations of the season.
We all look forward to these annual events.
Maureen Kenneally, program manager of
Town Pump, Inc. of Butte, Montana, recently
presented a check to Sue Pencoske, region-
al director, in the amount of $6,181.38.
The check represents a donation to the
Northwest Region from the Town Pump/
Roach & Smith Charity Golf Tournament
held this past summer. The funds will be
used for our “Pathways for Independence”
program to provide home assessments and
modifications. This program enables indi-
viduals with MS to remain safely indepen-
dent in their own homes. A sincere THANK
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YOU goes to Town Pump/Roach & Smith and
their employees for their tremendous effort in
support of our mission.

A number of new businesses joined us in
our holiday candy cane fundraiser, Sweeten
the Season, this year. The final tally isn't in
yet, however, this may be the most success-
ful campaign yet! We couldn’t have man-
aged without our dedicated volunteers who
helped count, package and deliver the canes.
Through this collaborative effort between
staff, volunteers, and businesses, we were
able to raise the funds needed to move
forward and expand our services, our
programs, and our vision. We are a TEAM!

With a brand-new year ahead of us, our
calendar of upcoming events is quickly
being filled. TransMontana 2003 Charity
Snowmobile Ride took place January 19
through 24. We are planning educational
events in South Dakota, Montana, and Idaho
for February and March. Our annual confer-
ence will be in Missoula, Montana on April 25
and 26. The support group leader
conference is scheduled for June, with the
place and time to be determined. Watch for
specifics in future Motivator issues.

Everyone at the Northwest Regional
Office wishes you a wonderful New Year,
filled with all the things in life that make
you smile!

MSAA Northwest Regional Office:

Sue Pencoske, Director

600 Central Plaza, Suite #13

Great Falls, Montana, 59401

(800) 565-6722 or (406) 454-2758 &

Winter 2003
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Insurance Solutions:
Plan Well, Live
Better

Written by Laura D.
Cooper; Esq.
Published by Demos
Medical Publishing

INSURANCE
SOLUTIONS

Insurance
Solutions explores
the importance of planning one’s future,
finding and purchasing insurance best suited
to one’s needs, and long-term care, among
many other topics. This book includes
worksheets in each section, along with a
resource listing, to assist the reader.

1ALRA n&lﬂ- (e

5?1 g Multiple Sclerosis: A
_fﬂﬂ o Guide for the Newly
A ; Diagnosed

Written by Nancy Holland,
RN, EdD; T. Jock Murray,
MD; and Stephen C.
Reingold, PhD

Published by Demos
Vermande

This book is targeted to individuals who
have recently been diagnosed with multiple
sclerosis, although it also serves as a
reference to anyone interested in learning
more about the disorder. Diagnosing MS,
possible causes, symptom management,
disease treatments, and research —
including clinical trials — are among
the many topics discussed.

34

Fall Down Laughing
Written by David L.
Lander

Published by The
Putnam Publishing
Group

David L. Lander,
best known for his
role as “Squiggy”
in the TV sitcom
“Laverne & Shirley,” wrote this book detail-
ing his struggles with multiple sclerosis.
Lander explains how he hid his MS from
everyone (other than his wife and daugh-
ter), and why he finally decided to go pub-
lic after 16 years. He describes how he has
coped and lived with the disease, while
adding a humorous touch.

MSAA Lending Library
If you would like to borrow any of the 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
Attn: Woody Dyer
706 Haddonfield Road
Cherry Hill, NJ 08002
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