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Greetings,
As we look forward to the new year, it is a time to reflect on our accomplishments and the many challenges we continue to face
while serving our mission.
The Michigan Parkinson Foundation’s (MPF) goal is to educate and provide support to people with Parkinson’s and related
disorders, their loved ones and care partners, and the physicians and other allied health professionals who diagnose and treat
those affected by the illness.
The cornerstone of our mission is our Parkinson support groups. We now have 76 groups across the state that meet monthly.
Annually, this represents 912 meetings with 13,680 in attendance. These support groups provide an important source of
education, emotional support and social connection for individuals affected by Parkinson’s, and is an important component
in managing their disease. We thank the support group leaders and their army of volunteers for their continued support of
individuals who live with Parkinson’s.
In January of 2019, Emily Pipesh, a licensed clinical social worker joined our staff. Emily provides counseling and emotional
support, administers the foundation’s financial aid programs and helps people with Parkinson’s and their families gain access to
community resources. Additionally, Emily serves as a liaison between the MPF and the support groups.
This year, we expanded our in-home respite care program to cover the entire state of Michigan. The need is great, and we have
more requests than resources. Our fundraising initiatives provide some of the financial support needed for this program. Please
consider participating in our spring and fall walks. The funds raised help sustain the respite care program. Our goal is to say YES
to all who need respite care.
The MPF’s focus for the next two years is to provide education to the direct care employees who work in a private home, or an
extended care facility such as assisted living or a skilled nursing home. We are developing a Parkinson disease training module
to distribute to these facilities free of charge. The training module content has been developed by our professional advisory
board and will include seven 5 to 10 minute videos on the various aspects of caring for the person with Parkinson’s. Our goal is to
ensure better care for Parkinson’s patients who reside in extended care facilities or who are cared for in their own home by paid
care givers.
The videos will be produced in 2020 and the community awareness campaign will begin in 2021.
We ask you to please consider making a tax-deductible donation to support our mission to better the lives of Michiganders and
their families who are battling Parkinson’s. You can contribute to our general fund or direct your donation to a specific program,
such as respite care, medication assistance, support group training, research, or education.
Thank you for your consideration, and best wishes for a happy and healthy New Year.
Sincerely,
Mary Sue Lanigan
Chief Executive Officer
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Michigan Parkinson Foundation Support
Group Updates
Port Huron Parkinson Support Group
Fond Farewell to Kelly DiNardo
Effective January, Kelly DiNardo will no longer be serving as facilitator of the Port Huron support
group. She has taken on a new community outreach position with McLaren Health Care and will be
unable to continue to run the group while focusing on her new commitments.
Kelly has been a nurse for the past 27 years in a variety of clinical specialties. Most recently, she
has worked in ’55Plus’ which focuses on wellness and community health. Kelly has been involved
with a variety of support groups, both personally and professionally, over the past 18 years and has
served the PD group for 9 years. In addition to supporting individuals with Parkinson’s disease,
some of the populations she has worked with in the support group setting include those with
special needs, arthritis, cancer, and Alzheimer’s. Kelly’s favorite thing about being a facilitator is
“watching the transformation; from first-time member who is so full of questions and uncertainty to
a few years later providing information and support to the next new member”. Kelly’s optimism and
compassionate nature will be missed.

New Support Group Leaders
Meet April Gould - Port Huron Support Group
Meet April Gould, Council on Aging Senior Center Programmer will take over as facilitator for the
Port Huron Support Group. The group will continue to meet on the 1st Wednesday of each month
at 2:00 pm at their new location: Council on Aging located at 600 Grand River Avenue,
Port Huron, MI 48060.

Meet Bridget Daly - Downriver/Dearborn Parkinson Support Group

VIRTUAL PARKINSON
SUPPORT GROUP
MEETINGS VIA
CONFERENCE CALL
Every other Tuesday night at 7:00pm.
January 7, 2020
Fall Prevention and Exercises to
Improve Balance
Glenna Yaroch, PT
January 21, 2020
Speech Exercises That You
Can Do at Home
Richard Merson, SLP,
February 4, 2020
Topic to be determined
February 18, 2020
Vision Problems Associated with
Parkinson’s disease
Neepa Patel, MD
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Bridget is an Occupational Therapist currently working for Henry Ford Home Care
in the Downriver communities. She is certified in LSVT BIG therapy and believes
that people with Parkinson’s can continue to participate in many, if not all aspects
of life for many years using modifications and adaptations as needed. She has a
close family member who has Parkinson’s and she hopes the support group will
be a resource and support system for him. She grew up and still lives in Allen Park
and think that the Dearborn and Downriver communities will benefit from having
a Parkinson support group.
Meets the second Friday of each month from 6:30 -8:30 pm. First meeting,
January 10, 2020 Allen Park Presbyterian Church 7101 Park Avenue Allen Park,
MI 48101. Enter the building from the Cleveland Street entrance. The meeting is
in the Parlor.
For information contact Bridget Daly by e-mail, bsotr@yahoo.com

Pictured: Bridget Daly

Cheboygan County
Meets the third Tuesday of each month at 1:00 pm.
Cheboygan Public Library 100 S Bailey St Cheboygan, MI 49721 (No meeting in June)
Susie (231) 625- 8368. Martha (231) 818-1900.
Chelsea LaLonde is no longer serving as the facilitator. Martha Orloff is the new facilitator for the
Cheboygan Group.
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Your voice, keep it strong!

Consider joining a therapeutic Singing or Choir Group

There are two therapeutic singing groups in Michigan. Both groups were designed and
facilitated by a Speech and Language Pathologist to address vocal quality, articulation, and
respiratory control through an enjoyable and social group singing experience. Group singing
promotes camaraderie while exercising abdominal muscles and vocal cords in a healthy way.
We will exercise our voices, bodies, minds and hearts!

Metro Detroit

Kalamazoo

Motor City UpBeats had a successful inaugural
season this past Fall of 2019. The group will
continue to meet this winter and spring.

A new program Sing for Parkinson’s, was
designed and facilitated by a Speech and
Language Pathologist and board Certified
Music therapist.

When & Where:
Berman Education Center at Congregation
Shaarey Zedek
27375 Bell Road
Southfield, MI 48034

Winter II session: 1/7, 1/14, 1/21, 1/28,
		

2/4, 2/11

Spring I session: 2/25, 3/3, 3/10, 3/17,
		

3/24, 3/31

Classes begin at 1PM

Registration: $50 for a six week session, $10
drop-in for each individual class. Registration
now open for upcoming session--drop-ins
welcome anytime! For more information please
visit us on Facebook at Motor City UpBeats,
motorcityupbeats@gmail.com or call Director,
Elizabeth Esqueda at 248-417-7870.

When & Where:
Individuals at any stage of Parkinson’s and their
care partners are welcome and can benefit.
Please join us for two winter demo classes:
Monday January 6 and February 3 at
1:00pm -2:00pm.
The group is meeting at
First Baptist Church in Kalamazoo
315 West Michigan Ave.
Kalamazoo, MI
Accessible parking is available.

Registration: Please pre-register by calling
Erin Cramer-Erbes MA/CCC-SLP 269-220-0641
or e-mail fiddleheadMT@gmail.com
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TEN TIPS

1
•
•

•
•
•
•

for Maintaining an Optimal Quality of Life
While Living with Parkinson’s

Manage Parkinson’s
Medication Carefully
Become your own advocate

Take medication consistently on time.
Identify the symptoms which are most
bothersome to you and discuss these
with your doctor. Do your medications
address these symptoms?
Use a personal alarm (watch with alarm,
or mobile phone alarm) to remind you
to take medication on time.
Be aware of side effects, report them to
your doctor.
Ask your physician how long you need
to take it before you see positive effects.
Be aware of when the medication is
wearing off, know the signs of an
“off episode”.
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Morning Stretch

Moving and stretching your body every day
is critical for people with Parkinson’s.
Flexibility or stretching activities help you
to maintain good range of movement in all
your joints and muscles. They are different
than strengthening exercises because you
hold positions and relax, allowing your
muscles to gently stretch.
Safety Tips for Stretching Activities
•
•
•
•

Stretch slowly without bouncing
or jerking the movements.
Hold the stretch in a comfortable
position long enough for the
muscles to relax.
Aim for a stretched, relaxed feeling
– avoid pain.
Breathe naturally – don’t hold
your breath.
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Take a 10 to 20 Minute Walk
Outside in the Morning.
Walking gives you energy for
the rest of the day.

When we take a brisk walk in the morning,
we are quickly activating our body’s systems.
Pulse rate rapidly increases, perspiration
begins to flow, and we suddenly feel a
level of alertness about ourselves and our
environment. Once we begin walking in the
morning, this improvement in mood may
last throughout the day. In no time at all, you
have taken yourself from lethargy to high
energy. Circulation and hormonal balance
improve while your feeling of mental
sharpness and general refreshment
improves significantly.
If you live in an area where snow or ice make
it dangerous to walk outside, consider going
to a gym and walking on the treadmill, a
local shopping mall, or the largest grocery
store in your community. Walk the perimeter
of the store 4 or 5 times and you will get a
nice walk in. The key point is try to walk in
the morning.
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Exercise a Minimum of 2.5
Hours a Week in Addition to
the Morning Walk.

Find an exercise that you enjoy and stick
with it. Yoga, Tai Chi, Rock Steady Boxing,
Dancing, bicycling, stationary bike pedaling,
community Parkinson exercise classes are
all good choices. Talk to your doctor before
you start any kind of physical activity. Your
physician may recommend that you team
up with a physical therapist to help you find
your best fitness fit.
For a list of Parkinson exercise classes near
you visit https://parkinsonsmi.org/mpfprograms/exercise-movement-activities
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Balance problems can make falling a real
concern when you have Parkinson’s disease.
As you move around, especially during
exercise, be smart.
For instance:
•
•
•
•
•
•

Plant your heel first when you take
a step.
Don’t move quickly.
Work to keep your posture straight
as you walk and look ahead instead
of down.
Change directions with a U-turn instead
of a pivot.
Try not to carry anything when you walk.
Don’t walk backward.

If, despite taking these steps, you find
yourself falling, think about using a cane,
walker, or other device to help you move
safely. Register for a Fall Prevention Program
in your community. Check your local hospital
or senior center for a class near you.
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Sleep Well

Sometimes, Parkinson’s disease can stand
in the way of restful shut-eye. Set yourself
up for success by practicing good “sleep
hygiene” — habits that will raise your chance
of getting a good night sleep.
•
•
•

•
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Be Fall Savvy

Create a relaxing pre-bedtime routine
and follow it every night.
Stick to a schedule: Go to bed and wake
up at the same time every day.
Be light bright: Get plenty of natural
light during the day. At night, avoid
electronic screens (tablets, lap tops,
mobile phones, TV’s) and keep your
room dark.
Stay away from caffeine, alcohol,
and exercise for at least 4 hours
before bedtime.
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•
•
•
•
•
•

Use your bed for sleep (and sex) only.
Keep your bedroom cool at night.
Make sure your mattress and pillow
are comfortable and support you well.
Find your pets another place to sleep —
no bed-sharing with animals.
If you nap during the day, keep it to 40
minutes or less.
Melatonin, a natural sleep aide, may
be beneficial as well (take it at least
two hours before going to bed).
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Eat for Health

Eat small but frequent meals 5-6x/day.
Drink plenty of water; start with eight
8-ounce glasses a day (if you have
heart problems or kidney disease,
please discuss this with your doctor).
• For constipation, increase your fiber
intake with fruits and vegetables such
as kiwi, apples, prunes, dates, figs,
radishes, berries, nuts and beans.
Aim for 25-30 grams of fiber daily.
• Eat a variety of whole-grain complex
carbohydrates such as beans, oatmeal,
100 percent whole-wheat bread,
quinoa, barley, potatoes, and
sweet potatoes.
• Consume food high in calories but not
saturated fat:
• Olive oil, avocados, nuts
(ground), nut butters
• Seeds like chia seeds, hemp
seeds, or flax seeds
• Cook with oils and butter
• Consume liquid calories like
juices, smoothies, or shakes
• Limit sugar, salt, and sodium.
Eating sugar in the evening can
interfere with sleep
• Go easy on alcohol (and be
sure what you do drink doesn’t
interact with your meds).
Load up on foods packed with vitamin D,
magnesium, vitamin K, and calcium for
bone strength.
•
•
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Take Control

Take control of the things that you can. It
will help you minimize stress. Simplify your
daily schedule. Allow yourself plenty of
time for personal grooming and dressing in
the morning. Set short-term goals. Do not
over-schedule yourself. Plan for 40 minute
naps each day. Plan nutritious meals in
advance. Focus on what you can do and ask
for help where you need it. Be open and
honest about what you are going through,
rather than isolating yourself.
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Seek Support from Others

PD symptoms and treatments can affect
your mood. Depression and anxiety
affect up to 50 percent of people living
with PD. These mood changes worsen
function, leading to a decreased quality
of life. Tending to your emotional health
keeps this cycle at bay. Tell your doctor,
who can recommend the right medical
treatments. Also consider counseling, for
you, and your loved ones if necessary, and
a local or online PD support group. Friends
and family can be a great source of help
when you’re dealing with Parkinson’s. But
sometimes, it’s a relief to be able to relate
to someone who knows what it’s like to
deal with the disease. In-person or online
support groups can offer comfort and
practical advice. They can also help you feel
less alone.
Check our website for a Parkinson support
group near you, www.parkinsonsmi.org/
support.
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Maintain
Social Interactions

Have at least 3 face to face interactions a
week with a non-spouse family member,
friend, neighbor or acquaintance.
Participate in a special interest group
(hobby group, special topic class, support
group, exercise class, church activity,
community activity, volunteer opportunity).
Research by Alan Teo, M.D., M.S., assistant
professor of psychiatry at Oregon Health
& Science has shown that “strong social
bonds strengthen people’s mental health.
However, not all forms of socialization
are equal. Phone calls and digital
communication, with friends or family
members, do not have the same power as
face-to-face social interactions in helping to
stave off depression.”
In addition, Teo’s research indicated that
participants who met with family and
friends face to face at least three times a
week had the lowest level of depressive
symptoms (6.5 percent) two years later.
Participants who met up just once every
few months, or less frequently, had an 11.5
percent chance of depressive symptoms
compared with those who had even less
frequent social contact.
Teo’s study also found the type of face-toface social contact which leads to reduced
depression changes as we get older.
Specifically, the researchers found that
among adults aged 50 to 69, frequent
face-to-face contact with friends reduced
subsequent depression. However, people
over 70 years of age and older benefited
more from in-person contact with children
and other family members.
In Conclusion: While the benefits of
face-to-face socializing with family
increase as we age, we do better when
we spend time around others no matter
how old we are.
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Fighting Parkinson’s Together
Exercise and medication are the key components in managing
Parkinson’s disease (PD). While medication helps manage PD
symptoms, regular exercise helps improve balance, mobility,
flexibility, increases energy, lessens depression, and helps with
cognitive issues. Some research indicates exercise may even slow the
progression of the disease.
We met a group of people in Frankenmuth who have Parkinson’s.
They range in age from 60 to 90 and all participate in a Rock Steady
Boxing program. All of the participants took the time to write to the
MPF to share their experiences and the benefits of group exercise.

These are the fabulous
volunteers who serve as Corner
Men for the boxing program.
They assist the participants and
are critical to the success of the
program.

The Corner Men

Pictured (left to right):
Barbie Doll, Old Snowboarder,
Stan The Man, Ricardo and
Burkey The Turkey

Meet the folks from Frankenmuth
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Calamity

Wonder Woman

Tom Terrific

Smitty

My name is Calamity and I am
a 73-year-old female who was
diagnosed with Parkinson's disease
in 2015. I had been cautious about
discussing my disease, but I realize
how much this Rock Steady Boxing
class has helped me. Not only have
there been improvements in my
balance, but I also feel a sense of
community.

I am a 78-year-old female. I was
diagnosed with Parkinson’s disease
in 2012.
I have accepted my disease and am
not ashamed if other people notice.

I was diagnosed with PD at age
60 when I noticed I was having
trouble with my left hand and left
leg. I am a farmer and my stepson,
and I farm over 1,000 acres of land.
It seems that having Parkinson’s
disease doesn’t bother me when
I am outside farming. My job is to
farm, and I take pride in sharing my
tasty vegetables with other people.

I am a 91-year-old male, who is
married to JoJo for 70 years. It was
through our church that I first heard
about Rock Steady Boxing. We were
the second couple to sign up for a
class and I love it!

Boxing Barb

G-Man

Mr. Bill

Dan the Man

Rock Steady Boxing is not only an
exercise for our bodies, but it is also
a support group with people who
share a common interest.

I am a 69-year-old male married
to Peppermint Paddy for 45
years. I began noticing symptoms
of Parkinson’s disease such as
shuffling feet, not swinging my
arms when walking and losing
my sense of smell and taste. My
handwriting was getting smaller. I
love coming to class and I continue
to practice Big and Loud at home.

I am Mr. Bill an 89-year-old male
married to Babe Ruth, 10 years
my junior. Together we worked as
a pharmacist and pharmacist tech
in Marlette, Michigan. We enjoy
coming to class and interacting
with other people in our class.
We hope there will be more
opportunities for socializing, as well
as working like a support group.

My name is Dan the Man and I am
81 years old and I have Parkinson’s
disease. I enjoy woodworking and
gardening and I miss being able
to do my hobbies. It was through
a Parkinson support group that we
learned about Rock Steady Boxing.
We really like coming to class.
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Pushing All the Right Buttons
Written by Pamela Miller
“It was heart-wrenching looking into his eyes,” Gina Adams, Founder and CEO of
Ware·ologie reflects of her last visit with her stepfather Tom, before he passed.

“Parkinson’s is cruel. Loss of facial muscle strength makes
it tough to smile and reveals helplessness. I felt compelled
to do something, create a solution that wasn’t years off
in research, but something that could bring back a little
independence and pride today. It would not be in time to
help Tom, but my hope is to help millions of other people.”
Gina enrolled to get her MBA at Wayne State University, developed the business
plan, and went into production with the first consumer product: Buttons2Button
Magnetic Adaptors. Since the products creation, Gina has met with countless
people, including Rock Steady Boxing Parkinson’s group, stroke survivors, and
Multiple Sclerosis yoga members.
Ware·ologie has found its niche, creating simple solutions to help people live at
home, “age in place,” and regain time. The main focus is on the adaptive hardware
– accessories to help empower people to carry out ADLs (acts of daily living).
Time is the value proposition; for both caregivers and the individual suffering.
The magnetic buttons offer independence for those who have dexterity issues –
empowering them to take part in their self-care again.
Details at www.buttons2button.com.

Restoring time, independence, and dignity
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Adaptive Yoga for Parkinson’s
The Michigan Parkinson Foundation (MPF) offered an Adaptive Yoga for
Parkinson’s patients this past fall. Due to the success and popularity of the
program we will continue to offer it in 2020.
The program takes place every Monday from 10:30 am – 12:30 pm in the
MPF office building located at 30400 Telegraph Rd., Suite 151. The program
is offered free of charge and begins January 6, 2020 and will continue
through June 15.
We are collaborating with Mindy Eisenberg, MHSA, C-IAYT, ERYT-500,
director of Yoga Moves to provide certified and trained Adaptive Yoga
instructors. Mindy has provided yoga therapy to individuals with Multiple
Sclerosis and neuromuscular conditions in southeastern Michigan for more
than 15 years. She is committed to improving the quality of life for anybody
through yoga and increased awareness of the mind-body relationship. Yoga
Moves instructors are trained and mentored to provide the highest standard
of yoga to students.
Exercise is proven to improve Parkinson’s symptoms and may slow the
progression of the disease. Yoga is particularly beneficial for people with
Parkinson’s as it improves balance, flexibility, reduces rigidity, lowers blood
pressure and reduces anxiety. An article in the JAMA NEUROLOGY on April
8, 2019 by Jake Remaly cites research indicating mindfulness yoga reduced
anxiety and depressive symptoms and improved overall mental health,
increased spiritual well-being and health-related quality of life more than
stretching and resistance training.
You must pre-register. Call 248-433-1011. This class is popular and
due to the limited space it will fill up quickly.

Adaptive Yoga for Parkinson's is
funded partially by LucasStrong
Organization and Acadia
Pharmaceuticals.
Jim Lucas was diagnosed with PD when he was 44.
Jim exercises daily and knows how important exercise
is in managing his symptoms. The family and a group
of their friends formed LucasStrong to raise money
to provide stipends for exercise classes and personal
training for people with Parkinson's. The stipends are
available to people who have Parkinson's and live in
Northern Oakland County and Genesee County.
For more information, call the MPF 248-433-1011.

Pictured (left to right): Jim Lucas, Alyssa Lucas,
Kristina Lucas and Lisa Lucas
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Psychosis and Hallucinations in Parkinson’s
Written by Bisena Bulica, DO

Psychosis is a frequent non-motor feature encountered in
Parkinson’s disease. Although psychosis most commonly
manifests as visual hallucinations, paranoid delusions can also
be present. These delusions can be particularly challenging and
distressing to the patient as well as his or her family members.
Psychosis may affect up to 40% of those living with Parkinson’s
disease. Underlying cognitive impairment and advanced stage
of Parkinson’s disease are often predisposing factors.
When a patient with Parkinson’s disease reports that he or
she is hallucinating, the first course of action typically involves
investigating for any underlying infections or other metabolic
derangements. For example, if a patient is hallucinating in
the setting of a urinary tract infection, treating the underlying
infection will resolve the hallucinations. Next, the patient’s list
of medications needs to be closely examined. Psychosis may be
triggered while a patient is being treated with anticholinergics,
sedatives, antidepressants and/or anxiolytics. If possible, these
medications should be reduced or discontinued.
Certainly, all dopaminergic therapy is associated with a risk
of psychosis. If psychosis occurs in close temporal relation to
the initiation of a specific medication, that agent should be
reduced or discontinued. While medication adjustments can
at times be made, it may not always be possible to reduce
dopaminergic therapy without worsening motor function.
Typically, anticholinergic drugs are discontinued first, followed by
amantadine. With respect to dopaminergic therapy, dopamine
agonists are the most common offenders. Treatment with
carbidopa-levodopa (in any of its many formulations), is the
last medication to be reduced as it is both the most effective
antiparkinsonian agent and also the least likely to be associated
with psychosis. Again, these medication adjustments may not
always be achieved without a deterioration in motor function
and furthermore, psychotic symptoms may persist despite the
changes attempted.
For refractory psychosis, the medication of choice is
pimavanserin. Pimavanserin has been FDA-approved in the
United States since 2016 under the trade name Nuplazid and

is a second-generation antipsychotic which works as a serotonin
5-HT2A inverse agonist. This unique mechanism of action allows
for treating hallucinations without blocking dopamine receptors
and worsening motor function. This medication is dosed at 34
mg daily and is generally very well tolerated.
Prior to its availability, quetiapine was the most widely used
medication despite questionable efficacy. Quetiapine does block
dopamine receptors though the likelihood of it exacerbating
parkinsonism is low compared to first-generation antipsychotics
like haloperidol, fluphenazine and loxapine as well as other
second-generation antipsychotics like risperidone, olanzapine,
ziprasidone and aripiprazole. Typically, it is started at 12.5 mg
at bedtime and may be increased up to 100 mg at bedtime if
necessary.
Available in the United States since 1989, clozapine, another
second-generation antipsychotic, is more effective than
quetiapine but is widely underutilized due to potentially fatal
hematological side effects (neutropenia). This medication is
started at 12.5 mg at bedtime and can be titrated to 50 mg at
bedtime. Bloodwork is required weekly for the first 6 months,
every 2 weeks for months 6-12 and monthly thereafter.
Without an updated absolute neutrophil count on file, by law,
the drug cannot be dispensed. Although the likelihood of
fatal complications after 6 months is thought to be essentially
nonexistent, the extensive monitoring deters many physicians
from using it and likewise, many patients and their families from
considering it.
Psychosis is a risk factor for nursing home placement. As there
is a lot of stigma associated with psychosis, many patients do
not report these symptoms. Those that do often minimize their
frequency or severity. Many patients and their families opt not to
treat psychosis despite reporting the symptoms, often times due
to fear of side effects. As a class, all antipsychotics carry a small
risk of mortality and cardiovascular events when used in older
adults with dementia or Parkinson’s disease.
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“I Gave My Sole for Parkinson’s”
2019 Fall Walk Events
Southwest Michigan Area Walk

Lansing Area Walk

Battle Creek, MI

Lansing, MI

The 6th Annual Southwest Michigan Area Walk Event was held on
Saturday, September 28, 2019 at Binder Park Zoo (our 2nd year at
the zoo). The day began with rain and the prediction of damaging
storms, but that did not deter the 300+ loyal participants that came
to walk in honor or memory of their loved one with Parkinson’s
disease!

It was a beautiful fall setting for the 10th Annual Lansing
Area Walk Event, which was held on MSU Campus, on
Saturday, October 5, 2019 and raised just a ‘smidgen’ under
$51,000. The sun was shining brightly and just a hint of color
starting to appear on the trees.

The event raised just under $42,000. Jerry Howell, 2019 Honoree
and recently retired owner of Midwest Business Exchange, admits
PD was not “the dance partner he would have chosen.” When the
shock wore off after the diagnosis, Jerry vowed to:
1. resume living;
2. make a difference in the Parkinson’s community; and
3. laugh at Parkinson’s. You can find his humor via his Jerry’s
Fractured Humor blog at http://www.jerrysfracturedhumor.
com/.
Alyson Fransted, Captain of Team Fransted (raised $5,026 – the Top
Fundraising Team for 2019) delivered a very moving tribute to her
Grandfather, Jack Fransted.
“Parkinson’s did not define who my grandfather was!”

Top Fundraising Teams:

$5,026

Team Fransted
(Alyson Fransted,
Captain)
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Thank You Joyce Wagner
A Very Special Thank You to Joyce Wagner for her continued
support of the Lansing Walk Event, and Happy 80th
Birthday from all your friends at Michigan Parkinson
Foundation!

Top Fundraising Teams:

$2,075

Tom’s Warp
Speed Walkers

There were 450 amazing attendees this year that walked
either the 1 Mile or 3 Mile route. And the 150 Hero Signs
along the walk route were truly a sight to behold! The 2019
Lansing Honoree, John Hannah, was diagnosed with PD
in 2002. He retired in 2018 (from a company he had been
with for 35+ years), and credits DBS to greatly improving
his PD symptoms. He is very vocal that all PD patients must
exercise a few times per week to slow down the progression
of the disease. It was no coincidence that John’s team, “Rock
Steady Boxing of Livingston County” was the Lansing Top
Fundraising Team, raising $3,780!

$1,660

(Tom Simpson, Captain)

Steinhilb’s
Wolf Pack

(Aaron Steinhilb, Captain)

$3,780
Rock Steady Boxing
of Livingston County
(John Hannah,
Captain)

$3,600

$2,745

(Janice Denby, Captain)

(Toni Talbot, Captain)

Marching for Marcia

TNT

Michigan Parkinson Foundation • Messenger Winter 2020 • (800) 852-9781 • (248) 433-1011 • www.parkinsonsmi.org

THE

EVERYBODY VS
PARKINSON’S GALA

ONE TEAM. ONE GOAL

DEFEAT

PARKINSON’S

Presented by Blue Cross Blue Shield of Michigan

The Everybody Vs. Parkinson’s Gala Presented by Blue Cross Blue
Shield of Michigan (BCBSM) took place on October 19, 2019 at Motor
City Casino. Huge thanks to Dan Loepp, CEO of Blue Cross Blue Shield
of Michigan & his lovely wife Amy Loepp for serving as Co-chairs of
the event along with Jeff Laethem and Kirk Gibson. The gala raised
over $1,500,000 for the Kirk Gibson Foundation. Michigan Parkinson
Foundation will receive $250,000 of the proceeds plus a $75,000 grant
for in home respite care. Thank you to the MPF friends, sponsors and
volunteers who supported the amazing evening.

Pictured (left to right): Jeff Laethem & Alysia Laethem.
Jeff Laethem is the Chairman of the
Michigan Parkinson Foundation.

The year-long collaboration with BCBSM provided invaluable exposure
for the Michigan Parkinson Foundation. The media coverage and
speaking engagements at community events helped increase our
foundation’s reach. The community partnership positively impacted
people’s lives by increasing awareness and knowledge of the tools and
resources available for Parkinson’s patients and their families. We salute
the employees and leadership team at BCBSM for their support and
dedication to the Parkinson’s population.

Pictured (left to right): Dr. Paul Cullis, Anne Cullis,
Emma Friedman and Ryan Friedman

Pictured (left to right): Michael Wall,
Dr. Peter LeWitt, Dr. Danette Taylor, Troy Taylor,
Dr. Shana Krstevska and David Simon

Pictured (left to right): Susan Scott, Dave Scott
and Bill Dow from Beaumont Foundation

Pictured (left to right): Dan Loepp, CEO. Blue
Cross Blue Shield of Michigan and Amy Loepp
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Pictured (left to right): At the Magna table with
Lisa Ross, John Ross, Linda Larson & Brady Gray
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Carol Kramarich
Member of YOPD Support Group
passed away on September 6, 2019

Carol Kramarich, wife of Matthew (Glen) Kramarich for 48 years, passed away on
September 6, 2019. Longtime residents of Rochester, Michigan, she relished
in entertaining for friends and family in their beautiful home for holidays or
special occasions. When she wasn't traveling, she loved doting on her rescue cats,
golfing and shopping.
Although Carol was diagnosed with Parkinson's at the age of 42, she never let it
interfere with her zest for life. She worked at the Michigan Parkinson Foundation
office and enjoyed volunteering for their multiple fundraising events and leading
a small support group with her husband.
“Carol, you will always be a very special person. The fight you've had with
Parkinson's is to be greatly admired. I remember so many conversations we had
about how long it took and how to put on makeup with our tremors. We always
ended up laughing at ourselves! You are the one who came up with the name
of the women's Parky group, the Daisy’s. You were always there for anyone. God
Bless You and keep you safe. Know you are loved.”
— Patty Meehan, long-time friend and co-facilitator of
Young Onset Parkinson Support Group, St. Clair Shores.

Jim Bence

Former facilitator of Flint Support Group
passed away on March 28, 2019
Jim Bence of Fenton, husband of Ethel, passed away on March 28, 2019 at the
age of 68. Since being diagnosed with Parkinson’s disease at age 40, Jim (with
Ethel always at his side) traveled to Washington D.C. and New York advocating
and raising awareness about the disease. Jim received awards nationally,
state and locally. In 2003, Jim and Ethel received the Raymond B. Bauer, M.D.
Humanitarian Award from Michigan Parkinson Foundation for their exceptional
leadership, involvement, and use of talents to advocate for people affected by
Parkinson’s disease.
Jim and Ethel were the Facilitators of the Flint Area Parkinson Support Group
for 20 years. The group benefited greatly from their guidance and Jim made a
significant impact on so many people.
Jim was also responsible for organizing the first Walk Event benefiting Michigan
Parkinson Foundation.
12
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Deep Brain Stimulation Surgery (DBS) A Treatment for Parkinson’s disease
Frequently Asked Questions

Written by Jason M. Schwalb, MD, Julia Wall, Neepa Patel, MD, and Ellen L. Air, MD, PhD

1. When is it time to consider DBS surgery?
Many people do well with medications and other
approaches for their Parkinson’s disease (PD). However,
sometimes the medication does not work as well as
the disease progresses: it doesn’t kick in reliably after
taking it; it causes dyskinesias or other side effects. These
problems make it difficult for people with PD to plan their
activities in advance because they don’t know whether
they are going to be frozen, dyskinetic or “on” and good.
DBS can help with many of these symptoms. DBS
generally makes patients at their best “on-medication”
all the time without medication-induced dyskinesias.
Patients can plan their days without fear. In addition, DBS
can help with tremor that does not respond to medication.
People should consider DBS if there are reasons they can’t
take more dopaminergic medication and when they want
help with the things for which DBS is effective.
Benefits to gait are unpredictable and are not maintained
at 5 years after surgery. There is no clear benefit to
non-motor symptoms, such as constipation, postural
instability, decreased sense of smell, mood fluctuations or
dementia.
DBS is not a cure for PD but can be a great tool to help
manage the symptoms of PD.
2. What are the criteria for being accepted for DBS
surgery?
We want to make sure we can help patients with their
problems and are not exposing them to unnecessary risks.
• DBS is generally ineffective for Parkinson’s Plus
syndromes (e.g., Multisystem Atrophy, Progressive
Supranuclear Palsy). Therefore, we try to make sure
that the patient has classic, idiopathic PD. One of the
ways we do that is to make sure that they have had
symptoms at least 4-5 years, take a history from the
patient and family and perform a detailed neurologic
exam.
• Since DBS is generally not better than their best
“on” condition, we want to make sure that they get
adequate benefit from dopaminergic medication.

•

•
•
•

Since there is a risk to thinking processes with DBS
electrodes placed in certain areas of the brain, we
need to make sure that the patient has adequate
cognitive reserve. For patients that have cognitive
limitations or are at risk from being over 80 years
old, we can still help with DBS for tremor using an
alternate target that has lower cognitive risks.
The patient has to be medically fit to undergo surgery.
Any blood thinners need to be able to be safely
stopped around the time of surgery.
The patient has to be able to follow up for the
programming of the system over the long term and
have good caregiver support. Optimizing the DBS
programming can take up to 4-6 months and often
require frequent visits. Throughout the course of the
disease the DBS may need further adjustment and
maintenance which requires regular follow-up visits
with your Neurologist.

3. What is the evaluation process?
The evaluation is structured to assess the issues addressed
in the last question. Some of this may be done by the
referring neurologist. This testing is not necessarily done
in this set order.
• The patient comes into the office “off medication”
(typically stopping the medication after midnight the
night before), at which time a detailed neurologic
exam is completed. The patient then receives a large
dose of dopaminergic medication and undergoes
another neurologic exam when the medication has
fully kicked in as a “levodopa challenge.”
• An MRI (or CT for patients who can’t undergo an MRI)
is performed for surgical planning and to rule out
other causes of their parkinsonism.
• Neuropsychological testing is performed by a
licensed neuropsychologist to determine the patient’s
cognitive risks of surgery. This is generally done on a
separate day from the levodopa challenge so that the
patient can be at their best on medication and not be
too tired. It lasts 3-6 hours.
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•

•
•

If the patient is to have their postoperative DBS
programing at our center, they will meet and be
evaluated by the neurologist who will be doing the
programming.
The patient is evaluated and has an opportunity to ask
questions to the neurosurgeon.
At our center, each and every patient is discussed
in a Multidisciplinary Conference of neurologists,
neurosurgeons, neuropsychologists and our DBS
coordinator to determine if the patient is a good
candidate for surgery. Sometimes, other options
besides surgery are recommended to be tried first. This
does not rule out surgery in the future. The results of
the discussion are then discussed with the patient.

4. After being accepted for surgery, how many
appointments do I attend prior to surgery?
Really, none. However, we strongly encourage our patients
and caregivers to attend an education class prior to surgery
to learn what to expect from surgery and recovery and to
ask whatever additional questions they may have since
their prior visits with the surgical team. Patients are always
encouraged to see their neurologist or neurosurgeon again
prior to surgery if they have any questions
or concerns.
5. What is the surgical process? Explain the two-part
process.
• The surgery can be performed either awake or asleep.
For awake placement, the patient must not take their
Parkinson’s medication the night before and morning
of surgery. A frame is placed on the patient’s head
while the patient is sedated. A CT is obtained to get
coordinates for every point in the brain. The patient
is brought to the OR and a hole the size of a nickel is
drilled. A microelectrode is passed and we determine
that we are in the right place by waking the patient up
and listening to the neurons at rest and their reactions
to the patient moving. Once we are satisfied with
the recordings, the DBS electrode is placed. Small
amounts of electricity are sent through the electrode
to make sure we are in the right place. The process is
then repeated on the other side. Once we are satisfied
with the electrode placement, the patient is sedated,
the scalp is closed and the frame is removed. The
patient goes to the ICU overnight for observation. Most
patients go home the day after surgery. At our center,
the frame is generally placed at 7 AM. We are usually
making incision by 9:30 and are done by 2 PM.
• Intraoperative MRI (iMRI) placement is done under
general anesthesia, so the patient is asleep. It takes
about the same amount of time. Although asleep DBS
14

•
•

placement without electrophysiologic confirmation is
not FDA-approved, the results are equivalent in those
we have done. Our results were published in 2016
in the Journal of Neurology and are available online
(PMID 27126457). The incisions are larger and the
patient occasionally stays in the hospital an extra day
due to anesthesia.
Some groups have also reported CT-guided DBS
placement under general anesthesia with good results.
The patient returns on a different day for placement of
extension cords and the battery/pacemaker (internal
pulse generator or IPG) under general anesthesia. We
usually schedule this for 2 weeks after the first surgery
so we can take any sutures or staples out with the
patient asleep. This takes about 1 hour and the patient
goes home the same day. The sutures or staples from
the second surgery are generally taken out 10-14 days
later in the office

6. After the surgery is complete, when do I go back
for programming?
This is usually done about a month after the initial
surgery. Many patients have benefit just from insertion of
the electrodes, called an “insertional effect” that makes
programming difficult until after it has worn off.
7. What is involved in programming?
Generally, the patient comes in the morning off PD
medications after midnight the previous evening and
sees the Movement Disorders neurologist. Programming
is performed with a computer tablet. For some systems,
a wand is held up to the battery (a pacemaker-like
device that is typically inserted in the chest) during
programming. Your neurologist will try different settings
on each electrode, documenting benefit and side effects
to determine the optimal settings. Sometimes benefits are
obvious immediately, but sometimes it may take hours
or even days to see benefits for certain symptoms of PD.
Patients should expect the initial visit to take 2-4 hours to
find optimal settings with which to go home.
8. How many post-surgery appointments will I need
before the programming is right?
It is somewhat variable, depending upon the symptoms
that are being addressed with DBS. However, in general,
most patients are at stable settings at 4-6 months. If DBS
is not meeting expectations, imaging with CT or MRI
should be considered to make sure the electrodes are in
the right place.
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9. How long will I see benefits from the surgery?
For the 2 main targets in the brain for PD, benefits in
tremor, bradykinesia (slowness of movement), rigidity,
on-off fluctuations, and levodopa-induced dyskinesias
are maintained for at least 5 years. With one of the
targets, the subthalamic nucleus (STN), we have good
data that benefits are maintained at 10 years. However,
patients still have PD, which can progress. Other nonmotor symptoms, such as constipation, loss of volume
in their voice, postural instability, decreased sense of
smell, mood fluctuations or dementia may develop
over time and these symptoms are not responsive to
DBS.
10. How long does the battery last? What is
involved if you must replace the battery?
It depends on the type of battery. Rechargeable IPGs
last 9-15 years, as long as they are not allowed to run
too low on their charge. Non-rechargeable IPG battery
life will depend upon the settings programmed by the
neurologist, but patients should expect the IPG to last
2-5 years.
Replacement of the IPG is a 20 minute surgical
procedure performed as an outpatient. The chest
incision over the IPG is opened. The wires are
disconnected from the old IPG and connected to a
new IPG. Usually it is done with local anesthesia with
sedation.
11. Does the device “wear out”?
The implanted hardware is hearty and made to
withstand daily activities over many years. On a rare
occasion, a wire may break, requiring replacement.
12. What is the percentage for “re-do’s?
We hear about patients having to have the
surgery redone because the leads were not in
the correct place.
The revision rate is generally in the 1-3% range (Fenoy
2014; Stroupe 2019), although one study using
national data reported a revision rate of almost 13%
(Petraglia 2016). It is not clear what the general rate

of revision amongst all patients who have had DBS.
There may be lower rates of revision at higher volume
centers. Like many other groups, we have seen patients
implanted at other centers who are told that DBS just
didn’t work for them. If we find that the leads are
not in good position and revise them, we generally
get excellent results. Another important factor that
contributes to revisions is the amount of time a patient
has had the system. We find that in some patient
who have had the system for >10 years the electrode
may shift out of position if they have increased rates
of falling or due to natural changes in brain structure
related to age.
We are not perfect either, which is why we analyze
electrode location on all of our patients after surgery
and have a low threshold to repeat imaging to check
electrode location for any patient who loses benefit.
13. Will I come away with deficits in other areas?
Cognitive? Speech?
The great thing about DBS is that it is generally
reversible. Unlike lesional procedures, like MR-guided
focused ultrasound or stereotactic radiosurgery, you
can turn the device off or make adjustments. Often,
problems with speech or thinking can be reversed by
changing the programming or moving an electrode.
However, most studies show a decrease in verbal
fluency, e.g., the ability to name as many animals as
possible in a certain time period, after DBS (Cernera
2019). Several studies show that this is an insertional
effect that resolves over time. Like many groups, we
are still quite cautious and concerned about cognitive
deficits after surgery, which is why patients undergo
neuropsychological testing prior to surgery to evaluate
their cognitive reserves. This is brain surgery and, very
rarely, patients may have a sustained cognitive change
that persists after surgery.
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ME S SE NGER
Michigan Parkinson Foundation
30400 Telegraph Road, Suite 150
Bingham Farms, MI 48025
(248) 433-1011
(800) 852-9781
Web site: www.parkinsonsmi.org

MPF provides the following services to those with Parkinson’s and their families:
More than 76 Affiliated Support Groups • Medication Assistance • Information Literature
Subsidized Respite Care • Neurologist & Community Referral • Educational Programs • Advocacy

Consult your medical providers before acting on information in newsletter articles. MPF publications
offer information intended to be useful to people with Parkinson’s, their caregivers and families,
and the professionals who assist them, but they are not a substitute for qualified medical advice.

YOUR GENEROSITY IS GREATLY APPRECIATED. PLEASE HELP US NOW! No matter how large or how small, every donation helps.
Return to MPF, 30400 Telegraph Road, Suite 150, Bingham Farms, MI 48025, or donate on-line at www.parkinsonsmi.org

3 Yes I want to help!
q
PLEASE SEND INFORMATION ON:
___ How I can become an exclusive member of the Michigan
Parkinson Foundation’s CLUB 500
___ Parkinson’s disease

PLEASE CONTACT ME ABOUT:
___ How I can make a Recurring Donation (weekly, monthly, etc.)
___ How I might make a gift to MPF in my will, life insurance or 		
other special means which may have tax advantages.

Enclosed is my gift of $_____________

My Name _____________________________________

Visa ___ Mastercard ___ Discover ___ Amex ___
Account #___________________________exp.__________
Card Security Code: ______

Last 3 digits on back of card (4-digits on front of AMEX)

___In Memory of ___________________________________
___In Honor of _____________________________________
___Special Occasion of _______________________________

Address ______________________________________
City ______________________State______ Zip_______
County _______________________________________
Phone _______________________________________
I want to receive further mailings:

Please notify the following person of my gift:

___By e-mail at _________________________________

Name___________________________________________

___By regular mail

Address__________________________________________

___DO NOT SEND further mailings

City__________________________State____ Zip________

___DO NOT INCLUDE my name in publications

Your kind donation will be used wherever needed. Please make checks payable to: Michigan Parkinson Foundation.
All gifts are tax deductible as provided by law. Michigan Solicitation License #8287
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