Young Onset PD... NOT ME!
Insights fom Your Peers’ Perspectives

BRIAN MC ELWAIN:

My Journey
THROUGH PD
DIAGNOSIS AS A
41 YEAR-OLD

“I was diagnosed with Parkinson disease when I was 41 years old.
I had been having some lingering pain in my right shoulder after moving across
the country. I assumed that somewhere in the process of packing, stacking, loading,
and unloading too many boxes of books and maneuvering furniture up and down
flights of stairs and around tight corners I had injured my shoulder or pinched a
nerve. More than a year later my shoulder hadn’t really improved. The pain was by
no means debilitating, but it was puzzling that my body wasn’t bouncing back as it
had always done before, so I mentioned it to my family doctor and she referred me to
physical therapy. “Welcome to your forties, Brian,” I thought.
After a few sessions with the physical therapist, he suggested a neurological
consultation. A few weeks later a brief conversation with the neurologist led to
four words that I was completely unprepared to hear and that changed everything,
“You have Parkinson disease.” There was some further talk about an MRI, a nerve
conduction test, and a few other tests to rule out other possibilities along with a
confirmatory trial of levodopa, but I detected no trace of doubt in the neurologist’s
delivery of that shocking diagnosis. How could he be so sure? How was it even
possible that I had Parkinson disease at the age of 41?

Will this disease bankrupt us and
leave my partner and our son
with nothing?
Is this a symptom of Parkinson,s
or is it something else?
What about that? And that?
Can anyone
else really understand
,
what I m going through?
Is it safe to tell this person/friend/family
member/employer/stranger that I have PD?

I don’t think that I can adequately
convey just how unprepared I was
for that diagnosis.

How did I get PD?
Will it be the death of me?
How much time do I have left?
Will my son get it from me?
What kind of father can I be to a
son who never knew me before PD?
How much longer can I work?
Can people see my tremors?
What,s the best treatment available?
Can I afford it?
Will I ever be ready for brain surgery?
When will a cure be found?
Will it be in time for me?

All of my experience told me that my shoulder pain was just an injury caused by the
stresses and strains of moving our stuff across the country. I had never considered the
possibility that I could have PD. I had no history of health problems. Life was good. Two
years prior our son had been born and when he was six months old we moved across
the country so that I could take a job that suited me perfectly and for which I had been
preparing for twenty years. It made no sense to me that I could have PD. The thirteen
years since I was diagnosed with PD have found me occupied with questions that
people in their forties and fifties most often avoid. “

Each person’s journey with PD is unique, and the experience of being diagnosed at
a younger-than-expected age adds a variety of complicating factors to the mix, but
there are some common aspects of living with this disease, and what follows are
some stories and reflections shared by others with young onset Parkinson disease.
We can’t get through this on our own. We’re going to need support and connection.
We hope that you will read this and know that you are not alone, that others can
understand what you’re going through, and that when you reach out you’ll find folks
like the PMD Alliance who are ready and willing to help.

Brian McElwain
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Is it time to retire?
Will I end up in a wheelchair?
Where did that wave of emotions
come from?
Would a support group be helpful to me
or would it be too depressing to see
what my future might look like?
How can I help my child deal with my
illness and my decline?
Who am I without the career that I spent
so much time and energy building?
Am I disabled? Is it time to apply
for disability?
How can I avoid being the burden that
drags the love of my life under? Will
they stay with me or will the stresses
of caring for me be too much for them?
What kind of life can a person with
a progressively degenerative incurable
neurological disease reasonably expect
to have?
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FROM WORKING TO NOT WORKING

CLARA, DAVE, JAMES & ROBERT
Growing up, my Mum always said to find a career you enjoy because it’s important to
always have a job to fall back on if need be. I took her advice and worked for over 25
years with the deaf and hard-of-hearing population in a variety of roles.
I loved my job, but when I was diagnosed with Parkinson Disease, my world
changed dramatically.
At the time, I was working part-time for four school districts and a private clinic,
which added up to a full-time job and then some. I loved my work, guiding parents
to facilitate communication with their children, watching the progress of the parentchild interactions. It was a very rewarding yet demanding job.
A few years after being diagnosed, my left-hand tremor became more noticeable,
leading to confused and questionable stares. I couldn’t hide it by sitting on my hand
any longer. I outed myself. That is when I decided to retire.
For a while after retiring, I felt a sense of loss of identity and purpose. I reconsidered
going back to work, but knew the stress of the job would not help my PD. So, I realized
I had a golden opportunity to return to what I loved to do most, creating artwork. My
silver lining. Everyone needs a silver lining. Being creative is my silver lining as I
continue to live with Parkinson.

Clara Kluge
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I continued working at my corporate job for 10 years after my diagnosis,
while trying to appear as normal as possible. I maintained a low profile
while watching numerous opportunities pass me by. I took my medication
and went to my neurology appointments but otherwise had no interaction
with the Parkinson’s world. I had no interest in joining a support group.
After 10 years of working with PD, I got laid off from my job, where I had
worked for the previous 23 years. I had dreaded getting laid off, because
I knew I would likely not get hired anywhere else. That would prove to be
true, so I decided to start my own online software consulting business. I
had no problems attracting business, and soon I went from working full
time to working all of the time. But I did eventually have problems doing the
work, as my overall condition and, particularly, my typing skills gradually
deteriorated. Consequently, I spent a crazy number of hours trying to do
simple things. And so after 7 years of doing that, I slowly dissolved my
business, and tried to re-focus my priorities.
The transition to the non-working world was mentally difficult for me at
first. I eventually got involved with a support group, which lead to meeting
new friends and organizations, and that has opened up a whole new world
which has given me new perspective and purpose.

Dave Orlowski
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The neurologist who diagnosed me advised: “Your case is mild and manageable. Just
take your meds, go to work, you won’t need a wheelchair for 20 years.” My second
neurologist, a Parkinson’s specialist, would not recommend exercise therapies - she
said: “Work is therapy, it gives you mental stimulation.”
Sitting and staring at a computer monitor all day is the worst thing you can do
if you have PD. My wife found a Pedaling For Parkinson’s class not far away, but
my manager wouldn’t let me take my own sick or vacation leave to participate. In
response, my wife refused to accept “the leftovers,” what was left of me at the end
of the workday or week without adequate exercise and wellness therapies. We then
found a way reduce my workhours and devote time to managing my PD.
Two years after diagnosis I applied for long term disability, about a year later was
approved, and we started the process of moving to Tucson. I didn’t retire, which
confused a lot of my co-workers. I still have a full-time job: exercise, wellness, and
doing the things we want to do while we can.

James Smith

You have a disability that you didn’t cause or ask for.
You work hard daily to keep it at bay.
You should be proud of yourself and accept kind acts graciously.
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Robert Lewis

Considering

WORKING OR NOT

1 Weigh the benefits and stress of working vs. not working.
2 Compare the financial implications of working vs. not working.
3 How will I spend my time if I am no longer working?
4 What will I do for health insurance?

Advice on

Dave Orlowski

FINDING YOUR WAY

Educate yourself on the HR rules, LTD policy, and (most definitely)
federal guidelines for Family Medical Leave Act (FMLA) and how to
protect yourself at work. Educate anyone involved in your HR case
or LTD application on PD; in those conversations and meetings, I
always used the term “Parkinson’s Disease” and always corrected
anyone who just said “Parkinson’s” and always let them know why it
is a disease. Disclose first to whom you must: HR reps. After that, to
whom you can trust for support and understanding at work.
If you want—and have an opportunity for—disability benefits, apply
ASAP. In my case they were surprisingly cooperative. Don’t postpone
if you know that you’d be better off “not working” at your old job, so
you can start your new full-time job: living well with Parkinson’s.
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James Smith

DIAGNOSIS & ENGAGEMENT WITH MEDICAL PROVIDERS

DEBBIE, JEN & LAUREN
For some people getting the diagnosis is devastating. They wonder what life will
look like, how debilitating it will be, what family and friends will think, and how it
happened. For me it wasn’t devastating, I did feel sorry for myself for about 3 hours,
then I told myself that there were worse diseases to have and that this was just
something I needed to understand and get control of.

Debbie Smith

I like my neurologist. It was so essential that I got a neurologist who was a
movement disorder specialist. I also love that she allows me to advocate for myself
and choose what line of defense I want to implement. It’s so important to advocate
for yourself and not just do what the neurologist says because most neurologists
don’t have the experience with Parkinson’s like a movement disorder specialist
does.

Jen Richard

I wish I could say that getting my diagnosis was a more positive experience, but it
wasn’t and isn’t for most. Even though I knew going into the appointment that I likely
had PD, it is a blow to the gut to hear the words. You have to remember that you
can be proactive fighting the disease. It is not the end of the world, but it is a start
to a new kind of normal. You can live well with PD, but it takes hard work.

Lauren Simmons
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Considering

SPEAKING WITH
MEDICAL PROVIDERS

Advice on

You never know where you will get the answer. Don’t
give up and don’t stop looking for the right neurologist
that fits your opinions and feelings the best. This is a
person you will be going to for many years and several
times a year. It’s best to find a doctor that works with
your values and opinions. In our case, it was someone
who was conservative with meds and not hesitant to
experiment.

Do as much research as possible
on the disease and go to as many
support groups as possible. This is
the best education and exposure to
many different trials and solutions
to common problems with PD. It
also gives you people who are
experiencing the same thing you are
and ideas that can help you.

FINDING YOUR WAY

Elissa Biren

First off, make sure you are seeing a Movement
Disorder Specialist if possible. They are experts at
making the sometimes-tricky diagnosis and knowing
the medications and therapies that help.
Most doctors don’t point you to local resources like
support groups and exercise classes to help. You may
not want to join a support group right away, but it
really helps to talk to someone who has been there.

Elissa Biren

Ask your doctor for local resources. If they don’t know of any, you may
be able to find some online but beware what you read. There are scary
stories out there and just because something happened to one person,
does not mean it will happen to you.

Lauren Simmons

Lauren Simmons
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NAVIGATING MEDICAL AND HEALTH BENEFITS

DEBBIE & ELISSA
Since being diagnosed with PD, I have been fortunate to
have commercial insurance and no real issues to deal with.
Sometimes there are challenges with RX refills or accepting the
new RX so tap into your doctor’s staff as they are excellent
resources. Also, the pharmaceutical companies have programs
that help patients with cost.

Debbie Smith

Health insurance was always our most difficult challenge. I
always had to work to make sure we had supplemental coverage
through my employer. Now, we’re both are on Medicare and that
makes things much easier. We go to an agent who does all the
research for us for the supplement coverage and so far, so good.

Elissa Biren
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Advice on

FINDING YOUR WAY

We have found that an insurance agent
helps tremendously because so many
details can become very confusing.

Elissa Biren
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THE KIDS - HELPING THEM THROUGH CHALLENGES

BRIAN, DAVE, ELISSA & LAUREN
When I was diagnosed with PD at the age of 47 in 2006, I had
three grown boys. Fitness was always especially important
to our family; we were always active. I play baseball, golf and I
ski. My wife and I like to hike and bike. Over the years my boys
participated in baseball, football, wrestling, rugby and lacrosse.
I had no idea how much my children would help me through my
diagnosis and my life with PD. In 2009 our eldest son, Matt, was a
certified personal trainer and studying Business and Kinesiology
at Arizona State University. He told me he had been researching
PD and suggested I increase my exercise. Matt
provided much guidance focusing
on developing core strength for
balance and stretching to reduce
rigidity. I added yoga, some weight
training, and swimming. I began
to feel even better. I make it a
priority to exercise on a daily
basis and tell everybody I
can about the benefits of
exercise.

It bothered me that my daughter, who was very young at the time
of my diagnosis, would never remember what I was like before
Parkinson’s. She will only remember the PD version of me. It’s
also important to make the children know that you are not dying,
that PD is just a condition, but that you are heathy. They must not
see PD with fear, and they should feel comfortable talking about
it with you.

Dave Orlowski
Because my husband was so young when he was stricken with PD,
my children grew up with watching their father’s illness develop.
He was still a very good father. The day the DBS was inserted, I
brought coloring books, activities, nail polish, snacks and lots
of hope to the hospital. I never really knew how scared the kids
were because ranging in ages at the time from 11-19, they took my
feelings into consideration. It wasn’t until years later when they
were all adults that my son confided in me how frightening it was
for him. I remember my husband being scared as well. I think I was
just numb, but the surgery was a great success.

Brian Baehr

Elissa Biren

10

My children were already young adults when I was diagnosed. It took about 6 months for me to finally talk to them. By that point, I was
already in a Rock Steady Boxing class and doing pretty well. I had someone take video of me sparring with a trainer and showed it to my
kids before I told them. They thought it was pretty cool and kind of strange that mom had taken up boxing. When I told them why, they
knew that I was already fighting back, and I think that gave them some comfort. I did the same thing when I told my siblings about a year
after my diagnosis.

Lauren Simmons

Considering THE KIDS

Advice on FINDING YOUR WAY

Do your research about whether anyone is your family has PD.
It might give you more information for the kids. Of course, even
if you have a familial gene doesn’t mean your kids will get it. I
don’t recommend you have them tested. Why have them carry a
burden that may or may not come true.

1 Be open in discussions with them.

Family therapy is a must.

2 Consider having them speak to a child psychologist about it.
3 Make sure they know that you’re ok even though you have PD.

Debbie Smith
Jen Richard

4 Help them to formulate a response for when someone might
ask them about your symptoms.

Dave Orlowski

Be prepared for lots of questions but don’t give too much
information especially if your kids are young. Both my kids
asked if it was genetic and if they were going to get it. It is a very
common concern.

Lauren Simmons
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LOVE, SEX, AND RELATIONSHIPS

DEBBIE, DIANE AND STEVE
My husband and I renewed our wedding vows for our 25th
anniversary the same year I was diagnosed. I am blessed that
he takes his vows seriously... in sickness and in health... smile.
We are stronger now than ever before. I will tell you that the
symptoms or side effects associated with PD has made the sex
life different but still very rewarding. When you are in love you
realize the physical attraction is a part of your relationship but
not all of the relationship.

I met and fell in love with a girl in my Parkinson’s support group.
More than 2 years ago I joined a support group for people
with Young Onset Parkinson’s. A girl in the group caught my
attention. We spoke briefly after a meeting, and I sent her an
email to see if she wanted to meet for dinner. We’ve been
dating now for almost 2 years. You would think there would be
many difficult struggles that two people with PD that are dating
would have to deal with but we’ve noticed that sometimes we
completely forget that we even have PD when we’re together.
It’s amazing to be with someone who knows exactly what
you’re dealing with. In the past year we also both had DBS
surgery. We coordinated them so that the units in our chests
wouldn’t be pressed up against each other when we’re together.
Some things we’ve learned is to try not to lose today worrying
about tomorrow and don’t compare yourself to others, follow
your own path.

Debbie Smith

My diagnosis has been hard on my marriage. Muscle rigidity
affects my body language, and it is difficult to convey my feelings
in a way that seems genuine to others. I move and think more
slowly and that can cause frustration. There are few helpful
resources.

Diane Schuirman-Hagedorn

Steve Zechmeister
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Considering

RELATIONSHIPS

Be honest with your partner and explain what you are feeling
and what’s happening to your body as a result of the disease or
RX. Utilize the tools and information that is available to help you
navigate through it.

Diane Schuirman-Hagedorn

Advice on FINDING YOUR WAY
Acknowledge how significant others may be affected;
acknowledge that PD may make it seem that your personality
has changed.

Diane Schuirman-Hagedorn
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GRIEF AND LOSS

BRIAN & LAUREN
When I was diagnosed with Parkinson’s at the age of 46, I had a
lot of anger. I was fit, youthful and athletic. I thought I was going
to be the 70-year-old who shot his age in a round of golf, stole
bases in a senior baseball league, or tried for a record in
the 100-meter dash. I had diligently taken care of myself,
and I didn’t understand why this was happening to me. My
pity party was short-lived, poorly attended, and interrupted
by my childhood friend, Don. He and I were on the golf
course, and I was sharing my concerns about the future. Will
I be able to work long enough to have a good retirement?
Would I be able to provide for our family and finish putting
my kids through college?

After sharing my concerns, Don stopped me and said “What are
you worried about? You’re lucky!” I looked at
him and wondered where he was going. Don
continued with a twinkle in his eye, “You’re
going to make millions working at Home
Depot as a paint shaker!!!”. That moment
began my new and improved outlook. I
decided to focus on living.

When I got diagnosed, my world tipped upside down. It took a long
time for me to accept my diagnosis. It was so hard to understand
why it was happening to me and what my future was going to
hold. On top of that, I really didn’t want to be a burden to my
family. My husband and I were not even retirement age yet and
had so many things we wanted to do. I eventually accepted my

diagnosis, but I work really hard on keeping myself as healthy as
possible so that I don’t become a burden. I really think you have
to go through the stages of grief and sometimes I backtrack
and have to go through them again. I think that happens when I
notice that my disease has progressed some.

Brian Baehr

Lauren Simmons
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Considering GRIEF AND LOSS

Advice on FINDING YOUR WAY

You may not be ready to disclose your diagnosis to everyone
until you live with it for a while. Consider talking to a therapist or
letting one or two close people in on your situation so you have
someone to lean on. Don’t try to do it alone. When you are ready,
consider a support group.

You have to give yourself time to grieve and get used to your
new reality. Don’t feel like you have to share your diagnosis
with everyone right away. For me, I felt relief when I finally told
people and didn’t hide it anymore, but everyone has to do it
in their own time. Regarding support groups, every support
group is different. Some can get very personal and emotional.
Some are very positive and proactive. Some have educational
speakers often and some almost never have speakers. There
isn’t a right formula for a group. You need to find the one that
fits you. Try one and if it doesn’t meet your needs, move on and
try another. If that one doesn’t do it, then try another. You need
to find the one that is best for you and that is ok.

Lauren Simmons

Lauren Simmons
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A NEW NORMAL - FRIENDS, SOCIALIZATION, AND NETWORKING

DEBBIE, DIANE & MADELINE
Like many of you, Parkinson’s has forced me to reevaluate my
self-worth. I started by applying the same setoff criteria that I’ve
used in the past, for example, revenue growth, product awards,
happy clients, etc. But this criteria no longer had the same value
as it had to a healthy, young, successful adult now preoccupied
by Parkinson’s.

Initially, I didn’t hang out to much with people with Parkinson’s.
But as time went on I found out that I enjoyed spending time
with people who understand what I am going through. Now
I spend 50% of my time in the Parkinson’s Community. My
husband often says he wouldn’t wish Parkinson on anyone but
that he has met some incredible friends through this journey.
Networking is really easy in this community. Once you put
yourself out there you will find opportunities to share and
learn from others.

Madeline Schroeder

Debbie Smith

My social circle is increasingly people with Parkinson’s. I’ve
gained community. At networking events I am conscious of
“appearing normal.” That takes a lot of energy and isn’t always
possible. I’ve been accused of not being “fully present.” I’ve
concluded it’s less stressful to disclose I have Parkinson’s.

Diane Schuirman-Hagedorn
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Considering YOUR NEW

NORMAL

Socialization is critical to dealing with the ups and
downs you may go through in your journey. Find at
least 3-4 friends that you can hang with to exercise,
have coffee or shop with so that they hold you
accountable.

Debbie Smith

Advice on FINDING

YOUR WAY

Don’t hold yourself back from trying whatever it takes
to make your new normal...normal. Keep an open mind
and make the necessary adjustments. Sometimes,
things get better for a while and then come back. You
have learn to go with the flow.

Elissa Biren
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THERAPIES AND TREATMENTS FOR ADVANCING DISEASE

ELISSA, JEN & LAUREN
My husband has tried all sorts of
physical therapy from BIG to hydrotherapy, tai chi, yoga, samurai sword
and even acupuncture. I would like to
say that something has worked, but PD
is winning. The best thing has been the
DBS. The neurologist always checks how
it’s functioning and makes adjustments
with the DBS and coordinates it with
adjustments in medications.

If I knew then, what I know now! Exercise like your life
depends on it because it does. I was not an athlete
before my diagnosis but consider myself a pretty fit and
healthy fighter four years post diagnosis. I am healthier
now than I was at diagnosis. A year after starting at
Rock Steady Boxing, I became a certified boxing coach.
Teaching is in my nature anyways and exercise made
me feel so much better that I wanted to share that with
anyone and everyone with PD. I exercise hard (raising
my heart rate and sweating up a storm) 3-4 days a week.
When I take time off from it, I can tell the difference
quickly. I also do stretching or some form of yoga a
couple of days a week. It helps my muscles stay flexible
and the deep breathing in yoga helps with relaxation. I
often use the deep breathing techniques when anxiety
rears its ugly head. Going to a PD specific class is also
like a built in support group. The socialization I get
there is about as important as the exercise.

Elissa Biren

I’m exploring a lot of options right now:
chiropractic, acupuncture, massage,
physical therapy, LSVT, supplements,
exercise, and de-stressing.

Jen Richard

Lauren Simmons
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Considering TREATMENTS FOR

Advice on

The challenge is to keep looking until you find what works most
efficiently and how that can continue to work—until it doesn’t
anymore.

I go to the neurologist with a list of questions and observations
I’ve made since our last visit. We’re lucky enough to have a
neurologist who takes all my questions and concerns seriously
and answers them patiently and thoroughly.

FINDING YOUR WAY

ADVANCING DISEASE

Elissa Biren

Elissa Biren

You need to exercise on a regular basis so find something that
you will do. You don’t have to love it but if you really hate it, you
aren’t likely to go. I am more likely to exercise when someone is
expecting me to be there. Accountability is huge in keeping me
getting to class.

Explore virtual classes and groups. If you are working full time,
these might be easier to attend. Find a workout buddy that will
keep you accountable. Every class is different so if one isn’t the
right fit for you, don’t hesitate to try another.

Lauren Simmons

Lauren Simmons

19

MOVEMENT DISORDER CARE
& SUPPORT ECOSYSTEM©
Whether you are living with a movement disorder, or caring
for someone, or you’re a support group leader or medical
professional, you are a valuable part of the Movement
Disorder Care & Support Ecosystem©. We know that the
more supported and informed everyone involved in a
movement disorder diagnosis is, the stronger and more
supported the person with the disease is.

Young Onset Parkinson's Disease
20

