Headline
Parkinson’s Disease Destroyed My Life. Then | Tried Deep Brain Stimulation.

Subheadline
How a brain implant | never wanted made me myself again.

Editors Note

On June 6, 2017, Anne Shabason, an artist, hospice educator, and mother of two from
Bolton, Ontario, a small town about 30 miles outside of Toronto, underwent Deep Brain
Stimulation (DBS) to treat her Parkinson's disease. The FDA approved DBS for Parkinson's
disease in 2002. Although it's shown to be safe and effective, agreeing to invasive brain
surgery is no easy decision, even when you have your family and one of North America's
premier neurosurgeons at your side.

Here, with support from Stan, her husband of the past 40 years, Anne talks about her life
before Parkinson's, what the disease took away, and what she got back because of DBS. As
told to writer Heather R. Johnson.

Body

| was an artist.

| worked in mixed media, Papier-maché, and collage, inspired by dreams, birds, mystery. |
had gallery shows and participated in studio tours.

Educated in thanatology, | worked in hospice care as a volunteer and education director for
Hospice Caledon, an organization that supports people facing life-limiting iliness and grief.

| trained volunteers who helped people through their transition.
Parkinson's disease changed all that.

It started as a twitch in my leg. During a hospice workshop, my right leg started vibrating in a
way | hadn't experienced before. | told a friend, "This can't be good."

Over the next year, my right foot vibrated more and more. | could not sleep well. In my
dreams people lurked in corners, in dark places, and behind castle doors. | knew they were
there and couldn't avoid the ambush. | shrieked and woke everyone in the house.

An anxiety attack—something | had also never experienced before—came next.

During a class | was teaching, my mouth got so dry, | couldn't speak. | stood in front of the
class for three or four minutes, unable to continue. | pushed through and finished the class.
That's when | realized this was more than jiggling legs.

That's when | went to see a doctor.

A Diagnosis



My first doctor, when | suggested it might be Parkinson's, didn't believe me. She sent me to a
neurologist who told me I had to meditate more and calm myself.

A friend from hospice told me to phone the Toronto Western Hospital Movement Disorders
Clinic. In January 2010, | was diagnosed with Parkinson's disease.

The doctor, a fellow, got all my stats and asked a lot of questions. He was so excited he
knew what it was, he exclaimed, "You've got Parkinson's!" like it was the best thing ever. |
must say, that wasn't the best news, but at least | finally had a diagnosis.

| could choose whether to take medication or not. The doctor said, "If Parkinson's is
compromising your lifestyle, you should consider taking levodopa.”

"Well | can't run my classes, | can't do my art, so it's compromising me," | said. And my health
was going downhill. The shaking—my whole body moved—sleeping was horrible. Two to four
hours max a night was usual. | had terrible anxiety and panic attacks and had to quit work.

So | started taking levodopa. It's taken in a four-hour cycle, but the medication didn't last the
full time. | developed dyskenisia, a side effect of the medication that made me experience
uncontrolled, involuntary movements. | was edgy, irritable, and focused on my watch like a
drug addict. I'd lie on the couch, feel crummy and tired, and wait.

The medication cycle restricted where | could go. Fearing the "off" period, | avoided
interaction with lifelong friends, which increased my feeling of social isolation. They would
come over and cook with me and read to me sometimes, and that was fine, as long as it was
during an "on" period.

There was incontinence, constipation, and fatigue.

I lost fine motor skills, like writing. And painting. My hands and my head were not
coordinating, so it was impossible to do my art.

It was a terrible time.

The worst symptoms—what pushed me to consider DBS—were the symptoms no one could
see. The anxiety and depression were so bad, the sleeplessness, not eating.

| projected a lot of my discomforts onto Stan. | reacted so badly to him. I actually separated
from him briefly on two separate occasions and lived in a separate space—a self-imposed
isolation. There wasn't anything he could do to help me really except sit back and watch.

| tried alternative therapies—a naturopath, an osteopath, a reflexologist and a Chinese
medicine practitioner—but nothing seemed to help.

| felt like | was dying. Certain parts of my life were being taken away from me. | was a
perfectionist, and | felt imperfect. It was a horrible feeling, to not be in control of myself.

The DBS Decision



| was familiar with DBS, a procedure that involves a neurosurgeon drilling small holes into
your skull and implanting electrical leads deep in your brain to modify neural activity,
reducing involuntary movements.

But | was convinced I'd never do it. | was brought up in a family that believed 'doctors make
you sick and hospitals kill you.

| worried the room wouldn't be sterile. Someone's cutting into your brain, you don't know
what's going to happen. They're putting things in your body. | didn't want to risk possible
infection.

And my doctor said he couldn't promise he would actually do the operation. It might be a
fellow, but he'd be in the background in case anything went wrong. | wasn't comfortable with
that arrangement.

When filmmakers Taryn Southern and Elena Gaby decided to make a documentary about
people whose lives were changed by cutting-edge brain implants--and | agreed to
participate—my doctor said he would for sure do the operation. They couldn't risk anything
happening on the operating table on camera, so most of my fears went away.

My family supported the decision. My mother had trigeminal neuralgia, which is a very
painful facial condition. She also had a stroke and what we now believe to be Parkinson's.
My father, a retired dentist, managed her care and didn't give her the opportunity to see a
specialist.

When we were talking about DBS, my son, Joseph, said, "How can you not do this, for the
sake of your family? Because if you don't, you'll end up like Grandma, who, for the last few
years of her life, just lay on a couch because she didn't get any kind of outside help. If you
even have a chance to improve your life or give yourself five extra years, why wouldn't you do
that, for our sake? Are we not worth that?"

That talk really affected me, and | realized | had to try. Even though it was difficult, | had to be
brave for my family.

Surgery, Recovery, and Tweaking

You have to be awake for part of the procedure—| was awake enough that my subconscious
could hear, because they had to know how far to insert the electrodes. DBS targets the
troublemaking areas of the brain. There's a one millimeter difference between success and
failure.

| felt them running the knife across my scalp, and drilling two holes in my head, but only as
pressure, not pain.

Once they were inside, they asked me to move parts of my body to see whether the right
neurons were activated.



They put me to sleep to put a battery-powered neurostimulator in my chest. A wire that runs
behind my ear and down my neck connects the electrodes in my brain to the battery pack.
The neurostimulator creates electric pulses 24 hours a day.

| was moving around almost immediately after surgery. Recovery from the stitches took a
few weeks, but everything else took a lot longer.

| couldn't read. My motor skills were still impaired, and my brain and my hands weren't yet
linked up. | needed the device to be programmed and tweaked. Until that happened, | needed
help.

The depression and anxiety, though, went away almost immediately. From that perspective,
it was like | never had Parkinson's. | was so happy.

When they calibrated the electrodes, they adjusted how much electrical current goes to any
one of four contact points on the left and right sides of the brain. If they increased it too
much, a leg would start shaking, a foot would start cramping, or my tongue would feel
thicker. It took a while to get it calibrated correctly to control the symptoms.

First it was five sessions in five weeks, then once a month, then every three months. Now |
visit every six months. As the disease progresses, they have the ability to keep making
adjustments. (DBS controls the symptoms, but it doesn't cure the disease.)

Once they got the calibration right, my motor skills improved. | could walk without shuffling.
My muscles weren't stiff and aching, and the dyskinesia disappeared. But if | turn off the
device, my symptoms return almost immediately.

Some days | have more fatigue than others, and sometimes my brain doesn't click. And my
voice got softer — that's a common side effect of this operation. But I'm doing so much
better than before.

| have a quality of life | didn't have before. Before COVID-19 hit, Stan and | traveled, went to
concerts, movies, galleries, and spent time with our growing family.

| cut back the levodopa from seven-and-a-half pills a day to two-and-a-half. | often forget to
take my medication until | realize I'm feeling tired or anxious.

Best of all, my motivation and creative ability have clicked in.
| am an artist—again.
I'm painting every day. It's what is keeping me sane. It's my saving grace.

I'm not perfect. But | am Anne. Again.



