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My life with Parkinson’s
A neuroscientist reflects on his experience of studying the circuits that 
control neural activity while his own brain began slowly failing him.

Roughly a year ago, I found myself at 
an elegant dinner party filled with 
celebrities and the very wealthy. I am 

a young professor at a major research univer-
sity, and my wife and I were invited to mingle 
and chat with donors to the institution. To 
any outside observer, my career was ascend-
ant. Having worked intensely and passion-
ately at science for my entire adult life, I had 
secured my dream job directing an inde-
pendent neuroscience research laboratory. 

I was talking to a businessman who had 
family members affected by a serious medi-
cal condition. He turned to me and said: 
“You’re a neuroscientist. What do you know 
about Parkinson’s disease?”

My gaze darted to catch the eyes of my 
wife, but she was involved in another con-
versation. I was on my own, and I paused 
to gather my thoughts before responding. 
Because I had a secret.

It was a secret that I hadn’t yet told any of 
my colleagues: I have Parkinson’s. 

I am still at the beginning of my fascinat-
ing, frightening and ultimately life-affirming 
journey as a brain scientist with a disabling 
disease of the brain. Already it has given me 

a new perspective on my work, it has made 
me appreciate life and it has allowed me to 
see myself as someone who can make a dif-
ference in ways that I never expected. But it 
took a bit of time to get here.

THE FIRST SIGNS
I remember the first time I noticed that 
something was wrong. Four years ago, I was 
filling out a mountain of order forms for new 
lab equipment. After a few pages, my hand 
became a quaking lump of flesh and bone, 
locked uselessly in a tense rigor. A few days 
later, I noticed my walk was changing: rather 
than swinging my arm at my side, I held it 
in front of me rigidly, even grabbing the 
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bottom edge of my shirt. I also had an 
occasional twitch in the last two fingers of 
my hand.

I was 36 years old and it was the most ter-
rifying time of my life, even without any of 
these mysterious symptoms. In the span of 
six months, I found myself in a job that I had 
spent 20 years preparing for, I became a father 
for the second time, I moved across the coun-
try to a town where we knew no one, and I 
was working alone in an empty lab wondering 
who left me in charge. I study the way that 
neuromodulatory chemicals such as dopa-
mine affect neural activity and behaviour. 
And now, my own brain chemistry was rebel-
ling against me.

I considered many possibilities. A brain 
tumour? Dystonia? Motor neurone disease? 
Huntington’s disease? Multiple sclerosis? 
Was I just stressed out? 

My diagnosis came from a young neu-
rology fellow at one of the world’s leading 
centres for the study of movement disorders. 
He felt more like a peer than an authority 
figure. He, too, spent a lot of time in the lab 
doing basic research and published papers in 
some of the same journals as me; we could 
have just as easily run into each other at a 
scientific meeting. As a result, the experience 
of my diagnosis was oddly collegial.

Right away, I wondered how long I could 
get away without telling my colleagues. I wor-
ried that I would be less likely to get the grants 
I needed to run my lab if the reviewers were 
not confident about investing in my future. 
I wondered whether students and postdocs 
would be afraid to join my research group. 
And, perhaps most importantly, how long I 
would be able to do experiments — the thing 
that I most love. Stiffness, shaking, fatigue, 
jerky movements, falls, drooling, laboured 
speech and the expressionless Parkinsonian 
mask. These could all be a part of my future. 

MIND MATTERS
I was diagnosed with Parkinson’s more than 
two years ago. From that day, I have had a 
different relationship with the brain — my 
scientific focus for the past 20 years. I now 
know what it is like to have a brain disorder 
and can explore its manifestations first hand. 
Take the very peculiar symptom known as 
‘freezing’. Occasionally, when I attempt to lift 
my hand it well … won’t. Notice that I didn’t 
say can’t. There is nothing wrong with my 
arm. It is still strong and capable of moving, 
but I have to put effort, even focus, into get-
ting it to move — frequently to such a degree 
that I have to pause whatever else my brain is 
doing (including talking or thinking). Some-
times, when no one else is around, I use my 
other hand to move it. 

As a neuroscientist, it is simultaneously 
fascinating and terrifying to be directly con-
fronted with the intersection of the neuro-
physiological and philosophical constructs 

of ‘will’. The way my mind and body do battle 
forces me to reconsider the homunculus, a 
typically pejorative (among neuroscientists) 
caricature of a little man pulling levers inside 
our heads, reading the input and dispatch-
ing the output. Virtually all that we know 
about how the brain is organized belies this 
image, and yet there is a dualism to my daily 
experience. 

Parkinson’s, particularly in young people, 
is primarily a disorder of motor control, not 

of cognition. Still, my 
experience, however 
limited, leads me to 
speculate about what 
it is like to be trapped 
by a brain gone rogue. 
When one begins 
to lose the ability to 

interact with the world, and when one’s 
faculties for clear perception and cognition 
are stripped away, what remains of the con-
scious self? 

This brings me to one of the main reasons 
that I have kept my disease secret: the stigma 
of ‘mental illness’. Because most people do not 
understand Parkinson’s, it may be confused 
with cognitive disorders such as schizophre-
nia and Alzheimer’s disease. I feel as sharp 
and productive as ever, but I wasn’t sure 
that others would have faith in me at a time 
when my career is so fragile. So nearly every 
moment of my life became a performance, in 
which I tried to hide my symptoms. At work, 
at the grocery store, in my front yard, even in 
front of my kids — I am always keenly aware 
of my movements. And nowhere more so 
than at scientific conferences, such as at meet-
ings of the Society for Neuroscience (SfN). 
You may not notice where my hands are, but 
I do. Often, I am sitting on them. 

Does Parkinson’s affect the way I do 
science? It does affect the day-to-day 
mechanics of experiments for me. The tech-
niques used in my lab require considerable 
motor skill at times. I have had to modify 
how I do some things, including taking more 
time, compensating with my good hand or 
using a different grip on instruments. Still, 
it is pretty remarkable how capable I remain 
at the bench. The lesson in this for me is that 
‘lab hands’ are more about experience, atten-
tion to detail and adaptation of methods than 
they are about raw dexterity. And the low-
to-moderate doses of drugs that I take really 
help, as do sleep and exercise. By all indica-
tions, I will be able to continue research for 
many years, perhaps even indefinitely.

There is also the question of how this 
diagnosis affects my scientific direction. I 
am sometimes asked whether I will wholly 
or partly switch to studying Parkinson’s dis-
ease. I suppose I might if the right project 
came along, but in general I remain focused 
on the questions that I have already set 
out for myself. I am also sometimes asked 

whether my diagnosis makes me impatient 
with the pace of discovery of cures. Here my 
answer is very clear. The dual perspectives of 
my condition and my position as an active 
researcher actually reinforce my belief in the 
importance of discovery science. I am keenly 
aware that those cures are possible only in 
the wake of decades of basic research. Above 
all, my diagnosis makes me want to do the 
best and most exciting science I can, because 
the privilege could disappear for any of us in 
the blink of an eye.

TO TELL OR NOT TO TELL
Back at the dinner party, all eyes were on me 
waiting to hear my thoughts on Parkinson’s. I 
wanted to tell my colleagues what I was going 
through. I wanted to look at our donor and 
say: “Funny you should ask that. Not only 
am I a neuroscientist, but I also have Par-
kinson’s disease.” I wanted to launch into an 
eloquent monologue that put a personal face 
on the science of neuro degenerative disease. 
I wanted to conclude by saying, “And that is 
why basic brain research is so important.”

But I didn’t.
Instead, I dispassionately described the 

pathology and characteristic symptoms of 
Parkinson’s. It was an intellectually engag-
ing exchange, but it wasn’t the conversation 
it could have been. This is one of the main 
reasons I decided to stop hiding.

Earlier this year, I told my department 
chair. Over the next few days, I told the 
administration, my lab and many of my col-
leagues. It took a lot out of me, but it ended up 
being one of the best decisions I ever made. 
Everyone at work was so supportive — I felt 
silly for having spent four years, since the 
onset of my symptoms, worrying about how 
they would react. In the subsequent months, 
it has become a non-issue for me in how I 
interact at work. Everyone treats me like any 
other colleague, and it is such a relief not to 
worry about who knows anymore. It is still 
uncommon for me to tell someone new, but I 
do not do anything to hide my condition, just 
enough to not call attention to it. For anyone 
reading this who is going through something 
similar, I am here to tell you that life is too 
short to run from who you are. Your col-
leagues might surprise you, and you can still 
be a great scientist despite a disability.

So why am I writing this piece anony-
mously? Because I don’t want to be known 
to the scientific community as ‘Parkinson’s 
guy’ before I am known as a scientist. That 
said, I’m not hiding any more, so if you care 
you can dig enough to find out who I am.  
I’m okay with that. ■

The author is a neuroscience professor 
at a major US university. He blogs at 
parklifensci.blogspot.com and tweets at  
@Parklifensci. 
e-mail: parklifensci@gmail.com

“It does 
affect the 
day-to-day 
mechanics of 
experiments 
for me.”
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