
life

Pushing past 
Parkinson’s
Diagnosed with the young onset form of the disease, 
Dr. Soania Mathur overcame the desire to hide  
her condition and has emerged as a driven advocate 
for improving the treatment and quality of life  
for Parkinson’s patients

by David Hodges

The Tremor had initially started in 
her right pinky finger. 

At first it was sporadic, easy to over-
look. And to a young doctor accustomed 
to hearing about abnormal movements, 
it was intriguing to actually be experien-
cing one. Within two months, however, 
that curiosity mushroomed into anxiety 
when she found herself pregnant for the 
first time. Her tremors were now more 
consistent and concerning. 

Consultation with a neurology col-
league offered an unsettling explana-
tion—one that seemed like it simply 
could not be true. But several months 
later, a movement disorder expert con-
firmed it: At age 27, Dr. Soania Mathur 
had young onset Parkinson’s disease.

“It was overwhelming, of course. 
I was pretty much in shock,” says Dr. 
Mathur, now age 40, recalling that 
moment. The year was 1997. She was 
just completing her residency in family 
medicine and was starting her career. 
In the wake of her diagnosis, there were 
practical considerations that day, but all 
she could focus on was the tiny baby in 
front of her.

“I actually had my newborn with 
me at that appointment. I was more 
concentrating on looking after her and 
thinking, ‘Wow, what am I going to do 
now? What’s the future going to hold for 
me and my family?’ ”

What would follow would be more 
than a decade of fear and secrecy—what 
Dr. Mathur calls her “dance of denial.” 
Despite tremors that worsened in her 
right hand, then her right foot, and 
ultimately progressed to the left side of 
her body, she continued to push forward 
with the demands of establishing and 
running her own practice, while also 
concealing her condition. “I was really 
not focused on my disease, but rather 
trying to avoid it,” she says.

But with the physical and emotional 
fallout of her disease mounting, Dr. 
Mathur eventually surrendered her 
family medicine clinic. Last fall, she 

stopped being a practising physician. 
None of this came easy, but through the 
ache of acceptance a new identity and 
new responsibilities emerged. She would 
become an advocate for those whose 
lives had been affected by Parkinson’s.

Doctoring reality
In many regards, it’s impossible for 
Dr. Mathur to describe how having 
Parkinson’s affected her ability to work 
as a clinician. “I don’t know any differ-
ence because when I started my medical 
practice I pretty much had this, so I 
can’t say there was a change.”

There was, however, juggling. And 
covertness.

In the beginning, her symptoms 
weren’t that troublesome, but as they 
advanced she found herself struggling 
to remain tremor-free long enough to 
perform simple tasks such as taking 
blood pressure, doing Pap smears, tak-
ing stitches out, doing immunizations—
carrying out these routine procedures 
became a complex orchestration requir-
ing careful, regimented planning.

“I’d have to make sure I took extra 
medication at that time and, unfortu-
nately, with Parkinson’s medications 
there are lots of side-effects. So if you 
take too much dopamine, it’s not a good 
thing; you get a lot of dyskinesia or what 
we call abnormal movements. So I spent 
the day fighting between tremors and 
dyskinesia and trying to keep it a secret.”

In such circumstances, being a 
physician had its advantages. “I can 
manage my medications very well. I 
can discern,” Dr. Mathur says, noting 
that many Parkinson’s patients have dif-
ficulty distinguishing disease symptoms 
from drug side-effects.

But such acumen doesn’t come 
without disadvantages. “I’ve seen what 
late-stage Parkinson’s is like, and so, 
from that point of view, it can be quite 
emotionally taxing thinking about 
where you might end up.”

Adding to her stress was that outside 
of her husband and one or two close 
friends, few knew what she was going 

through. Even her extended family was 
kept in the dark. Part of the secrecy was 
a coping mechanism: “I hadn’t quite 
accepted it myself,” she says, “and until 
I felt that I could accept it and deal with 
it, I didn’t want to have to deal with any-
one else’s anxiety about it.”

There were also fears about her 
professional standing: “I didn’t want to 
be perceived as being somewhat less 
competent than I was. Because it wasn’t 
affecting my work at that point, so I was 
just sort of afraid of what my patients 
and colleagues might think.”

And finally, she admits, she just 
loathed the idea of people feeling sorry 
for her. “I’m not the type of person who 
wants to hear, ‘Oh, poor you, poor you.’ 
That would have just made life more 
difficult for me.” This would have been a 
tall order considering that as her symp-
toms progressed, “difficult” soon meant 
getting by on two to three hours of rest 
per night.

Lack of sleep is but one of the 
many symptoms of Parkinson’s and, 

in Dr. Mathur’s case, one of her chief 
afflictions. “I was exhausted and the 
exhaustion amplifies your symptoms, 
which means I take more medications, 
and more medications mean more 
side-effects. I was basically wasting 
myself away.” And outside of work, a 
busy home life was always waiting for 
Dr. Mathur. Over the years, she and 
her husband continued to expand their 
family, welcoming two more beautiful 
daughters into their lives.

Something would have to give. And 
it did.

“I basically got to the point where I 
(thought), ‘Here I am, I can continue on 
this path but I’m going to self-destruct 
at some point,’ ” she says. “ ‘I just can’t 
keep going at this pace.’ ”

In the years leading to her last days 
of practice, Dr. Mathur acquiesced to a 
short medical leave of absence. Then, “I 
started telling.” 

First were her colleagues, who, to her 
surprise and delight, were overwhelm-
ing supportive. “It wasn’t the pity party 
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“There are millions of people living with the disease, 
and 14 years of experience have taught me that there is 
a lot you can do to live optimally. You have to take an 
active role in the process, not just passively.” 
—Dr. Soania Mathur
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I was fearful about,” she says. “In a lot of 
ways, it was liberating.”

Included in this circle of trust was 
her secretary, who, remarkably, hadn’t 
known about Dr. Mathur’s condition 
for the better part of a decade. Quickly, 
though, she became “a great line of 
defence,” Dr. Mathur says. “Because she 
knew what I was actually going through, 
she would try to minimize fit-ins (and) 
try to schedule immunizations for cer-
tain times of days.”

In her final year of practice, Dr. 
Mathur started discussing her Par-
kinson’s with her patients, who were 
equally understanding and supportive 
of her decision to leave medicine.

Of her many disease-related con-
cerns, perhaps what chiefly bothered 
Dr. Mathur was how covering up her 
Parkinson’s made her appear to others. 
“One of the big things with the tremor is 
that you don’t want to appear nervous. 
Because it makes you seem nervous. So 
I felt like when I was trying to hide it I 
was coming across as being nervous.

“And I’m not a nervous person,” she 
says pointedly. “I didn’t have to feel that 
way anymore.”

Transforming adversity
“On edge” or “tense” are hardly words 
you’d use to describe Dr. Mathur. In per-
son, she comes across as poised, relaxed, 
articulate and, most noticeably, serene. 
It’s this composure that has served her 
well in the circumstances into which 
Parkinson’s has thrust her.

“I don’t think I regret being stuck 
with this diagnosis,” she says. “I think 
it’s been really challenging but part of a 
great learning experience for me.”

Dr. Mathur’s own understanding of 
Parkinson’s has greatly affected how she 
views the disease and how she knows 
patients should be treated. It’s something 
she’d like her doctor colleagues to heed.

“From a physician’s point of view, 
what I think we tend to focus on is 
patients’ symptoms instead of the 
patients themselves,” she says. “We often 
treat symptoms based on what we’re 
taught. For instance, with Parkinson’s 
we treat the tremor, trying to minimize 
the tremor as much as possible. We 
forget about looking at the patient as a 
whole—because what might be benefi-
cial to me in treatment might not be the 
same for a 70-year-old gentleman. 

“So for me, working to be tremor-
free for an extra 30 minutes a day was 
great and I would tolerate side-effects to 
the best of my ability. But for someone 
who isn’t at work, maybe constipation is 
the main issue.

“What I’ve learned is that we really 
have to look at quality-of-life issues for 
the patients as opposed to just treating 
end points of disease.”

It’s these types of insights and drive 
to facilitate change that have quickly 
enabled Dr. Mathur to transition into a 
new career, providing services equally 
as meaningful and impactful to her as 
those she did as a doctor. “My goal now 
has switched,” she says of the new direc-

tion. “There are millions of people living 
with the disease, and 14 years of experi-
ence have taught me that there is a lot 
you can do to live optimally. You have 
to take an active role in the process, not 
just passively.”

To wit, before closing her practice 
last year, in 2008 she began working 
with the Michael J. Fox Foundation, the 
Parkinson’s research funding and aware-
ness organization the famous Canadian 
actor launched in 2000. She continues 
to do so, along with the Brian Grant 
Foundation (another U.S.-based non-
profit group, focused on educating new 
Parkinson’s patients and helping them 
live fulfilling lives) and the Parkinson 
Foundation of Canada.

Her roles in these organizations 
include sitting as a member of patient 
councils or advisory groups, steering 
fundraising initiatives, and providing 
guidance on how to perform patient 
recruitment for clinical trials and stud-
ies. She also regularly speaks at patient 
conferences, where she reflects honestly 
on her own struggles with Parkinson’s 
and offers a message of hope and support 
as well as hard-earned advice—from 

personal experience and her medical 
expertise—on how to develop a positive 
outlook and routine to “live well with 
Parkinson’s” until a cure is found.

Her most personal effort to date is 
www.designingacure.com, a website she 
created to conceptualize and implement 
strategies to raise funds directed toward 
research and awareness of the disease. 
There, for instance, you can read about 
the educational book series she is creat-
ing for children, written to teach young-
sters about their family members with 
Parkinson’s. Titles include Shaky Hands, 
Loving Hands and My Shaky Grandpa 
(a loving gesture to Dr. Mathur’s own 
father, who had Parkinson’s). Illustrat-
ing tasks are being handled by James 
Tim Walker, an Emmy Award-winning 
Warner Brothers animation director, 
who was also diagnosed with Parkin-
son’s in 2007.

“There’s a lot of fear of the unknown 
when it comes to children and chronic 
disease in general, with what their par-
ents or grandparents are going through. 
And I think in order to allay those fears 
you really have to educate them about 
the disease but also what they can do to 

help,” Dr. Mathur says. 
In terms of research directions, she 

says future treatments of Parkinson’s 
hinge on the development of bio-
markers. “Unlike how blood pressure 
can be a good indication of heart health 
or potential cardiovascular disease, we 
don’t have anything like that. It’s very 
difficult to tell what the progression of 
this disease is,” she says.

“It’s also very difficult for the research 
community to tell whether certain 
therapeutic agents are actually working 
right, because if you had something you 
could, say, measure in the blood and 
then you give somebody something in a 
trial, their symptoms might not improve 
but you might see a biomarker improv-
ing. So then you’re going to pour more 
money into that because potentially 
that’s an area to expand on.

“There are so many facets with 
Parkinson’s. It’s a complicated disease 
in that it doesn’t seem like it’s one fac-
tor. It’s multifactorial. Genetics play a 
role. Environment play a role. So until 
a specific cause is found, it’s going to be 
very difficult to find a cure. But they’re 
working very hard to find that cause.”

“Ultimately, there will be a cure,” she 
adds. “Of that, I’m sure.”

The road ahead
For now, Dr. Mathur is content busying 
herself with the new goals in front of 
her, choosing not to fear the future nor 
succumb to the weight of the burden of 
her disease. “It’s taken a lot to get to this 
point,” she admits.

“As physicians, we sort of define our-
selves by our career, and it took a long 
time before I would ever slow down and 
actually consider stopping work. 

“Now I’ve come to a place of accept-
ance. I’m not defined by my career, but I 
can use it to help me do something that 
I have really probably been meant to do 
at this stage of my life, which is educat-
ing patients, giving them hope and 
showing them ways they can actually 
live well with this disease while waiting 
for a cure.”
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Dr. Mathur, seen here with her daughters and husband, is involved in several organiza-

tions related to Parkinson’s disease, including fundraising initiatives and patient con-

ferences at which she discuses her experiences.
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Dr. Soania Mathur and her husband,  

Dr. Arun Mathur, met Michael J. Fox,  

the well-known Canadian actor and  

philanthropist who also has Parkinson’s, 

through her work with his foundation.


