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The 8th annual Baby Guide is back again 
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On Valentines Day in 2006, Deb and Ryan 
Purcell planned to leave their two children, 
Trey and Avery, with grandparents so they 
could enjoy a rare romantic evening together, 
just the two of them. Instead, what they 
experienced that night was a silent dinner full 
of worry as news received earlier that day 
threatened life as they knew it. 

“We didn’t have a clue anything was wrong,” 
Ryan states simply, refl ecting on that fateful 
day, many months ago.

Up until that point, the Purcell’s were enjoy-
ing life as new parents to then 23-month-old, 
Trey, and three-month-old, Avery. Blessed with 
two beautiful sons, the couple were busy caring 
for their newborn while looking ahead to Trey’s 
would-be ‘terrible two’s.’ 

Granted, Trey’s short life hadn’t been with-
out its hiccups. Looking back, the Purcell’s see 
how every episode was interconnected yet, at 
the time, it seemed like all part of parenting 
a little boy. At nine months, Trey developed 
an umbilical hernia and, at 17 and 18 months, 
Trey suffered from a number of ear infections 
and colds that resulted in a fl uid build-up and 
permanent hearing loss. 

It was meeting with a new pediatrician just 
before Trey’s second birthday that sparked the 
Purcell’s fi rst sense of doubt.

“I just wanted another opinion on his 
hernia,” Deb says of meeting with their new 
pediatrician. What they got instead were a 
number of seemingly odd questions and 
ambiguous responses. Keeping vague, the 
doctor sent them for an abdominal ultrasound 
two days later, which revealed Trey had an 
enlarged liver and spleen. “We started to get 

more scared,” says Deb after receiving the 
unexpected results. 

The parents were then sent to meet with 
Dr Sylvia Stockler, director of the Biochemi-
cal Diseases Clinic at BC Children’s Hospital, 
where they learned their son’s fate—as well as 
their own—would be forever altered.

At not yet two years old, Trey’s body was 
already on its way to shutting down. Told that 
Trey was likely suffering from a rare disorder 
called Mucopolysaccharidosis II (MPS II), also 
known as Hunter Syndrome, it appeared Trey 
was missing the vital enzyme needed to break 
down and digest specifi c mucopolysaccharides 
built up in the body’s cells. Because of this, 
stored proteins were remaining in his body, 
causing his enlarged organs and ear problems.

Having never heard of the disease, the Pur-
cell’s struggled to grasp what doctors were tell-
ing them—that Trey’s hands would likely curl, 
his bones wouldn’t grow properly, his organs 
would begin to fail and his lifespan would be 
signifi cantly shortened.

“I don’t think I was in my body,” Deb says. 
“I can’t even describe what was going on in my 
mind. I remember leaving [the hospital] feel-
ing confused as to how people were smiling, 
laughing, drinking coffee. I couldn’t believe that 
everyone didn’t know that the world was over.”

While the Purcell’s waited to receive the 
results that would indeed confi rm Trey’s condi-
tion, they leaned on one another, crying for 
hours on end. Although Dr Stockler had dis-
couraged the Purcell’s from doing their own re-
search on the Internet, as results tend to alarm 
parents further, the young mother did discover 
the Canadian Society for Mucopolysaccharide 

& Related Diseases Inc (The Canadian MPS 
Society), based locally in North Vancouver. The 
society, originally launched in 1984 by a parent 
of a child with MPS, offers support to families 
suffering from the disease, educates medical 
professionals and the public about MPS and 
provides funding for medical research.

“Our whole family was just devastated,” says 
Deb, who had the society’s executive director 
Kirsten Harkins over to discuss the disease.

Harkins, whose 13-year-old son, Nicklas, 
also suffers from a form of MPS, sat with 
the Purcell’s and their extended family as 
living proof that families can make it through 
the frightening diagnosis. Meeting another 
mother of a child with MPS is very impor-
tant, notes Harkins. “Other people can be 
sympathetic, but they don’t really know how 
you feel,” she explains. “I think that is really 
the most important part of the society—feel-
ing like you’re not alone.”

Harkins quickly put the Purcell’s in touch 
with other families suffering with MPS across 
the country, including Simon Ibell, an adult liv-
ing with MPS who has continuously defi ed his 
doctors’ expectations.

“It was the fi rst time hope had come back 
into my life,” Deb notes of Ibell’s visit. “Simon 
was so amazing and such an activist for the dis-
ease; I thought if Trey is like Simon, I couldn’t 
ask for more in a son.

Instilled with a renewed sense of hope 
and determination, Deb began her relentless 
search for treatment, care and answers for 
her son’s condition. She learned that MPS II 
is just one of six variations of the disease and, 
within those, there is a large range of severity. 

By Angela WiebeBy Angela Wiebe

A family’s journey to 
fi ght back

When Disease
Strikes

Photos by Eve Henry | eehenry.com
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While some children experience both physi-
cal and mental degradation, and die young, 
others, like Simon, can become fully func-
tioning adults. The Purcell’s also learned that 
MPS II is the result of a gene mutation, and 
that Deb had unknowingly become a carrier. 
Because the mutation is located on the X 
chromosome, each male child of a female 
carrier has a 50 percent chance of developing 
Hunter Syndrome. 

After it was confi rmed that their second son, 
Avery, was not affected by the disease, the Pur-
cell’s turned their efforts towards treatment and 
care for Trey. Trey began his long journey of 
tests, assessments and doctor’s meetings in both 
Canada and the United States to determine his 
place along the MPS severity spectrum.

According to Dr Stockler, Trey was less 
progressed for his age compared to other 
children with MPS, but the full affect of the 
disease was impossible to determine at such 
a young age. “For a young child like Trey, 
when and to what extent the brain will be 
involved is unknown,” Dr Stockler notes. “I 
supported the family in exploring all possibili-
ties for treatment.”

A number of treatments were pursued, but 
the family soon settled on a drug that had 
been developed specifi cally for MPS II patients 
called Elaprase. An Enzyme Replacement 
Therapy (ERT), the drug gives MPS II sufferers 
a synthetic version of the enzyme they’re miss-
ing to essentially stop the damage being done 
to their bodies. Although the drug will not treat 
any brain involvement, it has been shown to 
signifi cantly improve a child’s physical ailments. 

The drug had just recently been approved by 
the United States’ Food and Drug Administra-
tion (FDA) in July 2006, so Deb, with the help 
of Harkins and Dr Stockler, launched a cam-
paign to get the drug in BC for Trey. After fac-
ing many closed doors, the Purcells’ pursuit was 
rewarded when the BC provincial government 
agreed to pay for the $250,000 per year drug. 
Trey made history as the fi rst and youngest 
child in Canada to begin treatment on Elaprase, 
in February 2007. 

Almost immediately, the effects of Trey’s MPS 
II began to reverse. His liver and spleen shrunk 
down and his growth, which had slowed down 
considerably, is now above average for his age.

“It’s just amazing,” notes Ryan. “Some of the 
damage can’t be reversed…[but] the future is 
just fantastic.”

Since beginning treatment, the Purcell’s have 
fought hard to return to a normal routine for 
their family. They added a fi fth member to the 
family, Sadie, who was born in October 2007, 
and resumed a happy and busy life of drop-in 
play classes with the boys and social activities 
with friends and family. And, yet, their family 
will never be the same.

“I used to play every sport there was and 
now I don’t play any,” says Ryan. “My wife 
used to take dance and teach dance. Our life 
is our family now. Everything is a little dif-
ferent, but we still manage to spend quality 
time together.”

While being careful to carve out special 
family time amongst their busy schedules, 
much of their time is now spent advocating 
for the disease, including planning a special an-
nual fundraiser. Held in the fi rst week of May 
for the past two years, the Cinco de Mayo-
themed bash called ‘Tacos for Trey’ is a family 
fun day fi lled with games and face painting 
for the kids, and tacos and margaritas for the 
adults. T-shirts are sold, donated items are 
auctioned off and lots of money is raised.

“We started it because we wanted the 
money we raised to go straight towards 
research,” Deb says. So far, the Purcells’ MPS 
II Research Fund, in collaboration with The 
Canadian MPS Society, has awarded two 
$40,000 research grants to doctors conducting 
research specifi cally on MPS II. Donations are 
accepted all year round at mpssociety.ca, and 
all funds raised go directly to research.

“We want to fi nd a cure,” says Deb. While 
Elaprase helps keep Trey’s disease at bay, there 
are still no conclusions as to potential long-
term effects, which is why some kids in Trey’s 
position within Canada haven’t been as lucky 
in securing funding.

“We’re just really, really fortunate that BC 
has said ‘yes,’” Deb says. Currently, there are 
two boys in BC and three boys in Alberta tak-
ing Elaprase and receiving phenomenal results, 
but a number of sick kids in Ontario have 
been refused funding for the drug. 

“We have to keep fi ghting for these kids,” 
says Harkins. “There are four children in 

Ontario, in particular, that could really benefi t 
from this treatment.”

The problem, notes Harkins, is that Canada 
lacks an Orphan Drug Policy, which many 
other countries use to help provide the means 
for integrating expensive treatments for rare 
diseases into their healthcare systems. Because 
there is no way of conducting a long-term 
study on such drugs like Elaprase, as there are 
too few cases, reviews such as the Common 
Drug Review have not approved the drug for 
use (although Elaprase has been approved 
by Health Canada), leading some provincial 
governments to conclude the drug is not effec-
tive. This is why The Canadian MPS Society is 
advocating for a policy that would allow rare 
drugs to be judged according to a different set 
of guidelines.

“Yes, these drugs are very expensive,” 
Harkins admits. “But it’s such a low percentage 
of what the government spends on drugs in 
Canada. It’s appalling really.”

Dr Stockler, who is also an advocate for an 
Orphan Drug Policy, says it’s a matter of time 
before such a policy is instituted in Canada. 
The country recently celebrated its fi rst 
‘International Rare Disease Day’ on February 
29th, 2008, which many see as a fi rst step. 
Also, North Vancouver Member of Parlia-
ment Don Bell was recently successful last 
spring in passing a private member’s motion 
that requires the federal government to look 
into several areas involved in developing an 
Orphan Drug Policy in Canada.

Although MPS patients are only a small 
number, all rare diseases combined make up 
a large number of patients across the coun-
try, Dr Stockler insists. “There needs to be a 
separate policy.”

In the meantime, however, there are many 
ways that the public can help families such as 
the Purcell’s. Dr Stockler insists a changed per-
ception of rare diseases in the public is a must.

“We need to build up some empathy for 
these people who are struck by such a disease,” 
she says. “As a society, we need to decide what 
treating these diseases is really worth.”  WCF

Those interested in learning more about MPS or in 
contributing to research funding to help fi nd a cure 
can visit mpssociety.ca or treypurcell.com.
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