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Year After Year, “Walk a Mile in My Shoes” 

Continues to Gain Momentum

In 2007, the first Walk a Mile in My Shoes campaign

kicked-off with an amazing 3,500-mile, week-long journey

across the United States - from New York City to Stanford,

California, with Rallies at every stop. This was in response

to the first National EB Awareness Week, approved by

C o n g ress in the U.S. The campaign’s founder, an

American living in Canada, was joined by five heartfelt EB

advocates, and whom enlightened the public about EB

throughout the October journey. Thousands of dollars

were raised for partners DEBRA of America and EB

Medical Research Foundation.

This campaign continued in 2008, without a cro s s -

c o u n t ry expedition, but with the addition of DEBRA

Canada and DEBRA Mexico as partners. Concern e d

citizens used their own ingenuity and tools provided by

Walk a Mile in My Shoes to host awareness events and

fundraisers in all three countries, forw a rding their

donations directly to the EB organizations to fund

re s e a rch and family support pro g r a m s .

Now, in 2009, as EB Awareness Week expands to global

ramifications, Walk a Mile in My Shoes offers its campaign

tools to EB supporters every w h e re to incre a s e

international awareness and raise funds for all DEBRA

organizations and enduring partner, EBMRF. A few of our

new partners include DEBRA Italy, DEBRA Argentina,

DEBRA Australia and DEBRA New Zealand!

A new website (visit w w w. m y w a l k a m i l e . o rg for details) was

released in conjunction with an international campaign.

Volunteers are presently being sought for an assert i v e

o u t reach project, to request International EB Aw a re n e s s

Week proclamations from local, national, and intern a t i o n a l

policy-makers. If you want to help with this international EB

a w a reness eff o rt (even one hour a week will help!), please

contact Gena Brumitt Gruschovnik (DEBRA Canada’s

D i rector of Aw a reness & Education) by email:

g g ru s c h o v n i k @ d e b r a c a n a d a . o rg or g e n a @ m y w a l k a m i l e . o rg. 

It is VERY EASY to request a proclamation from your

c o u n t ry/town/city policy-makers, and a great time to cre a t e

valuable EB awareness by talking with the media. As

p roclamations are issued around the world, they will be

posted on the website.

We look forw a rd to International EB Aw a reness We e k

becoming an annual global event! Resources are posted for

your use on the w w w. m y w a l k a m i l e . o rg website! 

You may also want to consider hosting an event to raise

money for EB re s e a rch and patient support pro g r a m s .

Visit the w w w. m y w a l k a m i l e . o rg website for details about

I n t e rnational EB Aw a reness Week, and to host a

walkathon, bikeathon, motorcycle ride for EB or ANY

other awareness/fundraising event, the last week of

October or anytime! 

H e re ’s to successful fundraising AND improved EB aware n e s s !

OCTOBER 25-31, 2009

INTERNATIONAL EPIDERMOLYSIS BULLOSA AWARENESS WEEK
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THE WOUNDED BUTTERFLIES AMONG US

U of T student Novelette Munroe, 23, suffers a

rare skin disorder called RDEB.

DERBA Canada would like to thank the Toronto Star for granting

permission to reprint this article which ran May 21, 2009 

by MARK A. YEARWOOD, Toronto Star Journalist

Even a shower “is about survival,” says woman

They call them the butterfly children. Afflicted with a rare

genetic disorder, the children with this painful condition have

skin so delicate, so sensitive, that even the slightest touch

can damage it. 

With no known cure or treatment, epidermolysis bullosa (EB)

is a cruel disease. Because of genetic defects, the skin layers

of EB patients do not adhere properly to each other, causing

areas of structural weakness. EB’s effects range from simple,

but frequent and painful blisters, to open wounds that often

lead to severe disfigurement of body parts, particularly the

hands and feet.

Novelette Munroe, 23, of Scarborough, knows what it is like

to grow up trapped in this fragile existence. 

Hers is a life of routine. Munroe, who arrived in Canada at age 8

from Jamaica, has RDEB (recessive dystrophic epidermolysis

bullosa), a severe form of the disease, which afflicts her with

wounds that appear spontaneously on any part of her body. 

Munroe has constant pain from her wounds. She has

recurring corneal abrasions, where her only remedy is to wait

out the agony in the dark, eyes closed for days at a time. The

sores inside her mouth and esophagus make eating a slow

and uncomfortable process.

The lesions require daily attention - for her, a two-hour r i t u a l

of cleansing and bandaging. “For me, a shower isn’t just

about hygiene, it’s about survival,” Munroe says.

“It takes so much work just to get ready to even step out the

door in the morning. I’m fascinated that the average person

can be ready in 15 minutes,” she says, sighing. 

“Thinking of other people with EB, going through the same

things, helps motivate me when I just don’t feel like going

through the whole process.” 

She speaks softly, slowly, deliberately. This trait becomes

more pronounced as Munroe recalls her time in elementary

school as one of isolation; “I did not have many friends, and

I didn’t interact much with people outside of my family.” 

Though EB does not impair mental abilities, Munroe was

placed in special education classes. Socially, things

improved in high school with the opportunity to attend a 

summer camp in Minnesota for children with various skin

disorders, where she met others with EB. She still returns

each summer as a counsellor. Through the camp, Munroe

has developed a large network of friends with EB, fuelling her

desire to help others in groups such as United Survivors with

Epidermolysis Bullosa (ebsurvivors.org).

“It’s all a part of wanting to pay it forward,” she says of the

support group. “We want to provide a support system and

help foster independence. Eventually we hope to start a

camp specifically for children with EB.”

Munroe’s life is a quiet example of the independence she

wants to help develop in others. She is enrolled as a part-

time student at the University of Toronto. Her reliance on

W h e e l -Trans has her regularly arriving on campus hours

e a r l y, and she is pursuing her driver’s licence.

“I am motivated to learn because my goal is to drive to

school on my own,” she says of earning her G1-level license,

“but the necessary adaptations and costs were an issue.”

She needs specialized driver training because of the damage

EB has caused to her hands. (St. Elizabeth Health Care and

DEBRA Canada, the Dystrophic Epidermolysis Bullosa

Research Association, helped with driver training and funding.)

Scarring has fused her fingers together, and she has lost use

of her right hand. “I’m a right-handed person, so I’ve had to

learn to use my left for everything.” She’s had four surgeries

to try to open and separate her fused fingers. She uses her

laptop in school, which she supplements with a note-taking

service, provided by the university.

For her specialized medical care, Munroe sees Dr. Elena

Pope at Toronto’s Hospital for Sick Children, in a clinic

dedicated to EB patients. Pope, a pediatrician specializing in

pediatric dermatology, likens the wounds caused by EB to

“burns that never heal.” 

Pope is optimistic about a cure: “With the progress in gene

therapy toward correcting defective genes, a cure may be

possible in five to 10 years.”

But Munroe is not focused on the promise of the research.

“It’s not bad to be hopeful, but it’s a fine line. I’m not sitting

around waiting for some cure in the future. I’m focused on

being in the present moment and working with what I have.”

Her constant discomfort prompts an obvious question. “No,”

she replies, “I don’t really hate EB. This is the only life I have,

the only body I know.”

THESTAR.COM | LIVING | 
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NEWSLETTERS ARE
AVAILABLE FOR

D O W N L OAD ONLINE
Check us out at 

www.debracanada.org
We welcome your 

questions or comments.

In Memory of Alejandra Stuparich

by Dr. Elena Pope

Head, Section of Dermatology

Director, Epidermolysis Bullosa Clinic

The Hospital for Sick Children, Toronto

Alejandra Stuparich, a strong EB advocate,
compassionate nurse and wonderful colleague
passed away after a short and fierce battle with
cancer in the summer of her life. 

Alejandra, an experienced pediatric nurse, joined
the Dermatology Program in 2003 and in a short
time, managed to learn the complexities and
subtleties of a specialty new to her; and became
an invaluable resource for patients and parents,
colleagues and trainees. 

Her contribution was mostly felt in one of the
most difficult areas in Pediatric Dermatology, in
dealing with patients with Epidermolysis
Bullosa. Her clinical expertise, coupled with her
genuine caring for the sufferers gained her the
instant trust of the EB patients who longed for
the right combination of compassion without
pity, and expertise without arrogance. 

Alejandra had the ability to make patients smile
before painful procedures. She had a knack of

alleviating the anxiety of worried parents. And,
she was a wonderful resource, providing support
for younger colleagues who at times felt
overwhelmed by the complexity of EB. 

Our lives are a little less full with her passing…
but what we lost may not be for nothing, if we
would learn to approach life as Alejandra did -
with a twinkle in the eye, making every day count. 

Do you (or someone you know) have a vehicle that’s reached the end of the road? Are they looking

to find an easy way to get rid of it? 

DEBRA Canada is now affiliated with Charity Cars and 1877 End of Life Vehicles. As a charitable

contribution, your vehicle could make a big difference! Charity Cars will take any used car, truck, or

van, and they provide free pick-up. This charity vehicle donation program is designed and run by

Certified Auto Recyclers who will recycle the vehicle in an eco-friendly manner! They are affiliated

with “Green Vehicle” recycling yards across Canada, and will arrange for a local affiliate in your area

to pick up your vehicle.

To donate, go to www.charitycars.ca and click on the link, or go directly to our donation page:

http://www.1877endoflifevehicles.com/cardonation.cfm?aid=106

This vehicle donation process is simple, quick and convenient. Charity Cars

gives DEBRA Canada 100% of the benefit, and you receive a tax deduction for

the value of your donation. Please pass on this great news!

CHARITABLE VEHICLE DONATION PROGRAM

BOARD OF DIRECTORS

A voluntary, non-profit organization
dedicated to those affected by EB.

President, Special Events,
Medical Liaison/Committee:
Jay Wilson
Stoney Creek, On

Past President/Treasurer:
Jocelyn Maggs
Guelph, On

V-P, Governance: 
Tim Christie
Raleigh, NC

Director Fundraising:
Dave Gallant
Hamilton, On

Director Awareness & Education: 
Gena Gruschovnik
London, On

Director Website & French Liaison: 
Annie Philibert

Coaticook, QC

Director: Natalie Blackwell
St. Thomas, On

Director: Alice Ervin
Ottawa, On

Director: Rocky Tesa
Toronto, On

Administration: 
Erin Hoyos
Oakville, On

DEBRA Canada
Postal Office Fruitland
Box No. 11111
Stoney Creek, ON L8E 5P9
Toll Free #: 1-800-313-3012

E-mail: debra@debracanada.org

DEBRA Canada wishes to acknow l e d g e
maclaser printing, M i s s i s s a u g a , ON for
the printing of this newsletter.
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