GREEN

9N d

UPDATE
FALL 2009

A MESSAGE
FROM

CATHERINE
LAWRENCE

A funny thing happened on my way to
writing this message.

As many of you know, | am not often at a
loss for words. | have an uncanny ability
to strike up a conversation with strangers
...taxi drivers, flight attendants and party
supply store-owners! Actually I've told
every person I’'ve met in the past six
months, how amazing my friends and
family have been to me. I've told them
how you all worked tirelessly to help
organize and host one of the most excit-
ing and important experiences of my life.
That you came together to give of your-
selves and reached out to your own
communities to help finance the LAM
science meeting and play a significant
role in funding vital research into this
horrific disease.

But what | realized on my way to writing
this message was | hadn't yet articulated to
all of you what your contributions have
meant to me. The gathering of the great
science minds, the laughter, the unwavering
support of my friends and family is both
overwhelming and humbling. | know you all
are with me on the road to finding a cure.

Thank you from the bottom of my lungs.

Men and Women are
from MaRS!
“Innovation” and “gateway”
are two of the words that | find
S0 inspiring about the work
that is being done at the MaRS
Collaboration Centre and made
it the perfect place to host
the LAM Summit and kick off
fundraising party last April.

The party was a wonderful
chance for our tireless commit-
tee and volunteers to rub
“lungs” with some of the
brilliant scientific minds that
flew from all over the world to

Committee member Craig Jarvis with
Dr. Alfredo Gorio from the University
of Milano.

Global TV anchor, Leslie Roberts interviews Dr. Amy Farber from
Harvard. She is a LAM patient, and is the founder and CEO of the
LAM Treatment Alliance.

attend. They all seemed to enjoy our “gift bags”
complete with rubber chicken and a copy of
Green Eggs and Ham, which motivated many
relaxed conversations and welcomed our
esteemed guests “Green Eggs and LAM” style!

Our posters were perfect in their direct simplicity
and also had a sense of whimsy that is also part
of our Green Eggs and LAM approach.

It was a great night of exchange with a fantastic
mixture of scientists and supporters from all walks
of life. Different ideas and thoughts not only of
LAM but laughter and community created the
perfect balance. It was a celebration motivating
common ground. Little did | know that “the

Part of the energetic Green Eggs & LAM committee member team: (L to R) Chris Hart, Billie, Elaine Vacheresse, Robin
Perry, Catherine, Phyllis Ellis and Christopher Tory.

Page 1 of 8

Photos: Caley Taylor




Over 200 yummy green eggs cupcakes were generously donated by “Lollicakes”,
559 Mount Pleasant Road, Toronto.
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Fresh insight at the Summit from Dr. Jack Elias from the

Yale School of Medicine.
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LAM patients Yolanda Martins and Dr. Marsha Cohen,
smile at the amazing gathering of minds.

Dr. Augustine Choi — Harvard Medical School takes a
moment to familiarize himself with LAM.
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This year’s “LAMB” Brett Kelleher enjoying the evening with committee CFO Barbara
Hackett and Catherine.

human body” might be the only
sentence | would understand the
following day!! However we ALL
understood the word “Cheers” as
we celebrated the kick off to the
Summit that evening.

What an extraordinary collaboration
of great minds, as 30 international
scientists and researchers gathered
for 8 hours the following day to share,
learn and exchange ideas about LAM.
Although they had me (and lost me)
at “Hello” | knew we were in the
presence of greatness, their genius
motivated toward the possibility of a
cure for LAM. Dr. Amy Farber, created
the focused agenda, and brilliantly
facilitated the meeting.

Dr. William Stanford — University of Toronto shares a laugh
with LAM expert Dr. Joel Moss — NIH, Bethesda, Maryland.
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Design and printing of educational LAM posters were generously donated by Dr. Joel Moss is reminded that LAM is a women'’s disease. Dr. Lisa Henske (fourth from left)
Scott Morris architects, Toronto. joined the fun with Catherine’s friends and family.

Dr. Gorio, eloquently summarized 6
years of LAM studies in 15 minutes.
Some were lung specialists, others
leading researchers in other respiratory
diseases but the fact that research

into rare diseases like LAM can inform
more common diseases was important.
Given an opportunity to converse with
each other and brilliant LAM experts like
Dr. Joel Moss and Dr. Lisa Henske will
greatly accelerate the possibility of a
cure for LAM and other lung diseases.
Watching their excitement and enthusi-
asm was astounding. It was somewhat
like when we found cupcakes with eggs
on them in green and white for the
event (thank you Billie)!! It’s all about
point of difference!!!

Journalist Mary Ann Colihan conducts an interview with
Dr. Henske during the Summit “Kick-Off” party.

Loot bags given to the scientists injected humour and The meeting of great minds: (L to R) Dr. Andras Nagy — University of Toronto, Dr. Robin Tuder — University of Colorado
fun into this serious subject. School of Medicine, Dr. William Stanford — University of Toronto, Dr. Bela Suki — Boston University, and Dr. Caroline
Owen - Harvard Medical School.
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Dr. Jeannie D’Arimiento and Dr. Kirin Chada with Dr. Bela Suki.

Our kick off party raised $60,000 dollars
that financed the Summit and con-
tributed an additional $15,000 to the
$130,000 which is now directly at work
in the lab. As part of the engine that
powered this unique day, you not only
helped gather international scientists and
researchers who are already dedicated

to LAM, you also helped enlist new
minds who are now committed to joining
the race against the disease. Thank you.

The scientists who attended were
inspired by this day that included not
only intense and productive information
sharing but also a spontaneous environ-
ment that promoted open dialogue that
has continued since the event.

Dr. Param Dedhia of Canyon Ranch, Tucson, Arizona laughing with Catherine and
Dr. Les Kobzik of Harvard School of Public Health.

Volunteer committee members Phyllis Ellis and
Jennifer Tory.

Thank you so much to all the participating scientists and researchers. Some, pictured Catherine and Lois Rice. The Rice family has generously supported LAM from the outset

here, were able to join the launch party.

of Catherine’s diagnosis.
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Maverick Public Relations president Julie Rusciolelli and Robin Perry pose with More avid LAM supporters: (L to R) Stephen Blaney, Jerome Morse (Catherine’s
Catherine wearing the “Nice Pair” apron. husband) and Hart Pomeranz.

Thanks to the support of other funders,
100% of the event proceeds have gone
directly to LAM research.

LAM is a women’s disease. It has no
common or typical set of symptoms;
each case presents itself in a unique
way. This fascinated most of the Summit
attendees not familiar with LAM. The
fact that it is difficult to diagnose and
presents itself so uniquely also became
a motivator for many to express great
interest in contributing their knowledge
and work toward a cure. LAM is
aggressive and attacks relentlessly. The
researchers are approaching the task of
finding a cure with the same fervor. We
are able now, because of this event and

Philanthropist Cheryl McEwen, co-founder of the
McEwen Centre for Regenerative Medicine at the
University Health Network.

Enjoying a great evening: (L to R) Dr. Param Dedhia and Lynn Goldman with Catherine’s children Ben, Allie and Dr. Joel Moss and Catherine sharing a fun moment
Claire Morse. about Green Eggs and LAM.
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others, to directly contribute to the
scientists and researchers at the
University of Toronto who are tirelessly
working in labs today, and to spread
awareness encouraging fast diagnosis
and outreach.

We look forward to the day the scientists
announce a cure for LAM.

| don’t have a “perfect pair” right now
but | have a great apron! | have a difficult
and challenging disease but | have
amazing friends, family and supporters
that have joined me and other women
battling in the fight against LAM. | can’t
run for a cure but | can help chase down
every possible doctor, researcher or
scientist until | find one. There is no way
| could do it without you. Sometimes

it’s hard to receive but one thing this
disease has given me is the stillness

to see and feel the love and support
around me.

Thank you.

Leslie Roberts quarterbacked the MaRS “Kick-Off’ party
with his trademark eloquence and humour.

Catherine with loving, supportive friends (L to R) John Anderson, Chris Hart, Catherine, Tracy Adair and
Kathryn Anderson.

LAMB Brett Kelleher and Dr. Jane Yu from Harvard.

COMMITTEE

MEMBERS

Leslie Roberts Barbara Hackett

Judy & Craig Jarvis  Nancy Rowland

Jane Berry Chisholm The Honourable
Phyllis Ellis Justice Gloria Epstein

Robin Perry Deborah Scott
Victoria Foley Dr. Marsha Cohen
Bonnie Levy Christine Hart

Christopher Tory Elaine Vacheresse

Billie Jennifer Tory

Catherine thanks Tim Sellers for his support of this
Jane Chisholm Gill Evans exciting MaRS event.
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One of the mysteries of LAM is that we don’t know where it comes from.

We need information as to where and how LAM starts in the body. In the past,
Dr. Bill Stanford’s lab at the University of Toronto has been able to take

adult cells of different types (skin, hair, etc) and reprogram them into stem cells.
When the stem cells are allowed to differentiate randomly in culture, they
appear to differentiate better into their cell of origin.

Dr. Stanford has taken a LAM cell line from a LAM patient sent by Dr. Lisa Henske
in Boston, and has attempted to reprogram those cells.

Update from Dr. Bill Stanford:

“The update is that we have attempted to reprogram LAM cells from a patient into
an induced pluripotent stem (iPS) cell line to develop a cell culture model of LAM.

Unfortunately, the drug inducible strategy we used to express the reprogramming
factors (the reprogramming factors are used to convert cells into stem cells) Kill
the LAM cells. Thus, we learned these LAM cells are very sensitive to the drug
(an antibiotic, doxycycline) we used to reprogram the cells. It is tempting to think
that we may have stumbled onto a drug that could kill LAM cells in patients.
However, we don’t know if this patient’'s LAM cells were sensitive to the drug
before or after their cells were placed in culture many years ago. Moreover,

this same drug, doxycycline, was tested in LAM patients a number of years ago
with modest results. However, we have informed other researchers about the
drug sensitivity to determine if other LAM cells are also sensitive to this drug.
We are developing other strategies to reprogram the LAM cells and model

this disease in the culture dish. In fact, our current reprogramming experiment
looks promising. In a few weeks, we’ll know for sure if we have LAM iPS cells.
This will be exciting and allow us to perform a number of important experiments
including analyzing the propensity of the LAM iPS cells to differentiate into
different cell types, which could provide insight into the cell of origin of LAM.”

Dr. William Stanford, Canada Research Chair in Stem Cell Bioengineering and
functional genomics.
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WOOL OF FAME

MANY THANKS TO ALL OUR SUPPORTERS

Ackley, Mark

Adair, Geoff & Tracy
Adams, Paul & Mary Ann Colihan
Agnew, Anne

Allen, Courtney

Aman, Aman

Anderson, Kathryn & John
Andrews, Janet

Ansell, Jeanne

Arokium, Devika
Ashdown, Gay

Aube, Grace

Avayianos, Chris

Aziz, Greg & Irene

Aziz, Suzanne

Baert, Kirk

Baker, Rose & Rod
Balfour, Susan

Ballon, Edward & Heather
Beattie, Robyn & Kevin
Bellows, Byron

Berry, Anne

Berry, Calvin

Berry, John

Blaney, Stephen

Boivin, Carol

Bornello, Sharon
Bourgeois, Garry

Bowen, Bob & Sue Wansbrough
Bowman, Mary Ann
Brooks, Judy

Brown, Jason

Browne, David & Joanne
Brownridge, Marie & Ross
Bruder, Catherine

Buck, Billie & Trevor
Buckman, Rob & Pat Shaw
Burgar, Michael
Burnstein, Marcus & Ruth Epstein
Butler, Brian & Helen
Byers, Mary

Byers, Rick & Margot
Calder, Laura

Cameron, Leslie
Campbell, Alannah
Campbell, Jamie
Carmichael, John

Carter, Susan

Chapin, Nadia & Colin
Chapman, Brent & Nancy
Chenoweth, Lucille & Fred
Cherniak, Claude & Earl
Chisholm, Jane & lan
Chisholm, Jane & Steve
Chisholm, Jeff & Tamara Lawson
Clements, Brian

Cohl, Bob & Barb

Colin, Maryanne E.
Conklin, David
Connacher, Kelly

Contini, Kim & Mark
Cook, Terry

Cooke, Tom & Piri Pandi
Cooper, Richard

Cooper, Robbie

Crook, Kathleen & Jim
Crow, Julie

Cundill, Peter

Davis, Sarah

Davis, Ziva

Dawson, Susanna
Dedhia, Param

Didonato, Diane & Pat
Dixon, Glen & Luc Vincent
Doherty, Nancy & Britt
Donals, Angela

Doritty, David & Ann
Dowsett, Paul

Dunn, Amanda

Elgie, Nancy

Ellis, Kevin

Ellis, Phyllis

Elser, Patrick

Enfield, Larry & Charlene
Engel, Stephanie

Epstein, Gloria & Seymour
Epstein, Michelle & David
Evans, Cynthia & Mark
Evans, Gillian

Farmer, Nita

Farnell, Anthony

Fattorie, Irene

Fell, Annabelle

Fiddes, Donna

Flatley, Aidan & Ruth
Flatley, Pat & Liz

Flontron, Jane

Flores, John & Anita
Forbes, Paul

Forster, David & Pat
Fredericks, Paul & Victoria Foley
Frost, Anthony & Paula
Fulford, Susan

Gales, Leslie & Keith Ray
Garcia, Chris

Gaskin, Jim & Norma
Gavin, Stu

Geddes, Libell

Gill, Robin

Goad, Laurie

Godlberg, Michael
Golding, Lynn

Goldman, Bill & Lynn
Goodman, Faith

Grande, Pete

Grant, Alasdair

Grant, Brian and Carol
Grant, Leslie & Buzz
Greenhalgh, Lindy
Handley, Gary & Janice
Hansen, Dagmar

Harrop, Anne & Bruce
Hart, Christine & Chris
Hatch, Carr & Jean

Held, Mary

Hendry, Neil & Jane Milanetti
Heywood, Dee Dee
Higgins, Judy & Tim
Higgins, Tom

Hornsveld, Gordon
Horowitz, Beth

Huggard, Mark

Hunt, Sarah

Hunter, Bryce & Connie
Hunter, Liv

Hutcheon, Linda & Michael
Jarvis, Judy & Craig

Jekir, Anthony

Joel, Sue

Johnston, Brian & Lori
Johnston, Leslee & Michael
Jones, Margaret Anne
Jubb, Dawna
Kane-Mackay, C.S.
Karleff, Chris

Karmali, Karim
Kartechner, John

Kelleher, Brett & Sheryl Gill
Khary, Dandy

Kilmer, Pam & Tom

Kilroy, Ed

Kingsmill, Andy

Kirk, Tom

Knowles, Suzanne & Michael
Kryworuk, Peter & Mary
Lamont, Don & Linda
Lapointe, Sylvie & Bill Carroll
Lawrence, David & Diana
Lawrence, Gary & Soon
Lawrence, Jean & Bill

Lawson, Brian & Joannah
Lederman, Sidney

Lee, Glenda

Lee, Rosanna

Legein, Christine

Leon, D.

Leon, Luke

Less, Henry & Sissy Federer
Levi, Oded & Tamara

Levy, Bonnie & Peter

Levy, Karyn

Lipson, Carol

Liska, Don

Lobo, Joan

Lockhart, Claire

Lockhart, Nancy & Murray Frum
Luciano, Jeff

Luciano, Peter & Billie
Luciano, Ron

Lynn, Katie

Lyons, Dawna

Lyons, Glen

MacBain, Mike

MacDonald, Catherine
MacGorman, Terry & Mary
Mackay, Maureen
MacKenzie, Peter
Mackenzie-Aimes, Trenton & Alison
Magee, Brian & Susan
Magee, Christine & Al
Maggs, Adriana

Maker, Sandra

Manella, Adrian

Marotta, John & Meredith
Martins, Yolanda

Mathur, Chetan & Clara Angotti
McClelland, Al & Caryl
McClelland, Glen & Carol
McCormick, Barb
McCullam, Jim & Tess
McEwen, Cheryl & Rob
McEwen, Tom & Tamara
McLean, Don & Lisa
Meekison, Jim & Carolyn Kingstone

Mendelson, Michael & Marsha Cohen

Meredith, Jane & Michael
Miklas, Greg

Millman, Lawrence

Mills, Greg & Lynn Richardson
Mock, Donna & Jeff
Mohamed, Nadir & Shabin
Morgan, Wendy

Morris, John

Morse, Jerome

Moss, Joel

Nicoletti, Louis & Jeanette
Nisenbaum, Howie & Caralyn
Nixon, Peter & Laurie

Our apologies for
any misspellings or omissions.

Noonan, John

Norris, Greg & D. Liss
Northey, Rod & Lori Stoltz
O'Rourke, Debra & Paul Curley
Pacynski, Rick & Sue

Page, Sylvia

Pape, Paul

Paterson, Margie
Peerenboom, Robin & Harold
Perry, Greg

Perry, Robert & Nicky
Petrucci, Tom & Elizabeth Easton
Phelan, Jennan

Pierson, Alex

Pinnington, Carol & Tim
Pomerantz, Hart

Poole, Cathy

Porter, Katie & Dana

Poulos, Phillip

Powell, Sally

Powers, Rick

Proskow, Jackson

Quigley, Michael & Dale Philp
Ranson, Sharon & Steve
Rayman, Irving & Toby
Redmond, Andy & Sue

Rice, David & Maritza

Rice, Jeff

Rice, Lois

Rice, Rod & Sandy
Ridabock, Chris

Rigo, Dan

Rippey, Dennis & Heli Donaldson
Roach, Bill

Robert, Anthony

Roberts, Leslie & Chris Barber
Robinson, Deb

Robinson, Michele

Roebuck, Grant & Diane
Rogers, Maureen

Rogers, Rose & Steve
Rosseau, Jon & Luanne
Rossi, Toni

Roth, Robert

Rowland, Nancy

Rusciolelli, Julie

Rutter, Doreen

Sainsbury, Susan

Salem, Sandy

Sanderson, Jim

Sandler, Steve & Cookie
Schmale, Brad & Esteban Ortiz
Schnarre, Monika

Schumacher, Lynn & Deborah Scott

Sellers, Timothy

Seymour, Harry & Lil

Sharpe, Ricki & Steven
Sheppard, Evelyn & Frank
Simonovitch, Kathy

Simpson, Robin

Sinel, Gail & Paul

Slaight, Annabel & Brian
Slaight, Gary

Smith, Cathie & Mark

Smith, Nancy

Smith, Ward

Sorel, Rene & Elaine Vacheresse
Steinmetz, Peter & Elke
Stevens, Joanne

Stevenson, John

Stewart, Stacy

Stirling, Judy & Scott

Strassler, Brent & Lindsay Perry
Strezos, Tom & Marilyn Trentos
Suarez, Roy & Julie

Symonds, Heather

Takenaka, David

Tallova, Martina

Thomas, Bruce & Gail
Thomas, Sandra

Thompson, Gail
Thompson, Jill
Thompson, Vivian & Greg
Todd, Patrick & Carolyn
Tomblin, Anna & Tom
Tory, Christopher

Tory, George

Tory, Jennifer

Tory, John & Barbara Hackett
Tory, John & Melanie
Tory, Susan

Turcott, Dan

Vankiekbelt, Debbie
White, Ron & Brad Wilson
Whittaker, Martha

Wilson, Gord & Lisa Lafreniere
Wing, Lucy

Woods, Richard

Woolley, Jill

Wright, Gerald

Wright, Ginny

Yu, Sunni Cao

Zanardi, Papa

SPECIAL THANKS TO:

Caley Taylor Photography
Emblem Flowers

Four Seasons Hotel
Henry Less Productions
Lollicakes

MaRS

Maverick Public Relations
OXYGEN magazine

Scott Morris Architects
Select Foods
Sunnybrook Foundation
Virgin Radio

Workhorse Communications

DEEP GRATITUDE TO

THESE SCIENTIFIC
PARTICIPANTS:

Kiran Chada, D.Phil

Augustine Choi, MD

Ernest Cutz, MD, FRCPC

Jeanine D’Armiento, MD, PhD

Jack Elias, MD

Amy Farber, PhD

Geraldine Findlay, MD

Alfredo Gorio, PhD

Caroline Heckman, PhD

Elizabeth (Lisa) Henske, MD

James Hogg, MD, PhD

David Hwang, BSc, MD, PhD,
FRCPC

Les Kobzik, MD

Po-Shun Lee, MD

Bruce Levy, MD

Joel Moss, MD, PhD

Andras Nagy, PhD

Caroline Owen, MD, PhD

Betsy Peters, BSN, RN

Martin Post, PhD, DVM

David Rodman, MD

William Stanford, PhD

Bela Suki, PhD

Neil Sweezey, MD

Rubin Tuder, MD

Charles Vacanti, MD

Thomas Waddell, FRCSC, MD,
MSc, PhD

Vicky Whittemore, PhD

Herman Yeger, PhD

Jane Yu, PhD

Sima Zacharek, PhD




