C ONFERENC E
April 2 5 , 2 6 & 2 7

H E L PING FAMILIES & INDIVIDUALS W I T H
RETT SYNDROME FOR 20 YEARS

MESSAGE FROM
The 2014 Ontario Rett Syndrome Association’s
We “R” Family Conference is going to be a very
informative and exciting event. The We “R” Family
Conference offers exceptional speakers that will
be engaging for all those who support an individual
with Rett Syndrome. This includes family members,
care givers, friends, educators, therapists, support
staff and medical professionals. It is our goal
to bring the leading experts in the field of Rett
Syndrome to the 2014 conference as presenters.
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THE CHAIRS
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This is the most exciting and promising time within the Rett syndrome community since the MECP2
discovery in 1999. There is a greater understanding of this complex disorder. Increased research is
being conducted in Canada and around the world to find a treatment and a cure. Drug trials have
commenced and will be possible in Canada due to the establishment of the Canadian Rett Syndrome
Registry. There has been an explosion of information regarding the use of eye gaze technology for
children and adults with RTT. The endearing term “Silent Angels” may be unnecessary as more and
more utilize this communication system. There are now three RTT Clinics in Ontario. Canadian scientists,
clinicians and provincial associations will come together at the Canadian Rett Syndrome Symposium,
concurrent with the We “R” Family conference. National Rett syndrome education and collaborations
to support those living with RTT in Canada are now at the forefront. The We “R” Family conference
will allow family members, educators, medical professionals, support agencies and others to listen to
presentations from RTT experts. The opportunity for families to attend a private communication and/
or medical clinic is unique to an O.R.S.A. conference. Every biannual conference allows for important
connections to take place. The focus of the 2014 conference is celebrating families: our large O.R.S.A.
family, the Canadian RTT family connections and each family who is privileged to have a child with RTT.
We encourage school systems, support agencies, treatment and rehab centres and health professional
to consider funding personnel to attend this informative conference. The information and professional
connections gained will assist in the knowledge needed to support an individual with Rett syndrome.
Families are encouraged to bring their child’s entire team to the conference. The knowledge gained
will assist families when advocating for services and programs for their child. O.R.S.A. has made the
conference registration fee as low as possible. Each biannual conference is subsidized greatly by the
association. We are ready to be your host for an informative, interactive and memorable conference.
You are invited to the 2014 We “R” family conference.

See You in April!
Terry Boyd & Shari Hamlin
					

Conference Co-Chairs: 				

CONFERENCE
April 25
Friday

April 26
Saturday Morning

Communication Clinics: By Appointment Only

7:30 a.m. Conference Registration Opens

8:30 a.m. – 4:30 p.m.

8:30 a.m. – 4:30 p.m. Exhibitor Fair & Resource

Arrive 30 minutes prior to scheduled

Centre

appointment.

8:00 – 9:00 a.m. Breakfast

Communication Expert: Judy Lariviere

Conference Sessions

Medical Clinics: By Appointment Only

8:45 a.m. Welcome & Announcements

1:00 p.m. – 4:00 p.m.

9:00 – 10:00 a.m. Rett Syndrome: Ideas for

Arrive 30 minutes prior to scheduled

Approaches to Treatment

appointment
Physicians: Dr. MacLeod,
Dr. Humphreys, Dr. Neul
Welcome Reception & Registration
6:30 – 8:00 p.m. Welcome Reception,
Registration, Meet & Greet & Name Tag
Creation Table
7:00–7:45 p.m. Kids Treasure Hunt
8:00–9:30 p.m. Discussion Groups

Presenter: Dr. Neul
10:00 – 10:15 a.m. Break
10:15 – 11:00 a.m. Co-Morbidities in RTT Part 1:
GI Issues
Presenter: Dr. Kevin Bax
11:00 – 12:00 a.m. Co-Morbidities
in RTT Part 2:
Seizures
Presenters: Mary Secco & Dr. Peter Humphreys
General Care and Management
Presenter: Dr. Victoria Siu
Genetics Review
Presenter: Dr. Melissa Carter
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12:00 – 1:00 p.m. Lunch

AGENDA
April 26
Saturday Afternoon

April 27
Sunday Morning

1:00 – 2:00 p.m. Research Update

8:00 – 9:00 a.m. Breakfast

Expert Panel: Dr. Justice, Dr. Eubanks, Dr. Neul,

9:00 – 9:15 a.m. Opening Remarks

2:00 – 2:15 p.m. Break

9:15 – 10:15 a.m. Drug Trials Today and

2:15 – 3:15 p.m. Rapid Fire Question & Answer
Session
Expert Panel: Dr. Neul, Dr. Justice, Dr. Eubanks,
Dr. Humphreys, Dr. MacLeod, Dr. Siu, Dr. Carter,
Dr. Bax
3:15 – 4:30 p.m. Access to Communication:
Engaging Children and Adults with Rett Syndrome
in Conversations
Presenter: Judy Lariviere
4:30 – 5:30 p.m. Free Time

April 26
Saturday Evening

Tomorrow
Presenters: Dr. Neul, Dr. Humphreys, Dr.
MacLeod
10:15 – 10:30 a.m. Break
10:30 – 11:00 a.m. Developing a Complex
Care Plan
Presenter: Tessa Gresley-Jones
11:00 a.m. – 12:00 p.m. Achieving Literacy
Results with Individuals with Rett Syndrome
Presenter: Judy Lariviere
12:00 a.m. Lunch
12:30 a.m. Farewell Comments

5:30 p.m. Reception & Cocktails
6:00 - 10:00 p.m. Family Celebration Dinner, Raffle,
Candy Table, Dance
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5 SPEAKER
DR. KEVIN C. BAX, MD, FAAP JOINED

DR. MELISSA CARTER, M.SC., M.D., IS A

THE DEPARTMENT OF PAEDIATRICS AT THE

CLINICAL GENETICIST AT THE HOSPITAL FOR

CHILDREN’S

SICK CHILDREN AND ASSISTANT PROFESSOR OF

HOSPITAL

LONDON

HEALTH

SCIENCE IN FEBRUARY 2009.

PEDIATRICS AT THE UNIVERSITY OF TORONTO.

He completed his undergraduate training at
Calvin College, Grand Rapids, Michigan. He
then graduated from Indiana University School
of Medicine. He served as a pediatric resident,
as well as a pediatric gastroenterology fellow at
James Whitcomb Riley Hospital for Children. Dr.
Bax practiced in private practice with Pediatric
Gastroenterology Associates of Indiana in
Indianapolis, Indiana for 2 years prior to joining
the Paediatrics Department at the University
of Western Ontario. Dr. Bax is now an assistant
professor of pediatrics at the University of Western
Ontario, Children’s Hospital, London Health
Sciences Centre.

She completed residency in Medical Genetics
at the Children’s Hospital of Eastern Ontario
in Ottawa in 2009, then a clinical fellowship in
Developmental Pediatrics at Holland Bloorview
Kids Rehabilitation Hospital in Toronto. Her
clinical interests include care of children with
genetic developmental disabilities (in particular
chromosomal disorders and Rett syndrome).
She established Ontario’s first Autism Genetics
Clinic in October 2011. She is co-director of the
Rett Syndrome Complex Care Clinic at Holland
Bloorview Kids Rehabilitation Hospital, which
opened May 2013.

Dr. Bax has research interests in mucosal
immunological, mucosal drug transporters
in childhood gastrointestinal diseases. He is
the gastroenterologist for the Thames Valley
Children’s Centre in London, Ontario.

TESSA GRESLEY-JONES IS A PEDIATRIC NURSE
PRACTITIONER AT HOLLAND BLOORVIEW AND
ADJUNCT LECTURER WITH THE UNIVERSITY OF
TORONTO, FACULTY OF NURSING.
She graduated from the Masters of Nursing
Pediatric Nurse Practitioner program at the
University of Toronto and has long been
passionate about working with children with
medical complexity.

BIOGRAPHIES
DR. MONICA J JUSTICE IS SENIOR SCIENTIST AND PROGRAM HEAD IN GENETICS AND GENOME
BIOLOGY AT THE HOSPITAL FOR SICK CHILDREN IN TORONTO, ONTARIO.
She recently moved to this position from Baylor
College of Medicine, Houston, Texas, where
she was a Professor in the Department of
Molecular and Human Genetics and Director
of the Mouse Embryonic Stem Cell Core and
the BaSH Consortium for the Production and
Broad-based Phenotyping of Knockout Mice.
Dr. Justice received her Ph.D. from Kansas State
University in mouse developmental genetics,
and was a postdoctoral fellow in the Mammalian
Genetics Laboratory at the National Cancer
Institute. She is a Senior Editor of Disease Models
and Mechanisms and Current Protocols in
Mouse Biology. She is the recipient of several
awards, including an American Cancer Society
Junior Faculty Award, the Burroughs Wellcome
Innovation Award in Functional Genomics, and
the Michael E. DeBakey Excellence in Research
Award.
Dr. Justice is a pioneer in the field of mouse
mutagenesis. Her research exploits that genes
and whole chromosome regions are conserved
between the mouse and human. Overall, her
research aims to merge mouse modeling with
clinical genetics to understand the basis for
human diseases, and to use mouse models to
ameliorate disease states. Her internationally
recognized program has produced hundreds
of new mouse models of human disease, which
have allowed for discoveries of gene functions
in diverse areas such as cancer, reproduction,
neurobiology, obesity, and blood, heart, and

bone development. Her current work focuses on
a genetic suppressor screen in a mouse model for
Rett syndrome (RTT) to identify pharmacologically
targetable pathways for disease suppression.
These studies show that cholesterol/lipid
homeostasis is involved in the brain and systemic
pathophysiology of RTT. Current efforts focus
on continuing a Rett Syndrome Research Trustfunded screen to identify all targetable pathways
involved in the pathophysiology of RTT.

DR. VICTORIA SIU IS THE MEDICAL DIRECTOR
OF THE MEDICAL GENETICS PROGRAM OF
SOUTHWESTERN ONTARIO.
In 2000-2001, she was a co-investigator on a
project funded by O.R.S.A. to perform mutation
analysis of the MeCP2 gene. She founded the
Rett syndrome clinic at Thames Valley Children’s
Centre in London in March 2010, and is privileged
to work with a multidisciplinary team (nurse,
gastroenterologist, neurologist, developmental
pediatrician, OT, PT, SLT). Her team is currently
pursuing the use of eye gaze technology for
enhancing communication opportunities for
many lovely girls and young women with Rett
syndrome.
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MARY SECCO HAS HAD THE PRIVILEGE OF BEING THE EXECUTIVE DIRECTOR OF THE EPILEPSY
SUPPORT CENTRE, A LONDON BASED GRASSROOTS CHARITY THAT HAS BEEN PROVIDING SEIZURE
EDUCATION AND SUPPORT SERVICES TO 950 FAMILIES FOR THE PAST TWELVE YEARS.
Last year Mary changed her role at the Centre
to focus on provincial, national and international
initiatives. At a provincial level, Mary serves as
the patient advocate on the Ontario Ministry of
Health’s Epilepsy Implementation Task Force. She
is also the recipient of two Ontario Brain Institute
(OBI) research grants and a member of the OBI
EpLink Non-Profit Advisory Committee. Nationally,
Mary is a board member of the Canadian Epilepsy
Alliance and their representative to Neurological
Health Charities Canada. At the international

level, Mary is the Chair of the North American
Region of the International Bureau for Epilepsy
and the Co-Chair of the Global Outreach
Task Force.
Mary’s career highlights include
the development of two published epilepsy
curriculum units, one to teach grade 5 students
about seizures and the other to encourage senior
biology students to consider a career in epilepsy.
She is the author of four social research articles
that have been published in international journals

JUDY LARIVIERE, M.ED., OTR/L IS AN ASSISTIVE TECHNOLOGY SPECIALIST AND A PEDIATRIC
OCCUPATIONAL THERAPIST WHO HAS WORKED IN THE FIELD OF ASSISTIVE TECHNOLOGY,
INCLUDING AUGMENTATIVE AND ALTERNATIVE COMMUNICATION (AAC), FOR THE PAST 24
YEARS.
Through her private practice, Judy has over 16
years of experience working with girls and young
women with Rett syndrome (RTT); identifying
their best means of access to technology
for communication and learning, while also
implementing tools and strategies to support their
educational progress, particularly in the area
of literacy. She has designed various eye gaze
page layouts specifically for individuals with RTT
and has used these successfully in more than 200
eye gaze trials with children and adults. Judy is
the Communication Specialist at Katie’s Clinic for
Rett syndrome at Children’s Hospital & Research
Center Oakland. She presents at conferences
nationally and internationally about her work
with children and adults with RTT. Judy is also
a full-time Professor as an Assistive Technology
Specialist in the Disability Resource Center at
Skyline College in San Bruno, CA.
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DR. JAMES EUBANKS, COMPLETED HIS BACHELOR'S DEGREE IN ARTS AND AGRICULTURAL
SCIENCES AT THE UNIVERSITY OF CALIFORNIA, DAVIS IN 1985 AND RECEIVED HIS DOCTORAL
DEGREE IN PHYSIOLOGY/PHARMACOLOGY FROM THE UNIVERSITY OF CALIFORNIA, SAN DIEGO
IN 1991. UPON COMPLETION OF HIS DOCTORAL DEGREE, HE CONDUCTED POSTDOCTORAL
TRAINING AT THE SALK INSTITUTE AND AT DUKE UNIVERSITY BEFORE COMING TO TORONTO.
Dr. Eubanks started his lab at the Toronto Western
Research Institute in 1994, where he initially
studied aspects of developmental neurobiology,
stroke and epilepsy.
In 1996, he became
interested in how epigenetic factors influenced
the sensitivity of the brain to epilepsy and stroke,
and started investigating MeCP2 as one potential
neuromodulating factor. When mutations of the
MeCP2 gene were identified as primary causes of
Rett syndrome in 1999, his focus changed towards
delineating how MeCP2 normally regulates brain
development and function, and identifying how
the absence of MeCP2 affects brain activity.
By identifying deficits related to MeCP2, his
work provides a framework for rationale drug
development to treat Rett syndrome. Some of
his findings are currently being used as targets for
early stage rationale drug development to treat
Rett syndrome.
Dr. Eubanks’ group is one of five worldwide to
have shown that the Rett syndrome-like condition
in mice can be improved by reintroducing
functional MeCP2 to the brain, and is one of a
select group of investigators testing whether
reintroducing functional MeCP2 by gene
therapy procedures into specific regions of the
brain in these mice will improve their condition.
His group uses a number of procedures for their
investigations, which include molecular genetics,
cell culture, fluorescence microscopy, EEG and
electrophysiology, animal behaviour, and the
use of embryonic stem cells to generate neurons.
While most of his studies have focused on MeCP2
to date, his group has recently also initiated work

on CDKL5, where he will test whether deficits
stemming from CDKL5 deficiencies are equally
responsive to treatments that have shown benefit
in MeCP2-deficient systems.
Dr. Eubanks is a Senior Scientist at the Toronto
Western Research Institute, where he is the Head
of the Genetics and Development Division. He is
also a Full Professor in the Department of Surgery
at the University of Toronto. His current laboratory
staff includes two Research Associates, two
doctoral students, and varying numbers of
undergraduates interested in studying Rett
syndrome. Dr. Eubanks is a member of the
Scientific Advisory Board for the Ontario Rett
Syndrome Association (O.R.S.A.), the International
Rett Syndrome Foundation, and the University of
Toronto Epilepsy Research Program. He received
the “Award of Merit” from O.R.S.A. in 2012. His lab
is currently funded by operating grants from the
Canadian Institutes of Health Research, the ProRett Ricerca, the Ontario Brain Institute, and the
Canadian Heart and Stroke Foundation.
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DR. PETER HUMPHREYS, M.D. IS A PART-TIME MEMBER OF THE DIVISION OF NEUROLOGY, THE
ORIGINAL (FOUNDING) HEAD OF THE DIVISION (1979-2002) AND A FULL PROFESSOR IN THE
UNIVERSITY OF OTTAWA DEPARTMENT OF PAEDIATRICS.
Dr. Peter Humphreys is a graduate of the McGill
University Medical Faculty (1966), he trained in
paediatrics at the Boston Children’s Hospital
and St Mary’s Hospital (London, UK), followed by
training in neurology at the Montreal Neurological
Institute. After 6 years on staff in the Neurology
Division of the Montreal Children’s Hospital, he
came to the Children Hospital of Eastern Ontario
in 1979. His clinical interests are in developmental

brain disorders, in particular Rett syndrome, brain
malformations (fetal neurology) and cerebral
palsy. His current research activity concerns the
progressive dystonia/parkinsonism disorder in Rett
syndrome. Dr. Humphreys is the director of the Rett
syndrome clinic at CHEO since 2006. In 2010 he
received the “Award of Merit” from the Ontario
Rett Syndrome Association.

JEFFREY L. NEUL, M.D., PH.D. IS THE ANTHONY AND CYNTHIA PETRELLO SCHOLAR AT THE JAN
AND DAN DUNCAN NEUROLOGICAL RESEARCH INSTITUTE AT TEXAS CHILDREN’S HOSPITAL AND
THE MEDICAL CO-DIRECTOR OF THE BLUE BIRD CIRCLE RETT CLINIC AT BAYLOR COLLEGE OF
MEDICINE.
After receiving his undergraduate degree from
the University of Illinois and his medical degree
and Ph.D. in Developmental Biology from the
University of Chicago, Dr. Neul completed
a residency in pediatric neurology at Baylor
College of Medicine, Houston, TX. During clinical
training, he nurtured a long-standing interest in
neurodevelopmental disorders and became
interested in Rett syndrome (RTT), ultimately
doing a postdoctoral fellowship in the laboratory
of Dr. Huda Zoghbi at Baylor. Currently he is
deeply involved in both clinical as well as basic
science research understanding the nature
of RTT and developing therapeutic strategies
to treat this disorder. Dr. Neul currently holds
research funding from the U.S. National Institutes
of Health and the International Rett Syndrome
Foundation. He is the principal investigator
on the first of its kind clinical trial of a potential
disease modifying treatment in Rett syndrome,
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sponsored by Neuren Pharmaceuticals and the
International Rett Syndrome Foundation. Dr.
Neul serves on the medical advisory committee
for the International Rett Syndrome Foundation,
the International FoxG1 Foundation, and is on the
executive committee for RettSearch.

DR. PATRICK MACLEOD, IS A GRADUATE OF THE UNIVERSITY OF BRITISH COLUMBIA. HE UNDERTOOK
ADDITIONAL TRAINING IN PEDIATRICS AND MEDICAL GENETICS AT THE MONTREAL CHILDREN’S
HOSPITAL BEFORE JOINING THE DEPARTMENT OF MEDICAL GENETICS AT THE UNIVERSITY OF
BRITISH COLUMBIA IN VANCOUVER.
He was the Head, Division of Medical Genetics,
Department of Pediatrics, Queen’s University,
Kingston for ten years before returning to British
Columbia to participate in the development of
the Island Medical Genetics Program in Victoria.
He currently is a staff member of the Division of
Medical Genetics Department of Pathology,
Laboratory Medicine and Medical Genetics
at the Vancouver Island Health Authority in
Victoria. Dr. MacLeod’s research interests have
included the clinical delineation of congenital

malformations, the diagnosis of various forms
of hereditary neurodegenerative diseases of
childhood, the epidemiology of the various forms
of hereditary ataxia syndromes and currently the
natural history of Rett syndrome in Canada in 2004
Dr. MacLeod received the “Award of Merit” from
the Ontario Rett Syndrome Association. His other
interests include architectural glass, biomedical
devices and gene geography. He is married with
four adult children and makes his home with his
wife Muriel in Victoria.

10

11

CONFEREN C E

COMMUNICATION CLINIC - FRIDAY APRIL 25, 8:30 A.M. – 4:30 P.M.
HOW TO REGISTER
On Friday, there is an opportunity for families/caregivers and their child with RTT to spend 60 minutes
privately with communication expert Judy Lariviere. Judy has a background in providing communication
and literacy strategies for children and adults with RTT. She has worked with many communication
systems, such as the iPad, the Tobii eye gaze device and much more. A communication questionnaire
will need to be filled in by every family in advance of the clinic appointment. This will allow Judy to
provide the most appropriate supports and ideas at the clinic appointment. A Tobii eye gaze device
will be available at the clinic for trials. Families/caregivers can bring to the clinic communication and
education professionals who support their child. Those interested in obtaining a clinic time should
check off the clinic request on the registration form.
Each family/caregiver will be contacted by the Clinic Coordinator once the registration form has been
received. Clinic spots will be allocated on a first-come, first-served basis. The first 7 requests will be
accommodated.
WHEN TO ARRIVE FOR THE COMMUNICATION CLINIC APPOINTMENT
Registration for families attending the clinics begins at 8:00 a.m. on Friday morning.
It is requested that each family register at least 30 minutes before their scheduled clinic time. Missed
clinic appointments cannot be rescheduled!
All families requesting a clinic time must be registered for the conference and be a 2014 paid-up
member of O.R.S.A. Membership renewal can be competed online at www.rett.ca or by filling in a
membership form and returning it to O.R.S.A. before the conference.

I N FORMATION
RETT SYNDROME MEDICAL CLINIC - FRIDAY APRIL 25, 1:00 P.M. – 4:00 P.M.
HOW TO REGISTER
On Friday afternoon, there is an opportunity for families/caregivers and the special female with RTT to
spend 30 minutes privately with one of the following doctors: Dr. Neul, Dr. Humphreys or Dr. MacLeod.
Families/caregivers can ask questions and receive feedback, recommendations and a possible
diagnosis, if applicable. Those interested in obtaining a clinic time, should check off the clinic request
on the registration form.
Each family/caregiver will be contacted by the Clinic Coordinator once the registration form has been
received. Clinic spots will be allocated on a first-come, first-served, basis. The first 18 requests will be
accommodated.
WHEN TO ARRIVE FOR CLINIC APPOINTMENT
Registration for families attending the clinics begins at 12:30 p.m. on Friday. It is requested that each
family register at least 30 minutes before their scheduled clinic time. Missed clinic appointments cannot
be rescheduled!
All families requesting a clinic time must be registered for the conference and be a 2014 paid-up
member of O.R.S.A. Membership renewal can be competed online at www.rett.ca or by filling in a
membership form and returning it to O.R.S.A. before the conference.
SPECIAL CONSIDERATION FOR ALL OUR GIRLS AND WOMEN WITH RTT ATTENDING THE CONFERENCE
The conference will deal with topics related to the challenges of caring for an individual with Rett
syndrome and the impact this has on those who give care. Detailed descriptions of medical conditions
will take place. These discussions may have a negative impact and the presence of individuals with RTT
may not allow for individuals to feel comfortable sharing their true feelings. The conference committee
strongly suggests that you arrange for a caregiver during the conference sessions. Caregivers may
decide to take the girls and women to the pool, travel to the mall or park, or spend some down time
in a quiet hotel room. Please inquire at registration if you’d like to meet other caregivers to make plans
together.
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WELCOME RECEPTION
The We “R” Family conference officially begins with the Welcome Reception on Friday evening. This is
a time to socialize, register for the conference, drop off your donated raffle item(s) and pick up your
attendee bag. There will be a craft table to allow every attendee to make a unique name tag. The
traditional Kids Treasure Hunt will also take place. This event allows the young attendees to have fun,
become familiar with the hotel and with the other young attendees. It is a great family fun event!
DISCUSSION GROUPS
On Friday evening at 8:00 p.m., all conference attendees are encouraged to participate in these
unique sharing sessions. It is a great way to meet other families, caregivers and professionals with similar
issues and concerns.
RESOURCE CENTRE
The Ontario Rett Syndrome Association’s Resource Centre will be at the conference on Saturday and
Sunday. Merchandise and educational materials will be available for sale. Stop by and see what’s
new!
EXHIBITOR FAIR
Visit the Exhibitor Fair located in the Dundurn room. Learn about adaptive equipment and agencies
that may provide support to those living with Rett syndrome.
DRESS
Dress is casual for the conference. Remember to pack a swimsuit.
FAMILY CELEBRATION BANQUET, RAFFLE AND DANCE
The Saturday evening banquet is a celebration of families. This will be a very special event that salutes
O.R.S.A.’s Rett syndrome community, all families attending and their extended families. The evening will
include dinner, a raffle for adults and children, a candy and popcorn bar, a dance and so much more.
You are welcome to invite friends and family who aren’t registered for the conference. Additional tickets are available for $40.00 per adult or $25.00 per child. Please be sure to order these tickets when you
register. Deadline is April 1st, 2014. There will be a cash bar at the banquet.
WE “R” FAMILY RAFFLE
The We “R” Family raffle will be a highlight of the celebration banquet. We need your help to make the
raffle fun for everyone and a huge success. All attendees are asked to provide a raffle item if possible.
On the registration form is a place to share the raffle item(s) you will be bringing. All raffle items can be
dropped off at the conference registration table when you register.
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REGISTRATION
In order to provide every attendee with a positive conference experience, please review and input
all the acquired information on the registration form. There are four categories: adult, sibling 14 years
and under or 2 years and under, and children/adult with RTT. Every category has a different registration
cost. Children 2 years and under are free. The children and adults with RTT are the conference’s special
guests and their registration is sponsored by O.R.S.A. This is one of the many ways the association assists
families with the cost of attending the conference. Please indicate any special meal requirements
such as food allergies, vegetarian, etc.
HOTEL INFORMATION
Courtyard by Marriott Hamilton
1224 Upper James St. Hamilton, Ontario
Check-in 3:00 p.m. Check-out 12:00 p.m.
Free High-Speed Internet Access Guest rooms; the lobby and the meeting rooms are wireless.
HOTEL PARKING
Parking at the Courtyard by Marriott is complimentary for all attendees.
POOL & EXERCISE ROOM
There is an indoor pool, whirlpool and fitness centre on site for all hotel guests.
ROOMS AND RESERVATIONS
The We “R” Family conference room rate is $129.00, plus tax. The deadline to receive this special rate
is Tuesday, April 1st, 2014. A mini fridge is located in every guest room. Microwaves are available in
limited numbers and best reserved when booking.
Accessible rooms are available with a 32 inch wide opening.
For reservations call: 1-905-383-7772
Remember to state you are booking under: Ontario Rett Syndrome Association’s conference. Book
quickly as there are limited guest rooms.
CONFERENCE TRAVEL AGENT
Winchester Tours and Travel Agency is the conference’s travel agency. If you need help with travel
arrangements, please feel free to phone or email the following agents:
Shannon - shannon@winchestertravel.ca or Joyce - joyce@winchestertravel.ca
Phone: (613) 445-1001 Toll free 1-877-946-8785
Please mention that you are attending the Ontario Rett Syndrome Association Conference.
QUESTIONS?
If you have any questions please call (519) 474-6877 or email werfamily@rett.ca
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C ONFERENC E
PLANNIN G Y O U R T R I P

Courtyard by Marriott Hamilton
1224 Upper James St. Hamilton, Ontario
Tel. 1 905 383 7772
Toll Free. 1 888 236 2427
Check-in 3:00 p.m.
Check-out 12:00 p.m.
Hotel parking is complimentary

O.R.S.A..
P.O. BOX 50030
London Ontario, N6A 6H8

Tel. 519-474-6877
www.rett.ca

