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5 Years After the ALS Ice
Bucket Challenge
RESEARCH UPDATE

During the month of August 2014, millions
of dollars were donated to ALS research
worldwide. Canadians generously donated
$17.2 million. Of that amount, $11.5 million
was invested in the Canadian ALS Research
Program. A further $10 million in matching
funds from the Brain Canada Foundation
nearly doubled the amount invested in
research. The ALS Society of BC contributed 100% of the funds donated from the Ice
Bucket Challenge, which was $1.7 million, to
the research effort.
Recent Progress
• Canada has been part of the international Project MinE. In this collaboration,

AMYOTROPHIC LATERAL SCLEROSIS
SOCIETY OF BRITISH COLUMBIA

participants from 20 countries contribute to
an open science database to better understand the genetic signature of people living
with ALS. To date Canada has reached
20% of our goal to contribute 1,000 genetic
sequences.
• A research project grant, led by a, Jasna Kriz
of Université Laval, supported a discovery
that is heading towards human clinical
trials to understand how a substance called
SRSF3 in ALS can be used to target drugs
that could treat the disease.
• Yasir Mohamud is a PhD candidate in the
lab of Dr. Honglin Luo at the University of
SUMMER 2019

1

British Columbia. In 2018, he was awarded a $75,000 trainee
award through the Canadian ALS Research Program
in partnership with Brain Canada. With this award,
Mohamud will investigate a potential relationship between
enterovirus infection and ALS. Enteroviruses are a group of
viruses that can cause a variety of infectious illnesses, usually with mild symptoms such as fever, respiratory distress,
flu-like muscle aches and rashes. Some researchers have
long suspected that enteroviruses may be linked to ALS
due to their ability to harm motor neuron function, but the
available evidence of a causal link has so far been inconclusive. Dr. Luo at the University of British Columbia recently
discovered that infecting motor neurons with enteroviruses
can cause biological changes that are remarkably similar to
those seen in ALS. The similarities include TDP-43 protein
abnormalities and a reduced ability for motor neurons to
clear and recycle cellular waste in a
process called autophagy. Based
on these observations, Mohamud
believes that enterovirus infection
may play an important role in how

some cases of ALS begin and progress. As the majority of
ALS cases are sporadic, meaning that they occur without
any apparent family history of disease, Mohamud hopes
that this project will provide a deeper understanding of the
underlying triggers of sporadic ALS and reveal a promising
new target for treatment development.
• 200 ALS researchers from across Canada came together
recently for the 2019 ALS Canada Research Forum. This
event continues to build a more networked group of
Canadian ALS scientists and clinicians.
• CAPTURE ALS (Comprehensive Analysis Platform To
Understand, Remedy ad Eliminate ALS) is a new initiative that aimed to bring together laboratory researchers
and clinicians from across the country to collaborate on
the world’s most comprehensive biomarker platform.
CAPTURE ALS will aim to learn from Canadians living
with ALS by connecting their disease journey with a study
of their brain images, blood, urine, cerebrospinal fluid and
more. That data will be shared with the global research
community to study together. 
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For more information please contact, Rena Mendoza at donor-relations@alsbc.ca or call
1-800-708-3228 ext. 225.
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Sponsored by the George “Sonny”
Williams Endowment Fund
This is a special day designed for
those providing care to a loved one
living with ALS. This invitation is for
primary caregivers, family members,
friends and former caregivers.

DATES

AGENDA

Prince George
Wednesday, October 2, 2019
Sandman Signature Hotel

9:30am

Registration & Continental Breakfast

10am

Welcome & Introduction

10:10am

Abbotsford
Wednesday, October 9, 2019
Sandman Hotel & Suites

Finding Connections:
Roundtable Discussions

10:55am

Coffee Refresh

11am

WORKSHOP: Nurturing You: Emotions,
Self-Care and Relationships
Presented by a Registered Clinical Counsellor

12pm

Luncheon

Nanaimo
Wednesday, October 23, 2019
Fairwinds Golf Club

1pm

WORKSHOP: Stress Management
Presented by Yoga or Music Therapists

2pm

Coffee Refresh

Victoria
Thursday, October 24, 2019
Highlands Pacific Golf Course

2:05pm

Closing Comments

Kelowna
Wednesday, October 16, 2019
Harvest Golf Club

FAQ

$

25

includes continental
breakfast & lunch

RSVP is mandatory.
For more information, contact:
Patient Services Coordinator
TF: 1-800-708-3228
P: 604-278-2257 ext. 226 or 228
E: patientservices@alsbc.ca

I am unable to attend because I can’t leave my loved one
alone at home.
We want to alleviate your caregiving burdens, so we are offering to
cover the cost of any home care support you may require.
I am unable to attend because I don’t drive, or do not own a
vehicle.
We are able to assist you with transportation by booking or
reimbursing you for the cost of a taxi.
How much does it cost to attend?
The cost is $25 to attend (includes refreshments, breakfast & lunch).
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ALS Society of BC Advocacy Committee

NDP Caucus

Members of the ALS Society of BC advocacy committee
traveled to the Legislature in Victoria to meet with BC MLAs.
This is an annual event of the Society to ensure the BC government is up to date on the activities of the Society, the ALS
Centre at GF Strong, ALS research and to gain more support
from the province.
The ALS Society of British Columbia to partner with the
Province of British Columbia to increase capacity at the ALS
Centre to host clinical trials and to foster clinical research.
During 2018, ALS BC raised through fundraising and a donation of a bequest, $1 million to contribute to this goal and has
established the ALS Centre of Excellence Fund. At the meeting with the MLA’s the Society requested a matching grant
from the Province of BC over 5 years.
This request was brought forward to the Minister of Health
Adrian Dix by Kelowna MLA Norm Letnick, Health Critic.  
From the record;
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N. Letnick:
“ALS is a terminal, degenerative neurological disease for which
there is no known cure nor any effective treatment. It can happen to anyone.
Wendy Toyer, the executive director of the ALS Society of B.C.,
as well as Dr David Taylor, Vice president of ALS Research
would like to know if the government would consider partnering with the ALS Society of BC to increase capacity at the
ALS Centre to host clinical trials and to foster clinical research.
ALSBC has raised, through fundraising, $1 million to contribute and has established the ALS Centre of Excellence fund.
They’re looking for the government to match that $1 million
over the next five years to help people who have ALS.
Hon. A. Dix:
Amyotrophic lateral sclerosis is, obviously…. If anyone has ever
met…. I know members of the Legislature met with people living with the disease. It’s one of the most difficult diseases.
As members will know, it gradually paralyzes people, because

Liberal Caucus

the brain is no longer able to communicate with the muscles
of the body. It is sometimes known, as the member will know,
as Lou Gehrig’s disease because it afflicted the famous baseball
player from the 1920s and 1930s.

significant work as well…. Some of those issues involve, of
course, expensive drugs for rare diseases, but a lot of the issues
raised by the society also involve issues of care, including home
care and home support and other issues that people living with
ALS face. Obviously, we would be very interested in the proposal by Ms. Toyer and by the society.

I understand that, recently, Ms. Toyer, with the ALS Society,
has submitted a proposal to the government. It’s fairly recent. I
think it was at the time of the visit of the society here. Certainly, N. Letnick:
we’ll be reviewing that proposal and taking a look at it.
Thank you to the minister for that.
I expect to be meeting with the society myself again soon and
following up on some of the work we’ve done over time. There’s

Work is ongoing to get the province on side.  More to come. 
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2018 BC Walk of the Year!

Wally Buono, Order of Canada; BC and CFL
Hall of Fame recipient, Spokesperson Walk
to End ALS, BC & the Yukon

Victoria
Sunday, September 15, 2019
presented in BC and the Yukon by

University of Victoria, Parking Lot 10
3800 Finnerty Rd

&

Registration: 11:30 am | Walk Start: 1:00 pm
Top Level Sponsor

For more information:
Sean Houlihan | victoriawalk@alsbc.ca

Together, we can make a lasting impact.
Let’s unite to put an end to ALS.
Register, fundraise or donate today at
WALKTOENDALS.CA/BRITISH-COLUMBIA

Fun for the Whole Family: South Island
Harmony Performing, Silent Auction, BBQ,
Face Painting, Kids Games, and More!

THANK YOU TO OUR LOCAL SUPPORTERS
Gold Sponsors
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Local Sponsors

Camp Alohi Lani 2019
THANK YOU TO OUR SPONSORS

Ames Family
Foundation
AMYOTROPHIC LATERAL SCLEROSIS
SOCIETY OF BRITISH COLUMBIA

IODE

DR KNOX CHAPTER

JOAN
BROWN

Fraternal Order of
Eagles Auxiliary
#22 (Nelson, BC)

Vancouver
SUMMER 2019
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Philanthropy Can Benefit Your Family
in Many Ways
Philanthropy is about supporting our
communities and making them better –
and from this we can get a huge sense of
satisfaction. Philanthropy may have added
benefits – and for families a key bonus is
that philanthropy may be used as a tool to
train children about the value of money and
how to use it responsibly.
Janice Loomer Margolis
is a philanthropy advisor
who works with families,
couples and individuals
to create and facilitate
a safe and productive
environment for them
to share their values,
interests and goals.
Together we develop and
implement a plan to make
their giving meaningful,
satisfying and effective.
www.jlmphilanthropy.com

In the excellent book Philanthropy, Heirs &
Values published in 2005 by Roy Williams
and Vic Preisser, the authors surveyed 3,250
families and 91 family foundations and discovered that families found that philanthropy was
generally an unrecognized, yet valuable, tool
for preparing heirs in areas such as finance,
accountability, mission and the importance of
values. Philanthropy also built skills in communicating well, listening carefully, defining
goals clearly and sharing expectations for
accountability. These tools and lessons helped
to develop heirs for success in their workplace,
social settings and community settings.
Many affluent people worry about the impact
of wealth on their children and recognize that
affluence has the power for good or for evil.
Philanthropy can help the next generation to
see money as a tool for good.
We know that many of children’s values are
formed based on what they see modeled by
their parents. By involving children in family
philanthropy, they are exposed to a number of
observable and understandable interactions
between the family and the outside world.
They can actually witness the positive impact
that their family is having in their community.
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For example, in a family I will refer to as
the Daniels, Tom and Katherine started a
construction company in 1957. In the 1980’s
they began making significant gifts to their
church and the local hospital. In the 1990’s
they established a foundation. Tom and
Katherine encouraged their three children
to be involved in the foundation and one of
the children helped with the administration.
From quite early on, each year they would
designate a certain amount of money from
the foundation to each child who would have
the authority to designate how the funds
were to be distributed. That child would
research the project and share the rationale
for its support and after the distribution
would monitor how the funds had made
a difference and report back on this. The
children now have children of their own and
have used this model with their children and
in some cases have gone out and volunteered
with organizations they are supporting.
Modeling philanthropy can take place during
one’s lifetime and when one is making plans
for their estate. A continuum of sharing with
community is a healthy value.
By working on philanthropy together, wealth
may be an enabler of opportunities for heirs
as opposed to being a burden. Family members can develop mutual respect and trust as
well as build family coherence and strength.
They can look out at the world and embrace
it together. 

Cycle of Hope Lemon“aid” Continuing Education Fund
The Cycle of Hope Society is committed to raising ALS
awareness and inspiring hope for families living with ALS. Our
hope is to help Canadian researchers find a cure for ALS. Cofounders Cindy Lister and Robin Farrell began with an idea in
December 2011, an idea born out of a tragic loss. Having recently
lost her father to ALS, Cindy shared with Robin the cruel
symptoms of ALS on a patient and the devastating impact ALS
has on the immediate family members. Both passionate about
cycling, they decided to create a cycling event that would help
raise greater ALS awareness and fulfill the need to connect with
other families impacted by the challenges of this disease. And
so it began…. In 2012, the inaugural ALS Awareness Journey
included a select group of 6 riders that spent 10 days scouting a
route from Kamloops to Hope. They were humbled and inspired
by the overwhelming encouragement and support they received
along the way and convinced this project would have positive
impacts on communities. In 2013, the Cycle of Hope Society was
formed and the official ALS Awareness Journey route finalized
to include a 7 day, 550km route from Kamloops to Keremeos.
After another successful event held in 2015, the Cycle of Hope
Society donated $12,500 to the ALS Society of British Columbia
to seed the Cycle of Hope Lemon“aid” Continuing Education
Fund. Recognizing that ALS affects an entire family emotionally
and financially, this fund was created to provide financial “aid”
to B.C. students whose parent is living with or has passed away
from ALS. Youth are encouraged to hold their own fundraisers
to continue to raise funds for this program to ensure other
students can benefit into the future.

Cycle of Hope Lemon“aid” Education Fund Terms of Reference
Criteria of Eligibility:
• Is the child of a person living with ALS or passed
away from ALS.
• Funds must be used for post secondary education
within 24 months of high school graduation.
• Must be a BC resident
School and Field of Study:
• University, college or technical institute
Value:
• $500 - $2,000
• Up to 3 grants can be provided in one year.
Deadline:
May 1st (a letter from the school principal stating that
the student is in process of graduation) A copy of the
diploma to be submitted once available.
To apply:
Provide personal information:
Name, Address, Phone, Email, Month/Date/Year of
birth, SIN #, Name of parent affected by ALS
Educational information:
High School certificate of graduation, Where you
plan on continuing education, Future goals

Financial breakdown
How much will the school cost you? (tuition, living
away from home, books and transportation), and
how will you pay for this? (other scholarships/
bursaries, loans you are applying for/received)
Experience:
Where, when and what you learned from
volunteering, work and extracurricular activities.
Do you volunteer with the ALS Society of BC or the
Cycle of Hope Society?
Allocation:
The ALS BC Finance Committee will review
applications received before May 1st of each year.
Recommendations will be presented to the ALS
Society of BC Board of Directors at the June board
meeting. Once ratified by the board, applicants will be
notified immediately.
All applications to be sent to:
Finance Committee, ALS Society of British Columbia
1233 – 13351 Commerce Parkway
Richmond BC V6V 2X7
Attention: Treasurer
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Events Around the Province
 (left–right) ALS BC Secretary Louise Adderley recieves
$2,000 donation from Adrian Hartmann.

 To support Aaron Volpatti in his Ironman Canada Race for ALS, his family organized a “Cabbage Roll Fundraiser” raising $4,000! They made and sold hundreds of
cabbage rolls.

 Vancouver Firefighters ALS Sporting Clay Challenge raises $34,000 for ALS.
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 Kamloops Elk Lodge No. 44 raises $1,200 for the A
Doug Hayner, First Vice-President Mike Wolansky, Pat
Saboe, and Esquire Bobby Yearly.

 Dr. Mahsa Soraya (3rd from left) and her team at Angel Care
Dentistry, Delta present Rena Mendoza (centre) and Wendy Toyer (far
right) of the ALS Society of BC with the proceeds of All You Need is
Love—A Royal Gala. $21,270 was raised to support the ALS Society of
BC. Nine other charities also benefited. Thank you!

 ALS BC Past President Paul Le Blanc on set at Global BC News
with Sonja Sunger.

ALS Society of BC equipment loan program. (left–right) Chaplain
Tomlinson, ALS BC Volunteer Coordinator, Past President Wayne

 ALS Centre Team travel to Chilliwack to hold a Mobile Clinic there.

 River Rock Casino Resort donates $2,000 to ALS BC.
SUMMER 2019
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Events Around the Province
 Kim Moffat gives Linda Bischoff a hug at the 5th Annual ALS
Fundraising Dance, North Shuswap.

 Kiwanis Club of Vancouver donated $2,000 towards Camp Alohi
Lani. (left–right) Kiwanis President Geoff Catherwood, ALS BC
Patient Services Coordinator Alexandra Guerrero.
 7 year old Shaan Sandhu held a hot chocolate and cookie sale at
his home. It was his idea to have the sale with all proceeds going to
the ALS Society in memory of his grandmother Susie Sandhu. Shaan
raised $424.50.

 Abbotsford Police – John Goyer Memorial ALS Charity Golf Tournament
raises $24,000!
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 Mission Hill Winery raises funds for ALS at Staff BBQ.

 Golf Professionals at Bear Mountain Golf Resort, Victoria present cheque for
$20,000 raised during their PGA of BC Golfathon for ALS.
 Kids Scavenger Hunt raises nearly $1,000 in the Shuswap.

 Billie Doyle, ALS BC Equipment Loan Manager presents
Mike Wall with Exceptional Public Awareness Award.
SUMMER 2019
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Join our TEAM

• Volunteers should be able to participate
in the work of the ALS Society of BC
& Yukon solely on the basis of their
ability to contribute. There should be
no discrimination on any other basis.
• That in particular those currently
affected by ALS should be enabled to
contribute their knowledge and skills
through volunteering.
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• That the profile of our volunteer force
should reflect the profile of the community in order that the ALS Society
of BC & Yukon can benefit from a wide
range of skills, experience, perspective,
and have the greatest impact upon the
community.
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• Volunteers have a unique and essential
contribution to make to all aspects of
ALS work.
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The ALS Society of BC & Yukon
Believes:
• Volunteers are a vital human resource.

• That volunteers and staff will flourish in
an environment of:
Respect, listening, and openness to
new ideas
Willingness to give and take
criticism
Responsiveness to the changing
environment
TEAM ALS BC & YUKON
Once a volunteer registers with the ALS
Society of BC as a volunteer and logs over
50 hours in the year, they receive an official
TEAM ALS BC & Yukon vest.  These
vests are not for sale and can only be earned.
Join our team of over 300 volunteers who
have achieved this status.
For more information contact: volunteer@
alsbc.ca 

Newly elected Director Ted Stehr
receives his vest from Donna Bartel,
President

VOLUNTEER POSITIONS
AVAILABLE
• Office Support
Volunteer
• Support Group
Facilitators (including
Grievance Support
Groups)
• Support Group
Assistants
• Special Event
Volunteers
• Fundraising Volunteers
• Public Awareness
Volunteers (including
ALS Display Booth &
Speakers Bureau)

Newly elected Director
Brad MacKenzie receives
his vest from Donna
Bartel, President
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New Price George
Support Group facilitator Deborah Miller
receives her vest from
Alexandra Guerrero,
Patient Services
Coordinator

• Special Event
Committee Member
(help with the planning
and execution of one
of our many different
fundraising/awareness
events)

Living with ALS Support Groups
The groups provide an open, friendly and safe environment for ALS patients, family members, friends and caregivers to
discuss issues related to living with ALS. ALS BC trained volunteers facilitate the groups, and they are a major point of contact
between the Society and the ALS community. We recognize support groups aren’t for everyone, but we also know that not
too many people know exactly how fun support groups can be. We laugh and learn so much that it is hard to imagine why
some people choose to “go it alone.” Just know we’re here when you need us.

Abbotsford
MEETING

LOCATION

CONTACT

Last Saturday of each month
(except July, August, and December)
2–4pm

Ross Road Community Church
3160 Ross Road, Abbottsford

Dave Walman
P 604.837.5383

Kamloops
MEETING

LOCATION

CONTACT

Third Friday of each month
1–3pm

107 – 490 Lorne Street, Kamloops

Pat Tomlinson
P 250.319.4516 |

E pa1697@telus.net

Kelowna
MEETING

LOCATION

CONTACT

Last Friday of each month
(except July, August, and December)
1–3pm

Trinity Baptist Church
1905 Springfield Road, Kelowna

Louise Adderley
E loumar4@shaw.ca

North Central Island
MEETING

LOCATION

CONTACT

First Wednesday of each month
1:30–3:30pm

Nanaimo Ecumenical Centre
6234 Spartan Road, Nanaimo

Shirley Theriault
E Shirley.Theriault@yahoo.ca

NEW! Prince George starting April 10, 2019
MEETING

LOCATION

CONTACT

Second Wednesday of each month
1:30–3:30pm

St. Giles Presbyterian Church
1500 Edmonton Street, Prince George

Deborah Miller
E debarn1@telus.net |

T

250.964.3365

Surrey
MEETING

LOCATION

CONTACT

Last Tuesday of each month
(except July, August, and December)
2–4pm

17567 57th Avenue, Surrey

Alexandra Guerrero
E patientservices2@alsbc.ca

Vancouver & Area
MEETING

LOCATION

CONTACT

Last Wednesday of each month
(except July, August, and December)
10:30am–12pm

The Fair Haven United Church Homes
2720 E 48th Avenue, Vancouver

Thilini Amaratunga
E patientservices@alsbc.ca

Victoria
MEETING

LOCATION

CONTACT

Third Sunday of each month (except June
[the 2nd Sunday]; July and August)
2–4pm

Health Unit
1947 Cook Street, Victoria
Use side door off parking lot.

Ellen Mahoney
P 250.920.9502

Would you like to participate or start a support group in your area? We provide training!
To find out more details about dates and locations of upcoming events, please contact:

P 604.278.2257 ext. 226

E patientservices2@alsbc.ca

Thank you to the Province of British Columbia for sponsoring the Support Group Program of the ALS Society of BC through the BC Gaming Community Grant.

SUMMER 2019

15

CHAPTERS: VICTORIA

Victoria Chapter
Contacts
Oana Grant
President
Mari-Etha Alston
Secretary/Treasurer
Peter Barriscale
Director at Large
Ellen Mahoney
Director at Large
Ellen Mahoney
(ellen.mahoney7@gmail.
com)
Volunteer Patient Services
Coordinator
Committees:
Ellen Mahoney
Living with ALS Support
Group Facilitator

 Charellis Cheese Shop & Delicatessen raised $2,000 for ALS on “Grilled Cheese Day”

Oana Grant
Flower Day
Sean Houlihan
(victoriawalk@alsbc.ca)
Victoria Walk for ALS
Coordinator
Sue Monaghan &
Carolyn Walker
Refreshments

 Victoria Chapter President Oana Grant
recieves $750 donation from the Trafalgar/
Pro Patria Legion #292 from Lorraine Salkus,
President
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 Marion Denton presents Ellen Mahoney
Victoria Chapter with $1,350 raised at her
annual ALS Tea. Over the past 6 years, she has
raised over $17,000.

 Kydan Bohnert showed great initiative by raising $175.75 for the
Victoria Chapter by selling hot chocolate at his school in March in
memory of his grandmother, Catherine Young who passed from ALS in
November.

 Volunteers were out on June 1st to launch ALS
Awareness Month with Flower Day. $7,083 was raised to
support ALS Research!

 Michael Giles Tribute Exhibition

 Veronika Martin requested her friends to donate
towards ALS for her 5th birthday in honour of her Poppa,
Ted Rothery of Victoria. She made this picture.

 Lyall Street Service Station has raised $48,395 for ALS over the past
10 years!
SUMMER 2019
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CHAPTERS: NORTH CENTRAL ISLAND

North Central Island Chapter
Contacts
Sheldon Cleaves
President

Shirley Theriault
Secretary

Enter today to win one
of two great prizes!

20

$

ea
Visit www.alsbc.ca
to purchase

1ST PRIZE
Win a voucher for a trip for 2 anywhere
WestJet flies!

2ND PRIZE
Nintendo Switch

Kamloops WestJet Raffle Winner Lazz Parker of Port Coquitlam
(left to right) Wendy Toyer, Executive Director of ALS BC, Lazz
Parker, Winner, and Kathy Ostrowercha, sold the winning ticket

For more information, please email support@alsbc.ca or call 1-800-708-3228. ALS BC
Staff and families are not eligible. Some restrictions may apply. The draws will take place at
Tsawwassen Mills on October 30, 2019 at 3:00PM.

 Arrowsmith Mountain Brewery raised over $2,460 for Mid
Island Walk to End ALS
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In photo (R-L): Rena Mendoza, Manager of Donor Relations & Finance, ALS BC; Christine Robinson, Coordinator,
Stakeholder Relations & Runner Services, RUNVAN; Danielle Capa, Support Coordinator, ALS BC; Wendy Toyer,
Executive Director, ALS BC

Thank you to all the participants and supporters from this year’s BMO Vancouver Marathon!
34 ALS BC runners participated in the marathon on May 5th. They raised over $46,000 by race day,
making them one of the top fundraisers in the race!
In addition to this amount, RUNVAN has matched 10% of all donations made by the runners,
bringing the total to $49,379.
The next BMO Vancouver Marathon is on May 3, 2020. Save the date!
Please visit our website, www.alsbc.ca for further details in October 2019. We hope you can
support this event once again.

SUMMER 2019
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ALS PATIENT SERVICES PROGRAMS
Equipment Loan Program
With 3,030 pieces of medical equipment our Equipment Loan Program is designed to help people
cope with the daily challenges of decreasing mobility and independence, through obtaining
basic and essential assistive equipment. This includes mobility equipment, lift equipment, beds
and accessories, communication devices, and bathroom aids, if needed. All equipment loaned is
available at no charge to registered ALS patient members.
Support Groups
Support groups provide an open, friendly and safe environment for ALS patients, family
members, caregivers and friends to discuss issues related to living with ALS. Groups are
facilitated by experienced volunteers.
Psychological Treatment Services
Psychological treatment services are available free of charge at locations across BC. Registered
Psychologists and Clinical Counselors provide much needed therapy and counseling to ALS
Patients, their families and caregivers at any stage of the illness. Services will be provided
throughout the disease and up to one year following.
Day of Caring for Caregivers
Held every Fall in communities around BC, The Day of Caring for Caregivers is a chance for the fulltime primary caregivers of ALS Patients to have a day of respite. This event allows for people who
devote themselves to the care of their loved ones to come together and share experiences. It also
provides the opportunity to learn how to take better care of themselves and how to cope with grief.
Camp Alohi Lani
In July or August ALS BC hosts a camp for youth who have a Parent (or Grandparent in a
significant role) Living with ALS. ALS BC is extremely pleased to be able to offer this weekend
retreat at no cost to families. Camp Alohi Lani, which means ‘Bright Sky’ in Hawaiian, is a safe
setting in which youth aged 8–17 years can come together and receive support for their own
journey. Most importantly Camp Alohi Lani offers campers an opportunity to meet other youth
from across BC and make connections with peers.
Care Connections
The primary purpose of forming a Care Connection is to reduce caregiver responsibilities and
reduce the worry the person with ALS has about their caregiver. By caring for the caregiver, the
person with ALS is helped as well. The ALS Society of BC’s Care Connection is a program to aid
your own group of caring family and friends to help their loved ones with ALS and their caregivers.
Mobile Clinics
In partnership with Vancouver Coastal Health and the ALS Centre at GF Strong Rehab Centre,
the ALS Society of BC provides Mobile Clinics to outlying communities. ALS Centre healthcare
professionals and an ALS Society of BC representative travel to clinic locations to provide
follow-up appointments for people challenged to travel.
All that is required to access these programs is the patient’s registration with ALS
Society of BC. No fees are charged. Services available to people living with ALS in British
Columbia and the Yukon.

Amyotrophic Lateral
Sclerosis Society
of British Columbia
1233 – 13351 Commerce Parkway
Richmond BC V6V 2X7
T 604.278.2257
F 604.278.4257
TF 1.800.708.3228
www.alsbc.ca

Wendy Toyer

Executive Director
E W.Toyer@alsbc.ca
X 222˜ Cell 778-999-6257

Rena Mendoza

Manager of Donor
Relations & Finance
E donor-relations@alsbc.ca
X 225

Alexandra Guerrero

Patient Services Coordinator
E patientservices2@alsbc.ca
X 226

Thilini Amaratunga

Patient Services Coordinator
E patientservices@alsbc.ca
X 228

Billie Doyle

Equipment Loan
Program Manager
E equipmentloan@alsbc.ca
X 223

Ana Ceciele B. De Ramos
Finance Coordinator
E receipt@alsbc.ca
X 227

Danielle Capa
SUPPORT NETWORKS:

Support Coordinator
E support@alsbc.ca
X 229

ALS BC Support Groups

Angela Schibild

PARTNERS WHO CAN HELP
ALS Centre at GF Strong Rehab
604-737-6320

Respiratory Equipment and Support:
Provincial Respiratory Outreach Program

1-866-326-1245

Communication Equipment and Support:
Communication Assistance for Youth and
Adults
604-326-3500

www.alsbc.ca/Services

On Line Support: Patients Like Me
www.patientslikeme.com

Support Line: BC Caregivers Support Line

1-877-520-3267
Mon–Fri 8:30am–4pm

THANK YOU TO OUR
PROVINCIAL PARTNER
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Administration & Support
Coordinator
E admin@alsbc.ca

NEWSLINK OF THE ALS SOCIETY OF BC

The A LS Society of B C is
dedicated to providing direct
support to ALS patients, along
with their families and caregivers,
to ensure the best quality of life
possible while living with ALS.
Through assisting research, we
are committed to find the cause
of, and cure for Amyotrophic
Lateral Sclerosis (ALS ).

