Support volunteer bulletin

Spring 2023

New volunteer opportunities available

We are excited to announce the return of our We need your help!
education volunteer position. Dementia education

We are currently in immediate need of support
is a key service provided by the Alzheimer Society of

group facilitators for in person and online groups.
Please help us spread the word about the many
volunteer opportunities we have available at the

B.C. Education volunteers present or co-present
select education workshops directly supporting
families affected by dementia. If you are currently a

Society.
support volunteer, and are looking for an
opportunity to expand your existing role and skill set If you know of others in your personal network
this position might be right for you! As an education who may be interested in volunteering with us,
volunteer you’ll be able to deliver workshops as please direct them to our to
frequently as you’d like while still facilitating your complete an online application or connect them
support groups. with your staff supervisor.

Volunteers are vital to the culture and success of
the Society. We thank you for your support of our
“What most appeals to me is the challenge of recruitment efforts to ensure we can continue to
presenting the material in a way that is honest expand our program offerings to families affected
and informative, but also empowering. | know by dementia.

that | have done my job well if participants
leave not only with a greater understanding of
the road that lies ahead, but of their own
capacity to navigate that journey.”

— Sharon, education volunteer (Nanaimo)

Support volunteers may benefit from the IN THIS ISSUE
opportunity for professional development and value

expanding their knowledge of dementia and 2 NEW—Peer-to-peer connection
caregiving. Please let your staff supervisor know if 3 Provincial meeting for support volunteers:

you would like to learn more about this Volunteer resilience

opportunity, we will be starting a waitlist of those
interested. Education volunteers will have the
opportunity to receive training focusing on
presentation skills.
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https://alzheimer.ca/bc/en/take-action/volunteer/volunteer-opportunities

NEW meetings for support group facilitators:

Peer-to-peer connection

We are excited to announce a new resource for support group facilitators!

Peer-to-peer connection

Peer-to-peer connection meetings provide an
opportunity for support group facilitators from
across the province to come together virtually to
share, learn and engage in a safe, supportive
environment. The structure of these meetings will
be very similar to a support group, but for
facilitators.

In this group you will have the opportunity to share
specific concerns that have arisen in your support
group and learn strategies to address key issues
identified by group members. During each meeting
we will also demonstrate and practice self-care
techniques for both facilitators and participants.

We hope that you leave each session with new
tools in your facilitator toolkit.

Please note that the structure and content of
these meetings will differ from our provincial
meetings for support volunteers, and we strongly
encourage you to attend both.

3

Group goals

Foster connection.

e Provide space for peer-to-peer learning.

e Increased opportunity for skills
development.

e Debrief challenging situations.

Meeting details

The first meeting will be held Thursday, April
27, from 6:30-8:00 p.m. At that time we will
discuss desired frequency of meetings and
develop group guidelines.

Registration is open to all support group
facilitators.

Pre-registration is required, meetings with
low registration will be cancelled, so early
registration is encouraged.

If you have any questions, please email Kim
McKercher at

MEETING DATE
Thursday, April 27, 6:30-8:00 p.m.

CLICK HERE TO REGISTER

Please register by
Thursday, April 13, 2023
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Provincial meeting for support volunteers:

Volunteer resilience

You’re invited to the Alzheimer Society of B.C.’s Spring

2023 provincial support volunteer meeting on
Thursday, May 25, 6:30-8:00 p.m.

These meetings provide an opportunity for ongoing
learning about dementia, facilitation and other topics
relevant to support volunteers and allow us to
highlight important updates to our programs and
services. We hope these meetings will also facilitate
interactive discussions and a chance for you to
connect and share your unique experience and
knowledge with other volunteers.

Meeting topic

Our Spring meeting will focus on volunteer resilience.
We will cover:

e Recognizing compassion fatigue.

o Self-reflection and emotional triggers.

o Strategies for effective debriefing.

e Self-care practices.

Did you miss the meeting on end-of-life?

We encourage you to check out these resources:

e Preparing for end —of-life webinar recording.

e Grief and loss: a panel discussion.

o Medical assistance in dying (MAID) website.

e Helpful links and resources.

MEETING DATE
Thursday, May 25, 6:30-8:00 p.m.

CLICK HERE TO REGISTER
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Please register by
Thursday, May 11, 2023

This meeting is intended for support group
facilitators, Minds in Motion® volunteers and
education volunteers.

Pre-registration is required and early
registration is encouraged. Meetings with low
registration will be cancelled.

Volunteer meetings will be online using video
conferencing. There will also be an option to
connect with audio only from your phone.
Information on how to connect to the meeting
will be emailed to you after you register.

We want your feedback!

If you have any questions or specific topics you
would like addressed at the meeting, please
email Kim McKercher at

! MOTION®
il

Alzheimer Society (32, - |
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Research update: Lecanemab

Background information

In late November 2022, two pharmaceutical
companies — Biogen of the U.S. and Eisai of Japan —
released results from a Phase 3 clinical trial of a
drug called lecanemab (marketed as Leqembi™).
The results of the clinical trial indicated that people
in the early stages of Alzheimer’s disease who
received lecanemab over the study’s 18 months
performed 27 per cent better on cognitive tests
than people who received a placebo. On January 6,
2023, the U.S. Food and Drug Administration
granted expedited approval to Legembi™, while the
medication continues to be studied in larger clinical
trials. At this time, there is no news as to when Eisai
and Biogen will submit lecanemab for Health
Canada approval.

What is Lecanemab and what does it do?

Lecanemab is a drug that potentially slows some
symptoms of early-stage Alzheimer’s disease and
mild cognitive impairment due to Alzheimer’s
disease. It is believed that lecanemab reduces the
build-up of a protein called amyloid beta within the
brain. The drug is taken intravenously every two
weeks for 18 months.

Want to learn more about
Lecanemab?

CLICK HERE

Impact of Lecanemab research

The Alzheimer Society of B.C. continues to trust
and support Health Canada’s rigorous
assessments of the safety and effectiveness of all
drugs related to the treatment of dementia.
Health Canada has not approved lecanemab and
currently the only way Canadians have access to
lecanemab is if they are participating in the
ongoing clinical trial. It will likely be several years
before anything is available to the publicin
Canada.

Additionally, lecanemab will not be suitable for
everyone as it is intended for those in the early
stages of Alzheimer’s disease. This does
underscore the importance of continuing to
address stigma and ensure more British
Columbians have timely access to early detection
and diagnosis.

Lecanemab is one of more than 200 dementia
drugs in development internationally. We hear
firsthand from members of our community that
this wider research trend offers hope to
thousands, if not millions, of people. While
lecanemab is not a cure, it “moves the needle”
by opening a door for future treatments, and
we're encouraged by research being done on
treatments related to dementia.

Questions about this story or other research
inquiries can be sent to
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Service Spotlight: First Link® Dementia Helpline (DHL)

What is the First Link® Dementia Helpline?

The First Link® Dementia Helpline is a toll-free
support line offered by the Alzheimer Society of B.C.
In 2021-22, the Helpline received 4, 836 phone calls
and emails. The helpline provides support for people
affected by dementia either personally or
professionally.

Anyone with concerns or questions related to
dementia is welcome to call the Helpline. Whether
you are new to the Society or an existing client, you
can call us as often as you need us. Every call to the
Helpline is confidential. You can review our privacy
statement

Trained Society staff who operate the First Link®
Dementia Helpline provide a supportive experience
and can offer practical strategies or support resources
relevant to the caller’s needs. There are a variety of
topics related to dementia covered by staff on the
DHL, some examples include:

e General information about dementia.
¢ How to get a diagnosis.

e Progression of the disease, including its effect on
communication and behaviour.

e Personal planning considerations.
e Supporting and maintaining independence.
e Local community resources and services.

¢ Information about making your organization or
community dementia friendly.

In a recent survey sent to clients who connected with
us through the First Link® Dementia Helpline, we
found that 93.5 per cent of respondents indicated
they were satisfied or very satisfied with the service
and support they have received through it!

Some of the feedback we received from this survey
included:

e “The compassion | received was outstanding,
they let me cry and didn't try to stop me.”

¢ “They were there when we needed to talk. It
was our first call, and we were hesitant yet so
glad that we called.”

o “[It was helpful] talking to a real person who
understands what I'm going through as a
caregiver...having someone educated in
dementia to just listen was crucial for me at the

”n

time.

As a volunteer the First Link® Dementia Helpline is
an excellent resource to direct clients to for
additional information and support.

Contact the First Link® Dementia Helpline

0 English: 1-800-936-6033
(Monday to Friday, 9 a.m. to 8 p.m.)
Email: info.helpline@alzheimerbc.org

¢ Cantonese and Mandarin: 1-833-674-5007
(Monday to Friday, 9 a.m. to 4 p.m.)

Punjabi: 1-833-674-5003

(Monday to Friday, 9 a.m. to 4 p.m.)

Spring 2023 | 5


https://alzheimer.ca/bc/en/about-us/about-our-organization/privacy-statement

Committee for engaging lived experience volunteers

An introduction to the committee

The committee for engaging lived experience
volunteers is made up of an interdepartmental group
of Society staff and individuals with lived experience.
Jim Mann and Geri Hinton, featured in our volunteer
spotlight, add a valuable perspective and vital insight
to the group. The purpose of the committee is to
ensure voices of individuals with lived experience of
dementia — by which we mean both people living with
dementia and family caregivers — guide all aspects of
the Society’s work. We are committed to providing
meaningful opportunities that go beyond consulting,
to collaborating and co-creating.

A framework document outlining how the Society
plans to engage individuals with lived experience is
currently in development. In December, several family
caregivers and people living with dementia
participated in a series of focus groups to ensure what
matters most to people living with dementia-their
families and friends - is represented within the
framework. This document will be available to the
public in the coming months and we encourage you

to share it within your networks.

What type of opportunities will be available?

e Focus groups.

e Advisory groups.

¢ Webinar presentations.
e Media interviews.

e Peer-led programs.

e Advocacy.

We are committed to ensuring

participation options fit with individuals’
abilities, availability and interests.

Jim Mann (pictured above) has long been a respected
leader and partner in much of the work at the
Alzheimer Society of B.C., contributing his knowledge
and experience living with dementia to numerous
projects. Jim shares his personal story to break down
stigma and inspire others to take action.

When Jim was first diagnosed with Alzheimer’s
disease in 2007, there were not many opportunities
for people living with dementia to volunteer. In large
part thanks to Jim and a number of determined
dementia advocates the Alzheimer Society of B.C. has
begun to push aside preconceived notions of what
dementia looks like and what people living with
dementia are capable of. “It’s from watching us and
hearing us tell our stories that perspectives began to
shift,” Jim says. Today, Jim is proud to be a member
of the committee for engaging lived experience
volunteers.

Meaningful volunteer opportunities for people living
with dementia are incredibly important. “Being
diagnosed with dementia,” Jim states, “your
confidence can take a hit.” Opportunities that inspire
Jim to learn and better understand his diagnosis are
to him the definition of empowerment. “Learning is
part of being an effective volunteer. It will make you
feel good, you will build your confidence as you learn,
you can take control of your diagnosis.”

Jim encourages others living with dementia to get
involved in a way that feels comfortable to them. He
stresses the importance of having a variety of roles
for people to choose from that maximize their unique
strengths. We all have something to contribute!
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Volunteer spotlight: Geraldine (Geri) Hinton

Geri Hinton spent many years as a family caregiver
supporting her husband, Peter, and is an
accomplished dementia advocate. In this interview
Geri reflects on her volunteer experience and work
with the Society.

How did you first become connected with the
Alzheimer Society of B.C.?

| connected with the Alzheimer Society of B.C. in 1998
when my husband, Peter, was diagnosed with
Alzheimer’s disease. Peter was a remarkable man. He
was a veteran of WW2, having commanded a landing
craft on D-Day. He was an avid reader; around the
world sailor; and a student of classical music who also
played the violin.

The Society provided both Peter and | information
and support. We came away with a better
understanding of the progression of the disease and
how to cope with the many challenges we faced. We
were able to meet with others who had similar
experiences and share our stories, never forgetting
humour and acceptance were important parts of our
relationship.

It was after Peter’s death in 2008 that | just knew |
wanted to stay affiliated with the Society. | had
received so much, and | wanted to give back
wherever my skills and experiences might be helpful.

Why is volunteering important to you?

| believe everyone affected by dementia can benefit
from knowledge and guidance around the complexity
of the caregiving role. As a volunteer and a caregiver
with lived experience | strive to offer support and
hope to others.

My commitment to volunteering comes from my
belief that volunteers can build compassion and
community through participating and contributing to
the work of an organization. Currently | am serving on
the Society’s committee for engaging lived experience
volunteers. Together we are working on developing a
strategy so that others with lived experience can have
a voice in all aspects of the Society’s work.

What drew you to this committee in particular?

| believe that inclusion can inspire us, and that
we can foster connections that lead to greater
capacity in an organization where everyone feels
a sense of belonging. This concept brings reality
to the development of policy, integrity to the
purpose and outcomes of the Society’s programs
and services and develops trust in the
organization’s mission.

What would you like to say to other family
caregivers who may be interested in becoming a
lived experience volunteer?

| hope that you will consider and be encouraged
to volunteer with the Alzheimer Society of B.C.
As a person with lived experience, you can have a
positive impact, share your skills and
experiences, develop new friendships, and build
a sense of community for people affected by
dementia. Your unique story and personal
contributions will inspire others.

On behalf of the Society—thank you, Jim and Geri,
and to all our skilled volunteers for your support
of families affected by dementia across B.C.
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Upcoming dementia education

All webinars presented in Microsoft Teams (

In addition to in-person education, the Alzheimer Society of B.C. offers two types of online
education:

e Lecture-style webinars (every Wednesday at 2 p.m.): Discussion is limited to the chat box and participant
cameras are turned off to allow those joining to focus on the speaker and the information being shared.

¢ Interactive workshops (various days and times): Smaller groups which allow for more participant discussion
and interaction throughout the workshop. Those joining can ask live questions and share their own
experiences.

To ensure a seamless technical experience, join webinars from the downloaded Teams app ( for
instructions on how to install the Teams app).

Upcoming online education - Focus on behaviour and health

¢ Dressing and grooming Wednesday, April 12, 2 p.m.

¢ Driving and dementia Wednesday, April 19, 2 p.m.

¢ Bathing and hygiene Wednesday, May 3, 2 p.m.

¢ Living well with dementia through nutrition Wednesday, May 10, 2 p.m.

o Guest speaker Dr. Heather Keller will join us to talk about the role nutrition can play in supporting
healthy living in those affected by dementia.

¢ Dental care and dementia Wednesday, May 17, 2 p.m.

e Guest speaker Dr. Nicholas Tong joins us to discuss the importance of and how to navigate dental care
when supporting someone living with dementia.

¢ Physical activity and dementia Wednesday, May 24, 2 p.m.

e Guest speaker Dr. Joanie Sims-Gould will look at how physical activity can maintain mobility and
support a person living with dementia.

¢ Flipping stigma: Recognize and respond to stigma and discrimination Wednesday, June 7, 2 p.m.

¢ Join some of our lived experience volunteers as they talk about navigating stigma and discrimination
when it comes to living with dementia.

* How to get someone to accept help: a conversation for caregivers Wednesday, June 21, 2 p.m.

¢ Join some of our lived experience volunteers as they discuss strategies for supporting caregivers who
are on the dementia journey.

to review these webinars and other recorded topics on our on-demand content page.

[ Visit: for the most current schedule and information on how to register. ]
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