YOUR LIFE IS
CHANGING, AND SO IS
THE LIFE OF THOSE
AROUND YOU

EARLY-ONSET COGNITIVE CHANGES -
WHAT CAN YOU EXPECT AS A YOUNG
CAREGIVER AND AS A PERSON BEING
CARED FOR?
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What upheavals can be expected
following the diagnosis?

“It's weird but | had the
impression that my mother was
invulnerable, a real force of
nature!

| also told myself that | was too
young to see her disappear.
Luckily, my family and | take it
one day at a time and try to
enjoy our moments with her.
And most of the time, it works!”
Carolanne

“We are never prepared for this
type of news... It's as if in a few
seconds the ground slipped out
from under our feet.

The days pass and it feels like
we're on a roller coaster. There
are days we tell ourselves that
things are going well, and other
times when we open our eyes in
the morning, we are overcome
by despair.”

Jocelyn



What does "caregiver" mean?

According to the law, a caregiver is: "a person who provides
support to one or more members of their entourage who have a
temporary or permanent disability of a physical, psychological,
psychosocial or other nature, regardless of their age or living
environment, with whom they shares an emotional bond, whether
familial or not".

Being a young caregiver

A young caregiver is a person between the ages of 6 and 25.
These young people are considered to be caregivers when the
nature of the responsibilities and tasks required are greater than
those normally expected of them. On a day-to-day basis, a young
caregiver might:

- Assist with household chores, meal preparation and shopping;
- Help take care of hygiene;

- Provide emotional support;

- Accompany the person to medical appointments and manage
medication intake;

- Serve as an interpreter;

- Take on certain family responsibilities (e.g., caring for siblings,
helping with homework, lunches, etc.);

- Contribute financially to the household.




How does illness disrupt daily
life?

The changes in life following diagnosis will come in stages,
and the order and timing of those stages will be unique to
each person with the illness. Adaptation will be required
during the course of the disease, both emotionally and in
terms of your role and responsibilities as a caregiver.

How can you support young
caregivers if you're a healthcare
professional?

Learn more about the reality of young caregivers! Understanding
what young caregivers are going through and being aware of their
needs will help you start a dialogue with them and those being
cared for.

Take the time to explain the disease and its progression, as well as
the treatments available. Answer questions and address concerns.
Uncertainty can create stress for caregivers, so be sure to explain
thoroughly, even if it involves bad news.

Offer a sympathetic ear to the difficulties experienced by
caregivers and have resources on hand to refer family and friends if
necessary.

Involve young caregivers in follow-up! They are a vital source of
information in cases of cognitive change, as they are with the
patient in their day-to-day life.




How do you support a young
caregiver when you're the person
being helped?

The young caregiver will become your mainstay following
diagnosis. However, it's important to also accept outside help to
give them a break.

Anticipate the young caregiver's growing involvement following
the diagnosis — take the time to discuss with the caregiver a plan
of action for the future (people in your life who can lend a hand,
future help from the CLSC, etc.) to prevent exhaustion.
Encourage the caregiver to continue their usual activities (e.g.,
playing sports or seeing friends) so that they can maintain some
stability and get some rest.

Caregiving: a team effort

If the caregiver is also attending school or works a job, informing
their teachers or supervisors that they are a caregiver to the
patient will allow them some flexibility when it comes to
assignments, examinations, absences and so on.

Young caregivers can be supported by ensuring that tasks and care
are not their exclusive responsibility. Surrounding yourself with
other family members and using the services of the CLSC or a
community organization can lighten everyone's load and ensure a
greater quality of care.

Encourage the young caregiver to seek support. CLSC youth clinics,
school social workers or community caregiver groups can help
young caregivers cope with their new reality and the upheaval it
brings.




RESOURCES

McGill University Young Caregivers Community: virtual support meetings

https://www.mcgill.ca/dementia/support-groups/young-caregiver-

community

Regroupement des aidantes et aidants naturels de Montréal (RAANM):
Montreal organization for caregivers

www.raanm.net

514-374-1056

L’Appui : informations, referrals and support Helpline for counselling
https://www.lappui.org/en/
514-789-2460

Proche aidance Québec (PAQ): group of organizations supporting caregivers in

Quebec

www.procheaidance.quebec/en/
514-524-1959

Alzheimer Society: information, support and services for people with
Alzheimer's and their families
https://alzheimermontreal.ca/en/caregivers/

514-369-0800

Alzheimer Group Inc (AGI): organization offering services to people living with
Alzheimer's disease and other dementias. Support and services for loved ones
and professionals

https://www.agiteam.org/services

514-485-7233

Baluchon Répit long terme: rest services for loved ones of people suffering
from Alzheimer's disease or related disorders

https://baluchonrepit.com/

1-855-762-2930

Online dementia training: for relatives, friends and care partners of people with

dementia — a 10 week training

https://www.mcgill.ca/dementia/resources/total-elearning
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