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The My Journey as a Caregiver handbook offers you the chance to clearly see yourself  in 
the role of  caregiver, and to embrace this role and develop a better understanding of  it as you 
progress along this journey. This handbook will also help those close to you better understand 

your reality as a caregiver.
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Foreword
The My Journey as a Caregiver Handbook for 
Caregivers and their Families and Friends sheds light 
on the various stages caregivers may go through 
during their journey. Since each person is unique, 
these stages may not be experienced by everyone in 
the order or manner presented here.

This Handbook gives caregivers the opportunity to 
better recognize, understand and manage their role. 
It is also meant to help their friends and families gain 
insight into that role.

What makes this Handbook unique is the way in 
which it was produced. It was the result of  a joint 
effort among caregivers, members of  the health 
and social services network and stakeholders in the 
community. Inspired by the day-to-day experience of  
real caregivers, this publication is a reflection of  their 
reality and needs.
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First 
Signs

For some time now, my day-to-day life just hasn’t been 
the same. I’m concerned about certain things. I’m 
seeing changes in my loved one and I’m worried. 

  My wife often forgets her appointments. 

 My grandma has lost a lot of weight.

          My dad falls a lot. 

My child is not developing like other children.

  My son hears voices.
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This morning at breakfast, I told Mary I was 
going to visit my brother in the afternoon. 
When she saw me getting ready to leave, 
she asked me where I was going. When I 
came back later in the day, she asked me 
where I had been. This type of  situation is 
happening more and more often.   

What is going on? What is happening 

to her? I need to know!

I want:

I need:

Suggested Resources
There are support resources available to me at this stage, and I will use them.

• Information 

• Medical consultations
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Realization

I now realize that I am the one caring for and supporting 
my loved one. The care I give is:

• Frequent
• Intense
• Ongoing

I am taking on more and more responsibility. 

I AM A CAREGIVER.

But I am also: 

• A spouse
• A parent
• A child
• Etc.

I realize that the future is uncertain and different from 
what I had in mind. But I am not alone. I know I can find 
support, information and someone to listen.

4

Any non-professional who 
provides significant care to 
an incapacitated loved one 
on a regular or occasional 
basis is considered a 
caregiver. It can be a family 
member or a friend.
QUÉBEC MINISTÈRE DE LA SANTÉ ET DES 
SERVICES SOCIAUX. Politique de soutien 
à domicile : « Chez soi : le premier choix », 
Québec, Le Ministère, 2003, 43 p.
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I want:

I need:

Suggested Resources 
There are support resources available to me at this stage, and I will use them.

• Peer Activities 
• Information
• Support and Listening

My sister Sarah suffers from depression. 
At first, I would visit her once a week, then 
three times a week. Now, if  I don’t go see her 
every day, she does not get out of  bed, or eat 
or drink. I am no longer just her brother:  
I am her caregiver!
What exactly is a caregiver? 

I need to understand.



I am the
Caregiver!

Thanks to how well I know my loved one’s condition, 
their situation and its evolution, I work closely with 
support resources and partners to:

• Prevent
• Preserve
• Treat
• Defend
• Protect

I am learning to recognize my strengths and abilities, 
but my limitations as well. As a caregiver, I have put my 
own life on hold.
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I want:

I need:

Suggestions Resources 
There are support resources available to me at this stage, and I will use them.

• Peer Activities  
• Training 
• Support and Listening

Nathan is 9 years old. We received the 
diagnosis when he was born. I know my 
son very well: I understand his disease; I 
know how he will react in a given situation; 
I understand him and can communicate 
with him; I can read his emotions, fears and 
anxieties. Even if  I’m always consulted, I still 
get the impression that people aren’t actually 
listening to me. I’ve had enough!

From now on, I will stand up for 
myself: I am the caregiver in this 
situation! 

                       I need people 
to recognize my role, 
     and to understand 
and listen to me! 
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Moving 
Forward
What are the Options?

 
 

I’ve noticed that the situation is getting more difficult:

• My loved one’s health is getting worse.
• I have less energy.
• I’m having financial problems.
• I’ve started having my own health problems.
• I feel more and more alone.
• The support resources that I have are not    
 enough anymore.

I’m asking myself these questions:

• Do I still have a network for support and 
 assistance?

• What are my personal and financial limitations, the  
 limitations of the health and social services network  
 and those of community organizations?

• Is it still possible for my loved one to stay in their own  
 home? If yes, then how?

• Would a long-term care residence be the best 
 decision now?
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I want:

I need:

Suggested Resources
There are support resources available to me at this stage, and I will use them.

• Medical Consultation 
• Information
• Respite 
• Support and Listening 

My mother Helen celebrated her 81st 
birthday this year. She has lived alone since 
my dad passed away. I visit her as often as 
I can, but I feel torn between my mother 
and my own family. My mother’s condition 
has gotten worse in recent months. She is no 
longer able to cook for herself  and she has 
started falling a lot, especially at night. I’m 
getting very worried about her. What can 
I do to help? What are my options? I finally 
reached out for help. 

Since then, I have felt guilty because  
I am no longer doing it all.  

                         I need a break!
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When Change 
Happens 

Since my loved one has moved out – either 
permanently or temporarily – I have had many 
different up-and-down feelings about the changes  
in my role as a caregiver.

 Guilt     Loneliness

      Worry

  Sense of loss    Relief

    Freedom

  Ambivalence   Stress

My relationship with my loved one is changing: 
I have different tasks now and the responsibilities are 
shifting.
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I need:

I want:

Suggested Resources
There are support resources available to me at this stage, and I will use them.

• Peer Activities 
• Support and Listening

I’ve been taking care of  my spouse for many 
years now. We had to make a major decision 
due to the progression of  Jim’s disease. It’s 
been three months now that we have no longer 
been living together. Jim has moved into a 
residence, while I still live in the family home. 
Even if  I visit him each day at lunch and 
supper, I find it very difficult to go to bed alone 
without my husband every night. I feel freed 
from a certain sense of  responsibility, but the 
fact that I can no longer spend time alone with 
him leaves me feeling empty inside.

Even if  our decision was best in this 
situation, I still feel lost.

 I need support 
          to find and keep 
a sense of  balance!
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End-of-Life  
Support 

There are many ways to react to or prepare for death. 
I accompany my loved one based on each of our 
comfort zones and levels of unease.

I need support to:

• Help me cope with the last stage of life.

• Help my loved one live their life right up until the  
 very end.

• Accept the fact that my loved one is going to die soon.

It all happens gradually.
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I want:

I need:

Suggested Resources
There are support resources available to me at this stage, and I will use them.

• Accompaniment 
• Information
• Support and Listening

Thomas has been a prisoner of  his own 
body since he was born. His mother and 
I have taken care of  him every hour of  
every day for the last 25 years. The disease 
is catching up to him now though: I can 
see it in his eyes. I take it one day at a time, 
because I know that long-term plans will 
never happen. I feel that I’m losing him 
slowly and that I’ll have to give him up soon. 
Many people tell me what to do, others ask 
me what I need, but few people respect my 
silence. 

I want to be there for Thomas until the 
very last second. 

       I need to be 
accompanied for this      
 last stage of  life.

13



Grieving 

I am grieving the loss of my loved one in my own way 
and at my own pace:

• I talk about it a lot.
• I prefer to be silent.
• I withdraw.
• I distract myself with other things. 
• I am learning to reorganize my life. 

There are many ways to grieve. Emotions can:

• Be mixed (highs and lows).  
• Build up, one on top of the other. 
• Come and go. 
• Vary in intensity and frequency. 

If I want, I can decide to be there for other caregivers 
by providing:

• Support
• Accompaniment
• A compassionate ear 
• Help
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I want:

I need:

Suggested Resources
There are support resources available to me at this stage, and I will use them.

• Accompaniment 
• Peer Activities
• Support and Listening

John died six days ago. I see that the people 
around me don’t know what to do; I sense 
that they are not at ease by the way they talk 
to me. No, his death was not a relief. Yes, 
I sometimes feel like laughing when I think 
about some of  the times we shared. Then 
I can cry for hours and hours, and then I feel 
angry. No, I’m not crazy.

Why can’t I grieve the way I want to? 
Why must other people judge me or  
tell me how I should process this 
experience?

I need people to        
     just listen to me and 
I need to mourn.
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Notes




