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WHO IS A CAREGIVER? 

Caregivers are people who provide physical and emotional support to a family member, 

partner, friend or neighbour in need. Almost 1 in 4 Canadians age 15 and older are caring 

for or helping someone with long-term disability, physical or mental disability, or problems 

related to aging. 

Some of the tasks provided by caregivers include:   

 Assisting with personal care such as bathing, grooming, and dressing 

 Food preparation, housework, or transportation  

 Managing health care, such as medications and appointments, and/or communicating 

with health care providers  

 Navigating and coordinating social services  

 Handling financial and legal matters 

Most caregivers are caring for parents who are dealing with aging-related health 

conditions. Many caregivers are part of the sandwich generation – that is, they care for an 

aging parent and are also parents to young children under 18 years old. Many caregivers 

are still working and/or provide care and support from another city. 

The bulk of care for individuals with dementia falls on informal caregivers – the spouse, 

relative and friends. Most older adults with dementia have a caregiver, and they are 

unlikely to live alone — only 13% compared with 21% of seniors without dementia. 

Caregivers of older adults with dementia are primarily children (58%) or spouses (32%). 

They provide an average of 26 hours of care each week. This is substantially higher than 

the 17 hours provided by caregivers of those without dementia (CIHI 2018).  

POSITIVE IMPACT OF CAREGIVING 

 Stronger bonds  

 A sense of giving back to someone they love  

 Pride and satisfaction of knowing that their loved one is getting excellent care  

 Personal growth  

 A stronger sense of purpose in life  

 Increased tolerance, empathy, and compassion 
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CAREGIVER STRESS 

Supporting a person living with dementia requires time and energy. While it can be a 

rewarding experience, it can also be demanding and stressful for caregiver’s physical and 

emotional health.  

According to CIHI analysis, more than 4 out of 10 caregivers (45%) of older adults with 

dementia exhibit symptoms of caregiver distress — almost twice as many when compared 

with caregivers of older without dementia (26%). 38% of caregivers express the symptoms 

of distress, anger or depression and 21% feel unable to continue their caring activities 

(compared with 19% and 12% for caregivers of older adults without dementia, 

respectively). 

Stress related to caregiving can be direct or indirect. Stress can result from the number, 

duration and intensity of the tasks associated with caregiving. Stress can be the result of:  

 Loss or grief  

 Financial strain due to work disruption  

 Conflicts in interpersonal relationships  

 Compromised social relationships  

 Role confusion or shifting of established roles within a relationship  

 Lack of control over needs of the person they are caring for and supports available  

 Unreasonable demands from other family members 

CIHI data identifies the primary drivers of distress among caregivers of older adults with 

dementia as the following: 

 Hours of direct care provided weekly — those providing more than 20 hours of care 

each week had nearly 3 times higher odds of reporting distress, and those providing 

between 11 and 20 hours had almost twice the odds, compared with those who 

provide 10 hours or less 

 Higher cognitive impairment, mood and behavioural symptoms of people receiving 

care, including moderate to severe cognitive impairment, depression, anger/conflict, 

delusions, wandering and responsive behaviours (at least one instance of verbal 

abuse, physical abuse, socially inappropriate or disruptive behaviour, or resisting care 

that occurred at least once in the last 3 days) 
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 Medical instability, poor self-rated health and requiring assistance with activities of 

daily living of people receiving care 

Who is more likely to experience stress? 

People more likely to experience caregiver stress:  

 Are female (note that there are more female caregivers than male)  

 Have fewer years of formal education  

 Live with the person they are caring for  

 Are isolated themselves  

 May have some depression  

 Have financial difficulties  

 Spend too many hours caregiving  

 Lack the coping skills and problems solving skills needed  

 Have no choice but to be the caregiver 

Knowing and recognizing signs of stress in yourself or someone you care about is the first 

step towards taking action. 

If the following symptoms occur, call your doctor or contact your local Alzheimer Society for 

help. 

10 signs of caregiver stress/burnout 

1. Denial about the disease and its effect on the person with the disease. (e.g., 

“Everyone is overreacting. I know Mom will get better.”) 

2. Anger at the person living with dementia, yourself and others. (e.g., “If he asks me 

that question once more, I will scream!”) 

3. Withdrawing socially, you no longer want to stay in touch with friends or 

participate in activities you once enjoyed. (e.g., “I don’t care about getting together 

with friends anymore.”) 

4. Anxiety about facing another day and what the future holds. (e.g., “I’m worried 

about what will happen when I can no longer provide care.”) 
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5. Depression you feel sad and hopeless much of the time. (e.g., “I don’t care 

anymore. What is wrong with me?”) 

6. Exhaustion you barely have the energy to complete your daily tasks. (e.g., “I don’t 

have the energy to do anything anymore.”) 

7. Sleeplessness you wake up in the middle of the night or have nightmares and 

stressful dreams. (e.g., “I rarely sleep through the night, and don’t feel refreshed in 

the morning.”) 

8. Emotional reaction you cry at minor upsets; you are often irritable. (e.g., “I cried 

when there was no milk for my coffee this morning. Then I yelled at my son.”) 

9. Lack of concentration you have trouble focusing and you find it difficult completing 

complex tasks. (e.g., “I used to do the daily crossword. Now I am lucky if I can solve 

half of it.”) 

10. Health problems you may lose or gain weight, get sick more often (colds, flu), or 

develop chronic health problems (backaches, high blood pressure). (e.g., “Since the 

spring, I have had either a cold or the flu. I just can’t seem to shake them.”) 

When stress is not managed, it can cause burnout, a state of emotional, mental, and 

physical exhaustion. Burnout can cause caregivers to compromise their own health and be 

less able to provide effective care and support. 

Ways to manage and prevent caregiver stress 

The emotional and physical demands involved with caregiving can strain even the toughest 

person. As a caregiver, you need to take care of yourself. You may well be the most 

important person in the life of someone living with dementia. The suggestions below will 

help maintain your health and well-being.  

Learn about the disease  

Knowing as much as you can about the disease and care strategies will prepare you for 

the dementia journey. Understanding how the disease affects the person will help you 

comprehend and adapt to the changes. You can find more information in the Resources 

section below. 

Be realistic about the disease  

It is important, though difficult, to be realistic about the disease and how it will affect the 

person over time. Once you are realistic, it will be easier for you to adjust your 

expectations. 
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Be realistic about yourself  

You need to be realistic about how much you can do. What do you value most? A walk 

with the person you are caring for, time by yourself, or a tidy house? There is no “right” 

answer; only you know what matters most to you and how much you can do.  

Accept your feelings  

When caring for a person living with dementia, you will have many mixed feelings. In a 

single day, you may feel content, angry, guilty, happy, sad, embarrassed, afraid, and 

helpless. These feelings may be confusing. But they are normal. Recognize that you are 

doing the best you can. 

Share information and feelings with others  

Sharing information about the disease with family and friends will help them understand 

what is happening and prepare them to provide the help and support you need. It is also 

important to share your feelings. Find someone with whom you feel comfortable talking 

about your feelings; this may be a close friend or family member, someone you met at an 

Alzheimer support group, a member of your faith community, or a healthcare professional. 

Be positive  

Your attitude can make a difference to the way you feel. Try to look at the positive side of 

things. Focusing on what the person can do, as opposed to the abilities lost, can make 

things easier. Try to make every day count. There can still be times that are special and 

rewarding. 

Maintain a sense of humour 

While dementia is serious, you may find certain situations have a bright side. Maintaining a 

sense of humour can be a good coping strategy that will look after your emotional needs. 

Humour can work wonders by helping you cope with caregiving demands. Some days it 

will be possible to laugh, others it may not be. Look for the humour in day-to-day situations. 

See a funny movie. Laugh with friends.  

Take care of yourself  

The following strategies will give you strength to continue providing care: 

 Eat proper meals and exercise regularly.  

 Find ways to relax and try to get the rest you need. 

 Make regular appointments with your doctor and speak about your stress.  

 Take regular caregiving breaks (do not wait until you are too exhausted to plan this).  
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 Take time to maintain interests and hobbies.  

 Keep in touch with friends and family so you will not feel lonely and isolated.  

 Moderate use of alcohol and drugs (including prescription medication).  

 Regularly assess your own levels of stress.  

Plan for the future  

Planning for the future can help relieve stress. While the person living with dementia is still 

capable, review their financial situation and plan accordingly. Choices relating to future 

health and personal care decisions should be considered and recorded. Legal and estate 

planning should also be discussed. As well, think about an alternate caregiving plan if you 

are unable to provide care in the future. 

FINDING HELP 

Emotional help 

You may feel you need the support that comes from sharing thoughts and feelings with 

others. Some days you may need a "sympathetic ear," someone who will listen and not 

judge. Other days you may need a safe place to "vent." Friends and family can help, or you 

may find it useful to talk to others who have lived with or worked with caregivers. 

Support groups 

A dementia support group can give you a place to talk with other caregivers who 

understand the disease and know just what you are going through. 

It gives you an opportunity to share your own experiences, get practical suggestions that 

can help you in your daily caregiving while letting you help others. A support group can 

also help you manage stress and feel less isolated. 

Some groups are targeted to spouses or adult children. Contact your local Alzheimer 

Society for a list of support groups in your area. 

One-on-one support 

Not everyone is comfortable participating in a group. Sometimes, talking one-on-one to 

someone who has gone through the experience of caring for a person living with dementia 

(peer support) can be very helpful. 

It can also be helpful to talk with a trained professional or counsellor. You may find 

counsellors or peer support through your local Alzheimer Society or look for a social 
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worker through your public health department, health centre or family service agency. Your 

family doctor may also know of counselling resources in your community. 

Relief/respite care 

It can be hard to ask for and accept help. But asking for help is not a sign of inadequate 

caregiving. You cannot care for a person living with dementia alone. To continue 

caregiving, you will need to organize respite care: a break, a chance to do something for 

yourself, to get away from the demands placed on you. 

Regular relief can help to rejuvenate your mind and body by giving you a break, as well as 

providing you with practical support. Asking for that help, however, can be a hard thing to 

do. You may feel that you are imposing on others, or that you are the only one who can -- 

or should -- provide care to the person living with dementia. The reality is that no one can 

provide care alone. Taking time for yourself now, even if it is for an hour or two, can help 

you be a better caregiver when you return. 

If you don't have family members or friends to give you a hand, you may be able to find a 

volunteer through your local place of worship or community centre. 

In-home respite programs bring trained individuals into your home to provide care. 

Depending on the program, the worker may provide companionship, assistance with 

personal care (bathing, dressing), help with housework, etc. Check with your local 

Alzheimer Society about programs in your area. 

Many communities have adult day programs. In these, the person living with dementia 

can participate in a broad range of activities and have a chance to socialize with others. 

These programs usually include a meal and transportation and may be available half days 

or from one to five full days a week. 

Some long-term care facilities have respite beds, so caregivers in the community can get 

some relief. Ask your local Alzheimer Society for information about where to find more 

about respite programs. 

Practical help 

To make caring for someone living with dementia at home easier, get help with some of 

the day-to-day activities and tasks. This can include personal care, cleaning, meals, 

household chores, and taking the person to appointments. 

Start by making a list of all the tasks that need to be done, including personal care, 

shopping, yard work, transportation, and housework. 
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You may be able to get help from family members, neighbours, volunteers, or agencies. 

Most people will be willing to assist you. Programs in your community may offer help with 

household chores or caregiving tasks. Some help may be available through the Home 

Care program in your area at no or low cost. Contact your local Alzheimer Society for more 

information on services available in your area. 

Services that can help include: 

 Homecare workers: They provide personal care at home, helping with eating, 

dressing, and bathing as well as light household tasks. 

 Housekeeping services: These usually include cleaning, shopping, laundry, and meal 

preparation. 

 Skilled nursing services: Nursing services provide trained professionals in the home. 

 Meals on Wheels: These programs offer home-delivered meals to help provide well-

balanced lunches and dinners. 

 Volunteer/friendly visiting: These provide a friendly visitor (paid or volunteer) to spend 

time with the person doing an activity such as walking. 

 Day programs/seniors programs: These provide social interactions for the person as 

well as respite for the caregiver. 

Community help 

Every community has agencies and services that can help you. Services for the elderly 

and their caregivers vary in different provinces, territories and regions. You can find out 

what services are available in your community from a number of sources: 

 Your local Alzheimer Society 

 Your family doctor, health clinic or social worker 

 The public health department in your area 

 Community organizations 

 Your friends, family, neighbours, especially if they have been caregivers 
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ADDITIONAL RESOURCES 

 Reducing Caregiver Stress archive.alzheimer.ca/sites/default/files/files/national/core-

lit-brochures/reducing-caregiver-stress.pdf 

 I am caring for a person living with dementia alzheimer.ca/en/help-support/im-caring-

person-living-dementia 

 Living with Dementia: Managing through COVID-19 alzheimer.ca/en/help-support 

 A By Us For Us Guide: A guide for young carers and their allies 

youngcarersproject.files.wordpress.com/2016/11/ycp-bufu-guide_final_feb11_2015.pdf 

 Caregiver Stress Assessment Checklist 

archive.alzheimer.ca/sites/default/files/files/national/long-term-

care/ltc_1_caregiver_stress_checklist_e.pdf 

 Caregiver Health Self-Assessment Questioner www.healthinaging.org/tools-and-

tips/caregiver-self-assessment-questionnaire 

 The Advisory Group of People Living with Dementia alzheimer.ca/en/take-

action/change-minds/advisory-group-people-living-dementia 

 Ontario Caregiver Coalition www.ontariocaregivercoalition.ca/resources 

 Caregiver Support action.cancer.ca/en/get-involved/advocacy/what-we-are-

doing/caregiver-support 

 Carers Program: Coaching, advisory, respite, education, relationship, simulation 

www.dementiacarers.ca/care-partner-programs/carers/ 

 eFit Tool: Caregiver Support sagelink.ca/health-care/efit-caregiver-support/ 

 Caregiver Stress video 

ca.video.search.yahoo.com/search/video?fr=mcafee&p=caregiver+burden#action=vie

w&id=18&vid=9e266a5ccd5080a5bdc223af63e456a1 

 The Canada Caregiver Credit www.canada.ca/en/revenue-

agency/services/tax/individuals/topics/about-your-tax-return/tax-return/completing-a-

tax-return/deductions-credits-expenses/canada-caregiver-amount.html 

 The Ontario Caregiver Helpline ontariocaregiver.ca/find-support/helpline/ 

https://archive.alzheimer.ca/sites/default/files/files/national/core-lit-brochures/reducing-caregiver-stress.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/core-lit-brochures/reducing-caregiver-stress.pdf
https://alzheimer.ca/en/help-support/im-caring-person-living-dementia
https://alzheimer.ca/en/help-support/im-caring-person-living-dementia
https://alzheimer.ca/en/help-support
https://youngcarersproject.files.wordpress.com/2016/11/ycp-bufu-guide_final_feb11_2015.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/long-term-care/ltc_1_caregiver_stress_checklist_e.pdf
https://archive.alzheimer.ca/sites/default/files/files/national/long-term-care/ltc_1_caregiver_stress_checklist_e.pdf
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://alzheimer.ca/en/take-action/change-minds/advisory-group-people-living-dementia
https://alzheimer.ca/en/take-action/change-minds/advisory-group-people-living-dementia
http://www.ontariocaregivercoalition.ca/resources
https://action.cancer.ca/en/get-involved/advocacy/what-we-are-doing/caregiver-support
https://action.cancer.ca/en/get-involved/advocacy/what-we-are-doing/caregiver-support
https://www.dementiacarers.ca/care-partner-programs/carers/
https://sagelink.ca/health-care/efit-caregiver-support/
https://ca.video.search.yahoo.com/search/video?fr=mcafee&p=caregiver+burden#action=view&id=18&vid=9e266a5ccd5080a5bdc223af63e456a1
https://ca.video.search.yahoo.com/search/video?fr=mcafee&p=caregiver+burden#action=view&id=18&vid=9e266a5ccd5080a5bdc223af63e456a1
https://www.canada.ca/en/revenue-agency/services/tax/individuals/topics/about-your-tax-return/tax-return/completing-a-tax-return/deductions-credits-expenses/canada-caregiver-amount.html
https://www.canada.ca/en/revenue-agency/services/tax/individuals/topics/about-your-tax-return/tax-return/completing-a-tax-return/deductions-credits-expenses/canada-caregiver-amount.html
https://www.canada.ca/en/revenue-agency/services/tax/individuals/topics/about-your-tax-return/tax-return/completing-a-tax-return/deductions-credits-expenses/canada-caregiver-amount.html
https://ontariocaregiver.ca/find-support/helpline/
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