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Informal caregivers with disabilities

People with disabilities are caregivers, including at end of life,  and want to provide this type of support.  However, due to disability stereotypes,  many assume that people with disabilities only receive care.  

As a result, people with disabilities encounter barriers when they want to provide care. 

Some reported they tried to become caregivers but were unable to obtain necessary disability-related supports. 

Others were struggling as caregivers, reporting lack of support, ranging from financial support to flexible respite that meets an individual caregiver’s needs.

Hot topics 

Issues people with disabilities identified: 

People with disabilities may not be listened to as caregivers.

Many people with disabilities are not EI-eligible so would not be able to apply to collect the EI Compassionate Care Benefit that supports those who provide informal care at end of life.

Alberta does not have legislated job protection for employees on compassionate care leave.

There are gaps in disability-related supports to assist people with disabilities undertaking care giving.

VP Net Policy Theme- Spring 2007 Community Forums
Its research focuses on people who experience vulnerability as a result of disability and how this is evident in the policy framework of palliative and end of life care as well as the ways in which disability policies address end of life care needs of people with disabilities. We collected data in 2005 in Edmonton, Winnipeg, Ottawa, St. John’s, where we are returning to share a summary of findings and their advocacy implications.

Canada has:

EI Compassionate Care Benefit 

Most provinces, except Alberta, protect the jobs of workers who take a leave to provide compassionate care.
Care giving & disability-related supports

A Problem

People with disabilities who want to provide care at end of life may need supports, including lifts, flexible respite, etc. Participants reported barriers in accessing disability-related supports to assist them in care giving at end of life.

The Environment

The Canadian disability community has identified disability-related supports as a priority. 

A disability-related support is any good or service that assists a person with a disability participate in community life.

 Advocacy Option

 In work on disability-related supports, draw policy makers’ attention to the end of life care giving being done by people with disabilities and that disability-related supports are needed by care givers with disabilities in order to fulfill this role. 

Employment Insurance (EI) Compassionate Care Benefit

A Problem

People with disabilities are less able to access financial support for end of life care giving because the benefit criteria disproportionately negatively affect people with disabilities.

The Environment

Policy makers tied  care givers’ benefits to EI. People with disabilities, particularly women, are less likely to be employed than other Canadians, making them ineligible for  EI. 

Advocacy Option

Inform policy makers  that people with disabilities are caregivers and end of life care policies must not contain disability discrimination. Call for end of life caregiver benefits  outside of EI.

Challenging stereotypes
A Problem

People with disabilities are often disregarded when they advocate as caregivers. 

The Environment

Care giving policies continue to ignore the care giving role of people with disabilities.

Advocacy Options

When educating professionals (i.e. doctors, social workers, therapists, lawyers) focus on the role of people with disabilities as caregivers. Speak out on care giving policy, as caregivers with disabilities. Become known as a stakeholder organization to policy makers  working on care giving.
Compassionate Care Benefit:

 6 weeks of EI coverage for a care giver assisting an eligible person at end of life. 

Information about EI Compassionate Care Benefit can be found at www.servicecanada.gc.ca

