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Service provision

People with disabilities use a variety of disability-related supports throughout their lives. At end of life, people with disabilities also require services specific to this stage: home care, palliative care, hospice, medication.

A disability-related support is any good or service a person with a disability uses for independent living. It could be attendant care, readers, technical aids.

Different service systems deliver end of life services and disability-related supports. Sometimes, this means people with disabilities face difficult choices about which services they can access at end of life.

Hot topics

During the research, people with disabilities identified hard choices they  have to make at end of life related to:

Housing;

Disability-related supports;

Transitions.

At end of life, people with disabilities want to live with dignity and die a good death. 

A life with dignity involves: 

Making your own choices, with support if needed; 

Options for self-managed services;

Inclusion in one’s family and community.

There are barriers to dignity at end of life when you have a disability.
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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.

Transitions

People with disabilities often fall through cracks in the service system, when experiencing transitions from one life stage to another. The research shows that this is true. 

Choice about where we live and die

A Problem

People with disabilities, including those at end of life and those who have been at end of life but stabilized, want to have choices about where (i.e. at home, in a hospice, hospital, extended care facility) and how they live and die.

The Environment

Some people with disabilities face hard decisions about where they will live and die due to:

need for supports (i.e. attendant care, wound care, help with medication) and 

budgets allocated by social assistance.

For some, institutional living is the only option.

Advocacy Option

Disability groups may want to work for expanded support options and housing choices for people with disabilities at end of life. 

Disability-related supports

A Problem

Some people with disabilities’ access to their disability-related support changes if they move to a hospital setting for end of life care.

The Environment

The above problem is also an illustration of a larger barrier: criteria that limit access to services.

Access to all publicly funded services, including disability-related supports and palliative care, is controlled by criteria.

Governments use criteria to determine who will receive a benefit and who will not. Advocacy campaigns can expand access to services.

During the data collection stage, participants discussed various criteria that make it hard to access needed supports at end of life.

 Manitoba discontinues servicing provincially funded wheelchairs when users are in an institution. Some disabilities follow a slow trajectory to end of life. People with disabilities need mobility aids to be in working order during their life. 

Newfoundland uses a family income criteria to assess eligibility for some disability-related supports. People with disabilities do not want to have to leave their families to get services.

Advocacy Option

People with disabilities may want to learn more about provincial criteria that restrict access to disability-related supports at end of life and advocate  for reforms that will provide people with disabilities  with improved choice and access to needed services at end of life.

“Transitions may force people to make unnecessarily hard decisions.”
Information about end of life can be found at www.virtualhospice.ca

