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Vulnerability

People with disabilities are not more vulnerable at end of life simply because they have impairments.

They are vulnerable because of negative attitudes about disability held by others, including their health care providers.

These attitudes often lead people to take actions which devalue the lives of people with disabilities and may limit the choices of and control that people with disabilities have over their lives, including their deaths.

Hot topics

People with disabilities reported they were made to feel vulnerable by:

Social isolation: people with disabilities often experience disruptions in their family relationships and friendships.

Bad medical care: diagnosis and prognosis without sufficient attention to the impact of a pre-existing disability on an acute medical condition.

Lack of knowledge: People with disabilities do not have sufficient knowledge about what will be available for them when they enter the end of life stage. The service systems that people with disabilities interact with may have limited knowledge about end of life for people with disabilities.

Silences: There is an unwillingness to talk about end of life issues. There are not a lot of safe spaces where people with disabilities can go to discuss the many issues related to end of life: decision making, funeral planning, disability-related supports at end of life, informal care givers, formal care givers. 

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.
Bad medical care

A Problem
Bad medical care happens in different ways:

►A person with a disability with a curable problem may not be treated because the doctor believes their  life is not worth living. 

 ►A person with a disability in a medical crisis may not be given enough time to respond to treatment because the medical personnel do not fully understand the impact of that disability on recovery. 

The Environment

In our culture, media, literature, and the education system transmit ideas that devalue disability. This devaluation affects how doctors, and others, interact with people with disabilities.

Advocacy Options 

►Break the silence: publicize bad care; educate doctors about devaluation; use disability art to fight devaluation.

Building connections/ending isolation

A Problem
Some people with disabilities feel very alone and  worry about coping at end of life. 

The Environment

Due to social barriers, some people with disabilities have had problems developing supportive relationships with family or other people. At end of life, people need the support of others. To create caring communities, we need to end isolating services and policies.

Advocacy Options

►Identify for reform disability programs and services that isolate people with disabilities.  

►Determine how to support isolated people with disabilities at end of life.

Increasing knowledge

A Problem

While discussing and planning for end of life can be difficult, it can resolve important concerns. Some people with disabilities have difficulty accessing resource people to assist them think about and plan for end of life. 

The Environment

The disability community with its various organizations has been a safe place for people with disabilities to address many life issues.

Advocacy Options

►Develop resources about end of life; ►Hold information and planning sessions.

Institutionalization

separates people with disabilities from their families and communities.

Information about end of life can be found at www.virtualhospice.ca

