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Symptom management

Symptom management includes: consultation, drugs, medical equipment, supplies. In hospital, these services are usually paid for by the medical system. Elsewhere coverage varies. Palliative care professionals are trained to meet the specific needs of people at end of life. Palliative care medicine provides treatment to ease discomfort at end of life. 

Some people with disabilities at end of life also need to manage their impairments. Knowledge about the effect of different disabilities on end of life varies from doctor to doctor. Workers delivering disability-related supports also have varying levels of understanding about how some disabilities progress toward end of life. Knowledge gaps about impairments can lead to poor symptom management which can lead to pain and suffering at end of life.

Hot topics 

Issues people with disabilities identified:

Quality Medical Care: Participants shared various concerns about getting good health care at end of life.  People with disabilities criticized the lack of holistic care, finding not enough attention being paid to emotional care. At end of life, some people with disabilities need continuity in the medical management of their impairments. Some participants worried the effects of their impairments would not be taken into account during a life-threatening medical emergency. Some participants related accounts of friends and loved ones who had poor symptom management at end of life. 

Choice: People with disabilities want to have choice in where they will spend their end of life stage. Palliative care professionals are trained to provide specialized services at end of life. There are disparities in what is available from one province to another. For example, in Newfoundland, hospice is not available. 

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

Quality medical care

A Problem

At end of life, some people with disabilities need impairment  symptom management. 

The Environment

End of life care tends to emphasize pain management. People with disabilities use a wide range of treatments to manage their impairments, including non-traditional therapies. Not all medical practitioners have developed skills in impairment symptom management. Moreover, access to therapies may be compromised by a change in a person’s employment status, for example, a person may no longer have the same benefit program that they had when they were well.

Advocacy Option

►Call for health authorities to establish a disability consultant who would ensure that people with disabilities are not falling through cracks in the care system.

Good end of life symptom management

A Problem

Some people with disabilities miss out on good end of life symptom management because they never  get  palliative care. Various barriers can hamper access to end of life care.  

The Environment

Some people’s disabilities follow a long path to end of life and their need for palliative care goes unrecognized. End of life services have varying capacities to address complex needs.

Advocacy Option  

►Develop a disability lens for end of life to assist policy makers and advocates assess how well an end of life service meets the needs of persons with disabilities.

Choice at end of life

A Problem

Palliative care is developing as a service.

The Environment

Palliative care is not a core heath service everywhere. Without this designation, it  is a lesser priority in the health system.  Transitioning from disability to end of life services can be difficult. 

Advocacy Options

►In provinces where, end of life care is not a core service, advocate for policy reform designating it a core service. 

►Advocate for better integration of disability services and palliative care. 

Looking at end of life care through a disability lens.

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

