Policy Issues – Palliative Care and People with Disabilities

Inclusive and accessible palliative care for people with disabilities can be achieved through applying existing models for palliative care while addressing the barriers that exist in some palliative care practices.
According to the Canadian Virtual Hospice, “Palliative care helps patients to achieve the best possible quality of life right up until the end of life.” 
  The goals of good palliative care include managing physical, emotional, and spiritual concerns, ensuring dignity, and respecting social and cultural values of patients and families.   Evidence from the VP-Net policy theme suggests that these goals are not always met for persons with disabilities. A lack of inclusive end of life policies for people with disabilities plays a significant role in these individuals receiving insufficient care.  “Palliative care issues involving people with longstanding physical, psychological, or intellectual disabilities-either with comorbid life limiting conditions or transient episodic life threatening complications- have been largely overlooked (Stienstra, Chochinov, pg. 166, 2006).”  

The purpose of the Policy Theme of the VP-Net project was to investigate the Canadian policy contexts within which end of life care occurs for people traditionally thought of as vulnerable, and to evaluate the extent to which these individuals are included as target populations for palliative care initiatives. It was also to investigate the gaps in existing programs, and the impact existing disability-related policies have on palliative care.  Results of the study showed that people with disabilities encounter barriers related to financial access, physical access, access to community-based palliative care, accessible information on end-of-life decision making, continuity of care while transitioning to palliative care, and as informal care providers.
Access and Barriers to Palliative Care

Palliative care increasingly recognizes multiple trajectories at the end of life, some of which are quite different from the cancer trajectories that provided impetus for the creation of palliative care. Yet palliative care still tends to be prognosis driven, rather than being offered based on the individual needs of people with life threatening and life limiting conditions.   In the case of people living with chronic or fluctuating conditions or impairments, medical professionals may find it difficult to identify when palliative care is necessary, who receives palliative care and where, and what is necessary to complement palliative care.  The unpredictable path to end-of-life can lead to barriers in accessing palliative care for people with disabilities. 

People with disabilities often face chronic poverty, unemployment, and difficulty attaining accessible and affordable housing. This in turn may lead to lack of income and supports for palliative care and create a barrier to access.  Some groups are particularly vulnerable, including homeless people and people with persistent mental illness (Woods et al., 2008). They may also include poor people and those living in transitional housing.  

There are many solutions to address this policy issue.  One solution is fully accessible, freestanding hospices in all parts of the city (Stienstra, D’Aubin, Derksen, pg. 26, forthcoming).  Another solution is to create more accessible, affordable housing stock, which enables people with disabilities to leave institutional and transitional housing.  This would enable people with disabilities to be able to access community-based palliative care services at end-of-life (Stienstra, D’Aubin, Derksen, pg. 27, forthcoming).   


Most people who are able to choose where they die prefer to do so in their own community rather than in a hospital.  Home-based palliative care can be delivered in coordination with existing home care or other supports, which allow a person to die in their home.  However, there are situations where it has been perceived to be too difficult to have a person with a disability at the end of their life living in a community-based setting, for example, if they rely on the use of a ventilator.  Flexibility in palliative care policy and practice is critical to ensuring inclusivity. This may mean including ventilators as part of a home-based palliative care regime (Stienstra, Chochinov, forthcoming).
End-of-Life Decision-Making

End-of-life decision-making is undertaken in the context of a relationship between a physician, patient and the patient’s family (Stienstra, Chochinov, pg. 169, 2006).  Embedded within the normal standards of palliative care is the ideal of independent decision making held by the patient.  However, this assumes that patients are able to access the information that will enable them to make an informed choice about their end of-life care options.  For example, people with communication barriers, including those who are Deaf, may find that, if they do not bring their own support system, no one will be available to “echo” their wishes or interpret information for them.  As a result, they may not get, in an accessible format, the information they need to make end-of-life decisions”  (Stienstra, Chochinov, pg. 169, 2006).

People with disabilities can also be in the position where they are left out of their own end-of-life decision making process because it is assumed that they are not in the best position to make these types of decisions.  For example, “Many people with intellectual disabilities are assumed to be legally incompetent by those unfamiliar with their lives.  However, these disabled individuals may make decisions on an ongoing basis, with a support network that ensures they receive and assimilate all the necessary information; that they understand the options available to them; and that they have the time necessary to make these decisions (Stienstra, Chochinov, pg. 170, 2006).”

When prevented from participating in making decisions about their end-of-life care, people with disabilities can experience increased vulnerability.  The VP-Net project found that specific policies addressing access to community-based palliative care, coordination between long-standing formal care providers, and support and respect for informal care providers can redress these heightened vulnerabilities (Stienstra, D’Aubin, Derksen, pg. 2, forthcoming). 

Transition to Palliative Care leads to loss of continuity

Transition to institutional settings often requires individuals with disabilities to change physicians and personal care providers.  In some cases, access to assistive devices and technical aids (such as wheelchairs) may be discontinued when an individual enters an institutional setting.  Involving family physicians and home care providers in the initial determination of palliative care plans ensures better coordination and less disruption between home and the new setting (Stienstra, D’Aubin, Derksen, pg. 27, forthcoming).  When new care providers recognize that many people with disabilities have managed and directed their own care or years, they are better able to respect that people with disabilities are able to make these decisions (Stienstra, D’Aubin, Derksen, pg. 27, forthcoming).   “At the provincial government level, coordination is needed between disability-related supports programs and long-term and palliative care programs.  An initial review is needed of the eligibility requirements for disability-related supports and provision of these supports during transitions to both long-term and palliative care. If gaps are identified, and our research suggests these gaps exist in long-term care and may exist in some jurisdictions in palliative care, further policy development will be needed to address these (Stienstra, D’Aubin, Derksen, pg. 28, forthcoming).   

People with disabilities often are supported by many outside of their biological families, and may rely on paid support workers as part of their decision-making and other support.  “When people with disabilities, and all patients, enter care settings, it is crucial to understand whom they identify as their chief sources of support and who will advocate on their behalf if the patient is unable to indicate their wishes (Stienstra, D’Aubin, Derksen, pg. 28, forthcoming).”

Informal Care and Support

Research has shown that men and women with disabilities are significant care providers, especially to relatives, friends and neighbours.  People with disabilities often face both physical and attitudinal barriers when providing this care (Stienstra, D’Aubin, Derksen, pg. 29, forthcoming).  Participants from the VP-Net Project reported that they were unable to offer care and/or support to loved ones because they were unable to physically access a palliative care facility or the palliative care professionals were not receptive to communicating with a person with disabilities in the role of care provider.  “To address the attitudinal barriers, education is often the most effective solution, whether education of one’s self by reflecting on personally-held assumptions and how they may affect one’s interactions with others” (Chochinov, 2007), or more formal education (Wiebe et al., 2009) (Stienstra, D’Aubin, Derksen, pg. 29, forthcoming).

Inclusive and accessible palliative care is possible by building on the existing strengths in palliative care as well as addressing existing barriers. “Polices and programs may not necessarily remove the universal condition of vulnerability shared by all humans, they can be used to mediate or reduce the spiral of cumulating vulnerabilities experienced by particular groups of people who have been marginalized (Stienstra, D’Aubin, Derksen, pg. 24, forthcoming).”  This may include treating the whole person and their support team, including paid support workers, as part of the unit of care. It involves ensuring physically accessible hospice and palliative care locations, as well as thinking creatively about how to include those excluded in traditional locations. Inclusive palliative care also ensures coordination with other care services. Addressing the barriers to access, and inclusion of those who have been excluded within existing palliative care services, will ensure better palliative and end-of-life care for everyone.
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