People with Disabilities, Vulnerability, and Dignity Conserving Care

Dignity Conserving Care is based on an empirical model of palliative care which provides caregivers a therapeutic map of the issues that may affect individual experiences of dignity (Chochinov 2002). The VP-Net research illustrates how the dignity model applies to those traditionally thought of as vulnerable individuals, including people with disabilities.
Feeling vulnerable comes as a result of being at risk for physical, psychological or emotional harm.  That risk of harm can come from within one’s body or psyche as intrinsic vulnerability, or from external sources including poverty, environmental disaster or discriminatory attitudes.

A common understanding of vulnerability holds that people who are sick or disabled, those with diminished competence or decision-making capacity, are de facto vulnerable, because their bodies and minds do not function normally.  What this ‘bodily focused’ understanding of vulnerability offers by way of simplicity, it fails to deliver by way of depth.  For instance, how does one define ‘normal’ and do rigidly applied judgments of normality relegate those who fall below this standard to a status of lower quality, lesser worth or diminished value?  This can happen unwittingly and without mal intent, leading to perceptions of suffering and poor quality of life, which serve to heighten vulnerability, when seen through a normal-centric lens.

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

When someone is vulnerable, “One is controlled by, rather than in control of the world.” (Stienstra, Chochinov, 2006). Vulnerability manifests in the context of social relationships, and the societal attitudes and assumptions that shape, inform, and often taint these relationships, and a person’s vulnerability can be triggered by the assumptions that society may have about them (Stienstra, Chochinov, 2006).  

People can be made to feel vulnerable when hidden assumptions about the circumstances in which people live, including homelessness or poverty or about specific groups of people, including people with disabilities or recent immigrants, shape care practices and policies.  These assumptions or attitudes may result in differential treatment, or exclusion from what is assumed to be ‘normal’ or standard care practices.

There are many common as well as hidden assumptions about persons with disabilities which are not accurate including that persons with disabilities: heroically face the challenges of their disabilities; that they ought to be pitied because of their disabilities, that they are deserving of charity because they are disabled; and that being disabled makes them worse off at every entry level in the world (Stienstra, Chochinov, 2006). 

When a terminally ill person approaches death their own sense of vulnerability is heightened by both their physical and emotional states.  Individuals in this situation often feel that they no longer have autonomy or control over their lives.  This feeling of not being in control can be increased amongst persons with disabilities as they approach the end of their lives, because of inaccurate value judgments placed upon them by their care providers and others around them. This may prevent full implementation of the person’s expressed treatment or care decisions (Stienstra, Chochinov, 2006).   

Attitudes of health care providers may not reflect the patient’s reality and may affect the care provided (Chochinov, 2007). “For instance, might an assumption of poor quality of life in a patient with longstanding disabilities lead to the withholding of life sustaining choices?  Might ageist assumptions mean that conversations about intimacy are rarely initiated?  Is a health worker more likely to assume intoxication in a confused, homeless patient before considering whether they have a metabolic disorder?”  To address these often hidden attitudes, Chochinov calls on health care providers to ask themselves some basic questions including “Could my attitudes toward the patient be based on something to do with my own experiences, anxieties or fears?”

Vulnerability comes from a feeling of being at risk and is part of being human.  It is constant and universal, given that all bodies are vulnerable and thus subject to the uncertainties of being human.  Vulnerability is not merely an experience of the unfortunate few, but rather, a universal condition and part of our collective humanity.  The Vulnerability Model of Palliative Care that we developed illustrates that the more people are marginalized, stigmatized and disenfranchised, the more at risk they are of having a narrower range or health care options, through to, and including, end of life care.
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Experiences of marginalization often result, intentionally or unintentionally, in differential treatment in health care.  This increased vulnerability may result from attitudes of health care providers or from barriers as a result of ‘normal’ care practices and policies that may exclude or stigmatize certain populations.  This may include identifying when palliative care is necessary, who receives palliative care and where, and what is necessary to complement palliative care.  In some instances, relinquishing curative options can create vulnerability.

In order to alleviate vulnerability of terminally ill patients, it is important to bolster the autonomy and control that the patient has.  This can be done by applying Dignity Conserving Care.  This approach looks beyond the physical needs of the patient and includes their whole self and their humanity (Chochinov, 2002; Chochinov et al., 2002).  Research has demonstrated that patients experiencing a loss of dignity are more likely to endorse psychological and physical symptoms of distress, including pain, loss of will to live, depression, hopelessness and overall poor quality of life.  Dignity-conserving approaches—addressing illness-related concerns, the social dignity inventory (i.e. the way in which interactions with others can influence a sense of dignity) as well as dignity-conserving perspectives and practices (i.e. the psychological and spiritual facets of each patient)—can help to include those who have been excluded in palliative care.  The essence of dignity-conserving care is to provide patients affirmation of their worthiness of honor, respect and esteem.  In this way, people are valued for who they are, in spite of whatever limitations or disabilities they happen to live with.
The notion of dignity conserving care, which is care that may conserve or bolster the dignity of the dying, applies across a broad spectrum of medicine.  Whether patients are young or old and whatever their health problems, the core values of kindness, respect and dignity should be applied to everyone (Chochinov, 2007).

When dealing with dignity conserving care it is important that health care providers be aware of their attitudes, behaviour, compassion,  and dialogue towards their patients, i.e the ABCD’s of dignity conserving care.  It is important that health care providers understand and empathize with their patients to ensure that they provide the best care (Chochinov, 2007).   Dignity conserving care practices must incorporate the following perspectives

 (Chochinov, 2002):

· Continuity of self -refers to a sense that the essence of which one is remains intact, in spite of advancing illness.

· Role preservation is the ability of patients to function or remain invested in their usual roles, as a way of maintaining congruence with a prior view of themselves.

· Maintenance of pride is the ability to maintain a positive sense of self-regard or self respect

· Hopefulness is seeing life as enduring, or as having sustained meaning or purpose.

· Autonomy/control- is the ability to maintain a sense of control over one’s life circumstances

· Generativity/legacy- is the solace or comfort of knowing that something of one’s life will transcend death 

· Acceptance- is an ability to accommodate changing life circumstances.

· Resilience/fighting spirit- is the mental determination exercised in an attempt to overcome illness or to optimize quality of life.  (Chochinov, 2002).  

By addressing the barriers to care among those who have been labeled ‘vulnerable’, we can create palliative care practices and services that are universally inclusive.

