Social Valuation
The purpose of the Social Valuation Theme was to examine the influence of the social (de)valuation of vulnerable populations through the construction of perceptions and biases on end of life care. The team worked to identify the nature of perceptions/biases regarding end of life care for vulnerable populations as held by selected care professionals, portrayed in the popular media, and embedded in policy documents. The research proposed that positive perceptions might result in a positive valuation of the person leading to treatment with respect, dignity, and sensitive end of life care. Conversely, biases might include a devaluing of the person, leading to less positive treatment and potentially death hastening activities. 

The attitudes and perceptions of disability held by the media both reflect and help to perpetuate the overall negative portrayal of disability at end of life. While there are some exceptions, negative and devaluing attitudes about disability, and the meaning of living with a disability, are found in a variety of media as well as in popular Canadian culture. Specifically, in both the news and portrayals found in popular culture seem to suggest that it is better to be dead than to live with a disability.

Societal perceptions regarding disability can result in incorrect value judgments being placed on people with disabilities.  “Value judgments about the quality of life of a disabled person, or misunderstanding about normal daily existence of someone with a long-standing disability, may prevent full implementation of the person’s expressed treatment or care decisions (Stienstra, Chochinov, pg. 170, 2006).”

Negative stereotypes of people with disabilities have existed for centuries. From even the earliest periods, disability was seen as the result of an act of God, a punishment for wrongdoing (Lutfiyya, Schwartz, Hansen, pg. 289).   In modern times, people with disabilities continue to be devalued even as people live longer and disability becomes more common with advanced age (Lutfiyya, Schwartz, Hansen, pg. 280).  “We see people with disabilities as burdensome, lacking in autonomy and dignity. We pity the disabled and fear that we, too, might become afflicted. In our fear and ignorance, we discriminate and isolate, resentful of those who dare challenge our comfortable norms and ways of being (Lutfiyya, Schwartz, Hansen. Pg. 288-289).”

“In North American society, disability has traditionally been defined as a deficit, defect, or problem that resides within an individual.  It is treated as a condition in need to remedy or cure, placing it within the realm of medical and rehabilitation professionals to manage (Luftiyya, Schwartz, Hansen, pg. 288).”  There are various influences that shape perception and, in turn, lead to social devaluation of persons with disabilities.  As Wolfensberger (1998) notes, these influences include (1) the observer’s own characteristics and experiences, (2) characteristics in the observer’s physical environment, (3) characteristics of the observer’s social environment, including values and norms, and (4) what is actually observed .
Over the course of this five year research study, it became evident to us that the use of certain key words plays a significant role in the discourse of disability and end-of-life. One of these words is “suffering” (Schwartz, Lutfiyya, pg.10).  Three common beliefs about suffering prevail in modern medical contexts: a) the word suffering is used interchangeably with the word pain; b) a patient’s suffering can be “accurately assessed” by someone else, and c) the most important priority is to eliminate suffering (Cassell, 1991).  Ironically, this third element of eliminating suffering is seen to be even more important than the goal of preserving life (Carnevale, 2009).  There is an underlying notion in modern society that eliminating a person is acceptable, if that is the only way to eliminate suffering (Schwartz, Lutfiyya, pg. 7, 2101).
In the palliative care literature, suffering has been described as multi-dimensional and complex.  However, palliative care professionals are informed by general social assumptions that portray living with a disability solely as “suffering” and devalue people with disabilities. 
Members of the Social Valuation Team undertook a research study focused on lay people’s understanding of suffering by examining the posts of a blog related to assisted suicide.  Several themes emerged:
1. Why do people suffer? Analysis of the data collected revealed that people are understood to suffer in a number of circumstances.  These include having a particular condition or being in a particular state, having and illness or disease and being in pain.
2. Suffering as a state or condition: Some people posting to the blog indicated that people suffer when they are in a particular state or condition of ill health including: (a) having a permanent disorder (Johnson, 2009), (b) being in a vegetative state (Girl_in_the Front, 2008), (c) being incapacitated (Lucretia, 2008), and d) dying. With respect to the latter, people were conceptualized as dying (a) slowly and painfully (wanttobefit, 2008), (b) a painful death (RoxyChic0529, 2008), and (c) from a serious disease (sweetklo020, 2008).

3. Suffering related to illness and disease:  The notions of illness and disease were described by many people who entered the discussion and a number of illnesses and diseases were mentioned specifically in the context of suffering .
4. Suffering as Pain:  The everyday notion of suffering focused on pain.
The data from the study confirmed that people see pain as an integral component of suffering, although there is little acknowledgement of the role that pain management can play in controlling pain and consequently relieving suffering (Schwartz, Lutfiyya, pg.13, 2010).
For people with disabilities and those sensitive to disability issues, negative portrayals of disability can have chilling consequences, especially when these portrayals are so closely associated with worthlessness and death (Wolfensberger, 1998).  In the film Million Dollar Baby the lead character, Maggie, acquires a spinal cord injury during a boxing match.  Her physical surroundings, personal appearance and her activities and routines begin to change once she becomes physically disabled. She is: housed in an institution-like setting where she is surrounded by images of illness, disease and sickness; remains immobile in her hospital room and rarely leaves nor receives physical therapy; and she appears physically ill and to no longer have pride in her appearance.  Her character was transformed from a young, viable and physically fit person before her disability to a woman who has no purpose for living after she has acquired her physical disability. 

Maggie was never provided with the proper information about the care options for her once she acquired her physical disability.  It was just assumed by her physician and the people around her that she only required the care needed to only keep her alive, and it was assumed that the quality of her life could never increase because she now had a disability. 

In order to challenge this traditional discourse of disability,, the first step is to acknowledge that disability needn’t be and isn’t what it has traditionally been (Lutfiyya, Schwartz, Hansen pg. 290).  We must challenge popular media portrayals of living with disability as negative, painful, and without value and promote portrayals that are grounded in the rich and complex experiences of those living with disabilities.
