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Abstract

The aim of this paper is to study the psychological, social and political implications that can occur when a member of the disability community engages in the participation and introduction of research pertaining to the psychological health status of disabled persons.  Goodley and Lawthom describe mainstream psychology as a “pathologising, voyeuristic, individualizing, impairment-obsessed discipline that has contributed to the exclusion of people with impairments” (2005;136). Despite these strong criticisms, I propose that psychology can potentially offer a much needed service to the disability community in terms of research and psychological services. However, the challenge becomes shifting the established power differential within psychological research. Is it enough to have individuals with disabilities doing research on persons with disabilities? I will also discuss the complications that arise when the subject’s “problems” closely resemble the researcher’s “problems” and the participant’s complaints about questionnaire based research are similar to my own woes within my own field as I struggle create changes to the structure and process of data collection.                                                              
As a clinical psychology student, the field is a complicated mix of clinical work, assessment, therapy, diagnosing, educating, listening, empathizing, and research aimed at understanding and uncovering the mysteries of human behaviour. All these duties encompass a complexly fused definition of what is the field and how do I, the individual, interact with this field? 

As a person with a physical disability, I can now acknowledge that my interest in psychology and disability stems from my own experiences; my personal frustrations with society, my own self and body and my hopes for an inclusive and empowering future for persons with disabilities. Although I do believe that having a passion for your research and clinical practice is essential, I have also come to realize this personal relationship comes riddled with conflict. Furthermore, the field of psychology research and clinical practice has a deep-rooted history of idealizing objectivity as the goal. The researcher is impartial. The researcher is nonbiased. Double-blind research studies are the ideal. The therapist is a blank slate and does not bring personal issues into the therapeutic alliance…But is this even possible? Can a personal passion not also be seen as an advantage? And how does one respond when the personal becomes too personal? How does one define this line?
To begin, I will present a recent description of my recent fieldwork and the conflicts that arise when the personal becomes the topic of research and clinical work. Through many years of researching depression, social support, pain, eating disorders, I became increasingly disturbed by the lack of research on persons with disabilities. Every psychology text-book vehemently describes the importance of being aware of culture, and describes all the cultures to keep in mind. Always, there is a blatant disregard for that of disability culture. It is not mentioned. The research that is present focuses on using disability as a comparison to the norm, as an example to which to define whether an intervention is successful. If you become disabled, you lose! The goal is to prevent disability. Health is the absence of disability and greater disability correlates with everything negative. Psychology has been described as a “pathologising, voyeuristic, individualizing, impairment-obsessed discipline that has contributed to the exclusion of people with impairments” (Goodley & Lawthan 2005;136). When I entered into psychology seven-years-ago, I had no knowledge of this criticism. What do you mean? Psychology and psychologists help people and I want to help people; therefore, I am becoming a psychologist? However, experience has taught me differently and now I find myself at a crossroads. I still love the idea of psychology: 1) the idea of understanding the humanity of a person and facilitating personal growth and existential self actualization, 2) the idea that you can’t get to where you are going until you understand and experience where you have been, and 3) the romanticism that everyone has a story and even the most despicable of humans can be understood and empathized with. I still love all these psychological ideals, but I can’t ignore the politics and the practical assertions that come with the territory of being a disabled researcher in psychology; trying to be competitive and be socially conscious. As an example, I will go through my recent research experience working at a rehabilitation hospital and attempt to point out examples of conflict in the field.

As I mentioned previously, inspired through my annoyance with the lack of psychological references to disability in any state, unless using as a comparison to what doesn’t work, I wanted to do relevant disability related research. I wanted to bring psychological issues into physical issues and add to the literature and research for disabled people. Partly because of my own experiences with medical doctors who focused so much on my physical state that I felt my emotional needs were stifled. As a result, I began to work more within the health field, in a hospital. However, some professionals question the appropriateness for researchers with disabilities to work with disabled persons. It is often assumed that I could perform this task if I could keep my emotional distance; however, I would not be able to give therapy to disabled people. But wait a minute, why not? How could I keep emotional distance? What if I could offer some suggestion to an individual struggling through a confusing system that I may have already wondered through? Wouldn’t my passion for disability and personal experience guide me more than hold me back? I guess I would have to start the position to find out. 
The position was as a research assistant, I was to call individuals with spinal cord injuries and have them answer questionnaire based surveys about their health status, how much care-giving help they need, their subjective and objective quality of life and how much their disability cost out society. Wow, what a conundrum for myself. The rewarding, yet often frustrating part about research is the fact that it always has an impact socially. The broader impact of this study is pretty clear: We need to show persons with spinal cord injuries as suffering. The more they are using up health care dollars, the more they are suffering, the greater the burden they are in society, the more research and clinical funding the government will dish out to support these people. If we did more realistic research, or perhaps took a positive spin to disability, can you imagine how happy political bureaucrats would be? If they are doing so well, why do we need to give money for research to help them? Why do we need to fund charitable organizations like March of Dimes if in fact they are able to help themselves? What’s the point of putting money into health services for persons with disabilities if they are healthy and happy? 
Even while I am surveying these people, I cringe. Questions begin with a long list of health problems and participants are asked to indicate how much the following health problems interfere with their life. Then it asks questions like “On a scale from 1 to 7, how satisfied are you with your life?” The most common answer, “Well, I am in a wheelchair, so what do you think?” Or “I am happy with my life if I wasn’t in a wheelchair” and this results with an initial refusal to provide a rating. The clinician in me wants to agree. “These questions are stupid. I understand, It sounds like you are having a hard time in some aspects of your life and not others which makes these extremely black and white questions difficult to reconcile” But the researcher in me pushes on “Ok, if you had to pick a number from 1 to 7 based on how satisfied with you life, what would it be?” This often results in a lower number. They don’t feel privileged enough to pick a high number for they feel the simple fact that they live their life in a wheelchair is reason enough for them to be dissatisfied. In a way, who am I to judge their happiness?

 In another way, perhaps a bigger way, I get frustrated with what I perceive to be societal internalization that a disabling embodiment is, by definition, not as fulfilling or satisfying as a non-disabling embodiment. And the questions continue. I have to say, the most horrendous of these surveys is the Quality of Life survey. It asks questions such as “During the past 4 weeks, have you had the full use of both hands and 10 fingers? Yes or No.” with no resulting in a poor quality-of-life-score. Or, my personal favourite to ask to persons with spinal cord injury, “During the past four weeks, have you been able to run, jump, walk and bend without difficulty? Yes or No.” This scale has never been used with spinal cord injury patients. However, there is a reason for its exclusionary practices. It was used primarily for assessing quality of life based on very straightforward questions of mobility, sensory acuity, psychological functioning and presence or absence of pain. It makes several very ablest assumptions. Who says quality of life is based on how much newsprint you can read? How much you are able to run, walk, jump or bend? Or how often you are feeling fretful, angry, irritable, anxious or upset? This is clearly an example of a powerful culture forcing their views of what it means to be healthy and hence “Happy, successful and a proud level of quality of life” And no matter how you sugarcoat the questions, it inherently will show persons without the ability to walk, bend, jump or jump without difficulty as suffering, as having a very low quality of life and as being unhealthy. 
And what were the initial results? Well, a quality-of-life-score of zero represents being dead. A person who got a score of zero has a quality of life that is equal that that of being dead. Our results, the results of persons with spinal cord injuries, were less than zero. In other words, our participants have such an incredibly low quality of life that according to this survey, they are doing worse than a dead person or in other more evocative words, our participants, people with spinal cord injuries, are better off being dead. Talk about results having a large societal impact. I guess if you want people to think you are suffering and the government to think you are a costly group of people who are living but would be better off dead, then this is a great result, and part of me thinks it’s necessary because perhaps if we treated their health conditions better, they would have a better quality of life.. On the other hand, how frustrating! Is this our only way of getting supports we need to live from bureaucrats? To show us as being pathetic helpless people suffering from our medical conditions? 
You will notice my language changed just now from ‘participants’ to ‘us’ because I am not an objective observer. I get emotional when I am interviewing these people. I do empathize with them that these questions are difficult and do not apply to real life people, but I still insist they pick a number. I want to be a successful researcher so that when I have my own lab, getting there by publishing and following the politics of being a grad student, I can change this research. Can we not show these participants as not being victims of their medical conditions, but victims of a disabling society? One that does not hire them for jobs, so they are stuck at home answering questionnaires from researchers like me? One that does not give them enough attendant support services so that they have to live in homes or rely on their family to help them and again can’t work? One that does not have transportation to allow them to become fully functioning members of a community? And so on. How would government funding services respond to this type of research? These are the multiple questions that I hope more experience will answer.

Besides research aspect of my work, I am also training to be a clinical psychologist. I want to be a therapist. I want to co-construct new meaning of embodiment in disabled person’s lives, and also in nondisabled person’s lives. I am early in my career, but have already starting thinking about the therapeutic implications of myself, a disabled person, wanting to work with disabled clients. In many aspects, I don’t see any issues and mostly notice the benefits of being able to really emphasize with another individual who is also disabled. We are both members of the same ‘crip’ culture, we are both victims of societal discrimination and degradation and we are both victims of disabling barriers. As well as, we are both members of a community pushed through the medical system and both struggle with medical identities and realities, such as pain. It is fairy similar to going to see an Indian counselor because you are Indian. This ethnic pairing is overwhelmingly supported in psychology circles, it even has a label: Multicultural Counselling. However, the idea of a disabled counselor with a disabled client is not so much supported.  
Countertransference is a psychoanalytic term used to describe when a therapist reacts to the personal attributes of a client because he or she has not yet dealt with the psychological turmoil of their own life. Disability has a long history in psychology as being psychological pathological. Freud once described persons with physical disabilities as being unable to be psychoanalyzed because they cannot ever fully overcome their ego defenses because it would be too much of a psychic crisis to admit the overwhelming tragic nature of their existence (Freud 1920). Following Freud, there has been many examples of psychologists describing disabled persons as difficult to treat and inherently pathological (e.g. Fow 1998). Therefore, it comes as no surprise that a disabled therapist is seen as unable to fully help another with a disability as he or she is not a fully functioning psychological person. How can he or she help another person with a disability without stimulating a psychic crisis within themselves? I personally don’t buy this. Sure, I acknowledge that I probably will have a more personal reaction to disabled persons who resemble my own situation, but I anticipate a unique experience from every client, disabled or not and my role is to immerse myself into your personal experience to facilitate emotional growth. 
One aspect I do anticipate conflict is the idea of holding back my own personal beliefs that society has such an intense negative message about disability, it is difficult for disabled persons not to internalize this message. And as I myself am becoming aware of how much I have internalized this message and allowed it to influence my own being, how can I help clients see their own internalization? I often found myself wanting to yell at my research participants when I asked them about their satisfaction with life, “Well I am in a wheelchair, what do you think my life is like” I was tempted to respond “Well so am I and I don’t feel that being in a wheelchair means a person has a hopeless life”, but who am I to insist my own existence onto others? I do not want to feel like perhaps I am in a higher stage of psychological functioning, but part of me feels like perhaps I can help them to realize that they are internalize this negative societal message. But then now I am participating in a paternalistic-like morality that sets the standards for how others should think, feel and exist. 
My clinical and research fieldwork within clinical psychology has been riddled with issues, conflicts and moral conundrums that have challenged my own identity as a future clinical psychologist, future researcher and a socially conscious disabled person. And although I am left with more questions than answers at this point in my career and life experience, I am grateful for these practical experiences. Without the complicated fieldwork, I would still be going into this life choice thinking in ideal terms that I was going to save other disabled people through research and counseling, when really I am the one who needed saving: Socially conscientious awareness type saving! Now I can see fieldwork and the emotional, social, psychological, and political journey as opportunities for personal growth as a person and a researcher and clinician. Can I combine my ideal world of psychological self-actualization and humanistic emotional growth with critical disability examination and objections? I would like to believe so, and I know that my research and my practice will ultimately have to have a critical disability slant, especially given I can no longer accept that my existence can be represented without knowledge of the societal impact every action I do has and every embodiment I have had has been influenced by. And in the end, I think that is the real resolution: the knowledge that there is no answer except to continue to be aware and grow with experience and in a way that you can be true to your own passion and self.
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