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Introduction 
1) Project aims
Although there is a lot of literature around the Paralympics and para sport, and even more on rehabilitation of injury for patients in general, as well as famous and publicized empowering stories,[footnoteRef:1] there is a dearth of research on the present topic that has been chosen for the purposes of this capstone project, which is what organizational and clinical ethical barriers exist in an adaptive sport medicine/physical rehabilitation program, and how do the triads of clinician/coach/patient deal with them. This is partially the rationale for the researcher having chosen it in the first place, as he envisioned doing something meaningful, unique, realistic, measurable and a project that would identify and eventually fill an existing void or gap in the research literature. Upon a thorough review of the literature, with a scope ranging from keywords such as sport medicine, adapted sports, and rehabilitation with an emphasis on PM&R (Physical Medicine and Rehabilitation) in multiple databases and journals, two key themes were indentified and will be described more in depth further below. The first is the special relationship of the triads when it comes to decision making. The second theme is the identification of barriers to participating in adaptive sports. [1:  Athletes or wounded warriors returning to competition after hospitalization and treatment of their injury or their learning to walk again and finding their ‘gait’ after an ampurtation and then managing to run a marathon again.] 

2) Sport Medicine, Adapted sports and its value
	The benefits of sport in society and in people’s lives, individual and collectively, able and non-able bodied alike, of all ability levels, backgrounds, races, ethnicities and orientations, are well documented in the literature.[footnoteRef:2] They have been a significant part of people’s lives and organized society for millenia, and for centuries in modern times, particularly in the western world.[footnoteRef:3] Those multiple and essential benefits are both in terms of the physiological parameters[footnoteRef:4] but also with an emphasis on the social wellness,[footnoteRef:5] spiritual and mental health dimensions, as well as for the prevention of disease, especially those that become chronic.[footnoteRef:6]  [2:  Rayes, Ball, C., Lee, K., & White, C. (2022). Adaptive Sports in Spinal Cord Injury: a Systematic Review. Current Physical Medicine and Rehabilitation Reports, 10(3), 145–153. https://doi.org/10.1007/s40141-022-00358-3]  [3:  Huizinga, J. (2016). Homo Ludens: A study of the play element in culture. Ranchos de Taos. Angelico Press. ]  [4:  Achievement and enhancement of health and well being.]  [5:  Community building.]  [6:  (American Heart Association, 2021; American College of Sports Medicine, 2009; Physical Activity Guidelines for Americans, 2nd Edition, USDHHS 2018). ] 

3) Definitions
Traditionally not a primary or well known area of specialty within medicine, sport medicine in its very nature is interdisciplinary and comprised of many subdisciplines like sports cardiology, biomechanics, ergophysiology, exercise biochemistry, physical therapy, sports dietetics, and athletic training, among others. Consequently, there is no universal definition of what sport medicine is, but the International Federation of Sport Medicine offers this statement: “…embodying theoretical and practical medicine which examines the influence of exercise, training and sports, as well as the lack of exercise, on healthy and unhealthy people of all ages to produce results that are conducive to prevention, therapy and rehabilitation as well as beneficial for the athlete himself”[footnoteRef:7] [7:  McCrory P. (2006). What is sports and exercise medicine?. British journal of sports medicine, 40(12), 955–957.] 

	As we are reading in the definition above, inherently within sport medicine there is a focus on therapy and rehabilitation, and so sports that are adapted or modified in some way with appropriate accommodations in equipment, rules, and classifications otherwise known as adapted sports can provide a basis and exercise protocol for the rehabilitation of injury or disease,[footnoteRef:8] within a physical medicine or rehabilitation center or hospital, such as Spaulding Rehabilitation Hospital and the Spaulding Network where this capstone project is being conducted. This very need to rehabilitate injury, specifically in the veteran population was actually the impetus for Sir Ludwig Guttmann’s original vision, who became the founder of the Stoke Mandeville Games that were a precursor to the Paralympic Games. He wanted to inaugurate adaptive sport based activities[footnoteRef:9] like archery and wheelchair basketball for World War II veterans with spinal cord injuries.[footnoteRef:10]  [8:  Lee, K. K., & Uihlein, M. J. (2019). Adaptive Sports in the Rehabilitation of the Disabled Veterans. Physical medicine and rehabilitation clinics of North America, 30(1), 289–299. https://doi.org/10.1016/j.pmr.2018.08.001
]  [9:  Sport based activities were originally known as ‘paraplegic sports’ in 1948.]  [10:  Cohen, I. G., Shachar, C., Silvers, A. & Stein, M. A. (2020). Disability, Health, Law and Bioethics. In I. Glenn Cohen, Carmel Shachar, Anita Silvers & Michael Ashley Stein eds.: Cambridge: Cambridge University Press; Psimopoulos, C. (2022) “Bioethical Concerns Regarding Respect for Autonomy and Power Dynamics among the Doctor/Coach/Athlete Triad in Pursuit of Human Performance.” Book of abstracts at the Thirteenth International Conference on Sport & Society: Special Focus—Whose Body Is it? Sport and the Problem of Autonomy. Aarhus University, Aarhus, Denmark. ] 


Purpose of Capstone Experience
	This capstone project will have a twofold aim. First, to assess the needs of individuals[footnoteRef:11] who are undergoing rehabilitation after an injury or an amputation and a qualitative review of the programming at Spaulding Adaptive Sports Centers. The researcher will be working with experts at the Sport Medicine/Adaptive Sports Medicine clinic and Research Institute at Spaulding in order to conduct observations while gaining a clinical apprenticeship in the Ethics committee at Spaulding Hospital. Second, to develop a culminating project based on the program review, observations and needs assessment that will discuss methods for addressing clinical and organizational ethics issues in said environment, where disability ethics come into play. The targeted individuals who will provide input to and eventually benefit from such a plan will essentially be those that comprise the triads among a physician/clinician, the patient and their trainer or what will be operationally defined as and referred to as the Clinician (Doctor)/Coach/Athlete Triad.  [11:  Martin Ginis, K. A., van der Ploeg, H. P., Foster, C., Lai, B., McBride, C. B., Ng, K., Pratt, M., Shirazipour, C. H., Smith, B., Vásquez, P. M., & Heath, G. W. (2021). Participation of people living with disabilities in physical activity: a global perspective. Lancet (London, England), 398(10298), 443–455. https://doi.org/10.1016/S0140-6736(21)01164-8
] 

	The proposed experience will prepare the researcher to advise the medical and biomedical community on how bioethics principles can and should be applied in adaptive sports medicine, and to be able to be a leading 'voice' working with a number of individuals with physical disabilities, ranging from those who are either aspiring Paralympians or those wounded warriors dreaming of returning to competition. Furthermore, working with staff of the existing Adaptive Sports Centers at Spaulding Rehabilitation Network, the researcher will also be able to delve deeper into the day to day work, from an ethics standpoint, of clinicians and trainers of individuals with physical and/or intellectual disabilities and better understand those patients themselves so that we can collectively help them enhance their quality of life, through better quality of programming, less impact of organizational or clinical issues from the standpoint of staff and the clinical team, and improved lived experiences for the patients.

First Key Theme Identified
	Dubon et al[footnoteRef:12] identified a gap in the literature when it came to adaptive sports medicine, with youth para athletes being the focus in their case, and recommended that future researchers investigate the literature from sport medicine principles and even rehabilitation medicine. Heeding that advice and recommendation, the focus was originally directed to a review of this general medical literature, hoping to identify a theme that will also be integral to the specific question investigated. This first theme that was identified is the special relationship of the triads when it comes to decision making. In pediatric medicine, there is an abundance of literature looking at this unique tripartite relationship in cases of a clinician/patient and parent.[footnoteRef:13] It goes without saying that the role of a parent is in so many ways different by nature compared to a coach or a trainer. However, given the absence of a body of knowledge in the literature looking into the triad the researcher had in mind as stated above and in this project’s title, this parallelism can potentially offer some helpful information and insight on at least the dynamics of such a triadic relationship. Such data can then be extracted or applied to the context of adaptive sport medicine and adapted sports, given that there is what in the legal nomenclature is used to describe a coach which is called in Latin “in loco parentis”. In plain English this means “in place of a parent” and has been used historically in the schools and in student athletes.[footnoteRef:14]  [12:  Dubon, M.E., Rovito, C., Van Zandt, D.K. et al. Youth Para and Adaptive Sports Medicine. Curr Phys Med Rehabil Rep 7, 104–115 (2019). https://doi.org/10.1007/s40141-019-0210-8]  [13:  Garth, Murphy, G. C., & Reddihough, D. S. (2008). Perceptions of participation: Child patients with a disability in the doctor–parent–child partnership. Patient Education and Counseling, 74(1), 45–52. https://doi.org/10.1016/j.pec.2008.07.031]  [14:  Goodman, E. (2021). Should schools be in loco parentis? Cautionary thoughts. Ethics and Education, 16(4), 407–423. https://doi.org/10.1080/17449642.2021.1970907; Missirian, A. (2017). Are High School Student Athletes Ticking Time Bombs? The Ignored Legal And Ethical Reality Of Student Athlete Concussions. Mississippi Sports Law Review, 6(2), 165.] 

It can be inferred and hypothresized, that a coach shares at least some of the responsibility and burden of decision making in some ways or aspects just like the parent does when it comes to a dependent; and an athlete, specifically one with a disabilitiy after an injury or disease is certainly dependent on his or her coach, very much like a child does towards his or her parent. Two significant aspects, that of ‘consent’ and ‘the duty of care’[footnoteRef:15] share many similarities in both triads and contexts, and so it would be interesting to weave the thread and further explore this notion. McNamee et al[footnoteRef:16] co-authored a paper in which they argue that there are unique bioethical issues that are specific to athletes who have an impairment and that are challenging within the realm of Paralympic sport.  [15:  Missirian, A. (2017). Are High School Student Athletes Ticking Time Bombs? The Ignored Legal And Ethical Reality Of Student Athlete Concussions. Mississippi Sports Law Review, 6(2), 165.]  [16:  McNamee, M., Savulescu, J., & Willick, S. (2014). Ethical Considerations in Paralympic Sport: When  Are Elective Treatments Allowable to Improve Sports Performance? PM&R, 6: S66-S75.] 

One of the four real life cases that they discuss, is the one about a nine-teen year-old elite wheelchair athlete who requested from an orthopedic surgeon at a sports medicine clinic to undergo above knee amputations bilaterally in order to lose weight and as result, be able to run faster. In this scenario, the mode of entry into disability comes into question and becomes a relevant criterion for prohibiting on-demand amputation for current or would-be Paralympic athletes. Was there a duty of care met from either the doctor or the coach? Regardless of who effected the influence or if one of the two respondible parties of the triad were the instigators, such an on-demand amputation, or rather a “self-demand” or otherwise an elective/non-clinically indicated amputation, occurring as a result of an elective surgery with the patient’s and the surgeon’s informed consent, must be seen and understood only through the prism of body modification, absent of any therapeutic indication or aim. 
Under a medical model it could also be argued, as McNamee et al hold, that “this is a case of self-mutilation or of a physician maiming his or her patient”. One of the values of Olympism evident in the Paralympics is respect for human dignity.[footnoteRef:17] In principle, human dignity is seriously offended by said surgical operation, and the assumption or belief that a social model of disability could allow one to view this through the lens of “merely a legitimate exercise of autonomous control over one’s body” in the pursuit of a lifestyle of choice is clearly flawed and antagonistic to the Paralympic values; might one dare say even worse than performance enhancement drugs?  [17:  International Paralympic Committee, (2016). IPC Code of Ethics, Chapter 1.1, Section 2.] 


Second key theme
	Diaz et al[footnoteRef:18] identified an important theme, that is also discussed in other papers[footnoteRef:19] as far as limitations to participation are concerned among those very individuals with disabilities who need exercise the most. Among the numerous barriers towards participation in adaptive sports are awareness, transportation, accessibility, physical and cognitive impairments and finances. Most of the articles who have identified this key theme recommend further studies in order to investigate facilitators and barriers to participating in adaptive sports. The end goal for more empirical data gathered on this would be to capitalize on both the physical and psychosocial benefits of regular recreational activity, either as a result of a lifestyle change due to rehabilitation process or as a lifestyle for those having been born with disabilities that were not simply a result of injury or illness like an amputation, but rather cerebral palsy or anisomelia. Kirshner et al highlighted the unique nature of rehabilitation ethics, that “reflect the complexities of life with a transformative disability”, and the “values inherent in disability and rehabilitative medicine.”  [18:  Diaz, R., Miller, E. K., Kraus, E., & Fredericson, M. (2019). Impact of Adaptive Sports Participation on Quality of Life. Sports medicine and arthroscopy review, 27(2), 73–82. https://doi.org/10.1097/JSA.0000000000000242]  [19:  Kirschner, K.L., Stocking, C., Wagner, L.B., Foye, S.J., Siegler, M., (2001). Ethical issues identified by rehabilitation clinicians. Archives of physical medicine and rehabilitation. 82(Sup. 2) December, S2-S8. 
] 

This second theme together with the argument or perspective offered by the latter emphasis stemming from the very nature of adaptive sport and rehabilitative ethics, makes the case for a capstone project like this even more compelling, and the need imperative, as it is potentially and unquestionably  seeking and striving to make meaning of both, while merging disability sport and disability ethics within adaptive sport medicine in a rehabilitation hospital.

Conclusion – Implications
Conslusively, what seems to be more and more evident from this literature review that was conducted, is an observation that confirms my hypothesis that this is an important topic for consideration, focusing more on the second key theme and in enabling more participation for individuals with disabilities in an ethical manner. The new knowledge that is stemming from this review is that although there is an abundance of literature in the adaptive sports and sports medicine literature, as well as the general PM&R literature, there is a dearth of research papers looking into the ethical issues in the Clinician/Coach/Patient relationship, specifically in this context or domain. Salient questions such as a) are there specific ethical concerns in a rehabilitation program at a hospital, that includes adapted sport? and b) are there any tensions between ethical principles such as respect for autonomy and beneficence or a special dynamic within the Clinician/Coach/Patient relationships? have yet to be answered, and this will hopefully be a start towards addressing some of these as part of this capstone project. 
When disability is discussed together with sport,[footnoteRef:20] the conversation or focus of analysis usually goes to either exercise or coaching for a specific Paralympic sport,[footnoteRef:21] or the competition in a specific Paralympic Games[footnoteRef:22], Winter or Summer. Lastly, more frequent are references to what accomplished Paralympians do while they are in competition or preparing for competition, post-operationally or past their rehabilitation phase or process, and less or not at all for their rehabilitation journey and any ethical challenges that they faced together with or prompted by their coach, trainer or physician/clinical team.   [20:  Adapted Sport, Adaptive Sport Medicine, Adapted Physical Education, or Therapeutic Recreation]  [21:  International Paralympic Committee sports https://www.paralympic.org/sports]  [22:  https://www.paralympic.org/paralympic-games
] 

What is remarkable and stems from the lived experiences of both challenged athletes themselves or their clinical and coaching team(s), is this notion of transformation that one undergoes as a result of such exposure. However, this is not only from the perspective of the individual who had to rehabilitate a disabilitaty due to injury or disease. Two different types of transformation tend to occur, in the terminology that Kirshner et al noted and highlighted when referring to the phenomenon of ‘transformative disability’. The former is that which the individual patient undergoes, when a newly acquired disability is the result of an accident or illness. That patient’s life is never again the same but new learning happens, leading to a new normal, with a new prosthesis or new gait and way of ambulation. The latter, is the transformation that the clinical team or a coach/trainer experiences when caring for a patient who is in an adaptive sport medicine clinic or rehabilitation program, with a disability that is congenital or old. 
Oftentimes, it is primarily the physical therapist, therapeutic recreation therapist or trainer/coach who undergoes a more observable or significant transformation process as a result while facilitating the therapy or clinic, rather than the patient or athlete who is the recipient or subject of one. In both cases, the virtues or ethics of care of the provider seem to be distinct in the realm of disability sport and adaptive sport medicine and require more interventions and further research in order to more meaningfully analyze, present and discuss those unique parameters present and inherent in disability ethics and disability sport, within a rehabilitation setting.   
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