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When talking about research, what many people think of first are studies or investigations conducted in the medical field. Even though traditional research is usually thought to be mostly in the science areas, research is conducted in many more areas (social and educational research), and in different forms (e.g., quantitative, qualitative, and mixed methodologies). Quantitative research can be defined as a methodical investigation conducted to test a theory, gain conclusions, and to contribute to the common knowledge in the area where the study is conducted. Even though qualitative research is different from what is previously described, this type of investigation also involves “drawing conclusions and contributing to generalizable knowledge” (Sharbek, Henry, & Parish, 2006, p. 26). Both forms of research are valid and have as the main goal the quest for answers or new information that will contribute to a body of knowledge in any specific area.


Social research encompasses more than “finding out” (Sullivan, 2009). The goal of social research is to learn and comprehend “how and why things are as they are in society” (Sullivan, 2009, p.69). In the field of education, research is done essentially to investigate and identify best teaching practices, to make suggestions to teacher preparation programs, and to “contribute to the improvement of educational practices and policies, as well as better treatment of students” (Howe & Moses, 1999, p. 26). Because of the nature of what is studied in the education field, including special education, human subjects or participants, such as students, teachers, school personnel, and family members, are often the main focus of the research. When working with human subjects or research participants, it is imperative for researchers to act ethically by following guidelines and standards of conduct, and knowing and complying with relevant regulations. 

The Evolution of Research Ethics


Ethical concerns about the rights of participants in research studies can be traced to unethical practices that have taken place in the past, when the rights and safety of human subjects has not been considered or respected by researchers. There are several well-known cases in history in which unethical research practices were utilized. One such case is the “Nuremberg trials,” during which Nazi physicians conducted cruel medical experiments and abused members of marginalized groups during World War II, resulting in psychological trauma, physical injury, and even death in some instances. These events led to the 1947 development of the first set of principles for researchers to adhere to when conducting research with human subjects, known as “The Nuremberg Code” (Dinwall, 2006; Lahman, Geist, Rodriguez, Graglia, & DeRoche, 2010). 


Despite the efforts to implement ethical guidelines in modern research, more examples of unethical research practices can be found, in which the harm done to participants outweighed the benefits of the study. Some examples are the Tuskegee Syphilis study (African-American males infected with syphilis and not treated), Milgram’s investigations of obedience (Howe & Moses, 1999), and the Laud Humphrey “Tearoom Sex” study (study of men and impersonal sexual gratification) among others. An example of a historical case of unethical research conducted with a participant who experienced disabilities is the Willowbrook study, which took place in the second part of the 1960s. This study involved students with cognitive disabilities at a residential facility, the Willowbrook State Hospital in Staten Island, New York. As part of this experiment, children in the Willowbrook facility were intentionally infected with hepatitis. The goal of the study was to determine what happened if the disease was not treated, and to evaluate the effects of a protein as therapeutic intervention. As a result of these and other examples of unethical practices, the federal government developed and published a set of ethical guidelines in 1979, the “Belmont Report”.


In its report, titled The Belmont Report: Ethical Principles and Guidelines for the Protection of Human Subjects of Research (http://ohsr.od.nih.gov/guidelines/belmont.html), the National Commission on the Protection of Human Subjects of Biomedical and Behavioral Research proposes three basic principles to follow as the most important for research ethics when working with human subjects: the respect of persons, beneficence, and justice. These three principles are comprehensive and relevant when conducting research with human subjects. 

Respect


Participation in any study should be voluntary. Human subjects participating in a research project should be provided with adequate information so they can make an informed decision whether or not they are interested in being part of the study. Respect for persons involved in research is based on two ethical principles. The first principle establishes that research participants should be treated as autonomous agents, and that individuals should be able to decide and act on the deliberation of personal goals. The second principle involves the protection of individuals with reduced autonomy. Because not every person is capable of self-determination (e.g., children, persons with disabilities, ill individuals, and incarcerated persons) respect may require protecting their rights and safety until they mature or are capable or making their own decisions. 

Beneficence 


In the Belmont Report, beneficence is defined as the obligation of the researcher to protect human subjects involved in research from any harm; participants must be protected against any injury. There are two general rules under the beneficence principle that a researcher must follow: (a) do no harm and (b) maximize possible benefits and minimize possible harms.
Justice 


The last principle relevant to research involving human subjects is justice. To ensure that procedures are administered fairly, researchers should answer the following questions: Who will benefit from the research? Who will bear the burdens of the research? In studies involving human subjects, burdens and benefits should be distributed equally. Injustice may occur when some individuals receive benefits, but others are denied them without a reason. 

The Belmont Report also suggests three ways to apply the principles suggested above (Kennedy, 2005): 

1. Informed consent to ensure human subjects that participation is voluntary and to provide full disclosure and information on the study’s benefits and risks; 

2. Research risks and benefits of the research should be considered in full by the researcher; 

3. Use of fair selection protocols in the selection of human subjects.  


Institutional review boards use these guidelines to help in their review of applications submitted by researchers.

Institutional Review Boards (IRBs) and the Protection of Human Subjects


Howe and Moses (1999) suggested three different ways in which educational researchers could engage in research misconduct: (a) plagiarism, (b) data fabrication or misrepresentation, and (c) pressure on researchers. Nowadays, institutional review boards (IRBs) monitor research for ethical purposes to avoid research misconduct, and to guarantee the rights and safety of participants. Faculty members and researchers do the majority of research conducted in the field of special education in higher education institutions. In many universities or colleges, before conducting research with human subjects, the researcher is required to request and obtain permission from the institution’s IRB. The IRB is a group of individuals, who may or may not be affiliated with the institution, who have expertise in different areas of research, and who will make sure the rights and safety of human participants are protected (Chadwick & Dunn, 2000; Sharbek, Henry, & Parish, 2006). When reviewing IRB applications and protocols, these individuals are expected to be familiar with institution policies, research participant protection issues, and research design, in order to properly apply ethical principles and decisions (Wichman, Kalyan, Abbott, Wesley, & Sandler, 2006).


Researchers’ perceptions of the IRB and its protocols and procedures at institutions of higher education is often negative (De Wet, 2010; Millium & Menikoff, 2010), and described as “tedious” and “irritating” (Lahman, Geist, Rodriguez, Graglia, & DeRoche, 2010). While the IRB might seem strict and unfamiliar to researchers who are proposing studies, the IRB helps to ensure that ethical standards are adopted. Consequently, the IRB shares responsibility for the protection of human participants, investigators, and the institutions to which they belong. In addition, the IRB is committed to carrying out this charge in a manner that will support and assist researchers. According to De Wet (2010), concerns about the subject of research ethics are not only restricted to protecting participants, they extend to “respecting participants, minimising harm, ensuring confidentiality to the greatest degree, and engaging in meaningful and authentic informed consent” (p. 303). Contrary to what some may believe, the goal of the IRB is not to obstruct the research, but to create a more efficient and straightforward process for the researchers (Kennedy, 2005). 

Ethics and Disability Research


Advances in the understanding of disabilities and how to better serve individuals who experience a disability are based on the work done by an institution’s researchers.  Similar to research in other areas, awareness of what comprises ethical disability research has grown considerably in recent years (Barnes, 2009; Sullivan, 2009). Questions of who should conduct disability research and how the research should be conducted started to emerge after the social model of disability was developed. Sullivan (2009) stated that, in the past, research conducted in the different disability areas made little to no contribution to the lives of people with disabilities, especially those living in institutions. The main beneficiaries seemed to be the researchers, who used these studies and the outcomes to advance their careers. According to Sullivan (2009), a new model on disability research developed as a result of the “Emancipatory Paradigm,” which not only examines the world, but also suggests making changes to it. This new paradigm also changed the relationship between researcher and research participant, and gave people with a disability a more active voice during the research process (Sullivan, 2009). 


Educational researchers, especially those conducting research that involves individuals from vulnerable populations and those who are unable to provide informed consent (e.g., children and individuals with disabilities) may be confronted with a variety of challenges when seeking IRB approval. Consistent with the principles of the Belmont Project, selection of human subjects for disability research must respect participants, protect them from any harm, and be fair in how they are selected, so that participants are not exploited. As stated before, informed consent is an essential element of ethical research. However, in the case of disability research, especially with children, deciding who will provide the consent may not always be an easy task. The parents or legal guardians of children, including those with disabilities, are the ones who will primarily authorize or give permission for their children to participate in any study. It is important to note that federal regulations require that, if capable, children should be given the opportunity to provide assent (U.S. Department of Health and Human Services, 2001). It is critical that researchers in the different disability areas and those working with children are informed of participants’ rights and research ethics so that they can meet IRB requirements and obtain research approval. 

Final Thoughts


Concerns about research ethics have facilitated the development of principles and guidelines to protect human subjects. The implementation of institutional review boards has resulted in making researchers more aware of participants’ rights and creating a more competent research process. Although researchers may have a negative view of the procedures, the IRB ethical review process serves as a safeguard instrument, critical for researchers and research participants. Among the many who have benefited from the creation of research ethic standards are children and individuals who experience disabilities. Learning about possible issues and challenges, as well as human subjects’ rights and IRB protocols, is crucial to the progress of social, educational, and disability research, that may lead to more relevant contributions to the field. 
References

Barnes, C. (2009). An ethical agenda in disability research: Rhetoric or reality? In: D. M. Mertens, P. E. Ginsberg (Eds.), The handbook of social research ethics (pp. 458-473). Thousand Oaks, CA: Sage Publications. 

Chadwick, G. L., & Dunn, C. M. (2000). Institutional review boards: Changing with the times? Journal of Public Health Management Practice, 6, 19-27.

De Wet, K. (2010). The importance of ethical appraisal in social science research: Reviewing a faculty of humanities’ research ethics committee. Journal of Academic Ethics, 8(4), 301-314. 

Dingwall, R. (2006). Confronting the anti-democrats: The unethical nature of ethical regulation in social science. Medical Sociology Online, 1(1), 51–58. Retrieved from http://www.medicalsociologyonline.org/archives/issue1/ pdf/conf_anti.pdf
Howe, K., & Moses, M. (1999). Ethics in educational research. Review of Research in Education, 24, 21-60.

Kennedy, J. M. (2005). Institutional review boards and institutional researchers. New Directions for Institutional Research, 127, 17-31. Retrieved from EBSCOhost.
Lahman, M. K. E., Geist, M. R., Rodriguez, K. L., Graglia, P. & DeRoche, K. K. (2010). Culturally responsive relational reflexive ethics in research: The three rs. Quality & Quantity, DOI 10.1007/s11135-010-9347-3.
Millum, J., & Menikoff, J. (2010). Streamlining Ethical Review. Annals of Internal Medicine, 153(10), 655-W.219. 

National Commission on the Protection of Human Subjects of Biomedical and Behavioral Research.  (1979).  The Belmont report:  Ethical principles and guidelines for the protection of human subjects of research.  Washington, DC:  Department of Health, Education, and Welfare.  Retrieved from http://ohsr.od.nih.gov/guidelines/belmont.html 

Skarbek, D. M., Henry, P., & Parish, P. A. (2006). The institutional review board (IRB): Another major ingredient for our alphabet soup. Teaching Exceptional Children, 38(4), 26-30. 

Sullivan, M. (2009). Philosophy, ethics, and the disability community. In D. M. Mertens, & P. E. Ginsberg (Eds.), The handbook of social research ethics (pp. 69-84). Thousand Oaks, CA: Sage Publications. 

Wichman, A., Kalyan, D. N., Abbott, L. J., Wesley, R., & Sandler, A. L. (2006). Protecting human subjects in the NIH’s intramural research program: A draft instrument to evaluate convened meetings of its IRBs. IRB: Ethics & Human Research, 28(3), 7-10. 
PAGE  
1

