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Abstract
What is the relationship between ethics and quality in education research? This paper explores factors that bind the two too tightly together for extrication, including representation of subjects and researcher mindsets, the setting of research agendas, research design, and funding. It argues that ethical concerns go beyond informed consent and prevention of harm, and that unethical research fails when examined for research quality.
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In 2003, Prof. Richard Smith wrote: “If it could be shown that administering severe electric shocks improved children’s reading scores, there would be no bland proclaiming that electric shocks work.” (p. 135) His point was that a blind pursuit of “what works” in education research did have built-in ethical limits.

This statement may be true when education research involves typically developing learners, but dehumanising representations of children and adults with disabilities have allowed rather different values to be applied. Indeed, electric shock (along with slaps, denial of food, and forcible restraint) has featured in education research involving children with autism (for example, see Lovaas, Schaeffer and Simmons, 1965; Lovaas and Smith, 1985). It may surprise some readers to hear that “aversives,” as these practices have been termed, continue to be used (Kindlon, et al., 2006). Predictably, practitioners who rely on them simply point to the availability of a research basis when defending their actions (for example, see Judge Rotenberg Educational Center n.d.).
If research quality is measured simply by outcome, without placing data within the context of ethics, such practices can easily continue unchallenged. Indeed, so can the research itself, even in highly respectable institutions. 
One might expect quality mechanisms to be a useful tool for preventing the pursuit of questionable research, but the current QAA Code of Practice (2004, p. 7) for academic research does not include ethics as a core criteria for indicating high-quality research. It makes a vague reference to universities having a duty to provide ethical “guidance” (ibid., p. 8) to researchers, but spends far more time discussing guidelines for postgraduate research student admissions. 

In this paper, I will discuss situations in which educational research quality can be questioned on ethical grounds, using examples from autism research. The same precepts apply to other topics, of course, although I will argue that autism is an area of enquiry in which poor ethics has frequently undermined research quality, for reasons that I will explain. These examples are intended to highlight the fact that, as Groundwater-Smith and Mockler have suggested, ethical rigour should be one of the “three basic tests” of quality in education research, alongside triangulation of data and intersubjective verification (2002, p. 4).
The ethics of representation and research quality
Like learning difficulties and mental illness, autism is a stigmatised category (Gray, 2002). Researchers typically assume that autism is a deviant state that requires educational remediation or other forms of treatment. Underpinning this assumption are representations of autism, some of which are quite extreme: it has been equated with “death” (Autism Speaks, 2007), and people on the autistic spectrum have been described as “dehumanised” (Bettelheim, 1967, p. 7) and as “monsters” (Tustin, 1992, p. 13). Even less perjorative descriptions, such as Lorna Wing’s “triad of impairments” schema (Wing and Gould, 1979), place people with autism as outside the criteria for normalcy. Such representations are disabling in of themselves, without reference to actual impairments. As Rosemarie Garland Thomson writes: “disability… is the attribution of corporeal deviance—not so much a property of bodies as a property of cultural rules—about what bodies should be or do” (Thomson, 1997, p. 6). Autism has also frequently been examined in isolation from other forms of human difference, other than schizophrenia (which it was once equated with), leading to representations of autism as a unique, and uniquely disabling, condition.

These representations are part of the mindset within which education research into autism has taken place. They have provided a rationale for the importance of such research, and have been used to persuade ethics boards to permit techniques that would not have been allowed with typically developing people.  In recent years, they have become a key factor in public fundraising and in wringing research funds from reluctant governments. To provide just one example, a typical sales pitch from Rick Rollens, a California lobbyist who was instrumental in getting President George Bush to sign the “Combating Autism Act” of 2006, was: “The hordes of autistic children are here. The social and fiscal disaster that is the autism epidemic is upon us. God help us” (Rollens, 2004). When hyperbole gets the research funding, one should not be surprised to see researchers and their advocates match its level of rhetoric in their funding proposals and research designs. Indeed, in the case of some interventions, practitioners and their advocates have even argued that normal ethical guidelines should not be applied to autism research (Dawson, 2004).
In autism research, devaluation of the subject has itself introduced research bias. As Pendelebury and Enslin (2001, p. 361) argue, “educational research is unethical when it misrepresents or misidentifies and so betrays its putative beneficiaries.” The representations described earlier have acted not only to devalue research subjects in ways that permit potentially harmful research to be carried out on them, but they have homogenised such individuals in the eyes of researchers. Researchers have rarely used carefully matched cohorts whose level of functioning or (if known) likely aetiology is the same. Research groups are often very small—individual case studies or fewer than 20 participants—and yet findings are extrapolated as representative of all children in this most diverse of diagnostic categories. As the first annual report of the Autism Research Co-ordination Group (2006, p. 9) states, “the area of autism research has been hampered by the number of small and unsubstantiated studies published over the past decade.” Pressure to respond to calls for a “cure” and lack of attention to research subject variability can lead to major quality issues, including “cherry-picking” individuals deemed most likely to benefit from an intervention (which could easily lead to “false positive” results), the creation of control groups that are less likely to benefit from alternative approaches (also likely to produce “false positives”), and failing to differentiate between aetiologies in autism when choosing research subjects (which can lead to “false negative” results as well as their opposite).
In addition, the move towards participatory and emancipatory research that characterises much current work in learning difficulties and mental ill health has largely passed autism by. Although the Autism Research Co-ordination Group report (ibid., p. 15) notes that “user participation” in research design is of key importance, the only example given was the Medical Research Council taking statements from people with autism and carers during the process of creating its review of autism research (2001). Unfortunately, only one person with autism (author Donna Williams) was a member of the MRC’s Lay Group, as opposed to 12 parents, charity representatives and so on. 
Nor do major research groups such as the National Alliance for Autism Research or Cure Autism Now include people with ASD diagnoses as board members (Waltz, 2006) or co-researchers. People with autism are assumed to be so deficient as to be incapable of helping to determine research priorities, or to contribute to discussions of methodology and ethics. This makes little sense, as the work of people like Michelle Dawson (currently a co-researcher with Dr. Laurent Mottron at the University of Montreal) and participatory work carried out with people who have ASDs by Jill Aylott and others at Sheffield Hallam University, has shown. Although doing such research is not easy, many researchers have worked with people whose severe learning difficulties create the same kind of communication problems experienced by people with autism and learning difficulties (for a clear discussion of issues and methodology, see Gilbert, 2004). It should go without saying that verbal individuals with ASDs can contribute to research.
The devaluation of people with autism also impacts basic research goals. Even as researchers in other areas of disability have replaced the expectation of institutional solutions with the normalisation paradigm (Chappell, 1992), and then replaced normalisation with models like social-role valorisation, inclusion and empowerment, much education research continues to hold out making children with autism “indistinguishable from their peers” (Lovaas Institute, 2007) as an appropriate goal for interventions. 
Ethics and aggregate research

The current vogue for aggregate studies and meta-analysis as an underpinning for “evidence-based practice” in education may increase the risk that data collected in situations of questionable ethics will be used, with concurrent impact on the quality of analysis. Savulescu, Chalmers and Blunt (1996) make this point in relation to medical research, but as researchers in education increasingly work within paradigms borrowed from medical research (Feuer, Towne and Shavelston, 2002) they risk falling prey to same dangers. 
One of the biggest problems is under-reporting of negative or inconclusive results (Savulescu, Chalmers and Blunt, 1996, p. 1390). Another is the use of untreated controls—in the context of education research, this would mean comparing “bog standard” to “gold standard,” rather than comparing two viable alternatives. Not only does the latter process potentially skew the results, it unethically denies one group an appropriate education by proffering the classroom equivalent of a placebo.

Not all of the quality-assurance suggestions made by Savulescu, Chalmers and Blunt (ibid.) apply to educational research, but several do. These include:

· Requiring systematic reviews of existing research before approval

· Providing a summary of these reviews to research subjects (and in the case of autism, presumably also to carers)

· Requiring that research results are made available to the public, even if they are negative or uncertain

· Auditing the way that results of past research are reported

(ibid., 1391)

Certainly many of the problems seen in autism research, such as ignoring incongruent results or over-promotion of research results without the controls provided by triangulation and replication, could be ameliorated by steps like these. Savulescu, Chalmers and Blunt (ibid.) suggest that such tasks should be the responsibility of research ethics committees. It would be helpful if these common-sense procedures were incorporated within quality frameworks as well. As the British Educational Research Aassociation’s practice guidelines for researchers state, “the research ethic of respect for truth, or academic integrity, requires researchers to be scrupulous in avoiding distortion of evidence and weakly supported assertions in the reporting of findings” (British Educational Research Association, 2000, p. 4). Lincoln (1995) echoes these assertions, adding that when it comes to assessing qualitative and interpretive research, the criteria for quality cannot be distinguished from ethical criteria.
As Savulescu, Chalmers and Blunt note, research ethics committees have a remit that goes well beyond obtaining informed consent and avoiding harm to subjects. They write: “Research ethics committees have a wider responsibility to promote the public interest by helping to ensure that relevant research is done” (op cit., p. 1390). In other words, they are (or should be) part of the research quality equation. As they note, aggregating and integrating study results to come to a broader conclusion can be a powerful tool—but it can lead to quality issues in the final product. 
This is a particular concern in autism research for several reasons. The most important of these is the subjectivity of diagnosis. This issue has come to the fore in recent discussions of prevalence data. Some recent studies appear to show a rise in the number of children with autism, but the lack of a common, independently verifiable method of diagnosis means that such studies will always be open to question. Currently, autism is diagnosed through observation only, as are some other developmental disorders and most forms of mental ill health. The diagnostic criteria are broad and open to interpretation, however, so there appear to be wide differences in how clinicians interpret behavioural data—one may diagnose Asperger’s syndrome where another uses the label autism, for example, while another may see semantic-pragmatic disorder rather than an autistic spectrum disorder at all (Jordan, 1999, pp. 11-27).
Individuals with similar developmental and behavioural characteristics can fit broadly under the umbrella of autistic spectrum disorders, although their difficulties may arise from quite different modalities or be complicated by comorbid conditions (Cass, Sekaran and Baird, 2006). As these aetiologies are not yet controlled for in most research on autism, results of various studies may actually be describing quite different groups of individuals: one may include several children with Rett syndrome, for example, while another looks at adults with a higher than typical rate of seizure disorders. When these studies are aggregated, the results of meta-analysis are likely to look authoritative without actually being so.

In education research, it is particularly hard to set apart research and results from other interventions that may be used at the same time, including home-based programmes, medical or biological interventions (often several at once), multiple modalities employed in eclectic classrooms (Jordan, Jones and Murray, 1998) and, of course, the ongoing process of child development itself. 

Finally, as there is currently no recognised medical treatment for autism, educational and related interventions, such as speech and language therapy, often attract keen interest both from within the field and from the general public. When provocatively presented, poor or inconclusive research can nevertheless result in lucrative opportunities for researchers. The pressure to overstate the evidence is powerful. 
The ethics of research funding.

The issue of financial pressure becomes further confused when educational interventions are labelled as “treatments” (for example, in Department of Health and Human Services, 2004, p. 9), when educational and biomedical interventions are mixed, and when funders have a vested interest in the outcome. 
An example of the latter two situations that was reported widely in the UK news was the “Durham fish oil trial” in which Durham County Council dosed schoolchildren with omega-3 fish oils under the supervision of an educational psychologist. This research was widely reported not only by the mainstream media but by involved researchers at autism conferences, where it was proclaimed to be a rousing success. However, the large, main study did not use a control group and the data collection process was questionable. As science writer Ben Goldacre (2006) wrote in a scathing critique, “there is no placebo, in fact there is no control group whatsoever… This is—let me be quite clear—a rubbish study, which has been designed in such a way that it cannot provide useful results: it is therefore a waste of time, resources, money, and parents’ goodwill.” 
A smaller, more tightly controlled study (the “Oxford-Durham” trial) looked specifically at children with dyspraxia, a condition closely related to autism, used a more appropriate research design, and did report some encouraging—but not yet replicated, and not specifically about autism—results. But when information about the trial was communicated to the public, the two studies were confused or combined, such that the takeaway message became omega-3 acids are helpful in improving the educational achievement of children with autism. 

It’s easy to decry the impact of poor reporting or good public relations on how study results are shared. And yet the Durham fish oil trial did not differ significantly from much past research in the autism field. Many studies have been funded by interested parties, from supplement-makers to charities with a particular “take” on the aetiology of autism. Funding in the field has historically been so poor that researchers have been thrilled to get even small amounts from imperfect sources. This is as true in the area of education research as in the biomedical realm, as some classroom-based interventions have been turned into trademarked, off-the-shelf programmes delivered by trained consultants. It has been rare for ethics committees to flag up these ties, even more so for the provenance of funding to feature in assessments of research quality. However, as education researchers find themselves seeking funding from corporate and voluntary sector sources, they need to be aware that some forms of funding can affect the quality of their results. It can obviously also affect the perception of quality: as noted the Oxford-Durham portion of the fish-oil trial was a reasonably well-constructed study, now suffering guilt by association with the larger, less ethically rigourous trial.
Some organisations involved in autism research are changing their practice. For example, the UK charity Research Autism plans to add an adult with an ASD to its board in the near future, and has experimented with user-led research in a limited way.  “We certainly take our agenda from people with ASDs and carers in six-monthly collaborative forums,” explained the organisation’s information manager Bernard Fleming (personal communication, 26 July 2007). Three people with an ASD now serve on the board of the National Autistic Society as well, an important step as the voluntary sector now plays a more important role than ever in setting research agendas and funding research. But despite the Valuing People white paper, which has pushed the issue to the fore in learning difficulties research, movement in this direction is slow.
The availability of research funding is also improving, which may reduce pressure to pair up with “dodgy” partners, although the bulk of monies are currently going to genetic and medical investigations. The pressure continues to produce studies that can be touted as “evidence-based education,” however, with all of the inherent difficulties noted earlier. In the US this pressure has reached fever pitch under the Bush administration, although challenges to medicalised paradigms are emerging (Shaker and Ruitenberg, 2007).
Most importantly, ethics has finally become a topic of conversation in the field, as pressure is exerted by articulate adults with autism, carers, and concerned researchers over issues like research into prenatal testing, behavioural techniques, medication use, and the relationship between interventions and life outcomes. This conversation can only improve the quality of education research at the same time it holds it up to more exacting ethical standards. As Groundwater-Smith and Mockler (2007) have written, “The dynamic which exists between practitioner research and professional practice for educators is such that ethicality cannot be divorced from quality.” And when it comes to working with children and vulnerable adults in particular, research can only be seen as high-quality when it is rooted in respect for human dignity and ethical practice.
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