The “Ashley Treatment” Revisited
 
The Ethics Committee at an American east coast children’s hospital received a consultation request from one of their pediatric surgeons.  The mother of a 9 year old girl with severely diminished capacity secondary to birth asphyxia, had been referred to him by her pediatrician.  She was requesting treatments for her daughter that would address a number of concerns she had about her daughter's future quality of life. She had apparently heard about the controversial “Ashley Treatment” sparked by a patient at Children’s Hospital in Seattle, but did not know specifically what medical procedures had been done in that case.  The concerns she raised included: 1) controlling her daughter's growth, so that she could be cared for by her parents as long as possible and not be limited by her size as they grew older, 2) avoiding menarche and the discomfort and confusion of menses, 3) removal of breast tissue, the mother was concerned that since all of the women in their family had large breasts, her daughter's posture and care would become an issue once she had reached full development, and also that if she were eventually institutionalized, it might decrease the chances of her being molested. The family had not been seen by a pediatric endocrinologist, only her pediatrician and the pediatric surgeon who was bringing the case to the ethics committee.  The surgeon was reluctant to perform any surgery and requested a recommendation from the ethics committee.

Should a nine year old, severely mentally disabled child, undergo extensive operations to limit her growth, prevent development of sexual characteristics and alter appearance, all in the interests of protecting her from other alleged harms and allowing her to be cared for by her family? I think we should resist engaging with this question and I think the ethics committee was wrong to accept the burden of making the decision regardless of the outcome they arrived at.
It would be tempting to use this commentary to grapple directly with this question. One could consider the validity of the mother’s claims, questioning whether alternative lifting and carrying devices might be available, whether there are care options that do not include the threat of sexual abuse and whether the physical and psychological harm of the extensive medical procedures proposed is outweighed by their alleged beneficial outcomes. One could also consult medical professionals to find out whether non-surgical alternatives are available and question whether these should be explored before considering the more invasive surgical procedures requested. One could also consider the views of special interests groups and attempt to gauge the impact this individual decision may have on public perceptions or public policy relating our treatment of incompetent children in general. However, I think this would be a mistake as it would divert attention from the really important question which is “Who should take on the burden of decision making in such cases?”.
It is fairly clear that this is, potentially, a very controversial case, involving both an incompetent, young child whose best interests are opaque to say the least and a very contentious evaluation by her mother of what is in this child’s best interests, but I think it is the conjunction of these two complications that should warn us to tread carefully in terms of who we expect to make the decision. Unusual, eccentric, peculiar or uncommon requests are frequently discussed in the medical ethics literature exactly because of their unusual nature and concerns about how the medical profession should respond to them. However, when these requests originate from competent adults they at least have the merit of voluntariness. Responsibility for making the request, for understanding the options, weighing them up, making a choice, articulating, explaining and defending this choice, and so on, remains with the competent, adult patient. When John Stuart Mill suggested that the mature adult is the best judge of what is in his own best interests, he was not making an implausible claim about infallibility, but confirming two fundamental ideas about responsibility: that because the individual is the person most affected by the decision she should be bearing the risk involved in making it; and that in order for her to be held accountable for her choices they should be hers to make. These ideas form the basis for the principle of respect for individual liberty that underpins many of our modern practices and a large part of how patients and doctors interact in a medical context.
The case we are considering is fundamentally different as it shifts the burden and responsibility of the decision from the individual patient to others. In her discussion of different practices with respect to euthanasia, Margaret Pabst Battin notes the significantly different perspectives the Dutch and the Americans have on this issue. One of the greatest concerns with the Dutch de-criminalisation of physician-performed active voluntary euthanasia is the worry of a slippery slope which will lead to the killings of all kinds of patients whose lives are deemed to be ‘not worth living’ or ‘undesirable’. However, it is the American experience that sees decisions on life and death being made on behalf of others in the form of withdrawing/withholding treatment from incompetent patients, which worries the Dutch. This is because end of life decisions on behalf of incompetents are potentially far more problematic as they place the burden and responsibility of making life and death choices in the hands of other parties. 

Issues involving second-party choices are painful to the Dutch in a way they are not to Americans precisely because voluntariness is so central in the Dutch understanding of choices about dying. Concomitantly, the Dutch see the Americans’ squeamishness about first-party choices – voluntary euthanasia, assisted suicide – as evidence that we are not genuinely committed to recognizing voluntary choice after all. For this reason, many Dutch commentators believe that the Americans are at a much greater risk of sliding down the slippery slope into involuntary killing than they are.

I find that, in a way that mirrors Battin’s insight, the presence of voluntariness mitigates much of what is of concern in difficult cases, even those involving severe, permanent and irreversible harm, and conversely the absence of voluntariness gives me the greatest cause for concern in our case. This does not mean that any voluntary request should be respected purely on the grounds that it is voluntary, rather that voluntariness gives the request a firmer footing and places it on clearer ground with respect to responsibility than decisions on behalf of others.
Since the absence of voluntariness creates the greatest potential for abuse and cause for concern, and since the request is based on controversial conceptions of what might be in someone’s best interests, I don’t see why this is a decision that ought to be left to ethics committees. This is in no way intended to disparage the expertise of committee members or their commitment to arriving at robust and defensible decisions, but rather to protect them from having to take on the burden of such a decision. The patient’s severe mental impairments pose limitations on the kinds of interests she may have, but this does not make the interests she does have any less complex and difficult to determine. Difficulties in communication, in understand whether she is in pain and the degree of pain she might be experiencing, whether she is finding human contact comforting or distressing, whether she is upset by changes in her environment and to what extent she is bonded with and dependent on her specific carers, make it very difficult to evaluate the relative merits of different options even after practical questions have been answered. 
In conclusion, the conjunction of two factors, the lack of voluntariness and the disputed nature of the request, along with difficulties inherent in making decisions on behalf of this patient because of uncertainties about how we should interpret her interests, make this too difficult a case for a research ethics committee to take on. To ask a research committee to make this decision is unfair, both in terms of placing the burden of the decision on them and in terms of holding them responsible for making it, whatever decision they happen to come to. Extreme cases, such as this one, are best left to the courts, which have both the means to explore all claims about the patient’s best interests and the moral authority to decide on behalf of another person in such a disputed and difficult case.
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