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Invasive medical procedures performed on children for non-life-saving rea-
sons, and generally for non-therapeutic reasons, have recently become the 
subject of intense debate. Various kinds of aesthetic medicine procedures, 
such as liposuction in the case of an obese twelve-year-old girl, the eyelid 
surgery performed on an Asian girl adopted by an American surgeon, the 
application of growth hormone therapy for non-therapeutic reasons (Gilbert, 
2009, pp. 14–15; Ouellette, 2010, pp. 959–966) or early “normalizing” 
treatment in intersex children (Spriggs, Savulescu, 2006, pp. 79–96; Gil-
lam, Hewitt, Warne, 2010, pp. 412–418) can serve as examples. All of these 
are often considered to violate the right to self-determination, the right to 
inviolability and the child’s right to an open future. 

The case of Ashley X and “Ashley treatment”, the term coined in the 
subject literature regarding the procedures she underwent, have been some-
times regarded to bear a resemblance to the above-mentioned interventions 
(Ouellette, 2010, pp. 964–966). As convenient as such a claim may be to 
categorize Ashley’s case and her treatment as belonging to that cluster, there 
are significant differences between this procedure and the ones delineated 
above regarding the patient, the process of medical decision-making and 
the purpose of the medical interventions themselves.

Ashley’s case and treatment

Ashley was born in 1997. The pregnancy was uneventful and the on-time 
birth proceeded without complications. At the age of one month, she began 
to display symptoms of hypotonia (decreased muscle tone) leading to dif-
ficulty in feeding, and of choreoathetosis (involuntary twisting and writh-
ing body movements caused by irregular, wandering muscle contractions). 
An overall developmental delay was also noted. The diagnosis of “static 
encephalopathy with marked global deficits” was made after a long and 
extended diagnostic process (Gunther, Diekema, 2006, p. 1014). Since her 
condition and the treatment are crucial for our analyses and argument, we 
shall describe them in detail. 
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Static encephalopathy

Static encephalopathy is a form of irreversible brain damage. The term com-
prises a wide range of dysfunctions that can be caused by the same central 
nervous system abnormality. Static encephalopathy may manifest itself as 
cerebral palsy, mental retardation, blindness or deafness. The location of the 
damage in the brain and its severity determines the extensity and type of de-
velopmental impairment (Golden, 1987, p. 71). Ashley’s development did not 
improve, although she managed to externalize her emotions through mimicry 
and producing sounds. At the age of six, she maintained the ability to breathe 
on her own, however, she was unable to speak, eat or move and remained 
completely reliant on her caregivers. In 2018, after a Whole Exome Analy-
sis, it turned out that GRIN1 gene mutation was responsible for Ashley’s 
condition. GRIN1 is a gene that encodes subunits of N-methyl-D-aspartate 
receptors (NMDARs) which are crucial in normal brain development and 
neurotransmission (Chen et al., 2017, p. 2). Its de novo mutation presented 
itself in three-month-old Ashley as hypotonia, abnormal movements and 
behavior, and disenabled her development to progress.

Precocious puberty

Precocious puberty is diagnosed when the first signs of puberty onset reveal 
themselves before the age of eight in girls, and the age of nine in boys (Sid-
diqi, Van Dyke, Donohoue, McBrien, 1999, p. 392). There are two main types 
of precocious puberty, both differing in their origin. Peripheral precocious 
puberty is a result of the premature secretion of sex steroids in gonads, adrenal 
glands or ectopic sources, without activation of the hypothalamic-pituitary 
axis. Central precocious puberty is a consequence of premature activation of 
the hypothalamic-pituitary axis, premature gonadal maturation and gonadal 
sex steroids release (Partsch, Sippell, 2001, pp. 293–298; Siddiqi et al., 
1999, pp. 392–393). In a population of children with neurodevelopmental 
disabilities the incidence of precocious puberty is much higher (Partsch, 
Sippell, 2001, p. 293). Ashley’s parents consulted with a pediatric endocri-
nologist when the girl was six years and seven months old reporting on her 
precocious puberty. It has been assumed that Ashley suffered from central 
precocious puberty. According to the endocrine evaluation, she had started 
to develop pubic hair and breast buds consecutively one year and three 
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months earlier. Furthermore, during the previous six months her growth had 
accelerated rapidly, which is called a pubertal growth spurt. When it comes 
to percentiles for height, she advanced from 50th to 75th within six months 
(Gunther, Diekema, 2006, pp. 1014–1015). Her speeded-up body growth 
and premature puberty raised her parents’ concerns about the future care 
they would have to provide, which might be difficult, if not impossible, to 
handle (Ashley’s Parents, 2007, p. 8). They were concerned as to whether 
they would be able to carry her around and provide daily-care once she had 
increased in height and weight. 

Estrogen therapy

Pubertal growth and epiphyseal fusion are both regulated by a complicated 
network of nutritional, cellular, paracrine and endocrine factors (Shim, 2015, 
pp. 8–12). One of them is estrogen that is the sex steroid hormone responsible 
mainly for the reproductive function in females and for the development of 
secondary sexual characteristic (Singh, Sanyal, Chattopadhyay, 2010, p. 3). 
Its effect on growth seems to be biphasic. During the period of puberty, the 
physiologic level of estrogen promotes growth by stimulating the growth 
hormone (GH) and the insulin-like growth factor-I (IGF-I) axis (Shim, 2015, 
pp. 10–11), while the supraphysiologic doses suppress the insulin-like growth 
factor-I causing growth suppression by accelerated epiphyseal maturation 
and fusion (Gunther, Diekema, 2006, p. 1014; Shim, 2015, p. 11; Singh, 
Sanyal, Chattopadhyay, 2010, pp. 3–8). The first high-dose estrogen therapy 
was instituted in 1956 in adolescent girls of tall stature, whose wish was to 
“minimize any further gain in height” (Gunther, Diekema, 2006, p. 1014). 
Ashley is the first patient with a profound developmental disability to have 
undergone the treatment, where the purpose was to attenuate her growth at 
a very early age.

Before starting high-dose estrogen therapy, Ashley underwent pretreat-
ment hysterectomy which is a surgical excision of the uterus (Torpy, 2004, 
p. 1526). Her ovaries were left in situ in order to provide physiological hor-
mone release and “some protection from osteoporosis” (Gunther, Diekema, 
2006, p. 1015). The procedure had a prophylactic character. It was supposed 
to eliminate menses and to prevent development of uterine or cervical 
cancer, but it also allowed elimination of giving “concurrent progesterone 
during the treatment phase, potentially reducing the risks of thrombosis” 
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connected with estrogen institution (Gunther, Diekema, 2006, p. 1015; 
Rosendaal, Helmerhorst, Vandenbroucke, 2002, pp. 201–206). Moreover, 
it prevented the possibility of bleeding occurring (Ashley’s Parents, 2007, 
p. 6). The risk of hysterectomy and long-term complications in Ashley was 
no higher than in a population of healthy pre-pubertal girls, with it being 
estimated as “minimal” (Gunther, Diekema, 2006, p. 1015). 

The course of 400 µg transdermal estradiol per day took two years 
and six months. Estrogen patches were changed every three days and the 
girl’s weight, height, bone age, hormones and thrombotic factors levels were 
monitored every three months (Ashley’s Parents, 2007, pp. 4–7; Gunther, 
Diekema, 2006, p. 1014). Any long-term side-effects of estrogen therapy 
were difficult to assess because of the limited experience in the treatment of 
children of her age. According to the available research, these side-effects 
included “nausea, headache, and weight gain” (Gunther, Diekema, 2006, 
p. 1015). There was a report of hyperprolactinemia, which “is generally of no 
clinical significance and resolves after treatment” (Gunther, Diekema, 2006, 
p. 1015). Equally, one case of a girl with prolactinoma was reported, however 
there was no explicit medical evidence that this was an effect of the therapy 
(Gunther, Diekema, 2006, p. 1014). The main concern was focused on the 
elevated risk of thrombosis (Rosendaal et al., 2002, pp. 201–206). The ef-
fect of Ashley’s high-dose estrogen treatment was a 20% in height and 40% 
in weight reduction. Her growth stopped at 153 cm and 29 kg respectively 
(Ashley’s Parents, 2007, p. 8).

Additional procedures

Not only did Ashley undergo hysterectomy, but also breast bud removal 
and appendectomy were performed. The first procedure differs from the 
commonly known mastectomy performed in adult women. Breast buds are 
small and include milk glands, connective and adipose tissue (Javed, Lteif, 
2013, pp. 9–10). Their removal involves making small incisions below 
the areolas, but both the nipples and areolas are left unaffected (Ashley’s 
Parents, 2007, p. 10). Ashley’s parents and physicians pointed out the fol-
lowing benefits of the procedure: 1) elimination of the source of discomfort 
while lying, or being secured with straps; 2) avoidance of the possibility 
of fibrocystic growth or breast cancer (both pathologies were reported in 
women from Ashley’s family); 3) avoidance of “sexualizing” Ashley by her 
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caregivers, which may lead to sexual abuse when her parents are no longer 
able to take care of her or in the case of their death (Ashley’s Parents, 2007, 
pp. 10–11). Appendectomy is a surgical removal of the appendix and was 
performed in order to prevent appendicitis (inflammation) that may lead 
to appendix rupture causing inflammation of the peritoneum. Peritonitis is 
a life-threatening state, which Ashley’s parents were afraid of, thinking they 
may not be able to recognize its symptoms in time (Ashley’s Parents, 2007, 
pp. 6–7). All of the surgical procedures were performed at the same time, 
limiting the surgery risk, pain and reducing the time of her convalescence 
to one month (Ashley’s Parents, 2007, p. 10).

Objections against Ashley treatment

In 2006 the case of Ashley X and the above-mentioned treatment performed 
on Ashley was described in a medical journal (Gunther, Diekema, 2006). 
A year later, her parents started a blog Pillow Angel, describing their daugh-
ter’s condition, treatment and the every-day life of their family. Making 
Ashley’s case public initiated a debate among physicians and bioethicists 
that focused on analyses of the criteria and arguments used to evaluate the 
treatment from a medico-moral perspective. The discussion centered around 
providing ethical justification for this kind of treatment or expressing ethi-
cal disapproval and suggesting legal prohibition for the so-called “Ashley 
treatment.” It also sparked a media firestorm and criticism of the decision 
made by her parents and physicians. Much of the criticism was a purely 
emotional reaction to this innovative and invasive therapy and “substituted 
rhetoric for argument” (Diekema, Fost, 2010, p. 31), using expressions such 
as “looping off her breasts,” “mutilation” (Caplan, 2007), “butchery” (Picard, 
2007). In other cases it took the form of an oversimplification: “she is being 
tube-fed, why not remove her teeth” (Picard, 2007), or was formulated as 
a slippery slope argument (Carlson, Smith, Wilker, 2012, p. 23; Clark, Vasta, 
2006, pp. 7–9; Kerruish, 2016, pp. 77, 79). There were, however, some voices 
which in fact raised important questions and concerns. Many of them have 
been already referred to and analyzed in the subject literature, for example 
the argument of the quality of life and the objection of violation of dignity 
(Harnacke, 2016, pp. 141–150; Liao, Savulescu, Sheehan, 2007, pp. 16–20), 
the problem of the moral status of children with severe cognitive impairment, 
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such as Ashley (Jaworska, Tannenbaum, 2014, pp. 259–265), the principles 
of respect for persons, benefice and justice (Clark, Vasta, 2006, pp. 1–12; 
Newsom, 2007, pp. 291–294). 

In the sections below, we will focus on four issues that bear great 
ethical importance, yet have received less attention so far. In our analyses, 
we shall concentrate on four conceptual and ethical dilemmas which clus-
ter around: 1) the classification of that kind of treatment as therapeutic or 
non-therapeutic; 2) the process and criteria of medical decision-making on 
behalf of incompetent patients (surrogate/proxy decision making); 3) the 
child’s right to an open future; 4) the criterion of best-interest and balancing 
benefits against risks and harms. 

Classification of medical procedures: therapeutic versus non-
therapeutic

One of the objections found in the subject literature considering Ashley 
treatment focused on its non-therapeutic character and questioned its medi-
cal necessity. To determine whether Ashley’s treatment was therapeutic, we 
should first have a closer look at the classification of the medical procedures 
which Ashley has been subjected to, taking into account “the nature of the 
disease, the treatment proposed, and the goals of the intervention” (Jonsen, 
Siegler, Winslade, 2010, p. 16). 

The primary aim of the therapy was to facilitate Ashley’s daily and 
medical-care by administering high-dose estrogen therapy, which was to 
maintain a reduced body weight and height. Moreover, growth attenuation 
therapy administered together with hysterectomy, breast buds removal and 
appendectomy were intended to prevent scoliosis surgery, breast, uterine, 
or cervical cancer, to reduce the risk of inflammation of the appendix, as 
well as the pressure ulcers, bladder or lung infections that Ashley would 
be exposed to as a result of permanent immobilization (Ashley’s Parents, 
2007, pp. 4, 9–10; Gunther, Diekema, 2006; Kerruish, 2016, p. 73; Wrigley 
et al., 2017, p. 1181). It could be argued that the effects of Ashley treatment 
met the criteria of therapeutic treatment, such as: “maintenance or improve-
ment of quality of life through relief of symptoms, pain and suffering”; 
“improvement of functional status or maintenance of compromised status”; 
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“avoidance of harm to the patient in the course of care” (Jonsen, Siegler, 
Winslade, 2010, pp. 16–17). 

In their criticism some authors claimed that Ashley treatment was not 
in fact of a therapeutic character and that there was no medical indication 
for it (Kittay, 2011, p. 618; Ouellette, 2010, pp. 966–967; Sobsey, 2010, 
p. 60). Consequently, they should be classified as non-therapeutic procedures, 
because they had no effect on the healing process or improving Ashley’s 
health. It has been also stated that the intervention was a result of the lack 
of an acceptance of the girl’s disability, and willingness to modify her 
body primarily for the benefit of caregivers (Carlson, Smith, Wilker, 2012, 
pp. 35–40; Ashley’s Parents, 2007, pp. 10–13; Kittay, 2011, pp. 618–619; 
Ouellette, 2010, pp. 973–974).

The term “medical indication” deals with the patient’s physiological 
or psychological condition determining what kind diagnostic, therapeutic 
or educational actions should be offered (Jonsen, Siegler, Winslade, 2010, 
p. 10). While evaluating whether there was a medical indication for Ashley 
treatment, we should take into account their positive and beneficial effects 
on her health condition, as Diekema and Fost say:

The tools of medicine are used commonly to treat disorders or conditions 
that are commonly defined as social. Consider laser treatment for facial 
hemangiomas, braces for crooked teeth, drug prescriptions for acne, and 
drugs to improve fertility. […] The insistence on “medical” indications 
is not sufficient to help us distinguish why some interventions are ap-
propriate and others are not. The relevant question is whether medical 
interventions were likely to be safe and effective in providing benefit 
to the patient and improving her quality of life.

(Diekema, Fost, 2010, p. 37)

Although we agree that the treatment offered to Ashley cannot be clas-
sified as curative (leading to an undeniable improvement of the condition), 
because of the nature of the disease, we think it can be called ‘supportive’ 
(and therefore therapeutic to some extent), since its main aim was to bring 
about a general relief in the disease and to slow down progression of coex-
isting diseases (Jonsen, Siegler, Winslade, 2010, p. 14). 
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Surrogate decisions for incompetent patients

In bioethics and medical ethics, the principle of respect for autonomy has 
become one of the key principles medical professionals are obliged to respect 
while providing care to their patients. Although there has been an overall 
agreement that respect for autonomy (basically understood as a capacity 
of self-determination and critical self-reflection) is central in any medical 
interventions, the notion of autonomy itself and the range of the respect 
for autonomy have become the subject of an ongoing debate and various 
interpretations (Dworkin, 1988, pp. 3–13; Mackenzie, 2015, pp. 277–290; 
O’Neill, 2002, pp. 21–27). It has been questioned whether personal autonomy 
is a value, whether it should be ascribed to persons or principles and whether 
it exists at all. Although these questions assume central importance, they fall 
beyond the scope of our paper. Therefore, for the sake of our argument, we 
will put them aside and adopt Gerald Dworkin’s idea that “the only features 
that are held constant from one author to another are that autonomy is a fea-
ture of persons and that is a desirable quality to have” (Dworkin, 1988, p. 6).

That concept resonates also in bioethics and medical ethics where 
the prevailing notion of autonomy refers to individual autonomy defined 
as “a feature of individual persons” and is equated with “independence or 
at least with a capacity for independent decisions and action” (O’Neill, 
2002, p. 23). Beauchamp and Childress call it a decisional autonomy and 
associate it with an informed, free from any external or internal influence, 
competent decision that is related to legal competence and informed consent 
(Mackenzie, 2015, p. 278). Although Beauchamp and Childress’ notion of 
autonomy limits in fact a patient’s independence in decision-making process 
to her rights to either accept or refuse treatment offered by professionals, it 
has become a key principle in any medical decision-making. 

The principle of respect for autonomy has become fundamental in the 
debate on informed consent that involves a patient’s voluntary, individual 
decision, one free from any influence. It goes without saying that in some 
cases such a decision cannot be met and surrogate (proxy) decision-making 
is needed in health care. These may include the case of emergency medi-
cal conditions, end-of-life decisions, withdrawal or withholding treatment, 
palliative care in the case of severely ill newborns or patients with neuro-
degenerative diseases, medical decisions for psychiatric patients or any 
incompetent patients. 
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Pediatric practice is unique for at least two reasons: 1) it covers also 
the cases of patients who have never been competent, or/and will never 
be, therefore no advance directives have been issued by the patient, and no 
patient life-values and wishes could be referred to while making a decision 
(as in the case of neonatology); 2) it decides about the future life of the 
child, its quality and length as well as it influences the range of the child’s 
future possibilities, her flourishing and the right to choose and develop her 
own life-plan. In most cases decision-making process includes both paren-
tal informed permission and child’s assent. Child should be provided with 
necessary information about planned treatment or medical procedures, but 
to a degree that is adequate to her age. It allows developing young patients’ 
responsibility for their health, building trust-based patient-physician rela-
tionship, and in some way limiting parental right to make surrogate deci-
sions (Kohrman et al., 1995). Undoubtedly, Ashley belongs to the group 
of incompetent patients whose capacities to make an individual, authentic 
decision have been nonexistent and to whom autonomy could not be ascribed 
in any sense. She has never had and will never have any capacity to make 
individual and voluntary decisions or to determine her life-path in accord-
ance with her beliefs or values. Despite the fact that at the time of treatment 
she was almost seven years old, and children at her age can already reach 
a certain level of self-understanding and self-governing, her mental capaci-
ties had been fully impaired. This obviously made her unable to meet any 
requirements for a valid informed consent. 

We agree with the opinion that the term “substitute” surrogate decisions 
applies mostly to adults who have lost the capacity to make autonomous 
decisions (Katz, Webb, 2016, p. e5); therefore, we will use the term surrogate 
decision or parental decision here. In pediatric practice a surrogate decision 
on any medical intervention that takes the form of informed “permission” 
rather than a “decision” (Katz, Webb, 2016, p. e2) should be weighed care-
fully. In Ashley’s case it becomes even more complex since the treatment 
in question was innovative and highly invasive; moreover, its outcome was 
to shape her body and future life significantly.

In the case of incompetent patients who have left no advance direc-
tives, Beauchamp and Childress suggest taking into account three possible 
standards of making a surrogate decision: “substituted judgement, which 
is often presented as an autonomy-based standard, pure autonomy, and the 
patient’s best interest” (Beauchamp, Childress, 1994, p. 170). 
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In the case of incompetent patients who have never been competent 
(such as Ashley), only the third, also defined as “acting so as to promote 
maximally the good of the individual” (Buchanan, Brock, 1990, p. 88) can 
be applied. It involves a calculus of weighing up the potential benefits and 
burdens of the treatment. This is also the very criterion which the Bioeth-
ics Committee of Seattle’s Children’s Hospital referred to. In justifying 
their approval for the treatment, they balanced the long-lasting benefits of 
the therapy against the risks and short-term suffering resulting from the 
planned surgeries. Other principles that could apply in this case include 
“harm principle, constrained parental autonomy, and shared, family-centered 
decision-making” (Katz, Webb, 2016, p. e5). Although we are aware of the 
difficulties concerning the best-interest criterion, especially the risk of tak-
ing it in a narrow sense, we are of the opinion that it is one of the crucial 
principles to be applied here. We also think that a broader approach of this 
notion, taking into account emotional, family and financial aspects should 
be adopted. We shall return to this issue later. 

The right to an open future

The debate on children’s rights in modern democracies often concentrates 
on the conflict between the good and the right, using John Rawls’ terminol-
ogy (Rawls, 1971, p. 31; Feinberg, 1986, p. 57) and refers to the autonomy 
of a child, her rights as well as to parental responsibility (Archard, 2004, 
pp. 53–69; Brake, Millum, 2014; Brighouse, 2002, pp. 31–52; Brock, 2005, 
pp. 377–398; Mullin, 2015, pp. 381–392). Children’s health care plays an 
important role in the debate since “we typically take children’s care concerns 
very seriously, and severely blame those who contribute to children’s ill 
health through negligence or abuse” (Mullin, 2015, p. 381). In formulating 
his concept of “the child’s right to an open future”, Joel Feinberg introduced 
a new perspective in the debate on the medical treatment of children (Fein-
berg, 1980b, pp. 124–153; 1986, pp. 325–326; 1992, pp. 76–97). The right 
to an open future comprises a set of rights and limits imposed on parents 
regarding what they can/cannot do to their children as well as what they 
should provide their offspring with. This notion has become of extensive 
interest among bioethicists and has already had a widespread impact on vari-
ous issues concerning the health of children, such as genetic enhancement, 
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pre-implantation diagnosis, testing for late-onset genetic diseases, providing 
cochlear implants (Davis, 1997, pp. 7–15; 2001, esp. pp. 24–35; Kopelman, 
2007, pp. 383–386; Millum, 2014, pp. 522–538; Nunes, 2001, pp. 337–349; 
Prusak, 2013, pp. 84–100). It could be claimed that Ashley treatment violates 
that right. Let us have a closer look at this objection. 

Feinberg differentiates between: 1) “A-C rights” − the rights that are 
common to both children and adults, such as the right not to be killed, robbed 
or physically assaulted in any way, 2) “A rights” − the rights restricted 
only to autonomous adults, such as the right to religious preferences, and  
3) “C rights” − the rights principally held by children, which comprise all the 
rights guaranteeing the maximum range of possibilities and choices await-
ing the child in the future (Feinberg, 1992, pp. 76–78). An example of the 
kind of right that refers to our analysis is given by Gena Davis, who says:

A striking example is the right to reproduce. A young child cannot physi-
cally exercise that right and a teenager might lack the legal or moral 
grounds on which to assert such a right, but clearly the child, when she 
or he attains adulthood, will have that right. Therefore the child now has 
the right not to be sterilized, so that the child might exercise the right 
to reproduce in the future.

(Davis, 2001, p. 26)

Since some of the critical voices of Ashley treatment concentrated on 
violating her rights to make personal procreation choices (Carlson, Smith, 
Wilker, 2012, p. 37; Carlson, Dorfman, 2007, pp. 1–27; Coleman, 2007, 
pp. 725–726, 728; Kittay, 2011, pp. 620–623), we shall return to that par-
ticular right later.

Autonomy rights (“A rights”) can be exercised only by an autono-
mous person, therefore, they cannot be ascribed to children, who yet do not 
have the capacity of self-governing. However, as Feinberg proposes, all 
“A rights” have their corresponding rights called rights-in-trust that basically 
“can be summed up as the single »right to an open future«” and should be 
regarded as “future options kept open until he [a child] is a fully formed, 
self-determining adult capable of deciding among them” (Feinberg, 1992, 
p. 77). Simply put, the child’s right to an open future means respecting all 
the rights that will protect the child’s future. It is to safeguard the range of 
possible choices and preferences that will open up to the child once she 
becomes an adult. Simultaneously, it becomes a duty for a parent “to keep 
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as many as possible of a child’s central life-options open until the child 
becomes an autonomous adult himself, and can decide on his own how to 
exercise them” (Feinberg, 1986, p. 69). 

Although certain concerns arise as to whether and to what extent 
Ashley treatment has limited the possibilities of her adult future, and thus, 
has violated her right to an open future, none of the arguments seems to 
provide a justified ground to support such a claim. Let us analyze them now.

Feinberg supports his concept of the child’s right to an open future by 
a per analogiam argument giving an example of a 2-month-old child whose 
legs were to be cut off before she acquired the ability to walk. It would be 
depriving her of an ability that is crucial for a person’s development, and, 
consequently, it would limit significantly the set of options open to her when 
she achieves adulthood (Feinberg, 1992, p. 77). In Ashley’s case this argu-
ment could be formulated in the following way: like for any adult woman, 
mastectomy (the breast bud removal) limits Ashley’s ability to experience 
sexual pleasure, therefore, it limits her right to an open future, therefore, it 
is ethically unjustifiable. Even if we agree that it would decrease the sensual 
experiences for her, a more troubling and fundament question arises, namely 
“how someone like Ashley would ever experience sexual pleasure without 
being exploited or sexually abused” (Diekema, Fost, 2010, p. 34). We could 
also claim that the sterilization that was performed has violated Ashley’s 
reproductive freedom and her right to make procreative decisions in the 
future. As important as that right is, it has been formulated and intended 
for those who will have the capacities to make those kinds of decision as 
adults and will have the capacity to exercise their freedom. Ashley will never 
achieve even a minimum level of self-awareness to be able to exercise the 
right to have children. 

As Joseph Millum rightly points out, Feinberg bases his concepts also 
on the argument from autonomy, that can be summed up as follows: the 
autonomy of a child as a future adult, who will be able to exercise certain 
rights, must be protected in advance, because the right to an open future 
derives from the right to autonomy for an adult person. Consequently, just 
as it will be impermissible to make decisions without a very good reason 
for children once they become autonomous persons, it is impermissible to 
make decisions without a very good reason for the children now (Millum, 
2014, pp. 528–529). That chain of reasoning could be easily questioned since 
it seems that the conclusion is already included in the premise (a logical 
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fallacy). It is impossible to accept the conclusion of the right to an open 
future without a previous acceptance of the existence and legitimacy of that 
right. It becomes of great importance, as Millum states, to distinguish be-
tween “present and future autonomy” (Millum, 2014, p. 529), since without 
certain assumptions the latter does not derive from the former. 

The objection towards performing mastectomy and surgery that led to 
infertility belongs to a large cluster of ethical concerns that could be labeled 
as the violation of bodily integrity (Carlson, Smith, Wilker, 2012, pp. 35–40; 
Coleman, 2007, pp. 726, 728). Also, growth attenuation treatment has been 
frequently classified as such (Coleman, 2007, p. 728; Kerruish, 2016, pp. 75, 
77). It could be claimed that estrogen therapy that was intended to stop the 
growing process has violated Ashley’s right to grow and by reducing her 
height has significantly limited her future possibilities. Thus, it should be 
considered as harm (Kittay, 2011, pp. 619, 622–623). Even if we agree 
that this objection is true to some extent, two arguments could be given as 
a counterbalance. Firstly, it should be noted that Ashley’s case is no excep-
tion in pediatric practice and that the bodies of children are often violated 
while subjected to invasive surgical procedures, not to mention the cases of 
extreme body violation. Secondly, the harm done by the treatment violating 
Ashley’s body integrity could be balanced by the benefits of the procedures, 
namely that they will also enrich her future possibilities. Let us list some of 
them. Due to her reduced weight and height, her parents and care-providers 
will be able to carry her around and keep in motion easily, take her outside, 
expose her to the external world, all of which will contribute to a greater 
exposure to different sensations and result in expanding the range of ex-
periences she might have. Moreover, as a result of being easy to lift, she 
can avoid discomfort associated with long immobilization, while the risk 
of developing pressure ulcers will be highly reduced. Also, it is important 
to note that the latest reports reveal that growth attenuation treatment has 
contributed to stopping the progress of spine scoliosis, which if progressed, 
would inevitably lead to invasive surgery. Ashley would most likely require 
posterior-only surgery, instrumentation and fusion, which involve consider-
able incision of the back and the implantation of hooks and rods allowing the 
correction of the scoliotic segment, control vertebral rotation and maintain 
normal sagittal alignment. This is associated with the “risk of spinal injury 
especially during derotation maneuvering” as well as “hook dislodgement 
and unloading” (Olgun, Yazici, 2013, p. 69). Finally, while it is true that 
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preventive mastectomy deprived her of some sexual pleasure, at the same 
time it significantly reduced the risk of developing breast cancer.

Although philosophers offer various definitions of parental rights and 
obligations and their application range, there has been a general consensus 
as to parental responsibility for their children’s health. Child-centered 
theories ascribe parents the rights only as a consequence of their respon-
sibilities. Parental responsibilities are considered morally prior to parental 
rights, as David Archard states “the parental right to rear derives from and is 
conditional upon the fulfilment of the duty of moral parenthood” (Archard, 
2004, p. 152). The extreme account of this concept assumes that parents 
are obliged to provide as many skills and possibilities to their children as 
possible and to maximize children’s well-being. It might be claimed that 
in the case of children whose needs go beyond standard ones, and who 
because of their disease require more care and attention, children’s needs 
and interests should be prior to those of their parents. This opinion has been 
expressed also in Ashley’s case by Dick Sobsey who advocates for “special 
protections of these universal rights for children with disabilities, calling 
for measures to ensure the fullest possible »individual development« of 
children with disabilities” (Sobsey, 2010, p. 59). While we generally agree 
with this viewpoint, we believe that an extremely maximized version of this 
rule means accepting the claim that the interests of children, especially with 
disabilities, should override any interests of their parents. Such a demanding 
obligation (or sacrifice even) will be, however, difficult to implement since 
the “fullest” range of possibilities and options may simply appear impossible 
to provide. We agree with the opinion expressed by Archard that “to require 
that parents shall do everything they possibly can to promote their child’s 
development and welfare treats them as no more than altruistic paternalists, 
devoted agents of the good of their offspring” (Archard, 2004, p. 150). Thus, 
an optimum range of possibilities that parents are obliged to provide will 
suffice. It should be also noted that in Ashley’s case her interests and those 
of her parents do not stand in conflict, but they intertwine to such an extent 
that at times they cannot be clearly separated from each other. We shall 
return to this issue later.
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Best interest and balancing benefits against risks and harms

The best-interest criterion has been commonly accepted as the most prefer-
able one in the process of medical surrogate decision-making on behalf of 
incompetent patients who have left no advance directives or when the sur-
rogate has no knowledge of the patient’s life and moral preferences. Some 
bioethicists argue in favor of this principle even if advance directives are left, 
and endorse “adoption of a »present best interests« principle mandating sys-
tematic assessment of an incompetent patient’s contemporaneous interests” 
(Dresser, 1986, p. 374). In the cases of patients suffering from severe mental 
retardation whose mental capacities are extremely limited, and moreover, 
will never be increased, an important question arises, namely, whether they 
have any interests at all. It could be argued that patients with irreversible 
brain damage, or severe mental dysfunctions who will never be cured have 
no interests, as Feinberg says “without awareness, expectation, belief, de-
sire, aim, and purpose, a being can have no interests; without interests, he 
[a person] cannot be benefited; without the capacity to be a beneficiary, he 
[a person] can have no rights” (Feinberg, 1980a, p. 177).

Despite the fact that Ashley’s mental capacities remain severely 
compromised and her mental life is extremely poor, we can still argue that 
patients such as Ashley do have some interests. Yet, they differ significantly 
from the interests that autonomous and self-aware persons have. In the case 
of fully competent patients, or even those with limited competency, the 
notion of interest can include “desires and aims, both of which presuppose 
something like belief, or cognitive awareness” (Feinberg, 1974, p. 52) since 
they have capacity to “exercise some measure of control over and take re-
sponsibility” for their lives (Brock, 2007, p. 133). Undoubtedly, Ashley has 
no desires or aims. Ashley’s (and Ashley-like patients’) interests are unique 
also in another important aspect. Due to the fact that she has never been 
competent and had no interests in the past, her interests are concentrated 
on, and limited to, the present. In Ashley’s case it is difficult to say that she 
has any future interests. Nevertheless, if we take into account the concept 
of welfare interest that could refer to her overall well-being (Dresser, 1986, 
p. 384) and the possibility of expanding the range of experiences she might 
have in the future, they should not simply be put aside or ignored.

In Ashley’s case the notion of interest should be tailored to her ex-
ceptional existential status. Referring to Ronald Dworkin’s concept of 
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“experiential” and “critical” interests (Dworkin, 1993, pp. 201–208), it could 
be argued that Ashley, and Ashley-like patients, have experiential, yet not 
critical interests. Critical interests refer rather to critical judgements than 
experiences and could be defined as those that make one’s life meaningful 
and successful, and allow exercising a life-plan, etc. Experiential interests 
are basically about interests in having desirable experiences, feeling pleas-
ure, joy, and not having undesirable experiences such as pain, suffering, 
boredom, shame or sadness. It is quite obvious that they are strictly tied to 
the present. We think that Ashley, and Ashley-like patients, have interests, 
although they are generally limited to the present and to the experiences they 
may have. They include having interests in meeting their basic needs and 
present desires, being fed and avoiding hunger, being warm, having peace, 
being cared for and being safe, minimizing pain and maximizing pleasure 
(Kerruish, 2016, pp. 73, 77, 79).

Balancing the benefits and risks/harms a certain medical procedure may 
cause is an important element of implementing the best-interest principle 
in the evaluation as to whether the procedure should or not be performed. 
Since we have already described the expected benefits and potential risks 
or/and harms of Ashley treatment, we shall be brief here. 

The expected benefits of Ashley treatment may include: 1) easier care 
(transporting, feeding, changing clothes/diapers, etc.); 2) reduced risk of 
pressure ulcers and infections resulting from permanent immobilization;  
3) protection against discomfort associated with large breast size (common 
in her family) and using straps in the stroller to stabilize her body during any 
transport; 4) protection against menstrual pain; 5) reduction of cancer risk; 
6) the possibility to experience more due to her being carried around easily 
− simply put she would be exposed to a greater range of experience than if 
she were permanently immobilized; 7) protection of the axial skeleton and 
avoidance of spinal surgery resulting from progressing spine scoliosis. Af-
ter the estrogen therapy finished, the scoliosis still developed, deforming 
Ashley’s body and causing internal organs relocation. In October 2008 it 
reached 56 degrees and since then it has remained stable. Stopping further 
progression of spinal deformation is thought to be the effect of growth at-
tenuation (Ashley’s Parents, 2007, p. 10). 

As to the risks and harms that could result from Ashley treatment, 
they may include: 1) violation of bodily integrity; 2) exposure to stress and 
temporary pain associated with surgery, hospitalization and estrogen therapy; 
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3) exposure to postoperative complications and the use of high doses of sex 
hormones (Gunther, Diekema, 2006, p. 1015).2

Although the overall well-being of Ashley (her physical comfort, being 
free from pain, her emotional state, all of which are related to the possibility 
of experiencing and expanding the range of sensations as much as possible) 
should be of primary concern while making the decision to expose her to 
a set of invasive and experimental medical procedures, the family situation 
and the financial aspect should not be ignored. Some bioethics claim that 
while making surrogate medical decisions for incompetent patients, other, 
external factors, apart from those related to the patient itself, should be taken 
into account (Dresser, 1986, pp. 393–404; Singer, 2007). Also, the authors 
of the report, called Appleton Consensus (Stanley, 1989, p. 132), which 
describes international guidelines on making decisions for incompetent 
patients who have never been competent, point out several crucial aspects 
determining medical decision-making in such cases. The authors claim that 
while assessing the quality of life of incompetent patients, one should not 
only balance the benefits and risks/costs for the patient, but also carefully 
examine the interests and burdens of all other people involved in the treat-
ment and care-providing. These may include the interests of the surrogate 
or family, of the physician and care-givers, of the health care institution, 
and of society. In Ashley’s case, it can be noted that the interests of both the 
patient and her parents are closely related. This becomes most visible with 
the example of growth attenuation treatment. Some critics say that the treat-
ment is solely in the interest of Ashley’s parents, whose primarily motivation 
was to make things easier for themselves (Coleman, 2007, pp. 722–728; 
Kerruish, 2016, p. 76; Sobsey, 2007, pp. 1–8; 2010, pp. 59–60). We argue, 
however, that it is beneficial also for Ashley. 

Due to Ashley being smaller and lighter, it is easier for her parents to 
carry her around and keep in motion, to take care of her basic bodily needs, 
such as diaper changing, changing her position at night, but at the same 
time it exposes her to a greater range of sensations from the outer world 
and reduces discomfort and pain resulting from permanent immobilization. 
Instead of being transported by means of mechanical equipment, she may 
be carried, held in someone’s arms and cuddled by her parents. The parental 

2 We list here only those we consider ethically important. For others, see for example: 
Gunther, Fost, 2010, pp. 30–44.
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touch is a vital element of her well-being and feeling safe. This also gives her 
the chance to experience more sensations and pleasure, as explained above, 
than if she were tied to her bed. It appears then that the expected benefits 
of the therapy for parents directly affect the quality of life of the child and 
vice versa. In other words, they intertwine, they are interdependent and quite 
often inseparable (Kerruish, 2016, pp. 71, 73). 

Concluding remarks

After years of ethical debate, Ashley’s case still remains controver-
sial. It involves important ethical issues concerning the complexity of per-
forming invasive medical procedures on children and incompetent patients 
who have never been competent. While any invasive medical procedure in 
such cases should be carefully evaluated from a medico-moral perspective, 
in Ashley’s case (and Ashley-like patients’) the preventive nature of the 
procedures, their expected effects, the process and elements of surrogate 
decision-making, the right to an open future as well as balancing benefits 
and harms should become crucial factors. It becomes undeniable that the 
procedures Ashley underwent were innovative and highly invasive, however, 
they also were intended to increase the comfort of her life in the future and 
minimalize the risk of cancer or spine surgery. Being smaller and lighter, 
she can be carried around easily by her parent, which contributes to her 
feeling and experiencing more than if she were permanently immobilized 
and transported by means of mechanical equipment. In fact, the treatment 
did not limit the range of possibilities in her future life, but rather expanded 
the range of sensations and experiences she might have. It is also important 
to note that Ashley treatment is beneficial not only for Ashley, but also for 
her parents. Ashley and her parents’ interests entwine and are inseparable; 
therefore we conclude that the treatment was in both parties’ interest. 
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Abstract

In our paper we present and analyze the case of Ashley X as well as the treatment 
she underwent as an example of invasive medical procedures performed on chil-
dren. The case still remains controversial, and the treatment consisting of growth 
attenuation, hysterectomy, appendectomy and breast buds removal has both its 
opponents and proponents. In our paper we have a closer look at some arguments 
important for ethical analysis of Ashley’s case and treatment. First, for a better 
understanding of the case we present her medical condition. Secondly, we refer to 
the classification of therapeutic versus non-therapeutic medical procedures. Thirdly, 
we examine the issue of surrogate decisions for incompetent patients. Finally, we 
analyze two vital ethical arguments: a) the right to the open future and b) the cri-
terion of best-interest.
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