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Abstract

s it medically and ethically appropriate to shorten and sterilize a six-year old girl 1o make it easler for her parents to properly
care for her now and in the future? This is the question that confronted Seattle's Children's Hospital when the parents of a aix-
year old girl named Ashley approached the Ethics Commitiee requesting approval for various procedures that wouid improve
the quality of life of their daughter. Ashiey, called the “pillow angel” by her parents, suffers from a developmental brain condition
known as static encephalopathy. Her profound developmental disabilities and her inability to ambulate, provide numerous
challenges for her parents and caregivers. If her growth could be permanently arrested while she was still small in stature, then
according to her parents, the benefils would give Ashiey a better quality of life and allow her parents to continue to care for her
at home. The Ethics Committes recormnmended the procedure to keep Ashley small. High-dose estrogen treatments over the last
two years both inhibited growth and rapidly advances maturation of the epiphyseat growth plates, bringing about permanent
attenuation in size after a relatively short period of treatment. In addition to the high-dose estrogen treatment, physiclans
removed Ashley's uterus, to prevent potential discomfort from menstrual cramps and pregnancy in the event of rape, and
removed her breast buds because of a family history of cancer and fibrocystic disease. Ashley also had an appendectomy for
preventative reascns. This freaiment has now been named the "Ashley Treatment.” The debate surrounding this treatment
contrasts those who argue that the Ashley Treatment violates the child's human rights and is for the sake of convanience for the
parents versus those who argue that this reatment is not only In the best interest of the child because it will provide a hetter
quality of life but is also in the best interest of the parents and society as a whole. Determining whether this {reatment is in the
best interast of the child Is both a medical and ethical issue because substantive questions have arisen about this procedure,
Are there uses of medical technology that are inconsistent with respect for the human person? If the Ashley Treatment becomes
widely accepted, could this lead to the use of more controversial procedures that might reduce the size or reproductive capacity
of ather vuinerable psople? If this treatment becomes a part of standard medical practice, could it affect insurance coverage and

rates? These questions are important hecause other families are contemplating the same procedure for their children.

INTRODUCTION

Isit medically and ethically appropriate to shorten and
sterilize a dx-year old girl to makeit easier for hey parentsto
properly carefor her now and in the future? Thisis the
question that confronted Seattie's Children's Hospital when
the parents of a six-year old girl named Ashley gpproeched
the Ethics Committee requesting approval for various
procedures that would improve the quality of life of their
daughter. Ashley, called the “pillow angel” by her perents,
suffers from a developmental brain condition known as static
encephalopathy. " She had a normal birth, bul failed to
develop, mentally and physically, for reasons doctors could
not ascertain. . . The diagnosis means that her brain has been
damaged and the addition of the term ‘static' means that her
condition will not improve. She will remain for the rest of
her life with the mind of abeby” . Her profound
developments! disabilities and her inability to ambulate,
provide numerous challenges for her parents and caregivers.
If her growth could be permanently arrested while she was
gtill small in stature, then according to her parentsthe
benefits would give Ashley abetter quality of life and dllow

her parents to continue to care for her at home. The Ethics
Committee recommended the procedure fo keep Ashley
small. High-dose estrogen treatments over the last two years
“hoth inhibited growth and rapidly advenced maturation of
the epiphyseal growth plates, bringing about permanent
attenuation in size after arelatively short period of
trestment” ,. Ashley's prospective height was reduced goout
13 inchesto 4 feet 5 inches. Ashiey's parents argue that “this
makes it more possible to include her in the typical family
life and activities thet provide her with needed comfort,
closeness, security and love: medl time, car trips, touch,
snuggles, etc.” ;. However, besides the high-dose estrogen
treatment, physicians removed Ashley's uterus, to prevent
potential discomfort from menstrual cramps and pregnancy
in the event of rape, and removed her breast buds because of
afamily history of cancer and fibrocystic disease. Ashley
also had an appendectomy for preventative reasons;. This
treatment has now been named the “Ashley Treatment.”

The debate surrounding this treatiment contrasts those who
argue that the Ashley Treatment is for “creating a21*
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century Frankenstein and for maiming achiid for the sake of
conwenience” versus those who argue that this treatment is
not only in the best interest of the child because it will
provide abetter quatity of life but is dso in the best interest
of the parents and society as awhole,. Those advocating for
the rights of the disabled see this treatment as potentialy
leading to the violation of human rights for the dissbled.
What can et firgt glance appear beneficid can inthe long-run
tead to harmful results. Disability-rights advocates ergue that
Adhley was not suffering and that the trestment was
untested,. In an editorigd regarding the Ashley Treatment in
Archives of Pediatric & Adolescent Medicing, the authors
question whether the Ashley Treatment isa “dmple
technical fix",. Determining whether thistrestment isinthe
best interest of the child isboth amedical and ethical issue
because substantive questions have arisen about this
procedure. Arethere uses of medical technology that are
inconsistent with respect for the human person? if the
Ashley Trestment becomes widely accepted, could this lead
to the use of more controversial procedures that might
reduce the size or reproductive capacity of other vulnerable
people? If this treatment becomes a part of standard medicdl
practics, could it afect insurance coverage and rates’?, These
questions are important because other families are
conternplating the same procedure for their children.

The purpose of this article is twofold: first, to examine the
medical facts of Ashley’s condition and to anayze the
Ashiey Treatment; and second, to give an ethical anaysis of
the Ashley Treatment.

MEDICAL ANALYSIS

Since infancy, Ashley has been suffering froma
developmental brain condition diagnosed as "static
encephalopathy with marked global developmental
deficits",. Encephdopathy, literally meaning “brain
damage,” can stem from avariety of causes such as head
tratma, brain tumor, exposure to toxic chemicals, pressure
within the cranium, lack of oxygen or nutrition, bleeding in
the brain, premature birth, birth defect, complicationsin
febor and ddlivery and travel through the birth candl,,,.
Encephalopathy is generally cheracterized by an " altered
mental state,” and specific symptomsinciude the loss of
cognitive abilities, 1apse in memory, problems with speech
and hearing, loss of muscle control, learning and speech
delays, tremors and seizures,,,. Encephalopathy generally is
graded such that the symptoms can range from mild to
severe, and each case is unique to the individuel,.

Moreover, the cause of Ashley's condition is presently
unidentifiable, which is sadly the eliology for many

encepha opaths,. Ashley's brain stopped developing &t
around three months rendering her with the cognitive and
merttal abilities of aninfant and her developmenta progress
is stagnant at thet stage,. The defect in Ashley'sbrain hes
removed her ebility to control her muscles, eliminating her
ahility to engage in even simpleintentional moverments or
muscle manipulations. Specificaly, Ashiey “cannot keep her
head up, rolt or change her legping position, hold atoy or
sit up by herself, let dlonewak or talk,” according to
Asghley's parents,. In addition, at nine years old, shelacksthe
cepacity 1o express complex emotions or participate in
complicated or even simple thought processes that would be
expected from other children of her same age,. However,
Ashiey does exhibit an awareness of her own environmert,
expressing elation over music, lights and sounds, and
appears to be soothed by persona contact., especialy that of
her parents, younger siblings and grandparents,.

Given Ashtey's limited mental capacity and mobility, sheis
ahsolutely dependent on her caregiversin every way,
including, changing her position, transportation,
entertainment and feeding,. Ashley isfed through a
percutanecus endoscopic gadtrostomy (PEG) tube thet has
been inserted into her stomach during asurgica
gestrostomy,. The tube allows Ashley to obtain nutritionalty
balanced liquid products without oral ingestion fo ensure she
receives the proper belance of fats, proteins, carbohydrates,
vitamins and minerals,. The risks associated with this
method of nutrition inciude aspiration, pneumonia from foad
traveling up into the esophagus, nausea, vomiting, cramping,
diarrhea, infection and constipation as a result of improper
food consistency,. As aresult, the peg tube must be
constantly monitored and kept clean to prevent any
complicaions or aspiraions,.

In early 2004, &t 6 years and 7 months old, Ashley exhibited
signs of puberty including the growth of her breasts and
observable pubic hair,. Consequently, her parents begen to
seek surgical and medical options available to Ashley with
respect to menstruation, breast development and changesin
height and weight,, Ashiey's parents, along with the help of
Dr. Douglass Gunther, Associate Professor of Pedialricsin
Endocrinology at Seattle's Children's Hospital, designed the
following course of action that has since been entitied the

" Ashley Treatment”: high-dose estrogen therapy to limit
height and weight, hysterectomy to remove the uterus and
prevent menstruation, breast bud removael to halt breast
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devdopment, and an appendectomy,. While such drastic
procedures have recently become a controversial topic for
discussion especialy within the medical and ethical
communities, Ashley's parents maintain thet &l of the
procedures were performed in Ashiey's best interedt, inthe
preservation of her dignity as an individual, and with the
god of improving her quality of life (i.e. reduced chances of
skin sores due to her sedentary nature, bladder infections and
pneumonia),,. Dr. Douglass Diekema, a physician on the
Seettle Children's Hospital Ethics Commitiee that evaluated
Ashley's case, also alludes to the fact that with her smaller
sze she will beable to participete in more family events,
receive more persona contact and affection and no fonger
would experience the trauma of menstrugtion for which
Ashley would have little comprehension,,.

Initially, physiciansimplemented the use of high-dose
estrogen therapy to sow and halt the growth of Ashley's
banes, limiting her size,, Ashley is prescribed 400 pg of
transdermal estradiol daily, using up to six transdermd
patches &t one time,, . This prescription is eeven times
greater than the standard prescribed oral contraceptive
dosage of 20-35 Lg,,. Every three months, Ashiey is
monitored for growth, bone age, insulin-like growth factor i,
estrogen and prolactin levds, and thrombotic tactors,.
Presently, Ashley has abone age of 15 yearsold and her
growth plates are 99% closed,,.

Estrogen plays a key role in the growth, differentiation and
function of many tissues within the body. In particular,
research has proven that estrogen helps to regulate the fusion
of the epiphysed disks, or growth plates, in thelong bones
of the body,,. During development, endochondral growth
gtimutates bone formation at the epiphyseal disksof thelong
bones,,. This process involves cartilage formation followed
by the migration of osteobiasts, bone forming cells, into the
epiphysed space, ultimately concluding in bone
minerdization and cssification,,. As anindividua ages,
there is agradual decline in the proliferation of chondrocytes
{cartilage forming cedis) which slows bone formation in
these areas, ultimately leading to the fusion of the epiphyseal
disks and the cessation of the growth process,,. However,
with the introduction of exogenous estrogen, the rate of
proliferation sows much faster, inducing the termination of
endochondral growth much earlier than without the
estrogert,,. Research reveals that estrogen appearsto be
involved indirectly in the premature fusion of the epiphyses!
disks, such that it “exhausts the proliferative potentia of the
growth plate chondrocytes, consequently triggering earlier

epiphyseal fusdon”

in addition, research has proven that estrogen induces the
apoptosis of osteocasts, cefls responsible for bone
resporption and bone remodeling,,.... Following the addition
of estrogen, ogeociasts display identifisble signs of
apopotosis, or programmed cell death, including chromatin
condensation arkd altered nuclear morphology,. Cells that
arein the gtages of apoptosis have a distinct morphology and
have unique biochemicel features, which are easlly
identifiable under amicrocscope,;. During apoptosis the
DNA with the nucleus of the cdll is degraded by nuclear
enzymes resulting in the appearance of multiple collections
of chromatin around the edge of the nucleus,,. |n addition,
the call volume decreases, proteclytic enzymes begin to
degrade the vital organelies such as mitochondria, and
finally the membrane beginsto fall apart,,.

Moreover, esirogen also grossly affects osteoblasts, the bone
cells directly responsible for bone formation,s. Researchers
assert that after the introduction of estrogen, thereisa
decline in calf proliferation and a decrease in osteoblast
number,. Inactivating both osteoclasts and osteoblasts,
prevents any form of bone remoddling and significantly
decreasss the rate of bone synthesis within the body. Asa
result of the high-dose estrogen therapy, Ashley will reach a
fingl height of 4'6” and weight of gpproximately 70 pounds
rather than an anticipated height of 5'6” end about 120
pounds,,, While Ashiey has a normal life expectancy, most
likely comparable to that of an individual with cerebral
palsy, she will parmenently livein the body of a9-year-old

girl,.

The notion of growth attertuation through high-dose estrogen
therapy was first implemented in the 1950s in en effort to
reduce the height of taller adolescent females,,. In the 1960s
and 1970s researchers began to examine the potentia side
effects of high-dose estrogen therepy on females' healthy,. it
was concluded that side effects such as nausea, headaches,
weight gain, mild hypertension, benign breast disease and
ovarian cysts were reported,,. In addition, such a significant
dosa of estrogen could dso lead to two other major side
efferts: endometrial cancer and breast cancer. While
Ashley's parents claim they chose the hysterectomy and
breast bud excision for elternative reasons, the removal of
these two organs relieves the high risk of cancer from the
high-estrogen therapy. While it was formerly believed thet
estrogen had positive effects on cardiovascular function,
recent studiesindicate that thereis no significant increase or
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decrease on the rate of cardiovascular disease,. Further risks
include venous thromoernbolism, gatlstones and/or
chotescytectomy, complications with lipid metabolism and
cholesterol, stroke and myocardial infarction, endometrid
and breast cancer, uterine bieeding, hypercalcemiain

pati ents with breast cancer, and visual abnormaitiesin the
form of vascular thrombosis,,

While Ashley will not develop endometria or breast cancer,
or suffer from uterine bleading, the risk of venous
thromboembolism, via deep vein thrombosis, istruly a
significant risk for Ashiey. Deep vein thrombosis is caused
by the formation of bload clots in the deep veins and appeers
to cause mild inflammation in the vein,,. Thismild
inflammeation increases the chance that the clot will
disengage from the vein wall, travel through the blood
giream, and form ablockagein amgjor artery leading to the
heart or tung, known medically as a putmonary embolism,,
Such a condition can be potentially fetal in amatter of hours
and is virtually asymptornatic,,. About one half of
individuals experiencing vein thrombosis have no
gymptoms,,. Individuals experiercing typica estrogen
therapy are et atwo fold greater risk for verous
thrormboambolism from 9 in 100,000 usersto 18 in 100,000
or even as high as 34 in 10,000 USers,,.,. Thisrisk for
Ashley is even grester conddering that sheisreceiving
eleven times the normal dosage. Estrogen directly inhibits
anticoagutants within the blood from preventing the
formation of clots, affects the synthesis coagulation factors
in the blood and causes blood thickening, which allows
clotting factors to associate more frequently, enhancing clot
fOrmatione.emz. Moreover, Ashley's sedentary condition puts
her at even greater risk for venous thromboembolism as she
has no mobility or meansof circulating blood by
movement,,,

In addition, estrogen therapy also has been shown to affect
lipid metabotism and cholesterol by decreasing HDL
cholesteral and increasing LDL cholegerol,,. Withinthe
body, there are two types of carrier proteins that iransport
cholesterol, high-density lipoproteing (HDL) and fow-
density lipoproteins (LDL),,. The HDL cholesterol, or
“good” cholesterol, removes cholesterol from cellsto the
liver to be diminated from the body, while LDL cholesteral,
or "bad” cholesterol, directs cholesterol to be transported
from the liver to cells within the body,, LDL cholegterol is
often oxidized within cells and eventudly leads to the
development of atherosclerosis and plaque formations,

Moreover, any increase in the amount of cholesterol within
the systemic system ultimately |eads to an increase in
cholesterol in bile composition,,. Even small increasesinthe
amount of bile can cause precipitation and the formation of
galistones within the galIbladder,,. With extended exposurs,
thereis atwo to four fold increase in galIbladder disease,
possibly resulting in a cholesctectomy as an additional
surgical procedure,,. One fina notion to take into
consideration is that these risks ere based on adaily estrogen
dose of 20-35 g, In Ashley's case, the risks are magnified
greatly as she receiving a daily estrogen dose of 400 ug.

The second component of the treatment processisa
hysterectomy, which is the complete removal of the uterus,.
However, the ovaries were still kept in order 1o provide
Ashley with natural hormones. By leaving the ovaries glill
within the body, Ashley will continue to experiencethe
normal hormonal fluctustion, including estrogen and
testosterone associ sted with menstruation until menopatss
without the associated shedding of uterine lining and
bleeding,,. The ovaries produce estrogen, progesterone and
female androgens,,. Estrogen is necessary for the
maintenance of the female reproductive system and
secordery sex characteristics,,. Non-reproductively, estrogen
promotes fat deposition, increases bone dendity and

slimul ates the closure of the epiphyseat disk, or growth
plates, & the ends of fang bones,,. It has also been asserted
that leaving the ovaries Intact actually decreassstherisk of
ovarian cancer by amost 50%.,. The ligation of the fallopian
tubes prevents foreign agents, such astac found in feminine
hygiene products, from compromising the sterile ovarian
environment and inducing the development of cancer,,. The
ovaries will continue to release one egg monthly, yet the egg
will simply be absorbed by the body,;. However, it has been
cited that the ovaries may not function properly post-
operatively as aresult of dtered blood supply,,. Such a
maifunction results in adecrease in the natural hormones
praduction which are also responsible for imparting
protection against ostecporosis and heert diseases.

Each year in the United States, there are 600,000
hysterectomies performed, making thistype of surgery
second oniy to cesarean sections,,. A hysterectomy can be
surgically performed in one of three ways: vaginally,
abdominaly or | gproscopically,,. Ashley underwent an
abdoming hysterectomy enabling the surgeon to view al of
the pelvic organs and access the gppendix,,.. An abdominal
hysterectomy is performed through a 13 emincisioninthe
abdomen, either vertically or horizontdlly, and the 1-3 hour




The Ashley Treatment: An Ethical Analysis

procedure standardly necessitates general anesthesia, 3-5
days of hospitdlization and 4-8 weeks recovery times,,,. An
abdominal hysterectomy is performed as follows:

1, Anincision is made through fat, muscle, fasciaand
peritoneal layersof tissue.

2. Fallopian tubes and ligaments are cut indde,
3. Uterine blood vessels are cut and tied.

4. Uterus is removed through the incision25.

Typically, pain killers are prescribed to aleviate any
discomfort after the surgery and strenuous exercise or
movement should be avoided,,.

In 25 —50% of abdomina hysterectomies, women
experience a least one complication, which can include:
post-operative bleeding (1 in 10 women), the formation of a
blood-clot in the tungs, damage the ureter, bowel or bladder
(1 in 300 women), infections of wound (1 in 20 women) and
urinary tract, weight gain, abdominal or back pain,
congtipation, fatigue or frequent urination,;. Some women
aso suffer from psychological side-effects such as
depression, anxiety, mood change and irritability,,. In
addition, even if the ovaries are not removed during the
procedure, there is a chance that the individual may
experience symptoms of early menopause such as hot flashes
and vagina dryness,. Lastly, hysterectomies have a rather
fow mortality rate of between one in 2000 and onein 5000
women die as a result of the procedure,,.

Extracting Ashiey's uterus consequently prevents
menstruation and the painful cramps and bleeding that are
associated with the cycle. During menstruation many women
experience back abdomina cramps, headaches and nausea
which illicit extreme discomtort. For Ashiey, such an
experience could be terrifying especially with her limited
capacity for understanding the changes that are oceurring
within her body,. Her only source of communication of pain
and discomfort iscrying, which is non-gpecific and cen be
attributed to any number of reasons,. In addition, her parents
contend that the removal of her uterus prevents any possibly
pregnancy f she were ever sexually abused and also the
rernoves any chance of uterine cancey, utesinefibroid
tumors, cervica cancer, endometriosis, or other
complicetions,, .

In the same operation, physicians eso performed an
appendectomy on Ashley to remove her appendix and

prevent the possibility of sppendicitis, Harvard medical
specidlists assert that the simultaneous appendectomy isa
common procedure as it only takes afew extraminutes
during the actual surgery,s. There are approximately 250,000
appendectomies performed each year and about 7% of
people in Western nations experience appendicitis,g. This
type of appendectomy is known as an appendectomy-en-
passant, referring to the removal of a heathy apperxiix
during aprocedure of ternative intention,, Commonty,
individuals suffer from wound infection following the
surgery and antibictics are typically prescribed both pre and
post-operatively to help eliminate the chance of infection by
agut organism,,. Likewise, ebscesses may also formin the
pelvis, abdomen, and less commonly, the tiver,. Ashley's
parents contend that the appendectomy is a preventative
messure becatise the symptorns of appendicitis including,
abdoming pain in the lower right quadrant, nausea,
vorniting, high fever, and tenderness, are non-gpecitic with
the potential to be attributed to any number of ailments,,,,.

Lastly, the tregtment includes the removal of Ashley's breast
buds, almond shaped centers of tissue that induce breast
development and contribute to lactation,,,,. While the actud
breast buds were surgically removed, the areolas were not,,.
The areolas are largely comprised of small nodules, below
which are the sebaceous glands and sweat glands,,. These
glands secrete oils that lubricate the skin and prevent
cracking end drying,,. In addition, there are meny sensory
nerve endings located within the nipple and areola,,.

The breast buds begin to form during the sixth week of fetal
devetopment and are the source of all further breast growth
and development,,. From each breast buds stemns acolumn of
cells that becomes part of the sweat and milk duct system,,,
Removal of thess tissue areas would halt progression of
breast development and the underlying tissues.

This component of the treatment has multiple functions:
prevention of breast cancer and fibryotic cyststhat runin
Aghiey'sfamily, removal of the chance for Ashley to
develop large breasts that could impart a significant amount
of discomfort when sheislying down, and helps to mitigate
her sexual appedl to possible predators,. Researchers assert
thet a female with disabilities istwice aslikely to be atarget
of sexual abuse than afemale without disabilities, and the
risk increases with the more caregivers, attendants or
physicians who are involved in trestment and care,, The fear
of sexud or physical assault becomes especialy prevaent
with the possibility thet Ashley may one day haveto be
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ptaced in atong-term facility. The perpetrators of these
crimes include strangers 28% of the time and service
providers 7% of the time,, An additional study conducted in
1991 by the University of Alberta's Sexual Abuse and
Disability Project revegied that of the 93 disabled women
who reported cases of abuse, 44% of the perpetrators were
seyvice providers,, Researchers further cleim that 80% -
99% of children with disabilities report being sexualy
abused by the age of 18, which is four timesthe rate of
children without disabilities,, The rates of abuse are even
higher for ingtitutionalized individuals and highest for
persons with combined mental retardation and physical
disability,,. While these statistics may appear significant,

“ Ashiey would get pregnant only through sexual abuse, but
surely action should be teken againgt the offenders rathex
than Ashley,” esserts Liao et & in arecent Hastings report,.
Isit eppropriate to punish Ashley, as apossible victim, in
this scenario? The pubtic should be focusing on the
perpetrators not the innocent victims.

Whileit is abundantly clear Ashley's parentsiove her dearly
and are devoted to her cars, it is obvious that there are dlso
ramifications of the Ashley Treatment that offer significant
benefits for the caregivers. Ashley's size will allow her to be
moved easier so that she can participate in more family
events and will also be easier to movein general, Her
gmaller stature and weight will prevent the devetopment of
bed sores and skin infections from her sedentary litestyle,
but will & so reduce the attention required from her parents
to treat those alments. In addition, the hysterectomy relieves
Ashley of the pain and emotiona trauma of mengtrugtion,
but also removes her caregivers from aftending to those
needs each month. Thisis not to say that there are not
benefits of the treatment that do enhance Ashley's quality of
life, but it istmportant to recognize tha they also have direct
advantages for the caregivers as well.

For a6 ** year ofd femae with very limited cognitive
function, the treatment components appear to be very serious
and highly invasive. At such ayoung age, a hysterectomy
and breast bud remova surgery could be considered even
radical and traumatic. There are a number of very serious
risks when implementing estrogen therapy, which are
consequently dlevated considering the high level of estrogen
that Ashley is receiving on adaily basis, compounded
sgnificantly by her immability and low cognitive function.
One of the mogt serious side effects of the estrogen therapy
isthe risk of deep vein thrombosis (DVT) and pulmonary
ernbolism. Pulmonary embalism has the potentia to bea

fatel condition if not diagnosed early. Therisk for DVT is
elevated due to the estrogen therapy, but further increased
due to Ashley's sedentary condition; her blood is not
circulating as efficiently. While there are observable benefits
to the Ashiey Treaiment, they do not appear to cutweigh the
risks. Furthermore, none of the procedures are medically
necessary for Ashley's survival, Thousands of disabled
individuals, from those with cerebral palsy to multiple
solerosis, live each an every day without this extreme type of
medica intervention, To further determineif the Ashley
Treatment is appropriete, an ethical analysis will be doneto
determineif the benefits outweigh the burdens at the present
time.

ETHICAL ANALYSIS

Theissue of the Aghley Treatment has raised serious
interdisciplinary concerns. There has been acall for a public
debate on this issue that would examine all aspects of this
treatment including the medical and ethical implicetions.
Since the revel ation of the Aghley Trestment, the public
debate has ranged from support of her parents to accusations
that thisis aform of eugenics and even aviolation of the
basic human rights of the disabled. To determine if the
Ashley Treatment is ethical, the principies of respect for
persons, beneficence, nonmal eficence and justice will be
applied to this treatment and its consequences.

RESPECT FOR PERSONS

This principle incorporates two ethical convictions: first, that
persons should be treated a8 autonomous agents; and second,
that persons with diminished autonomy are entitied to
protection. The principle of respect for personsthusis
divided into two separate moral requirements: the
requirement to acknowledge autonomy and the requi remernt
to protect those with diminished autonomy,,. Respect for
human persons refers to the right of a person to exercise self-
determination and to be treated with dignity and respect. All
people deserve autonomy and to be treated with dignity and
respect. Fallure to provide any person with adequate heath
care, regardiess of thelr race, creed, color, nationd origin,
sexua orientation, disability, ec., violates thisbasic right of
respect for persons, Proponents of the Ashley Treatment, and
in particular Ashley's parents, argue that thistreatment isin
Ashley's best interest because it will allow her to havea
better quality of life and will assist them as caregiversin
being able to give her thebest possible care. Ashley is
completely dependent on her parents for all aspects of her
care which includes physical chaflenges such aslifting,
turning, bathing, prevention of skin breakdown, exercisesto
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preserve joint mobility, etc, Reducing Ashley's size and
weight not only reduces the demands and stress on the
caregivers but aso allows this child to be given the best
possible care,,. Ethidist Joel Frader argues that “our society
generally provides insufficient support for persons with
disahilities and those who devote time, effort, and resources
to caring for the patient. A more generous society would
make sure caregivers have assstance devices and other help
necessary so that the physical, social, and emotiond work of
providing care does not become overwhelming”,. Since
society does not aways fulfill its duty inthisarea, the
Ashiey Treatrment will assist both the disabled person and
the enemy. The parents also argue that having Ashley bea
size that is more gppropriate to her developmental level
makes her less of an anomaly to society and might assure her
of the basic dignity and respect al! persons deserve.

Opponents argue that forcing Ashley to bea permanent
child, or what some refer to as “terminal infantilizing,”
denies her the basic dignity and respect she deservesasa
person, Does Ashiey have the right to develop naturglly? Do
al people have the right to develop naturdlly ? Bioethicist
Arthur Caplan argues that “we should put greater focuson
providing appropriately sized whee chairs, and bathtubs and
home-health assistance rather than on pharmacol ogical
remedies This solution dlows Ashley to be cared for
without interfering with her natural developmentel patterns.
Thisreflects amora tradition that detes back to Aristotle. It
suggests thet |ooking after Ashley’s best interest might
involve more than just making her ascomfortable as
possible. We must also allow her to develop naturally”s
Sorme may argue that this decision is apersonal decision that
Ashiey's parents are making based on their right of
autonomy that focuses on what isin the best interest of their
child. Therefore, thisis a private metter between the parents
and the physicians at Seattie Children's Hospital. Thisistrue
but it could also have far reaching public consequences.
Those who are advocates for the rights of the dissbled feer
the dlippery slope. Could this technology be used on other
children with similar conditions—cerebral pasy, spina
bifida and those with other serious brain injuries? Could we
use other procedures to reduce the size and reproductive
capacity of severdly demented adult petients at risk of
recelving sub-giandard care because of hisor her size or
vulnerability,? Can medical technology have benefits but in
the long-run diminish a person's basic dignity and respect?

Theremova of Ashley's uterus raises redl ethical concerns
about sterilization. Directly sterilizing Ashley by removing

her uterus because she does not need it can have wide-
ranging consequences. The Urited States has ahistory of not
always protecting the rights of themost vulnersble. “The
eugenics movement of the first half of the 20" century,
although now routingly castigated, was a thetime
championed by mainstream scholars and societal leaders
across the political spectrum. Wetl-meaning eugenic
advocates hoped to diminate pain from disease and inequity
in US society by allowing ‘defective infents o die,
encouraging certain couples to marry, and discouraging
others from parenthood. Because they believed that persons
with mental retardation could not be trusted to understand
the wisdom of eugenics, many slates passed laws that led to
theinvoluntary steritizetion of adults with mental
retardation. Upheld by the U. S. Supreme Court in their 1927
Buck v. Bell decision, such laws resulted in more than
60,000 individuals being sterilized. Although eugenics was
viewed with mounting disdain after World War [,
stexilizations of persons with mental retardation continued in
the United States through the 1960s, and it was glill routine
practice in the 1970s to allow achild with Down syndrome
to die of lack of surgical correction of duodend atresia’ .
We have mistrested vulnerable patientsin the
past—minorities, disabled persons, children, prisoners, etc.
The most vulnerable have been denied thelr besic human
rights by foreed sterilizations, medicd experimentation, and
other eugenic experiments, etc. Those who advocate for the
disabled believe we need a public debate on the Ashley
Treatment because if safeguards are not put in place now,
the consequences could be devastating for many vulnereble
people both young and old in the future. Proponentsfor the
Ashley Treatment argue that the slippery slope argument isa
“red herring” because in the vast mgority of cases, we have
not descended down the feared slippery slope into moral
degradation. When practices deviate too far from the norm,
the public, when informed, will speak out,. This may betrue,
hut untif we have an open, honest and comprehensive debate
on whether attempts to altenuate growth run with or against
our fundamental values in caring for children with profound
developmental disabilities, any further requestsfor this
treatment shouid be denied. To treat the disabled with
dignity and respect means society needs to providethe
necessary resources to assist disebled children and their
families. What has to be determined iswhether the Ashley
Treatment isjust “a pharmacological solution for asocid
failure”,, 1 it isthen thistreatment violates the principle of

respect for persons.

A hasic tenet of the principle of respect for personsis thet
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one may never be used as ameans to an end or in amanner
incons stent with the person's interests or wishes. |t appears
that there are still too many unknowns about this
experimenta treatment, Bioethicist Arthur Caplan argues
that Ashley's case “should be considered research, and be
subject to the same ethical scrutiny as any other scientific
study. But partly because no new drugs or procedures are
being tested, the Seattle doctors have been aftorded more
latitude than they should have been” ;. Proponents argue that
Ashley's breasts and uterus are not necessary organs because
she will never utilize them. Because a person is unaware and
will remain unaware does this mean they lose their
inglienable rights? Opponents of this treatment argue that it
was done to benefit the caregivers more than Ashley. Evenif
Ashley were larger there are other, lessinvasive and safer
ways that would allow her mobility and family engagement.
There are potential adverse effects with the high-dose
estrogen treatments, “While there are data that high-dose
estrogen treatment will make extremely tall-for-age (but
otherwisa normal) girfs shorter as adults, this effect may be
different in the population of children with severe
disabilities. More needs to be known” . In addition, the
surgical procedures were non-therapeutic, and also have
serious side-effects. Ashley's uterus was removed to avoid
the possibility of uterine and cervicd cancer. Ashley's
appendix was removed for preventative measures, Could
arguments be maxe to remove other additional organsto
prevent future diseases? Where will we draw theline? To
consent to this treatment with alf the unknowns when Ashley
is not suffering ard the treatment is untested could be
viewed asusing her asameansto an end. The Ashley
Treatment could aso be looked upon as amedical
experiment, Medical advances are necessary for society, and
experimental surgeries and treatments are important toolsto
bring about these advances. But these advances can never be
at the expense of denying individuals their basic dignity and
respect.

BENEFICIENCE

Beneficence involvesthe obligation to prevent and remove
harm and to promote the good of the person by minimizing
the possible harms or risks and maximizing the potential
benefits. Beneficence includes nonmaleficence, which
prohibits the infliction of harm, injury, or death upon others.
in medical ethics this principle has been closely associated
with the maxim Primumn non nocere: *Above gl do no
harm.” Proponents argue that the Ashley Treatment isin her
best imerest for a number of reasons. First, being asmaller
child it will be easier for her caregiversto lift her and care

for her general hygiene, which should reduce the risk of
bedsores, pneumonia and bladder infection that plague
patients like Ashiey. Second, the removal of the uterus will
eliminate any possibility of Ashiey baing traumatized by
menstruation, will prevent pregnancy and prevent cervical
cancer. Third, her breast buds were removed to avoid the
discomfort of large breasts which are common in Ashiey's
family and to prevent breast cancer, Fourth, the appendix
was removed to prevent an appendicitis which ocoursin 7% *
of the population and which would be difficult to diagnose
in Ashley because she ts unable to communicate the
symptoms. Lastly, Ashley's parents believe that without
developing secondary sexual characteristics, their daughter
will beless vulnerable to sexual ebuse,, In the eyes of
Asghley's parents ali of these procedures are increasing
Ashley's qudity of life and therefore are in her best interest,
Opponents argue that the treafment and surgery are
nonbeneficia because Ashley isnot suffering, the treatment
isuntested and has potential adverse effects, and the surgery
is unnecessary because there are vieble options. Physicians
are ethicaly bound to do no harm to a patient. Ashiey had a
surgical procedure that involves pain and risks and was
nontherapedtic. The risks of high-dose estrogen therapy
inciude blood dlots, deep vein thrombosis and it affects lipid
metabolism. Finatly, opponents argue that this treatment is
setting a dangerous precedent for society as awhole,
aspecidly for the disabled. If the principle of beneficence
promotes the good of the person by minimizing possible
harms and meximizing possible benefits, then we must
examine other vigbie aptions. First, there are appropriate
resotireas that would allow alarger person to maintain
mobility and family engagement, Caplan argues that
“appropriately sized wheelchairs, and bathtubs and home-
heaith essistance” can provide agood qudity of life without
pharmacological remedies,. Second, removing Ashley's
uterus “may cause her ovaries not to function normeally asa
result of acompromised supply of blood. This may resultin
Ashley's ovaries not producing enough of the hormones that
would otherwise protect her against serious commen
diseases such as heart disease and osteoporos s”,, Regarding
menstruation, it would seem to beless traumatizing for
Ashley and more reasonable to see if menstruation
represented either a psychological or hygienic difficulty for
her. If it did present problems then the physicians could
respond medically to minimize the frequency and amount of
bleeding, give pain killers for cramps or decideon a
hysterectomy after puberty,,. Third, Ashley'srisk of
becoming pregnant is small, evenif sheisplaced in an
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ingtitution, 1t also appears that her risk of cervical cancer and
even breast cancer are small. The risks resulting from the
surgery and the high-dose estrogen treatments seem to
outweigh the benefits. Fourth, the rationae for the appendix
removd isthat thereis a 7% chance of appendicitis. This
procedure may be preventative but the benefits seem
minimal. Besides, could this not open the dlippery siopeto
other procedures? Why not perform atonsillectormy or a
fundoplication or some other simple surgery that would also
be preventative, What criteria do we use for determining if
the surgery isbeneficial ? Finaly, there is the potential for
future abuses with other disabled or demented individuals.
Ashley's case may be extreme but it does set @ medicd
precedent that could open up the dippery dope. Proponents
for the trestment argue that every treetment hasthe
possibility of abuse and if thisistaken serfoudy we would
stifle the practice of medicine and medicd research. Thisis
true but the track record in the United States for
mistreatment of the most vulnerable in society is not good.
What might stop parents petitioning an ethics commitiee to
use growth attenuation thergpy on a child with Down
syndromme, or severe spina bifida? What might stop parents
from requesting sterilization of thelr cognitively impaired
child because it isin her best interests? Ashley'sireatment is
being justified because she is profoundly developmentally
detayed and is unlikely ever to go beyond the capacity of an
infant mentality. The problem is that there are others who fit
this category. 1s this the future trestment of choice? Ashley’s
case is centered on management options but it is not a stretch
to imagine the debate maving to whether her qudity of life
is even worth preserving. All onehasto do islook fothe
Netherlands and their Groningen Protoce! to seein what
direction some are moving in regards to the most vulnerable
in socigty.,,

No one wili dispute that balancing benefits and burdensis
difficult. Some will say that the benefits clearly out weigh
the burdens with the Ashley Treatment. However, after
reviewing the facts concerning the stale of our knowledge
regarding the treatment, the risks and potentid adverse
effects and the possibie viable options avalable, itisclear
that the Ashley Treatment does not minimize the risks
incurred by this patient, but exposes her to unnecessary risks
that have the potential for injury, harm, and even deeth. This
is an experimentd, non-lifesaving treatment with seriocus and
even deadly unknowns. Arguably, this treatment not only
fails the test of beneficence, but also fails the test of

nonmal eficence.

JUSTICE

Finally, justice recognizes that each person should be treated
fairly and equitably, and be given his or her due. The
principle of justice can be applied to this situation in two
ways, First, questions of justice have been raised about
whether Ashley and others with similar medical conditions
who are severgly cognitively impalred might be classified as
vulnerable individual s and whether this type of experimental
treatment is aform of exploitation. Thereisno doubt that
Ashley and others with her condition are vuinerable
individuals They are incompetent and are at the mesoy of
their surrogate decision makers. Even though many argue
thet the treatment and surgery isin the best interest of
Ashley, because her quality of lifewill be better in numerous
ways, otherswill argue that in redlity it is primarily in the
best interest of the caregivers. There are vigble options
regarding treatment and care that will allow Ashley to be
cared for without interfering with her natural developmental
petterns. To perform this trestment and surgery on Ashley
that is experimental and has potential risks and burdens
when there are other viable options avalable that arefess
harmful can be viewed as aform of exploitation. it is unjust
to place vulnersble individual s like Ashley in this position
when other less invasive oplions give these individuals a
comparable quality of life.

Second, the issue of justice perteing to the Ashley Treatment
specifically in regards to distributive judlice, which concerns
the fair and equitable allocation of medical resources. The
main issue here is research priorities. Should funds be used
to support this experimentd treatment when the risks seem
unreasonable and possibly harmful? The amount of money
spent on these surgeries and treatment could certainly be
invested in new ways to hap severely disabled children and
their families live a better quality of life. This would help to
minimize the risks and maximize the benefits, not only for
the disabled person, but also for families and society asa
whole. Also, if the Aghley Treatment becomes a part of
standard medical practice, it could affect insurance coverage
and rates, Since al Americans have an interest in accessto
affordable insurance, we should be very concerned about the
relative value of thistrestment as a matter of distributive
justice. If this treatment is designed to prevent out-of-home
placement, then one might think a cost-benefit analysis
should be initiated to determine whether medication and
surgery or more funds for home-based services would be
more equitable and just,. In generdl, pharmacological
remedies do not usudly trump adequate social support. Asa
matter of socid justice, “when the parents’ resources are
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limited, the state, with its greater resources, should not resort
fo biological modification, when the patient's quality of life
can be preserved through sodid services’ .. Who should
receive medical resources and whether the Ashiey Treatment
isafar and equitable dlocation of medical resourcesisan
important ethical issue. Medical professionas have an
ethical obligation to use available resources fairly and to
distribute them fairly and equitably. Failure to do so violates
the principle of justice.

CONCLUSION

The Ashley Trestment is experimental, non-therapeutic, and
controversidl and has the potentia to set adangerous
precedent for society. The Seattle Children's Ethics
Comimittes welghed the benefits and burdens of this
treatment and recomimended that it would be in the best
interest of Ashley. Proponents of the treatment argue thet the
process of decision-making "increases the likelihood that a
decision will withstand scrutiny, reduces the likelihood that
participants will later realize they left out some important
congideration, and should reassure the public, including
advocates for handicapped children, that the child'sinterest
isthe focus of the decision”,,, Unfortunately, most advocates
for the disabled do not support the Ashley Treatment. The
public reaction has been one of skepticism, and many within
both the medical and ethical communities have serious
concerns. Until more research is done on this tregiment and
there can be a thorough examination of its benefitsand
burdens versus the reasonable and accepted non-
pharmacological remedies, the Ashley Treatment should not
be given to other disabled children. When solutions exigt
that allow individuas with severe brain impairmenis to be
cared for without interfering with their naturd
developmental patterns, then these solutions should always
teke priority. To permit this tregiment, when there areso
many unknown dangers would be medically irresponsible
and ethicaly objectionable.

References

1, Laurence J. and Jack L. Parents who froze girl in time
defend their acticns. The Independent [seria on the
Internet]. 2007 Jan 5: [about 2 p.] Avatlable from:
hitp://news.independent. co.uk/world/americas/article212540
d.ece

2, Gunther DF, Digkema D3, Attenuating growth in children
with profound developmental disability: anew approach to
an old dilemma. Arch Pediatr Adolesc Med 2006 Oct 10;
180 10):1013-7.
3. The "Ashley Treatment": towards a bettey qudlity of life
for all "Pillow Angdls’. [homepage on the Internet], 2007
Mar 25. [about 94 screens]. Avalable from:

hitp.//eshl eytreatment. spaces.live.com/

4. Gibbs N, Fillow angel ethics. Time 2007 Jan 22: 56-57.

5. Brosco J, Feudtner C. Growth atteruation; A diminutive
solution to a daunting prablem. Arch Pediatr Adolesc Med,
2006 Oct 10;160(10):1077-8.

6. Dienhart J. & Glezen P. On Ethics: Ashiey's treatment:
Whose business? Whose ethics’? The Seattle Post
intelligencer [serial on the internet]. 2007: [about 3 p.].
Avdildble from:

http://seattl epi.nwsource.com/opinion/209518_ethicsi4.html
7. Thompson SR. Hysterectomy. National | nstitutes Heslth:
Medline Plus. [database on the | nternet] ADAM; ¢2005.
Available from:

hittp://www.nim.nih.gov/medlinepl us/ency/arti cle/002915.ht

m
8. Hitzfeler NJ. Static encephalopathy; a basis explanation
for parents. Easter Seals [database online]. 1888 Jul,
Avdlable from:
http://dallas.eastersed s com/site/DocSeyver/Stati cEncephal o
pathy.pdf 2docl D=1486
9. Edgren AR. Tube feedings. Olendorf D, Jeryan C, Boyden
K, editors. Gale Encyclopeciia of Medicine. vol 5.
Farmington Hill [MI};Gale; 1999
10, Black C, Controversy rages around stunting girl's
growth. The Seaftle Post Intelligencer. {seridl onthe
internef] 2007 Jan 5. [about 7 screeng]. Avallablefrom:
http://seattlepi nwsource.com/Aocal /298552 _stunted05.htmi
11. Burkholder A. Ethicist in ashiey case answers questions.
CNN. [serial on the Internet] 2007 Jan 11. [about 8 screens).
Avdlablefrom:
gttp:é/tw'.lvw.cnn.conﬂOOWHEALTH/GU 11/ashley.ahicist/in
ex . htm
12. Decherney AH, Nathan L, Goodwin TM, Laufer N,
editors, Current dlagnosis and treatment: obstetrics and
gynecology. 10th ed. New York: McGraw Hill; 2007.
13. Weise M, De-Levi S, Barnes KM, Gafni RI, Abad V,
Baron J, Effects of estrogen on growth plate senescence and
epiphyseal fusion. Proc. Nal. Acad. Sci. USA 2001 June
5:98(12),6871-6.
14. Ross MH, Wojdiech P Histolog}/: A text and atlas. 5th
ed. Baltimore [MD]: Lippincott Williams & Wilkins; 2006.
15. Kameda T, Mano H, YuasaT et d. Estrogen inhibits
bone resorption by directly inducing apoptosis of the bone-
resorbing osteoctasts. J. Exp. Med. 1997 Aug
18:186(4);489-05,
16. Robinson JA, Harris SA, Riggs BL., Spelsberg TC.
Estrogen regulation of humen osteoblastic call profiferation
and differentiation. Endocrinofogy. 1997 Jan
156:138(7);2919-27.
17. Goldzieher MA. Treatment of excessive growth in the
adolescent female, J. Clin. Endocrinol, Metab.
1956;16:249-52.
18. Hopson K. " Tall giris, short hoys: using hormone
therany to shape children's height to social norms.”
University of Michigan News Service [seridl onthe
Internet]. 2006 Oct 25. [about 4 screeng]. Available from:
http://www.ns.umich.edu/hidocs/rel eases/story phpid=1013
18, Mdkle AW, editor. Endocrine replacement therapy in
clinical practice. Totowa [NJ]: Humana Press; 2003.
20, Novogyne Pharmaceuticals (US) ihomj)age onthe
interned]. Vivdle-Dot {estradiol fransdermal sysiem).
Florida: Novogyne Pharmaceuticas; ¢2007. Available from:
http://iwww vivelledot.com/Files/PDF/Prescribingl nformatio

r.pelf

21, Merck & Co. Deep Vein Thrombosis, The merck
manuals online medical library. [database on the Internet]
2003 Feb. [about 8 screeng]. Available from:
http:/fwww.merck.com/mmhefsec03/ch036/ch036h.htm
22, American Academy of Orthopedic Surgeons. Deep vein
thrombosis, [romepage on the Internet} 2001 June. [sbout 9




The Ashley Treatment: An Ethical Analysis

sreens]. Avdlabtefrom;
http://orthoinfo.aaos.org/fact/thr_report.cfm?Thread |D=264
23. Parker WH. A gynecologigt's second opinion: the
quedtions and answers you nead to take charge of your
headlth. Revised ed. New York [NY]: Plume; 2003.
24. Sherwood L. Human physiotogy: from celisto systems.
5th ed. Belmont [CA]: Brooks/Cole; 2004.
25. Carlson KJ, Eisenstat SA, Ziporyh T. The new Harvard
guide to womery's heglth. Cambridge [MA]: Harvard
Unlversity Press; 2004,
26. Liao SM, Savulescu, Sheehan M. The Ashley Treaiment:
best interests, convenience and parental decision-making.
Hasting Center Report. 2007 March-Aprii 37,2:16-20.
27. Dennerstein L, Wood C, Westmore, A. Hysterectomy:
?ew options and advances. 2nd ed. Melbourne: Oxford;
985,
28. Thompson SR, Hysterectomy. Nationd Institutes Health:
Medline Plus [databease on the Internet] ADAM; 2005.
about 5 screens] Available from:
ttp:/fwww.nlm.nih.gov/medlineplus/ency/article/002915.ht

m

29, ltskowitz M8, Jones SM. Appendicitis. Emerg. Med.
2004; 36: 10-5.

30. Williams RA, Myers . Pathology of the appendix and
its surgical treatment. London: Chapman and Hall Medical;
1994,

31. Oregon Health and Science University. Narmal breast
development. OSHU Health. [homepage on the internet]
c2006 [about 5 screeng]. Avalable
fromehitp/iwww . ohsuhealth.com/taz/breast/normal_breast
development.cim

32. Myers, L. People with disabilities and abuse.
Independent Living Research Utili zation. [homepage on the
internet] c2005-2007 [cited 1999 Aug 30]. Available from:
ihwiipé//www.i fru.org/htmi/publicationg/readings In_iL/abuss.
m
33. Nosek MA. Sexual abuse of women with physical
disabilities, In: Krotoski DM, Nossk MA, Turk MA, editors
Women with physical disabilities: achieving and
maintaining health and well-being. Bdtimore: Brookes
Publishing; 1996.
34, National Cammission for the Protection of Human
Subjects of Biomedica and Behaviora Research, The
Befmont Report: Ethical Principles and Guidelines for the
Protection of Human Subjects of Research, . 8.
Government Printing Office, Washington, D.C,, 1979: B-1,
35. Mims C. The Pillow angal case: Three bioethicisis weigh
in. Scientific American [serial on the Internet]. 2007 Jan 5:
[about 8 pages). Avalable from:
htp:www sciam.com/artide.cfm?articlel D=F41E496C-E7
F2-99DF-33E40A7C8187563CE& sc=1 100322
36. Wikipedia contributors, Ashley treatment. Wikipedia, the
Free Encyclopediadatabase on the internet] [cited 2007 Jan
21]. [about 2 pages]. Available
fromehittp:/fen.wikipediaorg/wiki/Ashley_Treatment
37. Schwartman B, Expert considers some ethical guiddines
for conducting research. The Jewish Exponent [serlal onthe
Internet}. 2005 Jan 5:5, Avalable
from:http/fwww jewishexponent.com Brosco & Feudtner,
1077.
38. Verhagen E, Sauer P. The Groningen protocol. N Engl J
Med, 2005 Mar 10:961:960-2.







