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a presentation to the Florida Bioethics Network in October 2008), have argued that a more useful
(because it is less ambiguous) designator to use is “teenager,” as the term is specifically delimited

by age.
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In October 1994, Billy Best, a 16-year-
old adolescent from Boston, made na-
tional television skateboarding in Texas.
Billy had been diagnosed with Hodg-
kin’s disease earlier that year. After
five sessions of chemotherapy, he had
lost 20 pounds and his hair." Billy had
observed his aunt die after chemother-
apy made her sick, and he too felt the
chemotherapy was killing him. He de-
cided to run away after he was told
that most of the cancer was gone, but
that he would need to continue che-
motherapy and receive radiation ther-
apy over the next four months.

A self-described born-again Chris-
tian, Billy packed his skateboard and
$300 into a small duffle bag, left home,
and “put his life in God’s hands.”* His
parents, heartbroken and stricken with
fear, made an appeal in the national
media for him to come home and
promised not to force more chemother-
apy on him.* When Billy returned from
Houston to Boston, he and his parents
met with the oncologists and explained
that they would seek out complemen-
tary and alternative medicines (CAM)
and use prayer. The physicians re-

I would like to thank Daniel Brudney, Walter
Glannon, Ann Dudley Goldblatt, Erin Talati, and
an anonymous reviewer for their thoughtful
comments on earlier drafts of this manuscript.
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ported the family to the Department
of Social Services, which tried to have
Billy removed from his parents’ custody
and to have treatment forced upon
him.” The State of Massachusetts dis-
missed the case after intense media
coverage of the case.® Although ini-
tially the claim was that Billy would
probably die without treatment,” the
physicians eventually acknowledged
that he had received enough chemo-
therapy that he had a good chance of
survival.® Billy and his family, on the
other hand, claim that he was cured by
the CAM and prayer.”

Fourteen years later, Billy is, accord-
ing to his own web site, healthier than
ever.'” He takes two to four ounces of
Essiac a day “to keep his immune sys-
tem boosted” and also does at least
two 21-day cycles of 714X per year for
the same reason. Billy avoids processed
food, red meat, dairy products, and
sugar and takes lots of Shaklee supple-
ments. He also continues to enjoy skate-
boarding. On his web site are links to
his book, published by his parents, and
to 714X and Essiac herbal formula."

Billy Best is not the only adolescent
to make the media for treatment re-
fusal. In 2005, 15-year-old Starchild
Abraham Cherrix was diagnosed with
Hodgkin’s disease.'”> He underwent
chemotherapy but was told in 2006 that


https://doi.org/10.1017/S0963180109090471

https://doi.org/10.1017/50963180109090471 Published online by Cambridge University Press

The Great Debates

the cancer had returned. He refused
a second round of chemotherapy and
the recommendation to add radiation
treatment. Instead he and his father
traveled to Mexico to try the Hoxsey
method,'® a combination of an herbal
tonic and organic diet. Upon their
return, his parents were accused of
medical neglect and he was ordered
by a judge to undergo chemotherapy.'*
Eventually a compromise of radiation
therapy plus CAM was approved by
the courts.'”®> In February 2007, the
Virginia state legislature passed what
has come to be known as “Abraham’s
Law,” which allows teenagers 14 years
or older and their parents to refuse
medical treatments for cancer and
other diseases.'® Today, Abraham is
still fighting his cancer and remains
optimistic that he will win the battle.'”

In November 2007, Dennis Lindberg,
a 14-year-old Jehovah’s Witness with
leukemia, was granted the right by
a Washington State court to refuse
a blood transfusion, even though the
refusal was expected to kill him.'®
Dennis was supported by his aunt
and legal guardian, Dianna Mincin,
who is also a Jehovah’s Witness. Less
than 12 hours later, Dennis was dead.'”

The trend is clear: The courts and
state legislatures are becoming more
tolerant of permitting refusal of effica-
cious treatment for minors (any indi-
vidual younger than 18 years) with
life-threatening illnesses, particularly
when the minor and parents (or legal
guardians) are in agreement.20 In this
article, I will argue why the courts and
state legislatures are mistaken in their

policies to respect family refusals of
well-established, highly efficacious
medical treatment for adolescents with
life-threatening illnesses like childhood
leukemia and lymphoma. For the pur-
poses of this article, I consider a treat-
ment “highly efficacious” if there is a
greater than 75% chance of cure (75%
overall survival) with the proposed
medical treatment. The issue of line
drawing will be discussed in the sec-
tion “Pediatric Decisionmaking for
Life-Threatening Illnesses When Effec-
tive Therapy Does Not Exist,” below.

Adult versus Pediatric
Decisionmaking with Respect to
Effective Life-Saving Therapies

Imagine Steve has low-risk acute lym-
phoblastic leukemia (ALL) that has
a 90% overall survival. (How decision-
making is modified when treatment is
less effective is addressed in the section
“Pediatric Decisionmaking for Life-
Threatening Illnesses When Effective
Therapy Does Not Exist,” below.) The
physician recommends chemotherapy
and blood transfusions as necessary. If
Steve is an adult, then the wishes of the
competent adult are decisive on pro-
cedural grounds: The competent adult
has the right to accept or refuse all
treatment, including life-saving treat-
ment (Table 1).

However, if Steve is a minor, tradi-
tionally his parents would be expected
to make decisions for him. If parental
autonomy to make healthcare decisions
for a child were absolute, the response
to the parents” wishes would look the

Table 1. Decisionmaking by Competent Adults with Respect to Effective Life-Saving

Therapies
Adult’s preferences Yes No
Physician’s actions Treat Do not treat; try to convince but in the end,

respect patient’s wishes.

303


https://doi.org/10.1017/S0963180109090471

https://doi.org/10.1017/50963180109090471 Published online by Cambridge University Press

The Great Debates

same as in Table 1: Physicians would
treat when parents authorized treat-
ment on behalf of their child and
would not treat when parents refused.
But parents, as surrogate decision-
makers, are held to a “best interest”
standard. Although the presumption is
that parents know what is best for their
child, the state has the authority to in-
tervene when the parents’ decision falls
below some threshold that qualifies
their decision as abusive or neglectful.
This is permitted because the child is
not only a member of a family but also
a member of a larger community, and
the state has the authority to intervene
when the parents fail to protect mem-
bers of their family who are also com-
munity members. Thus, if Steve has
a life-threatening illness for which an
effective treatment exists, his parents’
failure to authorize treatment is gener-
ally regarded as neglectful, and the
state would take custody and consent
for treatment (Table 2). However, as the
treatment becomes more drastic (e.g.,
involves amputation) or less successful
(e.g., the likelihood of overall survival
is <10%), physicians may not seek
court intervention. Even if the physi-
cians seek court intervention, whether
the state would or should override the
parents is more ambiguous (discussed
in the section “Pediatric Decisionmaking
for Life-Threatening Illnesses When Ef-
fective Therapy Does Not Exist,” below).

Some may object that if Table 2 is
valid, then pediatric decisionmaking is
not about respecting parental auton-
omy. Table 2 shows that parents can
authorize effective life-saving treat-
ment and have their permission re-

spected, but they cannot refuse or
their decisions are overridden. The
objection is that the parents do not
really have decisional authority, be-
cause authority to make the “right”
decision is not authority at all. Never-
theless, even if parents do not have
substantive decisional discretion, con-
sent is needed and the physicians will
seek parental consent first. If the
parents refuse, physicians will often
work with the parents to convince
them to do otherwise and only seek
legal intervention as a last resort. The
belief is that the parent’s consent is not
just symbolic but is consistent with the
respect that we give to parents in their
authority over their child’s life.”!

The difference in how a refusal is
handled in Tables 1 and 2 represents
the difference in who determines what
is in the patient’s best interest. In adult
medicine, a competent patient has the
right to accept or refuse any treatment,
including life-saving treatment. The
solution to physician—patient disagree-
ment is procedural: Physicians must
respect the competent patient’s wishes
because it is presumed that the com-
petent patient knows what is best for
himself. This does not mean that the
physician should accept all refusals as
final, but after attempts at convincing
the patient to change his mind, the
physician must ultimately respect his
refusal. A competent adult’s decision is
respected because, even if the physi-
cians are sure that a medical treatment
would serve the patient’s medical best
interest, physicians do not know what is
best for any particular patient, all things
considered. Steve may be a Jehovah's

Table 2. Decisionmaking for Children by Parents with Respect to Effective Life-Saving

Therapies

Parents’ preferences Yes No

Physician’s actions Treat Court order to treat over parental objections
304
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Witness and refuse treatment on the
grounds that accepting blood will
damn him for eternity, or Steve may
refuse treatment because he believes
that he can be cured with less toxic
medicines as prescribed by his CAM
provider. Either decision reflects his
own evaluation of what is best for
him, all things considered.

In pediatrics, determining who is the
appropriate decisionmaker is more
complex. Traditionally, parents were
presumed to be the decisionmakers,
but this presumption is being chal-
lenged in two ways. First, it is chal-
lenged if the physicians believe that the
parents are not acting in the child’s
“best interest,” or, more accurately, if
they believe that the parents’ refusal is
neglectful or abusive. In these cases,
the state may be asked to take medical
custody of the child and override the
parents’ refusal. More recently, paren-
tal authority is being challenged by
those who seek to empower minors
with healthcare decisionmaking auton-
omy.* The trend to respect adolescent
autonomy means that Table 2 must be
reconsidered in light of the minor’s
own preferences. Table 3 provides
labels to represent each potential deci-
sionmaking scenario.

Pediatric Decisionmaking with
Respect to Effective Life-Saving
Treatment

Now imagine our patient Steve with
cancer is 6 years old. There are very
few who would argue that a 6-year-old

boy has the capacity to understand
what it means to have a diagnosis of
cancer and what the proposed treat-
ments entail. Few would argue that
Steve could make an independent as-
sessment of the risks, benefits, and
alternatives of treatment. Therefore, as
depicted in Table 4, the preferences of
the child has a minimal role in the
decisionmaking process. The reasons
for acceding to a parent’s wishes to
treat are respect for parental autonomy
and the parents’ ability to assess what is
best for the child. The parents” decision
is overridden when they refuse life-
saving treatment because their action
is determined to be neglectful, and this
holds regardless of the child’s stated
preference for or against treatment.

Table 4, however, is no different than
Table 2: Parental permission is respected
and refusal is overridden by court in-
tervention. The child’s own opinion
about treatment or refusal has no im-
pact on the outcome, even if it might
have some impact on the process (par-
ticularly with minor refusal).

Now consider the trend to support
adolescent autonomy in healthcare
decisionmaking that is justified on the
grounds that some adolescents are “ma-
ture minors” who know best what is in
their best interest.”> A “mature minor”
refers to someone who has not reached
adulthood (as defined by state law),
but who may be treated as an adult for
certain purposes (e.g., consenting to
certain types of medical care). Mature
minor statutes now exist in many
states and courts have frequently sided

Table 3. Decisionmaking with and on Behalf of Children with Respect to Life-Saving

Therapies

Minor’s preferences
Yes No

Parents’ preferences Yes
No

Minor refusal
Family refusal

Best interest
Parental refusal
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Table 4. Decisionmaking with and on Behalf of Children with Respect to Effective

Life-Saving Therapies

Minor’s preferences

Yes

No

Parents’ Yes
preferences

Treat. Respect for
parental authority in
defining a child’s best
interest. Good to have
the child on board.

Treat with court order.
Parents are failing to
provide for their child’s
basic interests, which is
medical neglect. Good
to have the child on

Treat. Respect parental
wishes on the grounds
of the minor’s best
interest and the child’s
immaturity. Try to
convince the child to
see the utility of
treatment.

Treat with court order.
Parental medical
neglect. The fact that
the child agrees with
parents is not perceived
to be an independent

board.

decision.

with the mature minor’s right to define
his own best interest and to make his
own healthcare decisions.?* Thus, it
may be more accurate to state that
medical decisionmaking for children
historically was understood by Table 4,
but that Table 4 now only applies to
immature and/or young children.

If adolescents are deemed “mature”
and are allowed to make decisions
based on their own judgment of what
is in their best interest, the decision-
making process would empower the
adolescent to make healthcare deci-
sions just like his adult counterpart.
The algorithm for Steve at age 16 years
if he were granted decisionmaking
authority, then, would be depicted by
Table 5. It demonstrates that the par-
ent’s preferences serve an advisory
function for the child, but only to the
extent that the minor is willing to
involve his parents, regardless of the
fact that he lives in their house, they
pay the healthcare bills, and they have
responsibility for providing for their
child’s basic needs.”® And when the
parents’ duty to promote their child’s
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basic needs conflicts with the minor’s
right to define his own best interest,
the minor’s right would trump.

It is important to realize how Tables
4 and 5 differ. The presumption of
Table 4 is that parents have authority
to act in the child’s best interest, and
when they fall short by failing to pro-
vide for their child’s basic medical
needs, that the state will promote the
child’s “best interest” (i.e., the child’s
basic medical needs). In Table 5 the
presumption is that the mature minor
knows what is best and is acting in his
own best interest and that his judg-
ment trumps third-party duties to pro-
tect his basic needs. That is, the mature
minor is being given the same deci-
sional authority as the adults in Table 1.

Although the scenarios in which the
minor seeks treatment (best interest
and parental refusal) lead to treatment
in both Tables 4 and 5, the justifications
that support the decision to treat differ.
When the child and parent consent to
treatment (best interest), the focus in
Table 4 is that the parents have appro-
priately defined the child’s best inter-
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Table 5. Decisionmaking with and on Behalf of Teenagers with Respect to Life-Saving
Therapies (Algorithm IF Mature Minor Were Granted Decisionmaking Authority)

Adolescent’s preferences

Yes No
Parents’ Yes Treat. Minor defines his No treat. Adolescent can
preferences own best interest. Good make his or her own
to have the parent’s decisions, and his right to
support. do so trumps his parents’
duty to promote his basic
needs.
No Treat on the grounds No treat. Adolescent can

that the teen is a mature
minor. Can try to help
parents understand the
minor’s judgment.

make his or her own
decisions. Strengthened by
parents” agreement
(although should be
unnecessary).

est and the child’s agreement facilitates
the treatment. In Table 5, the focus is
that the minor has best determined his
best interest and his judgment is cor-
roborated by his parents’ support.
When the minor consents to treatment
and the parents refuse (parental refusal),
the reason for treating in Table 4 is that
the parents are neglectful and they
must be overridden, whereas in Table 5,
the argument is that the minor has
defined his best interest and the phy-
sician and his parents” should respect
his autonomy. Attempts can be made
to convince the parents to support their
adolescent’s decision, but if they con-
tinue to refuse, the physicians can treat
based on the adolescent’s consent.
Tables 4 and 5 have different out-
comes in the scenarios in which the
minor objects to treatment (minor re-
fusal and family refusal). In actuality, in
the case of minor refusal, most physi-
cians would side with the parents and
treat the minor over his objections, re-
gardless of the minor’s age. That is,
most physicians would act according
to Table 4 and not Table 5. This is not
to say that physicians and parents
would just ignore the adolescent. They
would seek to get his support and to

convince him to get treatment. Although
the physicians and parents would do this
for all children, they would be even more
willing to engage a mature child and to
use arguments and reasoning that are
appropriate to his maturity.”® But if
a stalemate remained, the adolescent
would get treated unless he could con-
vince his parents and the physicians
that the treatment was unnecessary.
The minor could also avoid treatment
by running away, like Billy Best.

So what does this mean about de-
cisional authority? On first glance it
suggests that the practice of respect-
ing the mature minor does not hold
when the minor has an available par-
ent who concurs with the physicians.
However, recall that in cases of paren-
tal refusal, the physicians will support
the adolescent and take the parents to
court, and the parents’ decision will
not be respected. That is, it seems that
the physicians are not really respecting a
procedural method of determining who
best speaks for the minor but, rather, are
targeting a substantive goal: The physi-
cians will support whoever consents to
treatment (i.e., whoever agrees with them).
But that is not about respecting auton-
omy or about shared decisionmaking,
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but about making the “right” decision;
more specifically, about makin§ the
same decision as the physicians.?

The case of family refusal, then,
becomes the test case about decisional
authority. Although physicians may re-
spect adolescents and override parental
objections on grounds of neglect in
cases of parental refusal, and physicians
may respect parents and override the
minor’s objections on grounds of imma-
turity in cases of minor refusal, in cases
of family refusal, there is a minor saying
that treatment is not in his best interest
and his parents are in agreement. The
physicians cannot claim to be respecting
one party over the other. Rather, the
physicians must either concede that
the family knows what is best and
respect its refusal or take the family to
court to seek permission to override its
refusal. And in more and more cases of
family refusal with a mature adolescent,
the courts are upholding the decision of
the family. The courts may argue that
their decisions are based on “mature
minor” statutes, and yet it is not clear

that the courts would uphold the refusal
if the parents did not agree with the
teenager as in the case of minor re-
fusal.”® This suggests that the “mature
minor” doctrine is only invoked when
the parents concur, which makes one
question whether the courts” decisions
are truly being based on respect for
adolescent autonomy. This is discussed
further, below.

Actual Decisional Outcomes in
Refusals of Effective Life-Saving
Therapies

In Table 5, the cases of minor refusal
and family refusal reveal how empow-
ering minors with decisional authority
would change pediatric decisionmak-
ing, but Table 5 does not really reflect
what happens in actual practice. What
happens in reality is shown in Table 6:
If the parents give permission for treat-
ment, treatment is provided whether
the minor agrees (best interest) or dis-
agrees (minor refusal). There are two
ways of arguing in support of treatment

Table 6. Decisionmaking with and on Behalf of Children with Respect to Effective
Life-Saving Therapies (What Actually Happens)

Adolescent’s preferences

Yes No
Parents’ Yes Treat. In the minor’s best Treat. Parents define the
preferences interest (as determined by minor’s best interest. Minor
parents and minor). can avoid treatment by
convincing parents or by
running away (Billy Best).
No Treat. Go to court on the Treat/no treat based on court
grounds that parents are ruling. Argue to treat based
medically neglectful. Can on both (1) that parents are
also assert that the minor neglectful and (2) that teen
is acting as a mature lacks decisional capacity to
minor. make an independent
decision. Courts moving to
respecting the teenager’s
decision. This is particularly
true when the teen and parent
agree.
308
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in the case of minor refusal. One is to
argue that the parents know what is
best for the minor; the other is to argue
that the child is not acting maturely.
The minor can try to convince his
parents that nontreatment is in his best
interest (as in the case of Billy Best), but
if he fails, treatment will occur. And yet,
even if the minor convinces his parents
to refuse treatment (family refusal), it is
not clear that his and his parents’
wishes will be respected. When Billy re-
turned to Boston, attempts were made
to charge Billy’s parents with child ne-
glect, to take legal custody of Billy, and
to force him to undergo further chemo-
therapy. The case was dismissed, how-
ever, due to intense public pressure.

The courts’ typical response to fam-
ily refusal differs from their response
to parental refusal. In the case of pa-
rental refusal, parents are often over-
ridden by courts that find the parents
neglectful. That is, the focus is less on
parental authority and more about
what is in the minor’s best interest.
When both minor and parent refuse
(family refusal), the courts might still
force treatment on young children on
the grounds of what is in the child’s
best interest, but do not necessarily as-
sert their authority to promote the
adolescent’s best interests, even if the
result is that the minor, like Dennis
Lindberg, dies from a treatable condi-
tion (compare family refusal in Tables 4
and 6, respectively).

One may argue that the different
responses of the courts towards family
refusal with a young child (override
the refusal) versus with an older ado-
lescent (respect the refusal) make sense
pragmatically because it is more diffi-
cult to impose treatment on an unwill-
ing teenager than on an unwilling
younger child and because it is more
difficult to take a teenager away from
parents to force treatment because the
teenager may run away. Morally, how-

ever, it is not clear that it makes sense.
When parents refuse life-saving ther-
apy, they are failing to promote their
child’s basic medical needs.” The fact
that the minor agrees with his parents
does not change the fact that treatment
promotes his basic medical needs. Re-
fusal of life-saving therapy may pro-
mote other interests and needs of the
minor and his parents (e.g., religious
beliefs), but basic needs have lexical
priority over other needs and inter-
ests.’® Therefore, effective treatment
for a life-threatening illness must be
provided even if it requires overriding
the minor’s religious beliefs.

The case of minor refusal, on the
other hand, shows the legal contra-
diction toward respecting “mature
minors” because these cases rarely go
to court. They do not get to court as the
minor often does not have the where-
withal or means to challenge both his
physicians and parents and insist upon
a guardian ad litem to take him to court
to promote his autonomy. Even if the
minor gets to court, it is not clear that
a judge would uphold the adolescent’s
decision to refuse treatment and die
when he is pitted against his parents
and his physicians, who seek treatment
to save his life, which, they argue, is in
the minor’s best interest. Thus, the
current pediatric decisionmaking model
is inconsistent with the moral principle
of adolescent autonomy with which it
is justified. Although it is claimed
that a mature adolescent’s autonomy
should be respected because a mature
adolescent knows what is in his own
best interest, the fact is that the mature
adolescent’s autonomy is overridden
when his actions are against his
parents’ perception of what is in his
best interest (minor refusal). Rather,
the adolescent is only heard when he
agrees with his parents. An alternative
decisionmaking model and/or moral
principle is needed.
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Constrained Parental Autonomy

Elsewhere I have developed a model of
decisionmaking for pediatrics that I
called constrained parental autonomy.>!
The model presumes that parents
should have the authority to make
life-saving treatment decisions for their
children. Parental authority, however,
is not absolute but is constrained by
the respect that is owed to the child.
There is both a positive and negative
conception of respecting the child. The
negative conception has lexical priority
and requires that parents not harm their
child’s basic needs. The positive con-
ception requires that parents help their
child develop the skills to become an
independent and autonomous decision-
maker when he attains adulthood. But
the positive conception is not limited to
the child’s future needs and interests,
but also requires respect for the minor’s
present projects, although not to the
extent that we would respect these
projects if they were the goals of a com-
petent adult.>

What does this mean for the minor
and his role in the decisionmaking
process regarding life-saving treat-
ment? Few would argue that at age 6,
Steve could make an independent as-
sessment of the risks, benefits, and
alternatives of treatment. Therefore,
the preferences of the young child play
a minimal role in the decisionmaking
process as depicted in Table 4. The
reasons for acceding to the parent’s
wishes to treat are respect for parental
authority and respect for the parents’
ability to assess what is best for the
child. The parents are overridden
when they refuse treatment because
their actions fail to promote the child’s
basic needs and are therefore neglect-
ful. This is true regardless of the child’s
preferences. Although the young child’s
voice is overridden as immature, this
does not mean we do not try to cajole
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him into accepting the situation. It
means, however, that the child’s pref-
erences for or against treatment are
nonbinding, even if they are a signal
to both the parents and the physicians
that the child needs further education
and support.

But what about Steve at age 167 In
the case of parental refusal, physicians
treat Steve over his parents’ objections
because his parents are failing to pro-
mote his basic needs and only second-
arily because Steve tells them that he
wants treatment (i.e., that treatment is
in his best interest). In contrast, in the
case of minor refusal, physicians fol-
low his parents’ decision and treat
Steve over his objections. This is not
to deny that Steve may have some
present projects that are thwarted, but
his parents have an obligation to fulfill
his basic medical needs before they can
consider how and to what degree they
should respect both his present and
future projects. Steve can try to con-
vince them otherwise. They should
hold steadfast.

There are two arguments to justify
overriding the decisions of a mature
minor (minor refusal). The first argu-
ment is that the adolescent’s current
autonomy can be overridden to pro-
mote his long-term autonomy.>® This is
quite different from how adults are
treated, but there are moral reasons
for treating the decisionmaking capac-
ity of adults and adolescents differ-
ently. The adolescent’s relative lack of
worldly experience “distorts his capac-
ity for sound judgment.”** In addition,
adolescents need the opportunity to
develop “enabling virtues” (habits, in-
cluding the habit of self-control) that
can advance their lifetime autonomy and
opportunities.*> Although many adults
would also benefit from the develop-
ment of their potential and the improve-
ment of their skills and self-control,
at some point (and it is reasonable to
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use the age of emancipation as the
proper cutoff), the advantages of self-
determination outweigh the benefits of
further guidance and its potential to
improve long-term autonomy.”® Sec-
ond, parental interest in raising their
child according to their own vision of
the good life does not abruptly termi-
nate when the adolescent has achieved
some degree of decisional capacity. If
anything, his parents can now try to
inculcate their beliefs through ratio-
nal discourse rather than by example,
bribery, or force.’” In other words, the
mature minor doctrine fails to ac-
knowledge the limitations of judgment
seen in many adolescents and the right
and responsibility of parents to promote
their adolescent’s long-term autonomy.
Adolescent maturity is necessary but
not sufficient to justify sole decision-
making authority in cases where effec-
tive life-saving therapies exist.

This is not to suggest that parents
should not give their adolescent’s
opinions serious consideration, but
only that parents should retain ulti-
mate authority to consent to effective
life-saving treatment over their adoles-
cent’s refusal until the age of emanci-
pation. One could argue that even at
emancipation the adolescent may ben-
efit from parental input, but at some
point, the value of making decisions
for himself trumps his parents’ author-
ity to intervene even if it would promote
his best interest, all things considered.
His parents should attempt to convince
him to act otherwise, but the refusal by
an emancipated adolescent, like the
refusal of any adult, must be respected.

How does the model of constrained
parental autonomy address the case of
family refusal? In this case, just as in
the case of parental refusal, the parents
are failing to promote Steve’s basic
medical needs. Thus, even though
Steve and his parents may believe that
the refusal promotes his present and

future projects (positive conception),
the physicians ought to seek court
permission to treat because of the lex-
ical priority of his basic medical needs.
And the courts should impose treat-
ment. Table 4 is the algorithm that the
model of constrained parental auton-
omy generates for pediatric decision-
making for life-threatening illnesses
when an effective treatment exists for
all minors regardless of maturity.

Pediatric Decisionmaking for
Life-Threatening Illnesses When
Effective Therapy Does Not Exist

In the case of a young child or adoles-
cent with a life-threatening illness for
which effective therapy exists, the
model of constrained parental auton-
omy does not give any decisional au-
thority to the minors and gives only
modest decisional discretion to parents.
However, if we were to consider the
case of a life-threatening illness for
which treatment is not highly effective
(e.g., prognosis is <10% overall sur-
vival) or an illness for which only
experimental treatment exists, then pa-
rental discretion and the adolescent’s
dissent would have a more determina-
tive role. Table 7 depicts the algorithm
that the model of constrained parental
autonomy generates for minors with
life-threatening illnesses when therapies
have low efficacy or are experimental.

As in all the previous algorithms,
when the parents and child want the
proposed treatment, the treatment is
provided under the best interest stan-
dard (best interest). Table 7 differs from
Table 4, however, with respect to greater
tolerance of refusals from either the
mature adolescent or his parents. For
example, although parental permission
alone is sufficient to consent for effec-
tive life-saving therapy for a minor of
any age, when parents want their child
to undergo an experimental treatment
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Table 7. Decisionmaking with and on Behalf of Minors with Life-Threatening Illnesses
When Only Low Efficacy or Experimental Life-Saving Treatment Exists

Minor’s preferences

Yes No
Parents’ Yes Treat. In the Treat/not treat based
preferences child’s best interest. on benefit-to-risk ratio
and the maturity
of the child.
No Do not treat. Do not treat,

When possible,
seek compromise.

particularly if the
child is mature.
When possible,
seek compromise.

or treatment with a low probability of
success, healthcare providers often seek
the minor’s assent, particularly of the
older child. One could imagine the re-
luctance and even refusal of a physician
to force such treatment on a mature
adolescent (minor refusal). Thus, the
case of minor refusal demonstrates that
when the benefit-to-risk ratio decreases,
the preferences of the mature adoles-
cent have a greater role, although even
the mature minor does not have sole
decisional authority.

When the parents refuse low effica-
cious or experimental treatments, most
physicians will respect the refusal
given the benefit-to-risk ratio (parental
refusal), even if the child would assent.
Likewise, when both the parent and
the minor refuse life-saving therapies
of low efficacy (family refusal), the
refusal is respected, particularly when
the child is mature. Again, the justifi-
cation is based on the lower benefit-to-
risk ratio of the proposed treatment
that does not justify forcing such treat-
ment over the objections of the parents
and the minor. In fact, if the physicians
were to seek judicial intervention to
override either a parental refusal or
a family refusal on the grounds that
even low efficacious treatment is in the
child’s best interest, it is not clear that
the courts would or should find for the
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physicians. Although the courts are
entrusted to promote the basic interests
of its children citizens in its role as
parens patriae, it may be appropriate to
refuse to mandate a treatment that is
unlikely to achieve its goal. The justices
do not need to believe that the refusal
is in the child’s best interest, only that
they may elect to demur when it is
ambiguous whether treatment pro-
motes the child’s basic needs. This
does not mean, however, that physi-
cians must accept refusals at face
value, because it is morally permissible
to attempt to persuade the family to
accept treatment, or at least to negoti-
ate a time-limited trial.

The difficult practical and moral
question, then, is when does the shift
from highly efficacious treatment (Ta-
ble 4) to inefficacious or experimental
treatment (Table 7) occur. There exists
great variability and disagreement
within the medical profession about
how ineffective a treatment must be
before tolerance for pediatric refusals
should occur. Other factors may also
play an important role in deciding
whether to respect a refusal: the likeli-
hood of a good outcome without treat-
ment, whether the condition is acute or
chronic, whether the treatment is a one-
time therapy or requires a protracted
course of therapy, the invasiveness of
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treatment, whether the therapy can be
provided as an outpatient or whether
it requires one or more hospitaliza-
tions, to what extent treatment must
be continued at home, and whether
mandated treatment would require sep-
arating the child from his family.*® In-
dividual cases may require line drawing
determined by the courts.

Reevaluation of the Three Cases

Let us return, then, to the three cases
presented in the introduction. In the
case of Billy Best, the physicians thought
it was neglectful not to continue chemo-
therapy and asked the state to take
custody of Billy so his course of therapy
could be completed. The fact that the
physicians were wrong in their progno-
sis is wonderful for Billy and humbling
for the medical profession. But that
should serve as a warning: Before at-
tempting to retake custody, the physi-
cians had the obligation to consider how
much treatment Billy had received and
how much greater benefit would accrue
from continued treatment. Had they
acknowledged that he had obtained
most of the necessary treatment, they
may have decided that the costs of going
to court were outweighed by the mar-
ginal benefit that additional chemother-
apy would provide. That is, they should
have realized that the appropriate deci-
sionmaking algorithm was Table 7 and
no longer Table 4. In a sense, this is what
happened when Starchild Abraham
Cherrix and his parents went to court.
Rather than having a court decide
whether or not to force additional che-
motherapy and radiation, the phy-
sicians, family, and the state came to
a compromise that included both allo-
pathic therapy (radiation) and CAM. It
is not clear that Abraham’s family
would have agreed to any allopathic
therapy without the legal ordeal and
threat of losing custody, which is what

disturbs Mark Mercurio. As he explains,
“I am struck by the thought that if
Abraham’s Law had been in effect when
Abraham’s diagnosis was made, he
might have died as a result”” because
the law makes it more difficult for
physicians to seek third-party interven-
tion in protecting minors from them-
selves and their well-intentioned but
misguided families.

The death of Dennis Lindberg should
not surprise us given the use by the
courts of the algorithm depicted in
Table 6. Refusals by mature minors
are respected when their parents sup-
port their refusal (family refusal). The
mistake occurs in believing that we
have an obligation to respect Dennis’
autonomy or the autonomy of his
guardians when their decision violates
his basic medical needs. Rather, I have
argued that Table 4 ought to be the
guiding algorithm and that Dennis
should have been treated over his re-
fusal despite his guardian’s support.
The court’s decision demonstrates a fail-
ure to provide effective treatment over
family refusal that a coherent moral
framework and analysis would de-
mand. Again, this does not mean that
all minors must be treated in all cases:
As the likelihood of successful treat-
ment decreases, whether the treatment
promotes the child’s basic needs be-
comes more ambiguous, and physi-
cians and courts should respect broader
discretion to a parental determination
of the child’s best interest (Table 7).

Conclusion

The evolving position of many courts,
state legislatures, and healthcare pro-
viders to respect family refusals in
cases of life-threatening illness when
an effective treatment exists (Table 6) is
morally inconsistent with our obliga-
tion to protect and promote the basic
medical needs of minors (Table 4).
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Basic medical needs have lexical prior-
ity over other interests and needs, both
present and future regarding. Mature
minor laws that permit refusals of
effective life-saving treatments by ado-
lescents alone (minor refusal) or in
conjunction with their parents (family
refusal) are morally unjustified.
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JEFFREY BLUSTEIN

Lainie Ross’s position can be summa-
rized in the following two proposi-
tions:

1. For highly efficacious life-saving
treatments: When a minor of any
age has a life-threatening illness
for which a “highly efficacious”

treatment exists—where “minor”
is any young person up to the age
of emancipation—she should re-
ceive it, whatever she or her
parents want.

2. For inefficacious or experimental

life-saving treatments: When a ma-
ture minor has a life-threatening
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