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ABSTRACT

The primary purpose of this article is to critically examine the
state of the medical ethics literature and discourse around the
concept of futility in pediatric intensive or critical care. The second-
ary purpose is to identify the conceptualization of futility by differ-
ent authors, the tensions that exist in the discourse around futility,
and the variables that exist in cases when futility is thought to
occur. Identification of concepts, tensions, and variables will help
to identify the social structure around issues of futility in pediatric
intensive care. Seventeen articles were included for summative
content analysis. Four conceptions of futility were found: unclear,
against medical standards, a subjective value judgment, and nota
unilateral conception. The major tensions that emerged, in order,
were that futility is based in relationships and responsibility, is goal
oriented, and based in beliefs and values. The most reported vari-
able was conflict between parents and careproviders, followed by
mechanical ventilation, neurologic devastation, terminal illness, un-
certainty, and aggressive treatment. Given that the main variable
found was conflict, the main tension was relational, and no con-
sensus on futility was found, it appears that unless there is inves-
tigation into the mechanisms of conflict and relational tensions
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around futility, this phenomenon will continue to appear in the
medical ethics literature.

INTRODUCTION

This article is a summary of a critical literature
review performed as a preliminary written exam for
a doctoral dissertation. The purpose of the review
was to analyze the medical ethics literature that ex-
ists on futility in pediatric intensive care. The aim
was to identify the mechanisms, relations, objects,
and structures that must be present for cases of fu-
tility, or disputes around futility, to come into be-
ing. The review specifically looked at the medical
ethics literature in an attempt to identify themes in
the conceptualization of futility and the roles in-
volved in and around futility, and to isolate the struc-
tures around futility in pediatric intensive care.

There is a need to identify the structures around
cases of futility to understand why they happen. In
this case, structure refers to and encompasses the
systems, components, relationships, and processes
that surround and affect a phenomenon. Andrew
Sayer, a social scientist working in realist philoso-
phy, conceptualized structure as “a set of internally
related objects or practices.”! Geoff Easton noted that
related objects or practices can include departments,
people, processes, and/or resources.? This is simi-
larly conceived by systems theorists who view a
system as “a perceived whole,” the elements of
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which “hang together” because they continually af-
fect each other over time.* Systemic structure, for
systems thinkers, is defined as “the pattern of inter-
relationships among key components of the system”
that is unrelated or separate from an organizational
chart or chain of command.* Internal relations, roles,
and objects are of great importance when investi-
gating futility in the pediatric intensive care unit
(PICU) because how, when, and why these situations
happen are determined by the structures in place
that make it possible for them to exist.

ity in United States, and inclusion criteria were for-
mulated accordingly. All articles not written by a
U.S. scholar or researcher were excluded. When ar-
ticles were found with commentaries by different
scholars, only commentaries written by U.S. schol-
ars were used. U.S. healthcare is arguably unique,
and its social and cultural differences are important.

Articles that did not involve pediatric critical
care or pediatric intensive care were excluded from
the study. Articles about neonatal futility were ex-
cluded because of the differences between neonatal

Overall, four codes were developed in relation to the
conception of futility: (1) it is an unclear concept,
(2) it is against medical standards, (3) it is a subjective
value judgment, and (4) it is not unilateral.

This review of the medical ethics literature was
guided by feminist ethical naturalism and Margaret
Urban Walker’s view of moral theory as situated dis-
course, “a culturally specific set of texts and prac-
tices produced by individuals and communities in
particular places at particular times.”® It is not
enough to look only at the outcome in question,
rather we must analyze and understand the entire
structure and the relations related to the phenom-
ena in question. Knowing this structure is impor-
tant to finding out how or why it is contributing to
the phenomena in question.® This initial review of
the medical ethics literature or discourse is the first
step towards an embedded qualitative study of the
phenomenon of futility in pediatric critical care.

METHOD

A systematic literature review and summative
and directed content analysis were used for this ar-
ticle. A summative content analysis approach was
used to identify conceptions of futility and tension.
Then directed content analysis was used to identify
the variables present. Both types of content analy-
sis were described by Hsieh and Shannon.”

This literature review used Ovid MEDLINE,
CINAHL, EthicsShare, and Google Scholar.® The
strategy was to look for the keyword futility with
pediatric intensive care and/or pediatric critical
care. The review specifically aimed to assess futil-

patients and pediatric patients. Several articles dis-
cussed “infants,” and indepth reading ensured that
the setting of these articles was a PICU and not a
neonatal intensive care unit (NICU). Issues of viabil-
ity are vastly different than survivability and futil-
ity in pediatric patients. This small distinction has
larger implications around discussions of futility and
how medical staff and parents conceive them. No
year limits were set, since the intention was to as-
sess the literature over time.

The search strategy utilized was eclectic due to
the specific nature of the subject. Futility “in gen-
eral” has been discussed to a greater extent recently,
culminating in an official policy statement by the
American Thoracic Society (ATS), American Asso-
ciation for Critical Care Nurses (AACCN), Ameri-
can College of Chest Physicians (ACCP), European
Society for Intensive Care Medicine (ESICM), and
Society of Critical Care (SCC), “Responding to Re-
quests for Potentially Inappropriate Treatments in
Intensive Care Units.”? Overall, the literature on fu-
tility and pediatric patients is far less abundant than
the literature on futility and adult patients, which
may indicate that there is less discussion of futility
in pediatrics or that there is a hesitation to use a
concept like futility in pediatrics.

The initial search yielded many results in Ovid
MEDLINE, CINAHL, and EthicShare, but few of these
articles met the inclusion criteria used for this study.
A more exhaustive search was conducted after the
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results of the initial study were assessed for inclu-
sion by title and abstract. GoogleScholar was
searched to exhaustion using several combinations
of the terms pediatric, futility, medical futility, in-
tensive care, critical care, and PICU. The results were
searched and collected until a page of results no
longer contained relevant results. Articles were as-
sessed to assure that the inclusion criteria were met.
Some articles were found to mention futility in the
title, but did not include a discussion of futility in
the text, and these articles were excluded. This lit-
erature review is exempt from the requirement of
IRB (institutional review board) approval.

RESULTS

Seventeen articles met inclusion criteria for re-
view and were kept for synthesis after the initial
analysis of content (see the appendix at the end of
this article for a list of the articles). All of the results
were initially reviewed in their entirety for inclu-
sion, and then read again for summative content
analysis prior to synthesis.!® Summative content
analysis was used to analyze results in three con-
texts: how futility was conceptualized, the tensions
that existed, and the variables present around the
issue of futility that were being discussed. After the
review of included results, articles that had been
excluded were reviewed again to ensure that they
did not meet the inclusion criteria. Summative con-
tent analysis was performed on the included mate-
rial. Initial analysis was performed for the purpose
of assessing the entirety of the results. This was fol-
lowed by second analysis to identify codes and
themes, followed by directed content analysis. Sev-
eral articles were in a round-table or discussion for-
mat, which included the viewpoints of or commen-
taries by different scholars.

The content of the articles was coded to each
author, when distinct authorship was delineated in
the text. Only authors who discussed futility or au-
thors from the U.S. were coded. For example, in an
article by Wightman, Largent, Del Beccaro, and
Lantos, only two of the authors discussed futility.!
Only authors from the U.S. were coded in an article
by Gunn and colleagues.’* Summative content analy-
sis led to identification of four conceptions of futil-
ity and tensions present in the discourse (see table
1). This was reviewed again using directed content
analysis to discover variables present.

Conception of Futility
Overall, four codes were developed in relation
to the conception of futility: (1) it is an unclear con-

cept, (2) it is against medical standards, (3) it is a
subjective value judgment, and (4) it is not unilat-
eral (see table 1).

1. An Unclear Concept

Ackerman, Bonnano, Flannery, and Post de-
scribed futility as unclear.” Their articles were pub-
lished in the 1990s; they wrote as a physician, attor-
ney, attorney, and academic scholar, respectively.
They argued that the concept of futility is vague,
imprecise, poorly defined, and unclear.

2. Against Medical Standards

Four articles/authors described futility as a treat-
ment that does not conform to medical standards:
(1) Annas; (2) Nelson and Nelson; (3) Paris, Crone,
and Reardon; and (4) Largent, a co-author of an ar-
ticle by Wightman, Largent, Del Beccaro, and
Lantos.™*

3. Subjective Value Judgment

Five authors in four articles characterized futil-
ity as a subjective value judgment: (1) Baergen, (2)
Peter Clark, (3) Jonna Clark and Dudzinski, and (4)
Thompson (in an article Thompson co-authored
with Gunn and colleagues).'® Baergen argued that
all futility judgments are value judgments (page 486).
He argued further that these judgments were “em-
ployed as a means of overriding parents’ decisions”
when the success of the treatment is low and the
suffering of the child is high (page 486). The diffi-
culty with these judgments, Baergen admitted, is that
trying a treatment is often the only way to deter-
mine whether it is effective, which creates a prob-
lematic period for the treating team. Peter Clark ad-
mitted that futility judgments are subjective, but are
also “realistically indispensable” (page 181). Jonna
Clark and Dudzinkski found that, even though the
concept of futility is value-laden, “it remains a rec-
ognizable phenomenon in clinical medicine” (page
574).

4. Not A Unilateral Concept

The final theme found was that futility was not
a unilateral concept. This was found in four articles,
which argue against the concept that futility is one-

TABLE 1. Conceptions of futility

Unclear

Against medical standards
Subjective/value judgment
Not unilaterally conceived
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sided; that is, it was not a unilateral concept. These
four articles, authored or co-authored by Ganeson
and Hoehn, Gunn (in an article by Gunn and col-
leagues), Landwirth, and Del Beccaro (in an article
by Wightman, Largent, Del Beccaro, and Lantos),
were coded to have discussed futility as a concept
that should not, or cannot, be determined unilater-
ally.’® The authors argued for some level of partici-
pation by careproviders in discussions with parents
around futility. Two of the articles, by Ganeson and
Hoehn and Del Beccaro and colleagues, stated that
discussion with family members should be at-
tempted, and then, should no consensus be possible,
the case should go before an ethics committee. Gunn
advocated deferment to the patient’s family, and then
transfer of the patient if the family did not agree to
withdraw the futile treatment in question, because
courts will almost always find for continued treat-
ment. Landwirth, in discussing CPR (cardiopulmo-
nary resuscitation) stated that withholding CPR due
to a judgment of futility is almost never appropriate
without prior discussion with the patient’s family
(page 506).

TENSIONS

The concept of relational tension emerged in the
summative content analysis of this critical literature
review. The tension referred to is the meeting of two
parties with competing interests that are in disagree-
ment; as Elder-Vass described it, “internal parts and
relations that are in tension with each other” (page

TABLE 2. Tensions existing within the futility discourse

37).Y These tensions assist in maintaining what El-
der-Vass called a “dynamic structure” by “constantly
striking a balance between internal parts and rela-
tions that are in tension with each other” (page 37).
In analyzing the literature in this review, tensions
were identified that make up the social structure and
relations around cases and/or discussions of futil-
ity, and the roles that are in relation to one another
that appear around the existence of a case of futil-
ity. Most of the articles in the review discussed the
tensions between family and physicians (hospitals,
staff, et cetera). Four main tensions that had differ-
ent manifestations were identified (see table 2).
The main tension mentioned in nearly every
reviewed article was the demands made by parents/
guardians against the obligations on the physician:
a relational tension. This tension was described in
different ways, but provided the same theme: a con-
flict between what parents demanded and what
physicians were obligated to provide, or refuse. A
second tension was goal-oriented tension, that is,
tension between what the goals of care were or
should have been. This tension emerged as the dif-
ferences in the goals of parents and careproviders,
as well as internal tensions within careproviders as
persons—what could be called internal conflicts,
such as faith, beliefs, duty, and so on. Third, there
was tension between the beliefs and values present
within and between the parties involved. Finally,
tension existed around the responsibilities of the
various parties to a conflict. Although this type of
tension was similar to a relational tension, it dif-

Relational Goal-oriented Beliefs/values Responsibility
1. Medical team versus 1. Treatment versus caring 1. Values versus chance of 1. Medical indication
patient/family 2. Use of technology/ survival versus consumer desire
2. Demands of the family severity of illness 2. View of life 2. Conception of futility
versus physicians’ 3. Sustaining life versus 3. Physiologic versus 3. Causation versus
obligations relief of suffering religious responsibility
3. Medical standard 4. Goals of care 4. Hope versus acceptance 4. Impact of decisions

versus parents’ demands
4. Paternalism versus
rights
5. Autonomy of patients’ versus
physicians’ practice
6. Moral demands of physician to
child versus wishes of parents
7. Role as parent
8.  View of parental decisions
by staff or other parents

@

Value versus reality
6. Free exercise of religion

made by parents
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fered from relational tension as it indicated less a
tension between relations, and more a tension re-
garding who was responsible for what.

VARIABLES

The tensions that were identified in the litera-
ture affected the social structure around cases of pe-
diatric futility. Several variables seemed to be nec-
essary for, or contingent upon, the tensions and con-
ceptions of futility found in this review.

neurologic devastation, compared with 11 percent
of the articles, that discussed terminal illness in fu-
tility discourse, which may suggest that there is
something about neurologic devastation (or severe
neurologic injury) that invokes futility disagree-
ments more than imminent death or children who
are terminally ill. One reason may be that a child
with neurologic devastation can reasonably survive
for some time while dependent on technology, but a
terminally ill child has a much shorter survival time,
and disagreements about futility tend to be less about

This suggests there is something about the presence
of mechanical ventilation for children who are
not cognitively intact that correlates with
discussions of pediatric futility.

Life-Sustaining Therapy/Mechanical Ventilation
One variable present in 11 of the 17 articles was
the need for mechanical ventilation or life-sustain-
ing therapy (LST), which was the presence, at least,
of mechanical ventilation. Such treatments may be
simply one variable that is present when a patient
is critically ill, but their presence also seemed to
indicate a level of devastation that correlated with
conceptions of futility. That is, none of the articles
discussed futility regarding a child who was cogni-
tively intact and reliant on mechanical ventilation.
The case of Baby K involved a reliance on intermit-
tent mechanical ventilation.® This suggests there is
something about the presence of mechanical venti-
lation for children who are not cognitively intact
that correlates with discussions of pediatric futility.

Neurologic Devastation and Terminal Illness

This literature review found differences in pa-
tients’ status between terminally ill children and
neurologically devastated children. The historical
cases of Baby K and Baby L both involved neuro-
logic devastation. The former was the subject of four
articles in this literature search, and referenced by
others (Annas; Bonanno; Flannery; Ganesan and
Hoehn; Paris, Crone, and Reardon; Post; Truog; and
Wightman, Largent, Del Beccaro, and Lantos).’® A
group of the articles discussed children who became
terminally ill from a disease process such as cancer
(Jonna Clark and Dudzinski; Gunn and colleagues).?
Almost half (44 percent) of the articles discussed

“What is life and death?” and more about “When to
stop?” and “How aggressive should we be?”

Disagreements Between Parents and Careproviders

In this literature review, disagreement was al-
ways present in cases of pediatric futility. All of the
articles in this literature search included a conflict
or disagreement between the family and some or all
members of the medical team.?* Four of the articles
reported that making judgments or determinations
of futility should not be a unilateral process (Ganesan
and Hoehn; Gunn and colleagues; Landwirth; Wight-
man, Largent, Del Beccaro, and Lantos).?? This sug-
gests that (1) futility is not present when there is
agreement, or (2) when both parties agree that treat-
ment is futile and agree to not continue care, their
agreement does not lead to disputes, and subse-
quently is not a subject in the academic literature.
One type of conflict identified in this literature re-
view is conflict created when parents request a treat-
ment that is viewed as going against medical stan-
dards; one example would be aggressive treatment
that has little chance of benefit, such as providing
CPR during a terminal illness (Annas; Nelson and
Nelson; Paris, Crone, and Reardon; Wightman,
Largent, Del Beccaro, and Lantos).?® Jonna Clark and
Dudzinski argue for an informed, nondissent ap-
proach to CPR, in which careproviders tell parents
that CPR will not be performed, rather than asking
parents for their consent.?* It is interesting that Jonna
Clark and Dudzinski seem to argue for increased de-
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cisional control by physicians around treatments
that have little benefit, even though these authors
believe futility is a value-laden concept. Not all of
the authors of the articles in this review argued from
the same side of a debate. Yet, even though one of
the authors of an article in this review, Flannery,
was one of the attorneys who represented the mother
of Baby K, the parental and family side of these types
of disagreements was wholly absent in any of the
literature in this review.?

CPR/DNR

CPR and do-not-resuscitate (DNR) variables were
present in 28 percent of the discourse found in this
review. One article mentioned CPR, DNR, and ex-
tracorporeal life support (ECLS) (Jonna Clark and
Dudzinski).?® CPR was discussed when there was
an issue of terminal illness such as a hematological
or ontological condition. In Baby K, the issue was
not whether or not to perform CPR, but rather wheth-
er or not to re-instate mechanical ventilation, al-
though CPR, in that case, may have also been an
issue, but it was not discussed.

Aggressive Treatment

Five of the articles in this review mentioned the
concept of aggressive treatment (Baergen; Bonanno;
Peter Clark, 2001; Peter Clark, 2002; Paris, Crone,
and Reardon).?” These authors’ articles were pub-
lished in the academic literature, and arguably rep-
resent particular views of the structure and relations
around futility. There may be as much clarity around
what is “aggressive” as there appears to be around

TABLE 3. Variables present in the literature on pediatric futilitly

Correlated
conceptions of futility

% articles

Variable reviewed

Life-sustaining therapy/ 61
Mechanical ventilation

Against medical standard
Value/subjective

Unclear
Neurologic devastation 44 Al
Terminal illness 11 Value/subjective
Not unilateral
Parent/careprovider 100 All
disagreement
CPR/DNR 28 Unclear
Not unilateral
Aggressive treatment 28  Value/subjective
Unclear
Against medical standard
Uncertainty 17 Value/subjective

what is “futile.” What exactly is aggressive treatment
was not defined or elaborated in any of the articles.
Generally, it was attached to discussions around CPR
and other treatments involved in LST.

Uncertainty

Uncertainty was mentioned in three articles
when discussing issues of prognostication, diagno-
sis, and morbidity and mortality (Baergen; Peter
Clark, 2001; Peter Clark, 2002).2 Two of these ar-
ticles were written by the same author, Peter Clark.
In an article published in 2001, he discussed the
confusion regarding causation and responsibility,
which found more uncertainty around the agent or
cause of a death. In this discussion, he notes that
causation and responsibility can affect how parents
or careproviders make decisions or interact with the
other members of the care team. This is similar to
other discussions around parents’ consent for the
withdrawal or limitation of treatment, in which the
parents are viewed as morally equivalent to being
the agents of the child’s death. For Baergen, uncer-
tainty had to do with issues of prognostication
around recovery or survival.?® For instance, physi-
cians may believe that a child will likely not sur-
vive CPR, but often there is no way to be certain,
and this inability to prognosticate can add complex-
ity to relational interactions and decision making.

DISCUSSION

As indicated by the authors of other articles in
this literature review (Brody and Halevy), concep-
tualizing futility continues to be problematic and
without consensus.*® The results of this literature
review seem to confirm this, as there was no one
concept of futility that emerged more than others.

Conflict between family/parents and careprovid-
ers emerged as a main variable in all of the articles.
This suggests that conflict may be the variable that
is the impetus for publication regarding discourse
on futility, because conflict seems to be the main
subject of the articles. The nature of the discourse
around pediatric intensive care and futility seems
to be sparked by conflict; agreement eliminates the
need for discussions about futility. There are differ-
ing conceptions of futility. As the concept of futility
itself seems to be a point of conflict, it is no surprise
that conflict is a major variable present in discus-
sions around futility.

The second main variable found was mechani-
cal ventilation (see table 3). This is not surprising,
since “critical care” was a term of focus. The use of
technology is a tenet of critical care medicine, and
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it is the cause of much debate. Typically, a child
who progresses to the need for mechanical ventila-
tion is very ill. More research on mechanical venti-
lation in children is warranted. I hypothesize that it
is the pseudo-stability that mechanical ventilation
offers that exacerbates conflict around its removal.
Once a child with neurologic devastation is on a
ventilator, the child can “live” for quite some time.
This can become problematic when the answer to
the question, “What is living?” is subjective.

There are children who live while dependent
upon mechanical ventilation without neurologic
devastation. This is when the third most common
variable that is associated with futility, neurologic
devastation, seems to become important (see table
3). Children who are sick and progress to mechani-
cal ventilation and continue to progress toward ter-
minal illness (the fourth variable, see table 3), as
described in Jonna Clark and Dudzinski,* elicited
more concerns about aggressive treatment (such as
CPR) when death is likely and rescue therapies are
no longer appropriate. This may be why neurologic
devastation was present more often in the articles
reviewed, because it was not often self-resolving. In
the case of Baby K (Annas; Bonanno; Flannery; Post),
the child’s neurologic status was the central point.*?
In articles about Baby K, CPR was not the issue de-
bated, rather it was whether to institute or maintain
mechanical ventilation.

The pattern that emerges around pediatric futil-
ity in critical care seems to suggest that when there
are disputes involving a child with terminal illness,
discussions of futility are located around perform-
ing CPR as a type of aggressive treatment. In con-
trast, articles that discussed neurologic devastation
reported disputes between parents and careprovid-
ers around mechanical ventilation. The tensions
identified in these articles were mostly relational in
nature, followed by belief and value tensions (see
table 2). Goal-oriented tensions and responsibility
tensions were mentioned equally (see table 2). Be-
liefs, values, and goals were all tensions that would
arise secondary to tensions around relations and
responsibilities. Tensions in relations between the
roles involved in cases of pediatric futility were due
partly to how the parties involved viewed their re-
sponsibilities towards the other parties involved.

CONCLUSION, FUTURE RESEARCH, AND
IMPLICATIONS FOR PRACTICE

This article has presented findings from a criti-
cal review of the literature around futility discourse
in U.S. pediatric critical care. The findings are con-

sistent with general discussions of medical futility,
in that no one conception emerged as dominant.
However, the variable that stood out was the pres-
ence of intractable conflict in all of the discourses
that met inclusion criteria for this literature review.
This suggests that future research around futility
should focus on intractable conflict rather than on
defining futility.

This study proposes a unique way of looking at
the structures around futility by examining relations,
tensions, and variables. Ultimately, the results sug-
gest that intractable conflict should be the focus of
further research, as conflict either instigates futility
discourse or is a necessary part of it. A focus on in-
tractable conflict around treatment decisions may
reveal a more practical and fruitful path toward
mitigating these issues, rather than labeling conflict
as an issue in futility and attempting to resolve the
conflict after it has begun.

In regard to clinical ethics practice, these find-
ings suggest that attempts to define futility be aban-
doned, particularly since intractable conflict was the
main phenomena identified. This makes sense if we
think about the lack of consensus on futility. Futil-
ity disputes in practice are not definitional battles,
rather they are instances in which one agent believes
some action is futile and another disagrees, or there
is disagreement and one party invokes the concept
of futility.

In resolving disputes, we should use systems
analysis rather than describe care as futile. Analy-
sis of the articles in this literature identified two
different paths to intractable conflict: disputes over
continued mechanical ventilation with neurologic
devastation, and aggressive treatment in the face of
terminal illness. Therefore, we might spend less time
labeling and identifying futility and more time in
discussion and mediation, prior to intractable con-
flict. Spending more time in discussion with par-
ents throughout a child’s illness/injury may better
communication and understanding. In addition,
clinician/hospital unity on treatment offerings and
capabilities, and providing a unified front in the face
of demands for inappropriate care are needed, as
not all cases of futile treatment can be prevented.
Sometimes we need to be the ones to say “no,” and
to tolerate parental anger towards us, as some par-
ents need this as a part of grieving.

As Brody and Halevy recommended so long ago,
futility should be considered a futile concept and
be retired from the ethics vernacular.®® Instead we
should look at the complexities around relations,
tensions, decision making, values, and obligations
in real time, not after there is an intractable conflict.
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LIMITATIONS

A major limitation of this review is its adher-
ence to the academic literature, which produced
results that were mainly written from the view of
clinicians and academics, rather than the voices of
parents. There was one exception to this: Flannery
was an attorney from the firm that represented the
mother of Baby K. However, her writing still did not
include a parental viewpoint.

Another limitation is the nature of performing a
literature review on this topic. It is possible that some
literature was missed. In addition, by limiting the
review to U.S. literature, relevant results from
Canada may have been overlooked.

Finally, this review and its analysis were sub-
ject to the interpretations of the author.
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