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Increasingly, children and adolescents with complex chronic condi-
tions are living in the community. Federal legislation and regulations
facilitate their participation in school. Some of these children and
adolescents and their families may wish to forego life-sustaining med-
ical treatment, including cardiopulmonary resuscitation, because they
would be ineffective or because the risks outweigh the benefits. Hon-
oring these requests in the school environment is complex because of
the limited availability of school nurses and the frequent lack of sup-
porting state legislation and regulations. Understanding and collabo-
ration on the part of all parties is essential. Pediatricians have an
important role in helping school nurses incorporate a specific action
plan into the student’s individualized health care plan. The action plan
should include both communication and comfort-care plans. Pediatri-
cians who work directly with schools can also help implement policies,
and professional organizations can advocate for regulations and leg-
islation that enable students and their families to effectuate their
preferences. Pediatrics 2010;125:1073—-1077

INTRODUCTION

In a groundbreaking statement in 1974, the American Heart Associa-
tion declared that cardiopulmonary resuscitation (CPR) is not indi-
cated for all patients. Cases of terminal, irreversible illness in which
death is an expected outcome do not necessarily merit GPR.! Do-not-
resuscitate (DNR) orders developed out of efforts to identify patients
who do not wish to receive CPR. The terminology eventually changed to
“do not attempt resuscitation” (DNAR), acknowledging that resuscita-
tion is not always successful. Some contemporary authors have pro-
posed replacing the term “DNAR” with “allow natural death” (AND) to
indicate the positive goal. DNAR orders are physician orders, in con-
trast to patient directives. In 1994, the American Academy of Pediatrics
(AAP) issued guidelines on foregoing life-sustaining medical treat-
ment, including GPR, for children and adolescents.2 The AAP believes it
is ethically acceptable to forego CPR when it is unlikely to be effective
or when the risks outweigh the benefits, including the parents’ and
child’s assessment of the child’s quality of life.

DNAR orders are not orders to “do nothing,” nor do they represent a
decrease in the quality or intensity of care. DNAR orders should be
implemented in the context of palliative care, including plans for man-
aging pain and other symptoms, as well as addressing emotional and
spiritual needs. Components may include disease-directed treatment
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but should always include anticipatory
and aggressive symptom control. Spir-
itual, psychological, and social needs
are addressed through delineation of
the preferred site for dying, the de-
sired conditions of care, who will pro-
vide such care, and even who may be in
attendance.’*

Although DNAR orders have become
accepted within inpatient health care
facilities, such as hospitals and nurs-
ing homes, there have been challenges
to coordinating end-of-life care in
other settings, particularly in situa-
tions in which the use of GPR is an es-
tablished standard of care, such as for
emergency medical services (EMS). In
the late 1980s, states developed mech-
anisms, such as bracelets and stan-
dardized order forms, to alert EMS
personnel to patients who did not wish
to receive CPR® These mechanisms
have various names including prehos-
pital, out-of-hospital, portable, or dura-
ble DNAR policies. A task force in Ore-
gon, for example, developed an order
form that they referred to as “physi-
cian orders for life-sustaining treat-
ment,” which specified patients’ pref-
erences regarding 4 separate types of
medical treatment: antibiotics, nutri-
tion, hydration, and CPR.® To encour-
age compliance, policies may provide
immunity from criminal and civil liabil-
ity and disciplinary action to particular
categories of individuals if they act in
good faith. Although common, such
laws and regulations are not universal
and frequently do not apply to children
and teenagers.’

Increasingly, children and adolescents
with life-limiting conditions are living
in the community and attending
school. Some may wish to forego CPR.
It is estimated that on any given day,
2500 adolescents and 1400 preadoles-
cent children are within 6 months of
dying from a complex chronic condi-
tion (CGC). Although in the United
States, deaths attributable to CCCs
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have decreased over time across all
pediatric age groups, those who are
dying from a CCC are increasingly
likely to do so away from a medical
facility. In Washington State, the per-
centage of older children and young
adults with a CCC who died at home
increased from 21% in 1980 to 43% in
1998.8 Concern about the potential in-
effectiveness of CPR applied out-of-
hospital is justified. The authors of a
recent review summarized represen-
tative studies by stating that “[s]ur-
vival to hospital discharge typically oc-
curs for <10% of these children, and
many have severe neurologic sequel-
ae.”® Some individuals with a CCC and
their families may, therefore, wish to
forego CPR.

HONORING DNAR REQUESTS IN THE
SCHOOL SETTING

Recent health care and societal trends
have made it possible for children with
CCCs to attend school, which in turn
has raised the issue of accommodat-
ing students’ and families’ prefer-
ences regarding health care in this
context. The Individuals with Disabili-
ties Education Act of 1997 (IDEA) and
section 504 of the Rehabilitation Act of
1973 ensured that children with health
care needs will be accommodated in
school. As a result, more students with
CCCs have been able to attend school,
despite inherent medical risks and re-
quirements that accompany them. At-
tending school may be particularly im-
portant for children and adolescents
with life-limiting conditions. For exam-
ple, it may permit them to accom-
plish crucial developmental tasks
such as socializing with their peer
group. In 2000, the AAP issued a
statement advocating that pediatri-
cians assist parents who desire a
DNAR order to develop a consensual
agreement with school officials
about goals and procedures for in-
school medical treatment.’0
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Although the law mandates that the
school district accommodate students
with CCCs by providing supplementary
aid and health care services, fulfilling
the spirit of the law under all circum-
stances can prove challenging. The In-
dividuals with Disabilities Education
regulations exempt schools from pro-
viding “medical services” while stipu-
lating that the provision of intermittent
care necessary for the student’s par-
ticipation cannot be used as grounds
for exclusion. To fully integrate stu-
dents with educational, health, or men-
tal health challenges, schools use an
individualized education plan (IEP)
and/or a 504 plan. These plans, devel-
oped collaboratively by the student,
family, and school district, articulate
the services to be provided to accom-
modate the child. Within this process,
health care needs can be addressed by
an individualized health care plan
(IHCP), which also may include an
emergency care plan. These plans rep-
resent an important framework for
extending health care into the school
environment, because they are inte-
grated with the student’s educational
IEP or 504 plan. The essential role of
the licensed school nurse in the devel-
opment and implementation of a stu-
dent’s IHCP is supported by the AAP."
The IHCP is a crucial factor for the par-
ticipation of children and adolescents
with CCCs in school, and it offers them
the opportunity to remain in school.'?

Although DNAR requests in schools are
becoming more accepted, a minority
of school districts have adopted poli-
cies on this topic. The percentage of
schools in which health services staff
were reported to follow DNAR orders
increased from 29.7% in 2000 to 46.2%
in 2006 according to a Genters for Dis-
ease GControl and Prevention survey.!
Another study revealed that 80% of the
nation’s 50 largest school districts and
districts in 31 additional state capitals
did not have a policy, regulation, or



protocol supporting a student’s DNAR
order in 2005.7 For a DNAR order to be
applied within the school setting re-
quires more than just the cooperation
of the school district. Without an over-
arching local or state regulatory or le-
gal framework, honoring the request
and not performing CPR potentially
represents a liability for the staff mem-
bers who honor them.

After the AAP policy statement on DNAR
orders in schools was published in
2000, articles and commentaries from
physicians, lawyers, school nurses,
and school administrators raised sev-
eral concerns.'*’® Some argued that
schools are not medical facilities. With-
out education, their staff members
have a limited understanding of a
child’s medical condition, care re-
quirements, or expected course. In a
cardiac or respiratory arrest situa-
tion, school staff members lack the
training and perspective regarding
when to effectuate a DNAR request.
Faced with developing symptoms that
may culminate in cardiac or respira-
tory arrest in a child, they may be un-
certain how to proceed. A student’s ar-
rest may not be the result of the
underlying disease process but rather
caused by another, reversible cause.
Some individuals also may voice an un-
willingness to “stand around and do
nothing” for legal or moral reasons. In
addition, an arrest is a startling event
to witness and potentially traumatic
for bystanders when CPR is withheld.

It is important for the pediatrician to
understand, acknowledge, and ad-
dress these concerns openly and sym-
pathetically. The DNAR order directs
laypeople trained in CPR to forego us-
ing their resuscitation skills in the
case of an arrest, irrespective of its
etiology. The student’s IHGP should di-
rect the staff to provide specified
comfort-care measures such as hold-
ing him or her, providing supplemental
oxygen, or keeping the student warm.
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Notification of the school nurse and/or
activation of EMS may both provide
staff much-needed support and the
student a broader range of interven-
tions, if warranted. Parents and ado-
lescents need to acknowledge these
realities as part of their permission
and assent. Pediatricians and school
nurses should collaborate to develop
plans that can be successfully imple-
mented in the school environment.

Several commentators have expressed
concern regarding the effect of with-
holding CPR on the other students. The
implementation of DNAR requests in
schools is not, however, the only situa-
tion that may engender distress for by-
standers. Witnessing unsuccessful
CPR may also be traumatic.”® Action
plans should specify a location to
which staff can move the student in
case of an arrest. In addition, many
schools have developed counseling re-
sources for a wide variety of poten-
tially traumatic events.

The legal context in which such plan-
ning occurs is complex, and pediatri-
cians and school staff members who
honor a DNAR request may not be ex-
plicitly protected by the law.”™ (Simi-
lar issues related to EMS personnel
are beyond the scope of this state-
ment.) The ability to honor DNAR re-
quests in schools may be influenced by
avariety of factors including state stat-
utes or regulation, judicial decisions,
state attorney general’s or local pros-
ecutor’s actions, and local school dis-
trict policy or procedures. Although
most states permit physicians to write
out-of-hospital DNAR orders, few
states provide legal authority for ad-
vance health care directives by mi-
nors. Even fewer states provide ex-
plicit legal protection against liability
for school personnel who honor a stu-
dent’s DNAR request. Because of the
complexity and fluidity of state laws
and regulations, pediatricians should
contact the AAP Division of State Gov-
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ernment Affairs for current informa-
tion. They should also contact local
school districts for information about
related policies and procedures.

Pediatricians, therefore, need to re-
spect the school staff's concerns when
approaching them on behalf of a family
who desires to forego GPR. Still, as
results of a study by Kimberly et al’
illustrated, 1 of 5 school districts that
reported having a DNAR policy are in
states that do not offer explicit legal
indemnification, a finding corrobo-
rated by the School Health Policies and
Programs Study of the Centers for Dis-
ease Control and Prevention.'® Creat-
ing alegal framework in which schools
and their personnel are immune from
liability when complying with a DNAR
request in good faith is a crucial step
toward furthering acceptance of DNAR
requests in schools.

Even when medical justification and le-
gal indemnification exist at the local
and state levels, the schools still need
support in adopting policies on DNAR
orders. The pediatrician’s best ally
when approaching the school staff is
the school nurse. Although school
nurses typically are the health author-
ities within schools, staffing restric-
tions may limit their availability during
an arrest. Thus, individuals without
formal clinical training may be the first
personnel at the scene and, therefore,
need guidance. To ensure the effective-
ness of the DNAR plan within the child’s
IHCP, the pediatrician may need to help
school and local EMS staff to under-
stand its implementation.'” One means
of promoting an informed and pre-
pared population for the circum-
stances surrounding a DNAR order is
to incorporate teaching about DNAR
orders within training on CPR.

THE PEDIATRICIAN’S ROLES

Pediatricians and their professional
organizations have a variety of poten-
tial roles in supporting patients and
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their families in their efforts to achieve
school integration, especially in the
face of life-limiting conditions. Primary
care providers and subspecialists who
serve as a medical home frequently
participate in the development of IEP
and/or 504 plans. When appropriate,
they can help the school nurse to inte-
grate a DNAR request into the stu-
dent’s IHCP. The pediatrician can assist
the family to educate the relevant par-
ties about the child or adolescent’s
condition, potential complications, and
health care goals. It is crucial that phy-
sicians be open and sympathetic when
listening to the concerns of others
about dealing with a potential arrest
situation. The most effective tool a phy-
sician can offer school staff members
is a specific action plan (see Table 1).
Presentation of the order to the EMS
team, along with the child’s use of a
medical identification bracelet indicat-
ing the DNAR status, will ensure recog-
nition of the child’s and family’s wishes
for end-of-life care. In the unusual
event that a student with a standing
DNAR order does experience cardiac
or respiratory arrest at school, the
communication plan and physician’s
clearly written comfort-care plan will
be critical for directing staff actions in
lieu of starting CPR. The AAP supports
adequate physician reimbursement
for these important services,'® which
may be reported as part of the care
plan oversight codes (Current Proce-
dural Terminology"® [CPT] codes
99339-99340).

Pediatricians who work directly with
schools as school physicians or con-
sultants can help school nurses, ad-
ministrators and staff, the school
board, the district’s legal counsel, and
EMS personnel understand these is-
sues and participate in developing ap-
propriate school policies (see Table 2).
Pediatricians who create CPR-training
resources should consider including
information regarding requests to
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TABLE 1 Components of a DNAR Order

The DNAR order within the IHCP should outline the child’s needs and provide specific directives for the
staff to follow in the event of a cardiac or respiratory arrest. The elements of the plan should

include:

Identification of staff members who should be informed of and educated about the IHCP and the DNAR

order

The location to which the child will be moved if serious distress or sudden death should occur at
school or plans to remove onlookers from the area if the child cannot be moved

Which comfort measures should be offered to the child

Protocols for notification of the prearranged EMS provider

Protocols for notification of the family and primary care physician

Protocols that define steps to take should the child die in school

Designation of the clinician who will pronounce the child’s death (physician, nurse practitioner, or

physician assistant)

A specific plan for removing the body from the school to a local health care facility or designated
funeral home, including such details as the type of vehicle to be used, where it will park at the
school, who will clear the corridors, and what kind of transport equipment will be required to move

the body to the waiting vehicle

TABLE 2 Factors Shared by School Districts That Honor DNAR Orders

Presence of a district policy on the approach to the child with a DNAR order
Special consideration to meeting the needs both of the child and family and the other students and staff
A process for ensuring privacy during the event, such that students and staff other than those designated

in the IHCP are removed from the scene

Involvement of the child’s primary care clinician, the district’s legal counselor, and the local EMS provider
to reach an agreement on the care that EMS is able to provide

Reconciliation of all state statutes, including those on pronouncement, involvement of the medical
examiner, and the procedure for limiting EMS actions at the scene

A process for conveying the plan to the school’s staff with the assistance of the school nurse

Postevent planning for assisting the school’s community to deal with the death of a student

withhold interventions. Pediatricians
and their professional organizations
can assist these efforts by advocating
for regulations and laws to support
families and their children’s wishes by
protecting all individuals who act in ac-
cord with a DNAR request.

RECOMMENDATIONS

1. Whether in a medical facility or in
the community, the family of a child
or adolescent with a CCC should be
able to direct their caregivers to
withhold CPR when its application
is unlikely to be effective or when
the risks outweigh the benefits.

2. Pediatricians should work with
school nurses to incorporate the
student’s and family’s preferences
within the student’s IHCP, including
not only the decision to forego CPR
but also a clearly written, specific
approach for providing him or her
comfort care. Physicians should re-
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ceive adequate reimbursement for
providing these important services.

. Pediatricians, particularly those

contracted by school districts, can
support patients and their families
by encouraging school administra-
tors and staff members to imple-
ment a policy that accommodates
health care preferences, including
DNAR orders, at the school-district
and school-building levels.

. Organizations that develop train-

ing materials on GPR are encour-
agedto include information about
the possible outcomes of CPR and
about the option of withholding
resuscitation as part of their
curriculum.

. For decisions to forego GPR to be

respected outside the hospital envi-
ronment, pediatricians, pediatric
medical subspecialists and surgi-
cal specialists, AAP chapters, and
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local leaders will need to advocate
for regulations and laws that re-
spect the rights of families and,
when appropriate, children and ad-
olescents to direct end-of-life care.
Such laws should protect the
school, school staff members, and
EMS staff members who act in ac-
cordance with a decision by the
family of a student with a CCC to
forego GPR.
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