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In late 2001, during the af-
termath of the anthrax letter
attacks, model legislation was
proposed to relevant state
agencies to update their states’
public health laws to meet the
threat of bioterrorism. This
legislation was the Model
State Emergency Health Pow-
ers Act.

A concern underlying this
and related efforts to address
future bioterrorism threats
was the perceived inadequacy
of state laws to respond effec-
tively when such threats occur.
We evaluated how 4 states—
Utah, Maine, South Dakota,
and Indiana—addressed this
concern in the context of the
model legislation.

The conclusion is that the
model legislation generally
served as an important cata-
lyst for state action in the field
of bioterrorism preparation.
(Am J Public Health. 2004;94:
1093-1096)

THE ANTHRAX ATTACKS IN
the fall of 2001 raised the ques-
tion of whether each level of
government in the United States
had adequate authority and re-
sources to respond to future at-
tacks. In the US defense against
bioterrorism, state and local
agencies will most likely be on
the front lines because these lev-
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els have the primary responsibil-
ity for public health." The Center
for Law and the Public’s Health
at Georgetown and Johns Hop-
kins universities wrote model
legislation for states seeking to
update their laws relating to
public health emergencies be-
cause these laws are arguably
outdated.” The Model State
Emergency Health Powers Act
(MSEHPA) highlights those pow-
ers the center found should be
granted to states to detect and
respond sufficiently to future
bioterrorist attacks.

States received copies of the
MSEHPA in late 2001, and
many initiated legislative or ad-
ministrative efforts to adopt part
or all of its text.> This study ex-
amines how 4 states—Utah,
Maine, South Dakota, and Indi-
ana—interpreted the MSEHPA to
try to achieve the goals of effec-
tive bioterrorism detection and
response. These states are in dif-
ferent regions of the country, and
they addressed the challenges
presented by the threat of bioter-
rorism differently. The general
conclusion of this article is that
the MSEHPA usually served as a
catalyst for health care providers,
law enforcement personnel, polit-
ical leaders, and citizens at large
to discuss how to improve their
public health laws.
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THE SUBSTANCE OF
THE MSEHPA

The MSEHPA has 2 broad op-
erational goals relevant to infec-
tious disease—effective detection
of the problem and effective re-
sponse.4 In terms of detection,
the MSEHPA places pharmacies,
hospitals, and outpatient service
providers on the front lines
against bioterrorism. Before the
MSEHPA, many states prevented
private businesses like pharma-
cies from sharing information
with health authorities and pro-
hibited health authorities from
sharing information with state
police. The MSEHPA requires
pharmacists who notice peculiar
increases in specific medicines to
contact state or local health au-
thorities. If public health officials
think it necessary, the pharmacist
is even required to supply names
and addresses of specific individ-
uals. When public health authori-
ties learn of a case they “reason-
ably believe” to be the result of
bioterrorism, the MSEHPA di-
rects them to inform public
safety authorities immediately.

Once public health authorities
detect a possible bioterrorist at-
tack, they must then develop an
effective response to the emer-
gency. Under article II of the
MSEHPA, states should already

Legal‘and Public Policy Responses of States to Bioterrorism

have coordinated their response
measures to public health emer-
gencies. After a governor de-
clares a public health emergency,
she may suspend any regulatory
statute if strict compliance with
such laws would “prevent, hinder
or delay necessary action” to re-
spond to the threat. The public
health authorities coordinate the
state’s response to the emer-
gency, and the state legislature
can terminate the state of public
health emergency at any point.
One potentially controversial
response measure is the isolation
and quarantine of potentially in-
fected individuals.” The MSEHPA
gives the state broad power to do
so, on the condition that isolation
and quarantine are the “least re-
strictive means” to prevent the
spread of infectious disease. Fail-
ure to abide by the state’s direc-
tions in isolation or quarantine
would constitute a misdemeanor.
Additional response measures in-
clude mandatory vaccinations,
and seizure of private property.
At the same time, the MSEHPA
guarantees affected individuals
some due process to demand re-
lease from isolation or quaran-
tine. Specifically, individuals can
request a court hearing for the
state to show cause for the isola-
tion or quarantine or for affected
individuals to argue that the state
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has breached conditions of the
isolation or quarantine order.
Perhaps the foundational
achievement of the MSEHPA is
its articulation of how to balance
social goals served by police pow-
ers with individual freedom. Ab-
sent such ex ante articulation, the
state may quickly lose credibility
and public trust after a bioterror-
ist attack and thus complicate ef-
forts to mitigate the spread of in-
fectious disease. For example,
local officials in Muncie, Indiana,
did not effectively communicate
with citizens during a smallpox
outbreak in 1893. Local officials
sought quarantines, isolations,
seizure of property, and manda-
tory vaccinations, but soon con-
fronted violent resistance. More
recently, the spread of severe
acute respiratory syndrome
(SARS) and the Chinese govern-
ment’s response to the disease
likely diminished public trust in
that government.® These experi-
ences should encourage govern-
ment leaders at all levels to
discuss and develop effective de-
tection and response strategies
for bioterrorist and nonterrorist
occurrences of infectious disease.

CASE STUDIES

The 4 states evaluated in this
article present a useful compari-
son of how different states ap-
proach the same problem of the
threat of bioterrorism. The Utah
legislature addressed only detec-
tion issues, given the pressing
need to prepare for the 2002
Winter Olympics in Salt Lake
City. Maine largely ignored detec-
tion and focused instead on
strengthening response powers.
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South Dakota also focused pri-
marily on response in addition to
clarifying jurisdictional issues be-
tween the state and county de-
partments of health. Finally, con-
fident in existing state powers to
handle bioterrorist attacks, Indi-
ana did not reform its public
health laws.

Utah

After receiving the MSEHPA
in late fall of 2001, Utah De-
partment of Health officials de-
cided to propose some reforms
of the state’s public health laws.
However, it was an open ques-
tion whether the agency should
pursue a comprehensive—yet
lengthy and time-consuming—
set of reforms or a more modest
version. Although the state
might have benefited from both
detection and response reforms,
Utah health officials ultimately
pursued only detection reforms
for 2 reasons. First, the agency
had already missed the deadline
for submitting bills to the legis-
lature for its 2002 session. As
a result, the agency was more
dependent than usual on indi-
vidual legislators to draft and
promote legislation, and a com-
prehensive set of reforms would
likely have been too ambitious
an undertaking. The agency
could either have waited for al-
most a year to submit a compre-
hensive version or support a
more modest version immedi-
ately. Second, the Winter
Olympics in February 2002
strongly encouraged officials to
choose the latter. It was deemed
better to have a partial set of re-
forms in place before this poten-
tial terrorist target than nothing.
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Utah’s reforms focused on
health care providers’ expedited
reporting of relevant information
and the appropriate dissemina-
tion of that information. Preexist-
ing state law mandated that phy-
sicians, pharmacists, and hospitals
immediately report selected diag-
noses to public health officials.
However, “immediate reporting”
could take as long as 14 days
after a diagnosis. Waiting for a
firm diagnosis before reporting
the patient’s conditions to public
health authorities could worsen
the bioterrorism attack’s potential
impact.” In addition to the
mandatory reporting of diag-
nosed conditions, the changes
authorized the voluntary report-
ing of syndromes and conditions.
For example, pharmacists could
report to the Department of
Health that they had received an
unusual number of requests for
over-the-counter drugs. In addi-
tion, Utah followed the MSEHPA
by authorizing public health offi-
cials to share information with
law enforcement agencies.

Yet, the Department of Health
and its allies in the legislature
made several concessions to op-
ponents. Originally, the depart-
ment sought mandatory report-
ing conditions and syndromes.
After several hospitals, pharma-
cists, and the Utah Medical Asso-
ciation argued that such exten-
sive reporting requirements
might pose serious administrative
burdens on health care provid-
ers, the department agreed to the
mandatory/voluntary distinction
described previously. In response
to concerns about individual pri-
vacy, the bill included a 2-year
sunset provision and a clause

mandating that the department
must destroy any personal infor-
mation within 180 days of its
collection.

In the end, Utah did not
change its quarantine laws or
other response measures as part
of this effort. The legislature had
recently reformed these laws to
help the Department of Health
address cases of recalcitrant pa-
tients with tuberculosis or other
infectious diseases. However, the
new laws refer only to individu-
als, not groups, so it is unclear
whether the Utah Department of
Health has the full extent of
quarantine authority envisioned
in the MSEHPA. In terms of due
process, the state is required to
give quarantined individuals a
hearing to determine the neces-
sity of continuing such condi-
tions within 10 business days. It
is uncertain whether the state
has the legal authority to man-
date vaccinations for uncoopera-
tive individuals.

Maine

Unlike Utah, Maine focused
primarily on bioterrorism re-
sponse instead of detection.
Maine already had some emer-
gency powers, such as holding
individuals for up to 48 hours
for “public health purposes.” A
court could order such holding
even if the individual did not
come to court. However, the leg-
islature considered these powers
inadequate to respond to a
bioterrorist attack.

Maine accorded its public
health department new powers
that would come into effect only
after the governor declared an
“extreme public health emer-
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gency.” Powers granted to the
public health department in-
cluded taking “a person into cus-
tody and orderling] prescribed
care.”® The term prescribed care
was defined broadly to include
isolation, quarantine, mandatory
vaccination, and medical exami-
nation and treatment ordered by
the department. This covers
many of the “response” powers
detailed in the MSEHPA, includ-
ing controversial issues like
mandatory vaccinations. Yet,
Maine sought to balance a need
for public protection with respect
for individual rights. For exam-
ple, although the MSEHPA al-
lows 10 days of quarantine and
isolation before the affected indi-
vidual receives a hearing, Maine
authorized only 48 hours before
such judicial intervention. In addi-
tion, Maine’s law did not include
the sections of the MSEHPA de-
tailing how the state can handle
the remains of infected or possi-
bly infected individuals.

The Maine legislature did not
address most detection issues to
the extent envisioned in the
MSEHPA. Maine law protecting
personal health information would
likely have conflicted with certain
provisions in the MSEHPA. Spe-
cifically, legislators feared that a
proposal to grant public health
officials unrestricted access to
individual-level health informa-
tion regardless of the circum-
stances would encounter stiff po-
litical opposition. Instead, Maine
allowed disclosure for the pur-
pose of “protectling] the public
health and welfare,” which could
be interpreted as allowing health
care providers to share informa-
tion in aggregate form. In addi-
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tion, after declaration of an ex-
treme public health emergency,
the public health department can
demand individual-level informa-
tion related to that emergency.

Despite these changes, some
concerns remain regarding the
capacity of the public health sys-
tem in Maine to respond to any
attack. In particular, Maine may
have insufficient institutional ca-
pacity to handle such public
health emergencies. Maine has
no county public health depart-
ments, and the state’s 2002 ap-
plication for Centers for Disease
Control and Prevention (CDC)
funds to augment the state’s
bioterrorism response capabilities
pointed to a Department of Justice/
CDC survey indicating that “im-
mediate attention” was needed in
49 of the 88 key public health
essential service dimensions.’
This illustrates the need for
many states to go beyond mak-
ing only legal changes in enhanc-
ing community preparedness for
bioterrorism and other public
health emergencies.

South Dakota

The South Dakota legislature
passed 2 bills in 2002 giving the
governor several new powers to
respond to bioterrorist attacks.
One set of powers would come
into effect after any “disaster,
war, act of terrorism as defined
by state law, or emergency that
is beyond local government capa-
bility.”™® One of these powers is
the governor’s ability to “procure,
acquire, store, distribute and dis-
pense” pharmaceutical agents
within the state’s borders to re-
spond to the event in question.
This language is broader than
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the text of the MSEHPA, which
would allow such actions only in
times of a “shortage or threat-
ened shortage” of pharmaceutical
agents. Another key provision of
the law is the ability of the gover-
nor to “appoint . . . out-of-state

»11 to re-

health care providers
spond to bioterrorist attacks, pre-
sumably in case the local supply
of such providers appears insuffi-
cient. This language derives from
the MSEHPA, which specifies
how long providers may be li-
censed and their liability protec-
tions for civil damages.

One overarching change is the
clarification of the South Dakota
Department of Health’s authority
after the declaration of a public
health emergency. Legislators
and public health officials feared
that time-consuming disputes be-
tween state and county health of-
ficials over each level’s powers
would occur. The legislature
amended South Dakota laws re-
lating to the emergency powers
of both levels of the public health
infrastructure and declared that
the state shall have the “primary
jurisdiction, responsibility, and
authority for responding to a
public health emergency.”* Yet,
there are some areas the South
Dakota bills do not address. Spe-
cifically, state law already man-
dated reporting infectious dis-
eases such as tuberculosis, and
legislators did not seek to grant
the state power to mandate vac-
cinations of individuals.

Indiana

Although many states reformed
their laws regarding public health
emergencies to detect or better
respond to bioterrorist attacks,
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the Indiana legislature and public
health officials believed they al-
ready had enough authority to
respond to these situations. The
Indiana legislature had already
sought to balance the individual’s
interest in keeping health infor-
mation confidential with the
state’s need to detect emerging
infectious diseases quickly, re-
gardless of whether these dis-
eases were part of a bioterrorist
attack. Usually, under Indiana
state law, individual health infor-
mation is confidential, and any
person who violates this confi-
dentiality is guilty of a misde-
meanor. However, physicians
and hospitals must report certain
communicable disease informa-
tion to the health department,
and the department may track
this information to respond effec-
tively to these public health
threats. These provisions may
provide an adequate foundation
for the detection of a bioterrorist
attack, but the state could still re-
form its existing law and bolster
improvements in public health.
For example, Indiana could take
steps similar to Utah’s in moni-
toring the frequency with which
health care providers actually re-
port communicable diseases.

In terms of response, Indiana
law grants significant emergency
power to the public health com-
missioner, not the governor. In
particular, the commissioner has
the right to “establish quaran-
tine[s] and may do what is rea-
sonable and necessary for the
prevention and suppression of
disease.” Another broad power
granted to the commissioner is
the “right to issue an order con-
demning or abating conditions
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causative of disease.”” Unlike
the MSEHPA, Indiana law does
not specify what due process a
quarantined individual has.

CONCLUSION

All the states in this study con-
sidered the MSEHPA, but each
eventually approached concerns
about bioterrorism differently.
Multiple factors—including the
states’ political dynamics, social
characteristics, and existing legal
frameworks—likely shaped these
approaches. Although these
states did not provide the consis-
tency sought by the Center for
Law and the Public’s Health,
their efforts still addressed some
critical needs regarding bioterror-
ism detection and response.**

Study of this issue sheds light
on the interaction between law
and public policy in solving a
complex and contemporary na-
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tional, state, and local problem—
bioterrorist attacks on civilian
populations. Consistent and clari-
fied law that minimizes time-
consuming lawsuits in the event of
a crisis is 1 aspect of a solution to
this problem. Building on efforts
to update their laws, states and lo-
calities should now direct their at-
tention, other aspects—including
funding and personnel.”” m
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States demonstrates the need for
preparedness for bioterrorism,
and the recent outbreak of se-
vere acute respiratory syndrome
(SARS) has renewed fears of un-
intentional or naturally occurring
infectious epidemics. In respond-
ing to these threats, the public
health system has rightfully gar-
nered much of the attention,'
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after decades in which govern-
ment has starved public health
agencies of needed resources.™*
However, an effective response
also will require the health care
system to fulfill critical roles. By
the term health care system, we
mean those professionals (e.g.,
physicians and nurses) and insti-
tutions (e.g., hospitals and health
plans) obliged to diagnose, treat,
and care for individuals exposed
to or infected with contagious
diseases. We specify contagious
diseases because although an-
thrax is not transmissible from
person to person, many experts
reserve their deepest fears for
transmissible agents such as
smallpox, plague, hemorrhagic
fevers (e.g., the Ebola, Marburg,
Lassa, and Crimean-Congo hem-
orrhagic fever viruses), and new
(e.g., SARS) or designer viruses
and bacteria.’

Thinking systematically, what
are the obligations of the health
care system in handling conta-
gious diseases? The health care
system should rapidly identify
threats, help to prevent the
spread of disease in the popula-
tion, and care for infected pa-
tients. These 3 tasks—detection,
containment, and treatment—are
vital to the efficient handling of
contagious epidemics. To prepare
for each task, policymakers have
emphasized training,®™® clarifica-
tion of public health quarantine
powers,"*!! facilities improve-
ments, and pharmaceutical stock-
piling.*™* Although these steps
are important, we wish to draw
attention to several challenges re-
lated to medical ethics and pro-
fessionalism that might hinder
detection, containment, and
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treatment and that have been
much less discussed. Ours is not
an exhaustive compilation of the
many ethical issues associated
with bioterrorism, but the issues
we raise have received relatively
little attention recently and are at
risk of being lost in the highly
publicized debates over, for ex-
ample, the ethics of smallpox
vaccination. These issues also il-
lustrate that contagious diseases
raise critical questions about the
ethical relationship between
medicine and public health.

DETECTION: REPORTING
AND ACCESS TO CARE

In some bioterror scenarios,
such as an aerosol release into a
crowd, simultaneous widespread
infections would mark an attack;
if this were the case, then limit-
ing the outbreak through early
detection might provide little
benefit (though early recognition
and treatment of the illness
might still save lives). But
smaller-scale attacks are poten-
tially much easier for terrorist or-
ganizations to organize, finance,
and carry out.”® As the anthrax
mailings of October 2001
demonstrated, even relatively
small attacks can provoke wide-
spread anxiety and disruption. In
a stealth attack, early detection
becomes critically important, as it
is in stemming naturally occur-
ring outbreaks.

To improve detection, the
United States is expanding the
public health system’s capacity
for surveillance. However, public
health surveillance relies largely
on reports from health care pro-
fessionals. Persons with symp-
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toms arrive first in physicians’ of-
fices, clinics, or hospital emer-
gency departments. For this sys-
tem to work, therefore, patients
must first have access to the
health care system, and their ill-
nesses must then be reported to
the public health system.

The health care system must
improve its reporting perform-
ance. Many physicians are un-
aware of reporting requirements,
complain of the administrative
burden of reporting, do not see
reporting as important to patient
care, or are unconvinced that re-
porting is of value.”” Reporting
must be made easier (or even au-
tomatic, through electronic links),
and physicians should be given
feedback on how their reports
are used to safeguard public
health, reinforcing the value of
the physician—public health part-
nership. Examination of the
physician’s role in reporting con-
tagious illnesses should be in-
cluded in new curricula on pro-
fessionalism' in the context of
exploring the social roles of the
medical profession—an issue to
which we will return.

In the area of patient access
to health care, more challenging
dilemmas arise. Strong ethical
reasons have long been recog-
nized as supporting universal ac-
cess to a decent minimal set of
health care services,” yet our
nation has been unable or un-
willing to accomplish this.?® Per-
haps if policymakers understand
that inadequate access to care
poses a threat to national secu-
rity, progress can be made.*"**
In the United States, more than
40 million Americans lack
health insurance, and this num-

ber is rising.*** Although some
uninsured individuals use emer-
gency rooms to obtain care
when they are acutely ill, many
of the uninsured and underin-
sured avoid the health care sys-
tem for as long as possible.°
Some have argued that bioter-
ror-related illnesses are so severe
that anyone affected would
surely seek care.”® But unin-
sured patients discriminate
poorly between appropriate and
inappropriate care and tend to
avoid both equally.*® Numerous
studies demonstrate that the
uninsured are more likely to
present in an advanced stage of
illness, and many die without
ever being evaluated.?” 29
Terrorists undoubtedly recog-
nize that even a small-scale re-
lease of an infectious agent into a
community with a high rate of
uninsurance might be devastat-
ingly effective. Because most of
the uninsured are employed and
working throughout cities, sub-
urbs, and rural areas, starting an
outbreak in such a community—
using a low-tech approach, such
as an infected “martyr”—would
reduce the likelihood of early de-
tection and raise the odds of
broad spread of the disease.*°
Unfortunately, this scenario is
not mere speculation: “natural
experiments” that simulate such
an attack have demonstrated the
vulnerability of poor, especially
uninsured immigrant, popula-
tions and their ability to spread
disease throughout the popula-
tion.*"** Many naturally occur-
ring infectious diseases, including
tuberculosis, food-borne illnesses,
and HIV/AIDS, disproportion-
ately burden the uninsured and
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subsequently spread to the com-
munity at large.*?

Maintaining barriers to access-
ing health care in the face of
today’s threats should be unac-
ceptable, morally and politically.
In the aftermath of the Septem-
ber 11 attacks, New York or-
dered its health care system to
provide care to all possible vic-
tims®** and the state health com-
missioner, Antonio Coello Nov-
ello, declared to providers: “Thou
shalt not ask who will pay for
this.”*> Over the next 4 months,
New York’s special Disaster Re-
lief Medicaid program enrolled
and cared for almost 400 000
people.*® New York dramatically
streamlined the application pro-
cess for Medicaid and obtained
additional funding for the state
pool for the uninsured. The pub-
lic, government, and the medical
community widely approved
these actions as appropriate,
given the threat.>”*®

Learning from this experience,
federal and state officials should
make clear that individuals with
symptoms that suggest infection
with a contagious illness should
present for evaluation and en-
sure that those who do can be
treated without prejudice. Fund-
ing must be provided to cover
screening and treatment of pa-
tients with contagious illnesses;
in particular, funding for hospital
emergency departments that see
large volumes of uninsured pa-
tients must be increased.®® Be-
cause patients cannot be ex-
pected to know in advance
whether their illness is infectious,
programs can be targeted toward
contagious illness but ultimately,
they will need to be broad based.
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Finally, funding alone might not
guarantee ready access to care
for certain populations, especially
recent immigrants and those who
mistrust the health care system.**
The current policy focus on ad-
dressing racial and ethnic health
disparities should be used to
build a culturally sensitive pri-
mary care system in which all
patients feel welcome.*°

CONTAINMENT:
ISOLATION BEFORE
QUARANTINE

In late October 2001, the sec-
retary of the US Department of
Health and Human Services
asked the states to increase their
legal preparedness for potential
epidemics.*! Twenty-two states
and the District of Columbia
have since enacted laws based
on the Model State Emergency
Health Powers Act, drafted by
the Center for Law and the Pub-
lic’s Health at the request of the
Centers for Disease Control and
Prevention.**** These laws seek
to ensure that when facing a
clear emergency, the public
health system can carry out
screening, vaccination, quaran-
tine, and treatment.** Even with
these powers, however, the pub-
lic health system cannot contain
an outbreak as rapidly as might
health care professionals who are
willing and empowered to use
short-term involuntary isolation
when needed.

Of course, most contagious pa-
tients will comply voluntarily
with an isolation request; but re-
cent bioterror training scenarios
assume that not everyone will co-
operate with treatment and quar-
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45,46

antines,

and this assumption
is borne out in experiences with
SARS.*”"** Tllness and fear can
hinder clear thinking. Physicians
should know this and be pre-
pared to intervene if necessary.
Under what legal authority might
health care professionals isolate a
potentially contagious patient in
advance of a public health quar-
antine? Health care professionals
have a general obligation to pre-
vent patients from harming
themselves or others and may
use compulsion when neces-
sary.”® The most common appli-
cation of this power might be to
“hold” psychiatric patients
thought to pose a suicide or
homicide risk.”" Such short-term
physician holds usually require
judicial review within 24 to 48
hours, but this kind of short-term
legal authority could serve as an
early stop to an outbreak in the
event that one or more patients
decline necessary interventions
before the public health author-
ity enforces quarantine.

In general, public health offi-
cers, not one’s physician, should
declare quarantine, because sep-
aration of these roles allows phy-
sicians to attend to individual pa-
tients’ interests. Indeed, using
professional powers to hold pa-
tients involuntarily poses a fun-
damental ethical challenge for
physicians, because it entails
overriding an individual patient’s
wishes in deference to the com-
munity’s needs—balancing re-
spect for patient autonomy
against public health benefit.
Challenging though it may be,
however, mediating the tension
between individual and commu-
nity needs is integral to the role

of the medical profession in soci-
ety—and demonstrates why the
profession must maintain some
independence from both the
state and patient interests.>*
There are significant risks in
physicians’ acting as agents of the
state,53_55
obligations is as ancient a part of

yet attention to civic

professionalism as is attention to
patients’ interests. Plato bluntly
recognized this balancing act
when he wrote that physicians
are “statesmen” who are to do
what “is best for the patients and
for the state.”®**® More recently,
Creuss and Creuss noted that
during the 19th century

legal measures for the first time
granted medicine a broad mo-
nopoly over health care—along
with both individual and collec-
tive autonomy—with the clear
understanding that in return
medicine would concern itself
with the health problems of the
society it served and would
place the welfare of society
above its own”7#94%)

The original 1847 Code of
Medical Ethics of the American
Medical Association noted that a
physician’s skills “are qualities
which he holds in trust for the
general good,”****™® and one of
its 3 chapters—entitled, “Of the
Duties of the Profession to the
Public, and of the Obligations of
the Public to the Profession”—
dealt explicitly with physicians’
social duties.>$?%3%)

In the era after 1955, how-
ever, medicine began to move
away from balancing social obli-
gations, tilting toward a more re-
stricted advocacy position.’®°
Obligations regarding public
health were minimized, and phy-
sicians were eventually urged to
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ignore civic considerations alto-
gether and to think only of the
welfare of the patient before
them. In 1984, Norman Levin-
sky wrote that “physicians are re-
quired to do everything that
they believe may benefit each
patient, without regard to costs
or other societal considera-

6L 1574 Thijg statement re-

tions.
flected the domination of med-
ical ethics by respect for patient
autonomy and the loss of a car-
dinal feature of professionalism:
mediation between private and
community interests.”>°* But,
bereft of its role as a social pro-
tector, medicine was left with
only technical expertise to sup-
port its claims to professional
prerogatives, which are granted
by society and have since
steadily eroded.®*®* Recognizing
this chain of events, recent schol-
ars of the medical profession are
returning to a civic understand-
ing of professionalism as neces-
sary to maintaining public trust
and, with it, professional privi-
leges.>®% Dr William Sullivan
wrote of this return to a classic
role for the professions in
society: “Historically, the legiti-
macy, authority, and legal privi-
leges of the most prestigious pro-
fessions have depended heavily
on their claims (and finally their
demonstration) of civic perform-
ance, especially social leadership
in the public interest.”¢®!)
Ethically, therefore, when
time is limited, physicians
should be empowered and will-
ing to use short-term holds to
prevent immediate spread of
disease, because physicians’
professional duty sometimes
should tilt toward protecting the
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public—although not inciden-
tally, of course, most individuals
will also benefit from enforced
isolation and treatment. Some
physicians and patients, raised
on the medical ethics of the last
50 years, will chafe at the pater-
nalism of this statement, but we
find that professionalism re-
quires meaningful attention to
civic duties such as protecting
the public health. Because the
power to hold patients involun-
tarily can be abused,’” con-
straints such as requiring 2 phy-
sicians to concur, ensuring the
short-term nature of the hold
(24 hours or less), and ensuring
rapid judicial review, should be
applied. Legally, in jurisdictions
where it is not clear whether
physicians’ authority to hold pa-
tients for dangerousness applies
outside the psychiatric setting,
clarification is required. Bioter-
ror training should reinforce
physicians’ ethical obligations re-
garding isolation of dangerously
infectious patients, and there
should be open debates on ap-
propriate limits to this power, as
well as to address practical con-
siderations regarding quaran-
tine, such as when public health
authorities should enforce com-
munity quarantine and how to
respectfully care for those under
quarantine.

TREATMENT: THE DUTY
TO TREAT

Recent discussions of treat-
ment barriers during bioterror-
related outbreaks tend to focus
on potential shortages of antibi-
otics and vaccines. But stockpiles
can be calculated with reason-
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able certainty and increased as
needed. More challenging in
these scenarios is that 1 treat-
ment variable is critically impor-
tant yet very difficult to estimate:
how many health care profes-
sionals will fail to show up for
work because they fear contract-
ing the illness?°®

It is almost certain that some
will not willingly face the risk. At
least 1 hospital in China had dif-
ficulty maintaining services be-
cause of absenteeism in the face
of SARS.®? Some hospitals in
New York have announced they
will not care for victims of
bioterror attacks.” Physician
performance during epidemics,
from the black plague to the
HIV epidemic, has been notori-
ously spotty.”~"® And relatively
few physicians have volunteered
to receive smallpox vaccination,
despite high-level government
requests.”’75

There is legitimate reason for
trepidation on the part of health
professionals. More than one
third of health care personnel
treating patients after the sarin
gas attack in Tokyo became ill
from cross-contamination.”®
Health care workers are common
second-wave victims of Ebola””
and SARS.”® In the United States,
there are 56 documented cases
of health care workers’ becoming
infected with HIV due to needle-
stick injuries,”® and countless
more have contracted hepatitis B
or C, tuberculosis, and other po-
tentially deadly infections. Into
the 1950s, exposure to and
infection with tuberculosis was
a near-ubiquitous medical train-
ing experience, especially for
pulmonologists.**®

Several ethical and practical
bases for a “duty to treat” have
been proposed that taken to-
gether provide a strong justifi-
cation for its reaffirmation
today.®*®? Health care profes-
sionals receive special training,
which increases the general ob-
ligation to render aid to others
in need, because it increases
the value of the aid and may
reduce the risk associated with
providing it.%* Physicians have
long subscribed to explicit
codes of ethics that demand the
duty to treat,3*®*° codes that the
public assumes to be binding.
In 1991, despite recent inter-
professional wrangling over the
treatment of patients with
HIV,” 72% of the public
agreed with the statement that
physicians are obligated to
“treat all sick people.”®” Physi-
cians also receive social stand-
ing and trust as part of a social
contract, which includes an ob-
ligation to place the welfare of
patients above self-interest.>”

When professional associa-
tions last confronted this issue, in
the early years of the AIDS epi-
demic, early wavering gave way
to consensus that a duty to treat
still exists.*® According to the In-
fectious Diseases Society of
America and the American Col-
lege of Physicians, health care
professionals “must provide high-
quality nonjudgmental care to
their patients, even at the risk
of contracting a patient’s dis-

789®576) The American

ease
Medical Association’s recently
(December 2001) adopted Dec-
laration of Professional Responsi-
bility states that physicians must

“treat the sick and injured with
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competence and compassion and
without prejudice,” and “apply
our knowledge and skills when
needed, though doing so may put
us at risk.”%°

Two steps should be taken to
reinforce this obligation. First,
language in professional codes of
ethics addressing treatment dur-
ing epidemics was largely re-
moved in the 1970s, at a time
when epidemics appeared to be
on the wane.”* Subsequent state-
ments focused almost exclusively
on HIV/AIDS and often were
framed in terms of antidiscrimi-
nation principles rather than pro-
fessional obligations.”* Profes-
sional associations should make
clear their current stances on
physicians’ obligations to care for
patients during epidemics. Ide-
ally, the inspiring spirit and lan-
guage of the early American
Medical Association Code of
Medical Ethics should be reaf-
firmed today: “When an epi-
demic prevails, a physician must
continue his labors for the allevi-
ation of suffering people, without
regard to the risk to his own
health or to financial
return.”93(p354)

Second, to justify and
strengthen this obligation, special
efforts should be made to ensure
that health care professionals re-
ceive all reasonable preventive
and treatment measures in the
event of an outbreak, such as
vaccines, prophylactic therapies,
and safety training.”* Such pref-
erential treatment makes practi-
cal sense, because only healthy
practitioners will be of value in
responding to any ongoing
threat.”® Ethically, when health
care professionals tend to pa-
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tients in epidemics, healthy peo-
ple place themselves (and often
their families) at risk to benefit
the common good. The state
must recognize that this burden,
in some manner, should be
shared by the community as a
whole. This value was implicitly
recognized in policy discussions
regarding early smallpox vacci-
nation for health care workers.
However, beyond smallpox,
health care workers should be
assured that in the event of an
attack, all that is possible will be
done to protect them—and their
families. Local stockpiles of vac-
cines and other therapies should
be set aside for health care work-
ers, ensuring that those who may
be at greatest risk will receive
early and effective protection. In
addition, the families of health
care workers who perish in epi-
demics should receive predicta-
ble compensation. By offering
fair compensation, the govern-
ment can further spread the
burden of pursuing the public
interest.

CONCLUSIONS

Defense against bioterror and
naturally occurring infectious epi-
demics requires a strong public
health system. But the public
health system cannot function
without an effective health care
system to detect, contain, and
treat infectious diseases. Hence
our national defense against
bioterrorism must ensure univer-
sal rapid access to knowledge-
able and compassionate health
care professionals who in turn
can and will evaluate and care
for potentially contagious pa-
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tients. When ethical barriers in
the health care system stand in
the way of detection, contain-
ment, and treatment, they must
be confronted and resolved, be-
cause undiagnosed, unconfined,
and untreated infections pose

a risk to individuals and the
community. ®
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Asthma Inhalers in Schools: Rights of Students with Asthma
to a Free Appropriate Education

| Sherry Everett Jones, PhD, JD, MPH, and Lani Wheeler, MD

Students who possess and
self-administer their asthma
medications can prevent or re-
duce the severity of asthma
episodes. In many states, laws
or policies allow students to
possess and self-administer
asthma medications at school.

In the absence of a state or
local law or policy allowing
public school students to
possess inhalers and self-
medicate to treat asthma, 3

federal statutes may require
public schools to permit the
carrying of such medications
by students: the Individuals
With Disabilities Education Act,
Section 504 of the Rehabilita-
tion Act of 1973, and Title Il of
the Americans with Disabilities
Act. Local policies and proce-
dures can be based on these
federal laws to ensure that stu-
dents with asthma can take
their medicines as needed.
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MORE THAN 6 MILLION AMERI-
CAN children aged younger than
18 years have asthma, making it
one of the most common
chronic diseases among chil-
dren.' In 2001, more than 4
million children younger than
18 years had an asthma episode

in the previous year (a rate of
57/1000), suggesting that many
young people with asthma may
not have their asthma under
control.' As many as an esti-
mated 1.4% of all American
children experience some level
of limitation owing to asthma,
such as an inability (or limited
ability) to engage in school or
play activities.” Young people
with asthma miss an estimated
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14 million days of school each
year because of the disease,’
and some children’s school per-
formance consequently suffers.*
Provided parents or guardians
and a health care provider,
preferably with input from the
child’s school and especially the
school nurse, deem it appropriate
for a student to self-medicate and
have granted authorization, it is
beneficial to students with
asthma to have unobstructed ac-
cess to their medication before,
during, and after school.>® Stu-
dents who self-administer their
asthma medications can prevent
or reduce the severity of asthma
episodes.” However, some schools
perhaps as part of a drug use
prevention program or in hopes
of minimizing liability claims, do
not allow students to carry their
inhalers in school.®° In 2000,
students were allowed to self-
medicate with prescription in-
halers in 68% of all schools na-
tionwide (79% of middle/junior
and senior high schools).”
Restrictions on students carry-
ing their inhalers may preclude
the immediate use of medication
at the onset of symptoms. For ex-
ample, the room in which the
medication is kept may be too far
from the student’s classroom or
playing field, some students may
believe it is too disruptive to go to
another part of the school build-
ing to take their medication,"
and many students are embar-
rassed about needing to take
medications.”® Restrictions on the
use of inhalers may ultimately
compromise medication adher-
ence, increase the risk of a full-
blown asthma episode, and cause
unnecessary suffering, emergency
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treatment, and asthma-related
school absences.>*

In 2000, approximately 223
children aged O through 17 years
died as a result of asthma (a rate
of 0.3/100000)." Furthermore,
asthma results in substantial in-
creased use of the health care
system. In 2000, children aged O
through 17 years had an esti-
mated 4.6 million asthma-related
outpatient visits to doctors’ of-
fices and hospital outpatient de-
partments (a rate of 649/10000),
approximately 728 000 asthma-
related emergency department
visits (a rate of 104/10000), and
approximately 21 000 asthma-
related hospitalizations (a rate of
30/10000).! Asthma-related
missed school days among chil-
dren aged 5 through 17 years re-
sulted in an estimated cost of
$726.1 million in caretakers’
time lost from work.**

By knowing the rights of stu-
dents with asthma, school admin-
istrators, educators, physicians,
and other health care providers
can help ensure that students
have appropriate access to med-
ications. This article explores
state laws and policies that
allow students to carry and self-
administer asthma inhalers in
school and federal statutes that
may, under certain circum-
stances, require schools to allow
students to do so.

STATE LAWS AND POLICIES
ALLOWING INHALERS

As of April 2004, 38 states
allow self-medication among stu-
dents at school. Twenty-three
states (Alabama,'® Delaware, "°
Florida,” Georgia,"® Illinois,”
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Kentucky,*® Maine, 2 Massachu-
setts,?* Michigan,>* Minnesota,**
Mississippi,25 Missouri,26 New
Hampshire,”” New Jersey,*® New
York,? Ohio,*° Oklahoma,
Rhode Island,** Tennessee,*?
Texas,** Utah,*® Virginia,?® and
Wisconsin®’) have enacted legis-
lation specifically to allow stu-
dents with asthma to possess and
self-administer inhaled asthma
medications while at school.
These laws require parental con-
sent and permission from a phy-
sician or other health care
provider. Also, the School Health
Policies and Programs Study
2000 found that an additional
10 states (Kansas, Louisiana,
Maryland, Nebraska, New Mex-
ico, North Dakota, South Car-
olina, South Dakota, Vermont,
and Washington) have adopted
policies allowing students to self-
medicate at school with prescrip-
tion inhalers.*® Five other states
(California,*® Connecticut,* Indi-
ana,* Towa,** and Oregon™®?)
have laws broadly providing for
the self-administration of medica-
tions. Because state laws are
often changing, interested read-
ers can access the National Con-
ference of State Legislatures Web
site to monitor legislative action
related to asthma, including
self-medication laws (http://
www.ncsl.org/programs/esnr/
asthmamain.htm).

ASTHMA AS A DISABILITY:
FEDERAL STATUTES

In the absence of a state or
local law or policy allowing stu-
dents to possess inhalers and
self-medicate, health care provid-
ers and parents might be able to

use 1 of 3 federal statutes that,
under certain circumstances, will
provide the legal justification re-
quiring schools to allow students
with asthma to do so. Those laws
are the Individuals With Disabili-
ties Education Act (IDEA), Sec-
tion 504 of the Rehabilitation
Act of 1973 (Section 504), and
Title II of the Americans With
Disabilities Act (Title IT of ADA).

INDIVIDUALS WITH
DISABILITIES
EDUCATION ACT

The purpose of IDEA is to
partially fund states to develop
special education programs “to
ensure that all children with dis-
abilities have available to them a
free appropriate public education
that emphasizes special education
and related services designed to
meet their unique needs and pre-
pare them for employment and
independent living.”**

IDEA applies only to children
who meet the definition of a
child with a disability, that is, a
child with “mental retardation,
hearing impairments (including
deafness), speech or language im-
pairments, visual impairments
(including blindness), serious
emotional disturbance (here-
inafter referred to as emotional
disturbance), orthopedic impair-
ments, autism, traumatic brain in-
jury, other health impairments, or
specific learning disabilities; and
who, by reason thereof, needs
special education and related ser-
vices” (italic added).*®

The implementing regulations
further define other health im-
pairment as “having limited
strength, vitality or alertness, in-
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cluding a heightened alertness to
environmental stimuli, that re-
sults in limited alertness with re-
spect to the educational environ-
ment, that—(i) Is due to chronic or
acute health problems such as
asthma . . . ; and (ii) Adversely
affects a child’s educational per-
formance (italic added).”*®

To be classified as disabled
under IDEA, a child with asthma
must fall under the other health
impairment category and require
special education because of the
asthma or have some other dis-
abling condition under IDEA
and require special education be-
cause of that disability. In either
case, modifications must be made
for that student that are deter-
mined necessary by the child’s
individual education program
team and allow the student to re-
ceive a “free appropriate public
education” (defined as education
and related services provided at
the public’s expense, which meet
the standards of the state educa-
tional agency, include an appro-
priate preschool, elementary, or
secondary school education in
the state involved, and are consis-
tent with the student’s individual
education plan*’), including “re-
lated services” designed to meet
the child’s unique needs.***#>°
Such related services might in-
clude allowing a student to carry
an asthma inhaler.

SECTION 504 OF THE
REHABILITATION ACT
OF 1973

The purpose of Section 504 is
to eliminate discrimination on
the basis of a disability: “No oth-
erwise qualified individual with a
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disability in the United States . . .
shall, solely by reason of her or
his disability, be excluded from
the participation in, be denied
the benefits of, or be subjected to
discrimination under any pro-
gram or activity receiving Fed-
eral financial assistance. . . "'
Under this law, disability is more
broadly defined than under
IDEA and, consequently, covers
a large number of youths with
disabilities who attend federally
funded programs not covered
under IDEA. The federal regula-
tions promulgated under Section
504 define a disabled person as
one who “(i) has a physical or
mental impairment which sub-
stantially limits one or more
major life activities, (i) has a rec-
ord of such an impairment, or
(iii) is regarded as having such an
impairment.”>® The term physical
impairment encompasses respira-
tory disorders or conditions.
Major life activities refers to func-
tions such as caring for oneself,
breathing, and learning.’* Section
504 is broader than IDEA be-
cause it applies to not only the
education program, but also to
other nonacademic and extracur-
ricular activities.”>>*

As with IDEA, the regulations
promulgated under Section 504
require school districts to provide
a “free appropriate public educa-
tion” to children with disabili-
ties.”® In the context of Section
504, this requirement means
that “the provision of regular or
special education and related
aids and services . . . designed to
meet individual educational
needs of handicapped persons
[must be as adequate as those
designed to meet] the needs of
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nonhandicapped persons. . . .”*

Of note, some case law is in con-
flict with the Section 504 regula-
tions requiring a free appropriate
education. Some courts, includ-
ing the US Supreme Court, have
held that Section 504 does not
impose an obligation for a free
appropriate public education de-
spite federal regulations to the
contrary.”” What this conflict
means for future lawsuits is un-
clear. In accordance with the lan-
guage of Section 504, courts
consistently hold, however, that
Section 504 requires that schools
make reasonable accommoda-
tions to allow disabled students
to gain equal access to educa-
tional opportunities provided at
that school.””

TITLE Il OF THE AMERICANS
WITH DISABILITIES ACT

ADA extends Section 504 to
public accommodations in the
private sector and state and local
public agencies that do not re-
ceive federal funding (the discus-
sion of which is beyond the
scope of this article).’® In the
context of disabled students at-
tending public schools, Section
504 and Title II of ADA are
similar. Title IT of ADA prohibits
any public entity (e.g., public
schools) from discriminating on
the basis of a disability.”>*° Con-
gress intended Title IT of ADA
and its implementing regulations
to be consistent with Section
504,°*%173 although the federal
regulations and the US Depart-
ment of Education, Office for
Civil Rights have interpreted
Section 504 more broadly than
Title I of ADA.”” Under both

Section 504 and Title II of ADA,
recipients of federal funds and
public entities must address the
disability-related needs of dis-
abled students so they can par-
ticipate in services or programs
to the extent necessary to avoid
discrimination.’* The definition
of disability under Title II of
ADA is identical to that of Sec-
tion 504. Under the regulations
of Title IT of ADA, a school must
“make reasonable modifications
in policies.”®* A school that re-
fuses to administer medication
because of a student’s disability
would be in violation of Title II
of ADA*®

HOW THESE FEDERAL
STATUTES HAVE BEEN
APPLIED

A clear demarcation indicating
at what point a child’s asthma
rises to the level of a disabling
condition is not available. Pre-
sumably, when a child’s asthma
significantly interferes with
breathing, the child would be
considered to have a disabil-
ity.”® Parents and the child’s
health care provider, along with
teachers, the school nurse, and
other school officials, are in the
best position to evaluate the ef-
fect a child’s asthma has on a
child’s health and academic per-
formance. Gelfman and Schwab
recommend that health profes-
sionals document the following:
“(1) how the disability interferes
with 1 or more life functions [e.g.,
breathing, learning]; (2) how the
disability affects the student’s
functioning (e.g., energy level, ex-
ercise needs, medication effects,
etc); and (3) what individualized

American Journal of Public Health | July 2004, Vol 94, No. 7



supports or accommodations in
school the student requires in
order to access an appropriate
education.”*%r337

When a child’s asthma is dis-
abling to the extent that the child
needs “special education and re-
lated services,”*>*® under IDEA
a school is obligated to offer that
student sufficient specialized ser-
vices (e.g., allowing a student to
carry an asthma inhaler) so that
the student may benefit from his
or her education.’*®* During
2000-2001, the US Department
of Education estimated that
292000 children aged 3 to 21
years were served under IDEA
as a result of a disability catego-
rized as “other health impair-
ment.”®® The US Supreme Court,
in Cedar Rapids Community
School District v Garret F, estab-
lished that under IDEA, those
services may go as far as provid-
ing a full-time, one-on-one nurse
or health assistant.°® If a student
has no other disability and the
student’s asthma does not affect
his or her educational perform-
ance, IDEA does not apply.®’
However, students who need ac-
cess to an asthma inhaler be-
cause their asthma places a sub-
stantial limitation on major life
activities (i.e., the child is dis-
abled because of his or her
medical condition) but do not
need special education remain
qualified under Section 504 and
Title T of ADA®®*%® and may
avoid being labeled as children
who need special education.

To succeed in a Section 504
or Title IT of ADA claim alleging
that an accommodation was not
granted, the claimant must show
that the accommodation was de-
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nied because of the student’s dis-
ability (i.e., was discrimina-
tory).>**™ In East Helena (MT)
Elementary School District # 9,
the school district refused to ei-
ther administer or ensure that
the student took asthma medica-
tion prescribed and filled by a
naturopathic physician.” Instead,
the school offered to allow a
family member to administer the
child’s medication. In refusing to
administer the medication, the
school district was following a
state law that prohibited the ad-
ministration of medication unless
the prescription was filled by a
pharmacist. In that case, the
court upheld the policy because
the refusal applied to all students
regardless of disability status.
Similarly, in DeBord v Board
of Education of the Ferguson-
Florissant School District®* and
Davis v Francis Howell School
District,™ schools refused to ad-
minister a prescription medica-
tion (methylphenidate [Ritalin]
for attention deficit hyperactivity
disorder) because the doses ex-
ceeded that recommended by
the Physicians’ Desk Reference.
Both school districts had policies
prohibiting schools from adminis-
tering such prescriptions, al-
though both were willing to let a
parent or designee come to the
school to administer the medica-
tion. The schools argued that the
policies were to protect students’
health and minimize potential lia-
bility. Courts in both cases found
that because the school policies
were neutral and applied to all
students regardless of disability
status, no discrimination had
taken place. DeBord, Davis, and
East Helena are examples of situ-
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ations in which the claimant
could not show that the school
district’s refusal to accommodate
the child was based solely on a
disability; therefore, no violations
of Section 504 or Title IT of
ADA were found.>*"*"

Although some school poli-
cies that forbid staff to administer
medications to students have been
upheld by courts if uniformly ap-
plied, it is unlikely that a “no med-
ications” policy (i.e., a policy that
denies the administration of any
and all medications at school) ap-
plied to all students would stand
up in court because those policies
have the effect of denying chil-
dren with disabilities the free ap-
propriate public education to
which they are entitled under
IDEA and perhaps Section 504,
or reasonable accommodations
under Section 504 and Title II of
ADA.’""273 A free appropriate
public education must be specifi-
cally designed to meet the unique
needs of the child,” and conse-
quently, related services, including
medications, must accompany that
design.5>°%%° Likewise, under
Section 504, health services pro-
vided as part of related services
must be individually evaluated
and prescribed.*®

INDIVIDUAL EDUCATION
PROGRAMS

Under IDEA, a “child with a
disability” must be provided with
an appropriate individualized ed-
ucational program (IEP).**"> Fed-
eral regulations promulgated
under Section 504 indicate that
schools may use IEPs or other
plans as a means of meeting free
appropriate public education re-

quirements included in those reg-
ulations®® (whether Section 504
includes such requirements is
less clear”). An IEP is a written
statement designed to identify a
child’s educational needs and
other programs and related ser-
vices the child requires to
progress in the general curricu-
lum.*® IEPs are developed by an
IEP team that typically includes
the disabled child’s parents, regu-
lar and special education teach-
ers, and other representatives
from the local education agency
who are best suited to assist the
child in meeting his or her edu-
cational needs.*® A school nurse
may be part of the IEP team
when school health services (e.g.,
administration of medications)
are necessary.’® This team, cre-
ated specifically for each individ-
ual child, ensures that all aspects
of the child’s educational and re-
lated services needs are tailored
to that child. This team, along
with consultation from the child’s
health care provider, is best
equipped to determine on a
case-by-case basis whether self-
medication using asthma inhalers
is appropriate.

For students with asthma, an
asthma management plan (Table 1)
is an appropriate part of an IEP
Health care providers give in-
structions on how best to man-
age the child’s asthma during the
school day. For a student with
asthma, it is helpful if part of the
IEP (or 504 plan or individual
health service plan or asthma
management plan) includes spe-
cific information about where,
when, and how each asthma
medication is to be taken, includ-
ing when medication possession
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TABLE 1—Elements of Typical Asthma Management Plan

« Student’s asthma history
« Student’s asthma symptoms

« List of student’s asthma medications

asthma episodes

* How to contact student’s health care provider and parent or guardian

« Signatures of physician and parent or guardian permitting use of medications in school
« List of factors that make student’s asthma worse

« Student’s best peak flow reading (if student uses peak flow monitoring)

« Student’s treatment plan, including actions school personnel can take to help handle

Source. NIH Publication 95-3651.°

and self-administration provisions
are appropriate.

It is best if asthma manage-
ment plans are on file in the
school office or health services
office and available to teachers
and coaches. From a legal per-
spective, it is recommended that
the asthma management plan in-
clude parental permission for the
plan to be shared with relevant
school personnel to avoid possi-
ble violations of the Family Edu-
cation Rights and Privacy Act of
1974 (FERPA), which prohibits
the unauthorized disclosure of
confidential information in edu-
cation records (including school
health records in most cases).””"®
However, under FERPA educa-
tion records may be released to
school officials without written
consent of students’ parents, in-
cluding to teachers within the ed-
ucational institution or local edu-
cation agency, who have a
“legitimate educational inter-
est.”’® Under FERPA, it is impor-
tant to note a narrow emergency
exception whereby a school may
disclose personally identifiable in-
formation to appropriate parties
in connection with an emergency

if knowledge of the information is
necessary to protect the health or
safety of the student.””*°

OVERCOMING POTENTIAL
DISADVANTAGES

Although many advantages to
self-medication exist, families and
schools need to recognize some
theoretically possible disadvan-
tages of students’ being responsi-
ble for carrying and administer-
ing their own medication. These
disadvantages can be minimized,
however. First, students may un-
intentionally leave their inhalers
at home or misplace their in-
halers at school. One possible so-
lution is to keep a spare inhaler
in a school nurse’s office or
health room.

Second, self-medication may
make it more difficult for the
school to keep medication rec-
ords. Such documentation ensures
that medication adherence can be
communicated to parents and
children’s health care providers;
documentation might be required
as part of an IEP or Section 504
plan or might be recommended
by school boards as a way to
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monitor the health and safety of
students. To solve this problem,
schools could require that stu-
dents report each inhaler use to a
school nurse or record each med-
ication use in a diary.

Third, students may not be
well educated about when to
take their medications,>® may
be embarrassed to take their
medications in front of peers,® or
may lack the maturity to use
their medications appropriately
(e.g., most elementary school stu-
dents). Health care providers
and parents are primarily re-
sponsible for teaching children
about administering asthma
medications and determining on
a case-by-case basis whether the
student has reached a level of
maturity necessary for self-
medication. School-based pro-
grams can supplement student
education by helping students
with asthma understand their
disease and the importance of

82,85 as

asthma self-management
well as destigmatize the need for
using asthma inhalers during the

school day.*?
CONCLUSION

Not all students with asthma
have their asthma under good
control."* Patient education and
medical management about the
proper use of asthma medication
are crucial to preventing asthma
morbidity and mortality.®>*” For
optimal asthma management, it
is important that students with
asthma not be denied appropri-
ate access to their medications in
school >®1-8889 Many states have
laws or policies that allow stu-
dents to self-medicate with

asthma inhalers at school (there
is no evidence on whether state
laws or polices are more effective
to ensure immediate access for
students in schools). In addition,
3 federal laws require schools to
accommodate students whose
asthma qualifies as a disability
under IDEA, Section 504, or
Title II of ADA. Such accommo-
dations may include allowing stu-
dents to carry their asthma in-
halers so they can self-medicate
as indicated in their asthma man-
agement plan. Of note, the US
Department of Education, Office
of Safe and Drug-Free Schools
has issued guidance clarifying
that “a student’s prescription
drugs, and related equipment,
are not illegal drugs and are not
prohibited by the [Safe and
Drug-Free Schools and Commu-
nities Act].”*°

Although these laws and poli-
cies are important, they cannot
provide an individualized answer
to asthma management. Ideally,
parents or guardians, the child’s
health care provider, and school
personnel, including the school
nurse, will work together as a
team to determine the best way
to manage a student’s asthma in
school. Table 2 outlines some
factors that should be considered
in determining the appropriate-
ness of self-carrying and self-
administering inhalers in school.
For example, whether a child
with asthma should be permitted
to self-medicate ought to be de-
termined on a case-by-case basis,
based on a child’s abilities and
interest and maturity and the sit-
uation at the school. When that
team deems the child skilled and
mature enough, the student with
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TABLE 2—Elements to Consider When Determining
Appropriateness of Self-Carrying and Self-Administering of

Student factors

episodes, types of triggers)

* History of asthma episodes at school

at friends’ homes)

Family factors

with an inhaler

school to share information
School factors

assistants)

Health care provider factors

asthma should be allowed to
keep asthma inhalers in his or

1188 t6 reduce the

her possession
chances of a full-blown asthma
episode, asthma-related school
absences, and the need for emer-
gency medical care.**®*7 Some
students may not want or need
to carry their inhalers, for exam-
ple, when the school building is
very small and health staff are
available during all school hours.
Each student needs individual as-

» Asthma severity and morbidity (hospitalizations, emergency department visits, severe

« Student’s asthma knowledge, attitude, skills, and behavior (awareness of asthma
signs and symptoms, desire to self-carry inhaler, willingness to self-administer and
report use of inhaler, understanding of importance of not sharing inhaler with
other students, correct peak flow and inhaler technique)

» Adherence to school rules regarding medication administration
« Inhaler self-carrying experience in other settings (child care, camp, after-school care,

« Desire of parents/guardians for student to self-carry and self-administer medications

« Collaboration of parents/guardians with school team; permission for physician and

« Health staff availability (whether or not there are full-time school nurses or health

« School size (whether or not there is quick and easy access to health room)
* Ability to reduce student’s triggers at school
* Proximity and availability of inhalers from local emergency medical services

« Completion of physician’s or other health care provider's written asthma
management plan and all required forms

« Student’s education by physician or other health care provider about asthma generally,
controlling asthma, and proper use of inhalers, spacers, and peak flow meters

« Assessment by physician or other health care provider of student’s technique for
inhaler, spacer, and peak flow meter use

sessment as part of the imple-
mentation of that student’s per-
sonal asthma management plan.
In some circumstances, par-
ents may need assistance from
the child’s physician or other
health care provider in advocat-
ing for the student to gain the
right to self-carry an asthma in-
haler. By knowing the rights of
students with asthma, physicians
and other health care providers
can help ensure that students
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have appropriate access to med-
ications at school. An informed
health care provider can bring to
the attention of school adminis-
trators and educators, as well as
parents, the legal requirements of
schools with students with
asthma, and the benefits of self-
administration and adequate con-
trol of asthma (e.g., improved
health and fewer school ab-
sences). For example, health care
providers can obtain parental
permission to send a written
asthma management plan to
schools including specific guid-
ance about the student’s skill and
maturity regarding self-adminis-
tering the asthma inhaler. They
can personally contact the princi-
pal if there is reluctance to per-
mit self-carrying of inhalers. Stu-
dents are more likely to be able
to control their asthma when
school personnel, parents or
guardians, and health care pro-
viders know about disability laws
and about appropriate asthma
management. W
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