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March 3, 2014

Support for House Bill No. 5303 — AN ACT CONCERNING ACCESS TO EMERGENCY MEDICINE FOR
CHILDREN WITH EPILEPSY

Dear Members of the Connec cut State Senate Commi ee on Children:

We, members of the professional advisory board of the Epilepsy Founda on of Connec cut, are wri ng
to register our support to allow trained personne! in schools to administer emergency an epilep ¢
medica ons to school children in the case of an unexpected prolonged seizure. On behalf of the roughly
5000 children and adolescents in Connec cut living with Epilepsy, we welcome and support measures to
assure that children with epilepsy have appropriate and mely access to safe and e ec ve medica on.
Stopping seizures promptly allows children to more fully par cipate in their educa onal experiences.

The use of an epilep cmedica ons in schools has become a very important topic to many families of
children with epilepsy. All child neurologists are aware of mul ple situa ons in which children with
epilepsy who are prescribed an epilep ¢ medica ons have incurred unnecessary medical risks because
educators and child care service providers refuse to make the medica ons readily available onsite.
Children have been excluded from programs because of the false belief that certain treatments must be
administered or applied by a medical professional, or that extensive monitoring is required. In addi on
to the medical risks and poten al injury, when calling 911 or other emergency responders instead of
administering emergency an epilep cmedica ons an-siteina mely manner, families o en incur
signi cant expenses as well as unnecessary ambulance rides and emergency room visits.

This bill allows school personnel to implement the treatment plan given to them by the parents and
the child’s physician. The actual judgment and decision to give emergency an epilep cmedica onis
the same judgment and decision the parents would make at home: any caregiver who would consider
calling “911” should have already considered giving the prescribed emergency antiepileptic

medica on rst. Just as Boy Scout leaders are trained in rst aid and by-stander CPR (cardio-pulmonary
resuscita on) by the American Red Cross, trained school personnel should be in the posi onto
implement the emergency an epilep cmedica ontreatment plan (which is much easier to learn than
by-stander CPR). This bill allows school personnel to implement “first aid” and help a child in need. The
bene ts of giving these safe and e ec ve medica ons as early as possible are enormous!

Federal and state laws guarantee every child/student the right to par cipate in free, appropriate public
educa onin the least restric vese ng. Schools are alse required to provide many health-related
services, including administering medicine, if needed, to students with disabili es, as either a reasonable
accommoda on or a related service. The purpose of these laws is to ensure that children with chronic
health condi ons—like epilepsy—can be educated in the least restric ve environment and par cipate in
extracurricular and recrea onalac vi es with their peers. Because an epilep c medicines, including
rectally or orally administered diazepam, can be administered by nonmedical personnel who have
received proper instruc on, lack of access to a doctor or full- me nurse is not an acceptable reason to
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refuse to administer the medica on on-site or to deny a child or student access to certain school
ac vi es. The Epilepsy Founda on wholly supports these principles as being in the best interest of the
child.

The Epilepsy Founda on of Connec cut urges providers of childcare and educa onal services to work
with the child, his or her parents and the chiid’s treating physician to learn how and when to administer
the appropriate treatment. Schools and service providers should, along with the child’s parents and as
appropriate, the trea ng physician, develop a plan for ensuring that adequate measures are taken to
administer the treatment and that the appropriate sta is properly trained to do so. Such a plan may
legally be a part of an Individual Health Plan {IHP), an Individual Educa on Program (IEP), a Sec on 504
plan or simply a plan required to ensure compliance with the Americans with Disabili es Act of 1990
(ADA); the cri cal point is that a mutually sa sfactory approach that allows the child or student
complete access to educa onal opportuni es can and should be developed to cover the poten al need
for administra on of emergency an epilep c medica ons.

The basis for an Individual Health Plan (IHP} is to bene t schools by:
s Protec ngindividual and district liability of school boards and administrators
» Documen ng compliance with federal and state laws and regula ons
s Providing data about individual needs for sta ng, professicnal development, policies, and cost-
e ec ve use of school and community resources

The basis for an Individual Health Plan {IHP) is to bene t children and families by:
» Avoiding unnecessary risk, restric on, s gma, school absence, and addi onalillness
s Coordina ng academic goals with physical, social, and medical needs
¢ Emphasizing academic and medical con nuity
e Increasing sensi za on by both schoolsta and peers about the medical needs of others
e Providing medically mely and convenient access to medica on atall mes, and
» Outlining individualized crisis and emergency management needs

An IHP provides opportuni es for collabora ve planning and problem-solving between school sta  and
parents. Every student with a health impairment or physical disability needs documenta on of their
needs and the services to be provided through an IHP. The IHP clari es the provision of medica on,
monitoring of health status, and other aspects of health management.

What are the consequences of not having an Individual Health Plan (IHP) that includes the use of
emergency antiepileptic medications?

» Students can’t reliably receive medication as needed

s Schoolsta do not understand the precau ons necessary to avoid hazardous situa ons

s School staff can’t assist students to overcome obstacles to participation and achievement

Emergency an epilep ¢ medica on can be safely used for management of acute repe  ve seizures in
both children and adults. Diazepam is approved by the FDA for the intermi ent management of

e

b
Hartford 6ui
Hospital

Rssnoigizn denralugism, PO,
RN < R BRI - o

UCONN.

W E S L F« Y A N STHOOL OF MEBICINE ©

BN l¥ &R % LTy

Yale Universit
MEDECAL eEnten School of Medicine



EPILEPSY
FOUNDATION®

CONNECTICUT
Hof another imoment st selitires™

e p | I epsy 386 Main Street  Middletown, CT 06457
' . PHONE: 860-346-1924  800-899-EPIL
therapy project FAX: 860-346-1928

www.epilepsyct.com

break through seizures in pa ents with epilepsy on stable regimens of an -epilepsy drugs. Midazolam is
also commonly used and is approved for buccal administra on in other coun res. Midazolam intranasal
prepara on is in the process of seeking FDA approval for emergency use. Emergency an epilep ¢
medica on helps to control bouts of increased seizure ac vity. The Epilepsy Founda on of Connec cut
is well aware of concerns raised in opposi on to our view. We feel that these concerns regarding

evalua on and assessment of the seizure (wrong dosing and dangers of the drug and its recommended
administra on) are unfounded. Studies in both children and adults with epilepsy show emergency

an eple cmedica onstobe safe and e ec ve in stopping breakthrough seizures. No signi cant

medica on-related adverse events are seen with repeated administra on of this an epilep ¢
medica on.

Because an epilep ¢ medicines can be administered by personnel who have received proper

instruc on, lack of access to a doctor or full- me nurse is not an acceptable reason to delay urgent
administra on of the medica on on-site, or to deny a child or student access to certain school
programs. The Epilepsy Founda on of Connec cut wholly supports these principles as being in the best
interest of the child. Our posi on—that trained, school personnel can safely administer emergency

an epilep ¢ medica ons—is endorsed by the undersigned members of the Professional Advisory Board
of the Epilepsy Founda on of Connec cut, a panel comprised of clinicians, scien sts and other
professionals with exper se and interest in seizure disorders.

Thank you for your consideration and support for this bill which will help protect children with
epifepsy.

If you have any gues ons please feel free to contact Dr. Jennifer Madan Cohen
icohendl@connec cutchildrens.org, who will serve as the Professional Advisory board liaison for this
ma er.

Submi ed respec ully tothe Connec cut State Senate Commi ee on Children,
Signed Electronically by Members of the Professional Advisory Board of the Epilepsy Founda on of CT
(alphabe cal}:

Robert Bonwetsch, MD

Diplomate ABPN in Neurclogy

Diplomate in added guali ca ons in Clinical Neurophysiology
Diplomate ABPN in Epilepsy

Associated Neurologists, PC

Danbury, CT

Francis }. DiMario Jr., M.D.

Professor of Pediatrics and Neurclogy

The University of Connec cut School of Medicine
Associate Chair Academic A airs, Department Pediatrics
Chief Emeritus, Division of Pediatric Neurology

Connec cut Children's Medical Center
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Murray Engel, MD

Director, Clinical Services

Division of Pediatric Neurology

Department of Pediatrics

weill Cornell Medical College

Professor of Clinical Pediatrics and Clinical Neurology
525 East 68" Street, Box 91

New York, NY 10065

Telephone: 212-746-3278

Fax: 212-746-8137

Lawrence J. Hirsch, MD

Professor of Neurology

Chief, Division of Epilepsy and EEG

Co-Director, Comprehensive Epilepsy Center
Co-Director, Cri cal Care EEG Program

Yale University School of Medicine, LLCI-714

PO Box 208018, New Haven CT 06520-8018 USA
phone: 203 785-3865 fax 203 737-2799
Lawrence Hirsch@Yale.edu

Susan Levy, MD

Clinical Professor of Pediatrics and Neurology
Yale University School of Medicine
Telephone: 203-453-2181

Fax: 203-453-8993

Jennifer Madan Cohen, MD

Medical Director of the Epilepsy Center and Clinical Neurophysiclogy Lab
Connecticut Children’s Medical Center

Assistant Professor of Pediatrics and Neurclogy

University of Connec cut School of Medicine

282 Washington Street

Har ord, CT 06106

Neurology o ce: 860-545-9460

Email: jcohen01@connec cutchildrens.org

Richard H. Ma son, M.D.
Prafessor of Neurology
Yale University, School of Medicine

Director Emeritus, Yale Comprehensive Epilepsy Center
o
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Janice R. Naegele, Ph.D,

Director, Center for Faculty Career Development
Professor of Biclogy, Neuroscience and Behavior
Wesleyan University

Middletown, CT 06455-0170

URL: h p://nzeselelab.research.weslevan.edu/
Phone: 860 685-3232

FAX: 860 685-3279

Erica Schyuler, MD

Interim Medical Director

Har ord Hospital

Comprehensive Epilepsy Center

Assistant Professor of Neurology

University of Connec cut School of Medicine

Dennis Spencer, MD

Harvey and Kate Cushing Professor

Chairman, Department of Neurosurgery
Director, Epilepsy Surgery Program

Co-director, Yale Comprehensive Epilepsy Center
Yale University, School of Medicine

Francine M. Testa, MD

Clinical Professor of Pediatrics and Neurology
Yale University School of Medicine
Telephone: 203-453-2181

Fax: 203-453-8953
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