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Dear School Nurse:

We would like to introduce ourselves as a resource for school nurses in your
state.

CARES Foundation, Inc. is a nonprofit organization that provides support to
individuals and families affected by a potentially life-threatening adrenal
insufficiency, Congenital Adrenal Hyperplasia (CAH). We lead the effort to
improve the lives of the Congenital Adrenal Hyperplasia community and seek to
advance quality health care through support, advocacy, education, and research.

Congenital Adrenal Hyperplasia (CAH) is a family of inherited disorders affecting
the adrenal glands. The most common form is 21- hydroxylase deficiency (21-
OHD), which is inherited in severe or mild forms. The severe form, called Classical
CAH, is usually detected in the newborn period or in early childhood. The milder
form, called Nonclassical CAH (NCAH), may cause symptoms at any time from
infancy through adulthood. Symptoms may include premature puberty, rapid
growth in childhood (with adult short stature), hirsutism (excessive hair growth),
oily hair and skin.

NCAH is a much more common disorder than Classical CAH. It affects 1 in 100 to
1 in 1000 people in the general population, depending upon the ethnic
composition of a given community. NCAH affects one in 27 Ashkenazi Jews, one
in 40 Hispanics, one in 53 Croatians, and one in 300 Italians. Fortunately, CAH
can be managed with medication and, with adequate care, affected individuals
go on to live normal lives.

Students with CAH will, most likely, have daily oral steroids (glucocorticoids and
possibly mineralocorticoids) to take, and will need stress doses if ill. Any time a
student with adrenal insufficiency is ill or under physical stress, they are at
increased risk of adrenal crisis and therefore death. Signs of adrenal crisis include
pallor, dizziness, headache, weakness/lethargy, abdominal pain,
vomiting/nausea, hypoglycemia, hypotension, shock, heart failure, low blood
sugar, low blood sodium, dehydration, and low blood pressure which predisposes
the individual to heart failure and shock.

The only appropriate treatment for an adrenal crisis patient is Solu-Cortef
(hydrocortisone). Given intramuscularly or intravenously, its onset of action is
almost immediate and prevents full-blown adrenal crisis. If an unaffected person
is unresponsive, goes into cardiac arrest or is vomiting, you can treat the shock,
heart or dehydration and help them. For someone with an adrenal crisis,
administration of glucocorticoids is necessary for any other treatments to be
effective. Immediate, appropriate emergency medical response for individuals
with adrenal crisis can mean the difference between life, disability and death.

A child with CAH will have Solu-Cortef stored in the nurse’s office. In an
emergency, it is imperative that the school nurse administer the injection. Most
EMS in the U.S. will not administer the injection. An injection training video can



\% Ca I e S
/ “
g “.553 2414 Morris Avenue, Suite 110

co Union NJ 07083
HYPER FO U N DAT' O N Phone: 908-364-0272 e Fax: 908-686-2019

www.caresfoundation.org

be found on our website at https://caresfoundation.org/be-prepared-in-an-emergency/. We hope you will visit our
website for more detailed information on CAH.

Please do not hesitate to contact me if you have any questions or would like additional materials and information.

| can also send you copies of our brochure in Spanish. Thank you for sharing our information with nurses in your
state.

Sincerely,

Dina M. Matos
Executive Director
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