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Dear CARES Foundation Community:

Traveling with CAH/Adrenal Insufficiency (AI) is all about being prepared, taking the proper precautions, and most
of all, having fun! Whether you or your loved one is staying overnight, leaving for a couple of days, or traveling to a
foreign country, CARES Foundation’s “Traveling with CAH Packet” will help you plan for a safe and healthy trip.

This packet includes:

Information to consider for
Before your trip
While you're in transit
After your trip

What to pack
Packing Tips
Health Coverage (Insurance) information
Traveling tips
Additional resources
Emergency Instructions
Samples of 

Medical Information Letter (Doctor's Note)
About the Patient Letter
Emergency Contact List

As you prepare for traveling, we hope this packet will ease your worries about this trip and many more to come.

If you have any questions or concerns regarding this packet, please do not hesitate to contact us. We welcome
your comments and suggestions as well as encourage your input to make it even better. 

Sincerely, 

Your friends at CARES Foundation
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Before Your Trip
Visit your doctor and/or an endocrinologist

Have a medical exam to make sure you or your child is healthy and ready to travel. Be sure to schedule the exam no more
than six weeks before your trip. 
Get any vaccine shots, if need be, one month before your trip. This will give the patient enough time to recover from any
side effects.
Obtain a *medical information letter and any prescriptions.
Ask if your doctor if s/he knows of any doctor and/or endocrinologist in the area to which you are traveling. 
Ask if your doctor if s/he knows of any doctor and/or endocrinologist in the area to which you are traveling. 

If they do, contact that doctor before your trip and discuss emergency care protocols. Be sure to get after hours
contact info, preferred hospital, and forward the patient’s medical information letter before departure.

Traveling to a Foreign Country?
Educate Yourself

Research your destination’s health conditions and what the health care system is like where you are going.
Learn about how to prevent the spread of country specific sickness and infectious diseases and find out if the patient
should get any routine, recommended, or required vaccines. http://wwwnc.cdc.gov/travel/destinations/list.htm
Learn about the prescription laws of your destination. Rules may even vary in other US states. 
Ask your doctor for any contacts in the area or contact CARES Foundation. CARES has members in 38 countries and may
have a physician contact. You can also obtain a list of English-speaking foreign doctors and endocrinologists through: 

International Association for Medical Assistance to Travelers (IAMAT) 
1623 Military Road #279 
Niagara Falls, NY 14304 
716-754-4883 
www.iamat.org

If an emergency occurs while you are traveling and you do not have such a list, contact the American Consulate, American
Express, or local medical schools for a list of doctors. 
Here is a list of emergency phone numbers in other countries: https://travel.state.gov/content/dam/students-
abroad/pdfs/911_ABROAD.pdf

* Remember: 9-1-1 is not a universal emergency number * 
Print the names of the hospitals you would like the patient to be taken to in case of emergency and give a copy of it to
the people with the patient.

Translate
Translate into the language of your destination:

Medical Information letter (doctor’s note)* 
Emergency Information sheet* 
About the Patient letter* 
Emergency Instructions*

http://www.iamat.org/
https://travel.state.gov/content/dam/students-abroad/pdfs/911_ABROAD.pdf
https://travel.state.gov/content/dam/students-abroad/pdfs/911_ABROAD.pdf
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Contact the embassy of the country the patient is visiting for reliable translation services.

An internet search can help you find a reputable translation service in your area, if available. Free online translation sites
may not be as accurate as working with a translator.

*See Appendix for sample*

Travel Insurance

Contact your insurance plan and find out if the patient is covered out of the country.

If your health insurance does not cover the patient out-of-country, consider getting traveler’s insurance for the duration
of the trip. There are a number of companies that offer this. A simple internet search will offer options.

Crossing Time Zones

If you will be crossing time zones, talk to your doctor before the trip about medication timing. Bring the flight schedule
and information on time zone changes. Your doctor can help plan the timing of when to take medications while traveling.

Remember: Eastward travel means a shorter day. Westward travel means a longer day, so more medication may be
needed.

To keep track of medication schedule through changing time zones, keep watches on home time zone until the morning
after arrival. 

Taking a Cruise

Medical facilities on cruise ships can vary widely. Generally, shipboard medical clinics are comparable to ambulatory care
centers. Although no official agency regulates medical practice aboard cruise ships, consensus-based guidelines have
been published, which cruise lines are encouraged to adopt. The Cruise Lines International Association Medical Facilities
Working Group developed industry-wide guidelines and recommends cruise ship medical facilities have the capability to: 

Provide emergency medical care for passengers and crew 
Stabilize patients and initiate reasonable diagnostic and therapeutic intervention 
Facilitate the evacuation of seriously ill or injured patients 

http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971

http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971
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Emergency Response Kit

2 doses of Solu-Cortef 

4 sets of needles/syringes 

Antiseptic (alcohol wipes) 

4 Band-Aids (latex-free, if needed) 

*Medical information letter (to be kept in the Emergency Response Kit) 

*Emergency information sheet (to be kept in the Emergency Response Kit) 

Medical insurance card copy 

CARES Foundation Emergency Instructions brochure 

Three-day supply of oral medications at highest stress dose levels 

Each medication in its own container with pharmacy label

Prescription information sheet from pharmacy for each medication 

“Adrenal Insufficiency” Medic Alert identification (bracelet, necklace, shoetag, etc.) 

Anti-pyretic (i.e., Tylenol, Advil, etc.) to lower body temperature 

Fluids and healthy snacks (salty snacks if salt-wasting) 

*About the patient letter and photo
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What to Pack
Overnight and Regularly
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What to add for a...
Vacation/Trip of 3 Days or more

Copy of prescriptions (including orders for syringes)
Enough medication for the whole trip, plus extra for emergencies List of hospitals and clinics in the area

Trip to a Foreign Country

Copy of prescriptions (including prescriptions for additional medication)
Enough medications for the whole trip, plus extra for emergencies. 
Pain relievers and other medications you may need for unexpected illnesses (such as a cold, motion sickness or traveler’s
diarrhea). The quality and availability of medications cannot be guaranteed in some areas.
A card that says “I have adrenal insufficiency” in the language of your destination.
Medical information letter in the language of your destination
Emergency information sheet in the language of your destination 
Emergency Instructions in the language of your destination
List of hospitals or clinics in the area Other useful items to have…
First-aid kit
Insect repellent
Sunblock or sunscreen
Antibacterial hand wipes or alcohol-based hand sanitizer
Throat lozenges 

Packing Tips
Pack medication in the middle of a carry-on

This is especially important in case luggage gets lost. Be sure to place medication in the middle of a carry-on to avoid
exposure to extreme temperature changes or banging of luggage.

Keep the carry-on (that holds the medication) with you at all times
Whether you are traveling by car, plane, boat, bike, or on foot, it is important to have the patient’s medication with you no
matter what.

Don’t store any medication in the glove compartment or the trunk of a car
This will avoid exposure to extreme temperature changes. 

Read about the airport’s security procedure when screening medication during security checkpoint
Passengers should inform officers of medications and separate them from other belongings before screening begins. For
Transportation Security Administration’s (TSA) protocols, visit the following: http://www.tsa.gov/traveler-
information/what-expect-if-passenger-needs-medication

http://www.tsa.gov/traveler-information/what-expect-if-passenger-needs-medication
http://www.tsa.gov/traveler-information/what-expect-if-passenger-needs-medication
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In Transit
When Flying

Inform the flight crew of the patient’s condition and what to do in the event of an adrenal crisis 

Be sure to keep the patient hydrated during the trip. Drink water or juices. Coffee, tea, caffeinated sodas or alcohol can
dehydrate

Walk around to stretch legs and increase circulation

Bring healthy snacks

On a Road Trip
Take a break to stop and walk every 2 hours

Drink plenty of water

Bring healthy snacks or make smart choices while eating out

Cruising the Seas
Visit the ship’s medical center to make them aware of the patient’s condition and what to do in the event of an
adrenal crisis

Wash hands frequently, using soap and water or an alcohol-based cleaner

Give them a copy of Emergency Instructions* for administering Solu-Cortef emphasizing the symptoms of an adrenal crisis

Follow safe food and water precautions when eating off the ship at ports of call

Use personal protective measures during port visits in malaria- or dengue-endemic areas

Use sun protection and maintain good fluid intake

Avoid excessive alcohol consumption

Avoid contact with ill people 

Medications
Make sure to take medications on schedule

Avoiding motion sickness 
Be aware of what situations trigger motion sickness symptoms for the patient
Optimize positioning—driving a vehicle instead of riding in it, sitting in the front seat of a car or bus, sitting over the
wing of an aircraft, or being in the central cabin on a ship

Eat before the onset of symptoms, although this may aggravate motion sickness in some people

Drink beverages along with medications

Reduce sensory input by lying prone, looking at the horizon, or shutting eyes

Add distractions—aromatherapy using mint, lavender, or ginger (oral) helps some; flavored lozenges may help, as well.
They may function as placebos or, in the case of oral ginger, may hasten gastric emptying

Use of acupressure or magnets is advocated by some to prevent or treat nausea (not specifically for motion sickness)
http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971

Place medication in the middle of a carry-on to avoid extreme temperatures changes during luggage bagging  

http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971
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After Your Trip
Illness

Report any illnesses after returning home to your doctor. Let your practitioner know where the patient travelled.
For those who have been on a cruise ship:

Clinicians should report suspected communicable diseases in recently returned cruise ship travelers to public health
authorities. Gastrointestinal illnesses related to cruise ship travel should be directed to the CDC VSP: 800-CDC-INFO
(800-232-4636) or CDCINFO@cdc.gov. Other suspected communicable illnesses should be reported to the CDC
quarantine station with jurisdiction over the cruise ship’s port of arrival.

http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971

Prepare for Next Time
Restock your Emergency Response Kit.
Check expiration dates on all medications and replace those that are out of date.
File information you have gathered before and during your trip. You may want to refer back to it when planning your
next trip.
Add notes to remind yourself of things you should bring more of next time or factors you hadn’t considered. 

http://wwwnc.cdc.gov/travel/yellowbook/2012/chapter-6-conveyance-and-transportation-issues/cruise-ship-travel#2971
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Medical Information - Sample Letter
Date: __________________________ Re:__________________________

DOB: __________________________ 

To Whom It May Concern: 

This is a letter for my patient ______________________________who has ___________________ adrenal insufficiency
secondary to ____________________________. S/he is at risk for adrenal crisis that may necessitate emergency room visits
and/or hospitalization unless s/he is carefully monitored and takes her/his medications as directed. S/he requires additional
medication (hydrocortisone/Cortef) for stress or illness and requires injectable hydrocortisone (Solu-Cortef) for
emergencies/adrenal crisis. These times may include, but are not limited to, febrile illnesses, vomiting, surgery, lengthy
medical/dental procedures, and serious trauma. All medications noted below are to be administered as indicated and/or at
the parent's discretion.

Their maintenance medications are taken daily as follows: 

Medication Time Dose

In case of illness, the dosage of ___________________________ should be adjusted as follows:

 For low-grade fever of 101°F to 102°F, double the daily dose = _____________________ 1.
2. For high-grade fever of greater than 102°F, triple the daily dose = __________________. Also, give an anti-pyretic (i.e.,
Tylenol, Advil, etc.) to lower the body temperature.
3. If patient is unable to tolerate the oral administration of __________________________, vomits twice, or, in case of
severe illness, unconsciousness, or trauma, Solucortef ________________mg by intramuscular injection should be given
immediately as well as we should be immediately contacted through the emergency number indicated below.

If unable to contact next of kin or our service, please call 9-1-1 and give a copy of this letter to ER staff.

Our endocrine service has a 24-hour emergency number: ________________________. 

If you have any questions, please feel free to call me at _______________________. 

Sample letter provided by CARES Foundation, Inc. © 
2013 by CARES Foundation, Inc., 2414 Morris Avenue, Suite 110, Union, New Jersey 07083 

Telephone: 866-227-3737 (toll-free); 908-364-0272; www.caresfoundation.org 

http://www.caresfoundation.org/
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Medical Information - Sample Letter
Emergency Contact Information - Medical Treatment Authorization - Medical Record Release

Emergency Contact Information

Patient Name: _______________________________________________________________________________________

Birth Date: __________________________________  Height & Weight _________________________________________

Medical Conditions: ___________________________________________________________________________________

Partner/Parent/Legal Guardian: __________________________________________________________________________

Address: ____________________________________________________________________________________________

Home Phone: _____________________________  Cell Phone: _________________________________________________

Partner/Parent/Legal Guardian: __________________________________________________________________________

Address: ____________________________________________________________________________________________

Home Phone: _____________________________  Cell Phone: _________________________________________________

Partner/Parent/Legal Guardian: __________________________________________________________________________

Address: ____________________________________________________________________________________________

Home Phone: _____________________________  Cell Phone: _________________________________________________

Relationship to Patient: ________________________________________________________________________________

Primary Care Physician: ________________________________________________________________________________

Address: ____________________________________________________________________________________________

Phone Number: _____________________________  Email: ___________________________________________________
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Endocrinologist/Specialist: ______________________________________________________________________________

Address: ____________________________________________________________________________________________

Phone Number: _____________________________ Email:  ___________________________________________________

Dentist: ____________________________________________________________________________________________

Address: ____________________________________________________________________________________________

Phone Number: _____________________________ Email:  ___________________________________________________

Health Insurance Provider : _____________________________________________________________________________

Group Policy Number: __________________________________________________________________________________

Insured Name: _______________________________________________________________________________________

Medical Treatment Authorization
I, _____________________________ give permission for myself/my child listed above to receive medical treatment in the
event of an emergency, accident, injury or sickness. I give authorization for treatment to all medical personnel, including
licensed physicians, nurses, technicians, emergency responders, and other medical personnel. I also assume responsibility
for the cost of treatment.

Medical Record Release

Patient/Parent/Guardian Signature                    Patient/Parent/Guardian Signature                           Date                                    

 ____________________________________________________________________________________________________

Release To: __________________________________________________________________________________________

Address: ____________________________________________________________________________________________

Phone: _____________________________________________________________________________________________

Patient/Parent/Guardian Signature                    Patient/Parent/Guardian Signature                           Date                                    

 ____________________________________________________________________________________________________
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The new PACE app is now available to patients, parents/caregivers, and medical professionals and is designed
to provide readily accessible information and instructions for effectively managing AI (Adrenal Insufficiency).
The app will include stress dosing and intramuscular injection techniques as well as other helpful tools. 

Access Code - 13579

(Apple App Store Only) (Android App Store Only)

Apple App Store - https://apps.apple.com/us/app/pace-by-
chaicore/id1490431010

Android App Store - https://play.google.com/store/apps/details?
id=com.jafproductions.PACEAndroidNew

Download the PACE App before you go!

https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
https://play.google.com/store/apps/details?id=com.jafproductions.PACEAndroidNew
https://play.google.com/store/apps/details?id=com.jafproductions.PACEAndroidNew
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This letter is to tell you a little bit about myself/my child _______________________________ and Congenital Adrenal Hyperplasia
(CAH)/Adrenal Insufficiency (AI).

CAH/AI is a family of inherited disorders affecting the adrenal glands. A person with CAH/AI, such as myself/my child, is not able to
produce several vital hormones. CAH/AI is easily treated with hormone replacement therapy, generally through oral steroids.
However, people with CAH/AI have a lower ability to cope with physical stress and illness which can result in life-threatening adrenal
crisis. 

Adrenal insufficiency, or "crisis," is an abrupt, life-threatening state caused by insufficient cortisol, a hormone normally produced and
released by the adrenal gland, but missing in people affected by CAH/AI. Often adrenal crisis has a slow, insidious course, but in some
cases develops rather suddenly. Some signs of adrenal crisis may include: general condition change-pallor, flushing, blurry vision,
shuffled gait, slowed or slurred speech, lethargy, migraine, fever, and vomiting. 

To ensure health, my child needs to: 
Take maintenance medications as directed 
Always be well hydrated 
Be monitored carefully for signs of illness
Possibly require additional medication given by injection or intravenously and rapid transport to a qualified medical facility
during periods of stress or illness, i.e. fever, vomiting, injury, etc. 

When it comes to physical activity, I/my child am/is no different than any other person except that I/my child tend(s) to dehydrate
more quickly. Therefore, I/my child need(s) more water more frequently (particularly during hot weather) than others. 

I/we have, at all times, a life-saving intramuscular/intravenous Solu-Cortef injection, along with maintenance medications and
instructions in case of emergency.

This letter is to explain Congenital Adrenal Hyperplasia and to ensure I/my child remain(s) well-hydrated at all times and immediate
and appropriate action in times of illness or stress is taken.

Thank You!

ABOUT THE PATIENT WITH CAH/AI – SAMPLE LETTER 

Date: _______________

Child’s Name:_________________________________________

Parent’s Name: ________________________________________

Prepared For:__________________________________________

RECENT PHOTO 
OF YOUR

CHILD HERE





Your or your child’s body does not m
ake enough of certain

essential horm
ones: cortisol, and in salt w

asting CAH,
aldosterone. Cortisol, w

hich is produced by the adrenal glands,
has m

any purposes in the body such as m
aintaining energy

supply, fluid, electrolyte balance, blood pressure, norm
al blood

sugar levels, and controlling the body’s reaction to physical
stress. Aldosterone is used by the kidneys to m

aintain a norm
al

blood sodium
 and fluid balance (salt and w

ater). W
hen cortisol

and aldosterone are not produced by the body they m
ust be

replaced by m
edication.

Extra hydrocortisone m
ust be given during tim

es of      extrem
e

physical stress such as fever, vom
iting and diarrhea, surgery,

and traum
atic injuries (e.g., broken bones and concussions).

The extra hydrocortisone is called a “stress dose.” The Florinef
dose does not change. M

ake sure you discuss stress dosing
w

ith your or your child’s physician and you know
 how

 to
proceed in the event of illness.

If ill, call physician to alert him
/her of your or your child’s

condition. Typically, stress dosing is required w
hen . . .

*FEVER IS G
REATER THAN

 100.5°F: DO
U

BLE the hydro-
cortisone dose for the entire day
*FEVER IS G

REATER THAN
 102°F: TRIPLE the hydrocortisone

dose for the entire day
*VO

M
ITIN

G
: Triple dose w

ith vom
iting w

ith or w
ithout a

fever. If you vom
it less than 30 m

inutes after taking the
hydrocortisone stress dose, the m

edication likely w
as not

absorbed and the dose should be repeated. W
ait 10-15

m
inutes after you/your child vom

it(s) and repeat triple stress
dose of hydrocortisone. If you/your child vom

it(s) again, give
the injectable hydrocortisone (brand nam

e Solu-Cortef®
 in

the U
.S.) and contact your physician. 

*DIARRHEA: Injection m
ay also be needed in the event of

diarrhea due to loss of fluids. If diarrhea, no fever and
feeling fine, no need to stress dose. If not feeling w

ell,
double dose of hydrocortisone recom

m
ended.

*Try sm
all am

ounts of clear liquids that contain SU
G

AR (not
artificial sw

eetener) frequently, at least 1 ounce every 15
m

inutes.

Signs of acute adrenal crisis from
 cortisol

deficiency: 
·H

eadache
·N

ausea
·A

bdom
inal pain

·Confusion
·Pale skin

·Listlessness
·D

ehydration
·D

izziness

If these occur and continue after stress oral
dosing, call your or your child’s physician and go
to the nearest em

ergency room
 im

m
ediately.

A
gain, do N

O
T w

ait to give the injectable
hydrocortisone. It should be given BEFO

RE a trip
to the em

ergency room
 or activating 911 if those

actionsbecom
e necessary.

Rem
em

ber, stress dose w
ith:

Fever of 100.5° F or greater
Vom

iting
D

iarrhea
Physical Traum

a (broken bone,
concussion, etc.)

EXA
M

PLE STRESS D
O

SIN
G

:

N
orm

al dose: 1 tab +
 1/2 tab +

 1 tab (total of 2.5
pills)
D

ouble dose: 5 total tablets (divide into 1.5 tablets
every 8 hours)
Triple dose: 7.5 total tablets (divide into 2.5 tablets
every 8 hours)

H
O

W
 TO

 G
IVE A

N
 IN

JECTIO
N

 O
F

H
YD

RO
CO

RTISO
N

E

Y1.STAY CALM
. W

ash your hands and gather equipm
ent:

needle, syringe, alcohol pad, and vial of hydrocortisone (Solu-
Cortef®

 Act-O
-Vial).

2. M
ix the m

edication by pushing dow
n on top of the vial to

release the cork into the vial.

3.Shake the vial to m
ix m

edicine, take off the top of the vial,
and w

ipe dow
n the rubber stopper w

ith alcohol.

4. Take the cap off the syringe needle and insert into the vial
through the rubber stopper.

5. Draw
 up the m

edication and replace the needle cap.

6.Selectthe site for the intram
uscular injection typically the

outer portion in the m
iddle of the thigh.

7. U
se the alcohol to clean the skin at the injection site.

8. Take off the cap of the needle and hold the syringe like a
dart.

9. U
sing your thum

b and first tw
o fingers, spread the skin and

push dow
n lightly.

10. Dart the needle into the thigh, going at a90° angle

11. Hold the syringe in place and pull back the plunger to
m

ake sure you don’t see blood (w
hich w

ould m
ean you are in

a blood vessel*.If you do (w
hich w

ould be rare), w
ithdraw

syringe and discard. Prepare another syringe w
ith m

edication
and inject in aslightly different site. (*How

ever, if this is the
only dose you have, continue w

ith the sam
e syringe, injecting

in a slightly different site).

12. Inject m
edicine then place tissue or cotton ball near the

needle. Pull the needle out quickly.

13. Place the needle and syringe in a hard, unbreakable
container.

14. Call doctor/911 or go to hospital, if necessary.

D
O

 N
O

T D
ELA

Y
 in

 g
ivin

g
 th

e in
jectab

le
h

yd
ro

co
rtiso

n
e.



Be A
t Risk?

CA
H

 runs in fam
ilies. If a fam

ily m
em

ber is affected
by CA

H
, pre-conception genetic counseling should

be considered. If both parents carry the CA
H

 gene
m

utation, their children m
ay be at risk.

The m
ilder form

 of CA
H

 (non-classic or late onset),
m

ay cause sym
ptom

s at any tim
e from

 infancy
through adulthood. This form

 of CA
H

 is m
ore

com
m

on, especially if your ethnic background is
Jew

ish (Eastern European descent), H
ispanic,

Croation, or Italian. Its sym
ptom

s m
ay include:

prem
ature puberty, rapid grow

th in childhood w
ith

adult short stature, hirsutism
 (excessive hair

grow
th), oily hair and skin, severe cystic acne,

polycystic ovary syndrom
e (unw

anted body hair,
irregular m

enstrual periods), and infertility in
m

ales and fem
ales. U

nfortunately, N
CA

H
 is often

overlooked by physicians as a cause for these
problem

s

If you suspect CA
H

, you or your fam
ily m

em
ber

should be evaluated by a board-certified
endocrinologist.

Could Your Fam
ily



Please m
ail your contribution to: CA

RES Foundation, Inc.
2414 M

orris A
ve., Suite 110

U
nion, N

J 07083

N
A

M
E:_______________________________________

A
D

D
RESS:_____________________________________

CITY:_________________________________________

STA
TE:__________________________ZIP:___________

PH
O

N
E:_______________________________________

EM
A

IL:________________________________________

Enclosed is m
y contribution in the am

ount of:
___$10,000  ___ $5,000 ___$1,000  ___$500 ___$250

___ $100 ___$50 O
ther $______________

Please m
ake checks payable to: CA

RES Foundation, Inc.

Please charge m
y contribution to m

y credit card: M
C,

VISA
, or A

M
EX 

Card #_________________________________________

Expiration date: __/____      Security code: _______

N
am

e (as appears on card):  ________________________

________________________________________________

W
hat is Congenital A

drenal H
yperplasia (CA

H
)

                                                                   is a fam
ily of

inherited disorders affecting the adrenal gland. O
ver 90%

 of
those diagnosed w

ith CAH are affected by 21-hydroxylase
deficiency. Inherited in severe, m

oderate and m
ild form

s, the
m

ajor types of CAH are: 

Congenital A
drenal H

yperplasia (CA
H

)

                      - The severe form
 of CAH or Classic CAH can

result in life-threatening im
balances in salt and horm

one
levels. If undetected at birth, Classic CAH can lead to
adrenal crisis and death. Frequently, new

born babies show
no outw

ard signs of the disorder and are sent hom
e, only to

present a few
 w

eeks later for urgent m
edical attention at a

tim
e w

hen they are beyond resuscitation. Classic CAH also is
the m

ost com
m

on cause of atypical genitourinary
developm

ent in fem
ales.                              

Classic CA
H

m
ay cause sym

ptom
s at any tim

e from
 infancy through

adulthood. W
hile each individual presents differently,

com
m

on sym
ptom

s include: prem
ature developm

ent of body
hair, body odor, rapid grow

th spurt, but ultim
ately short

stature as adult, early puberty, severe acne, anxiety,
depression, m

ood sw
ings, m

igraines and infertility. 

N
on-Classic CA

H
 (Late O

nset) 

Frequency
The genetic frequency of Classic CAH is approxim

ately 1 in 10-
15,000 births. N

CAH affects 1 in 100 to 1 in 1000 in the general
population, depending upon the ethnic com

position of a given
com

m
unity. Its frequency varies in different ethnic groups. For

exam
ple, it affects one in 27 Ashkenazi Jew

s, one in 40
Hispanics, one in 53 Croatians, and one in 300 Italians. 

Inheritance
CAH affects m

ales and fem
ales in equal num

bers. For a child to
be born w

ith any form
 of CAH, both parents m

ust carry a gene
m

utation for the disorder.

Long-Term
 Effects

Treatm
ent

All form
s of CAH m

ay be m
anaged w

ith oral m
edication that

regulates horm
one levels and replaces horm

ones not m
ade by

the body.

If not detected or treated, Classic CAH m
ay lead to adrenal crisis

and death w
ithin a few

 w
eeks of life. N

on-classic CAH can result
in long term

 quality of life issues, as w
ell as grow

th problem
s

and early puberty in childhood. How
ever, despite the fact that

there is currently no cure for CAH, gene therapy, that m
ay result

in a cure, is in clinical trials. W
ith proper treatm

ent those
affected by CAH can expect to live norm

al lives.

W
hat is CA

RES Foundation?

CARES Foundation, Inc. w
as established in 2000 to prom

ote
education and research for Congenital Adrenal Hyperplasia
w

hile providing the resources and the latest inform
ation

available for m
anaging life and health for people w

ith this
disorder. CARES serves the CAH com

m
unity in every state in

the US and over 70 countries outside the US. CARES program
s

benefit over 8,000 fam
ilies and m

edical professionals across
the United States and abroad. These program

s include:

Research
Since our inception in 2000, CARES Foundation has granted
hundreds of thousands of dollars tow

ards m
edical research.

O
ur goal is to seek better treatm

ent m
ethods for those affected

w
ith CAH and to ultim

ately find a cure.

Education
As the only organization in the United States solely dedicated
to CAH, CARES educates individuals, fam

ilies and healthcare
professionals about CAH through our com

prehensive w
ebsite,

new
sletters, regional conferences and other resources.

Support
O

ur support groups across the United States and abroad enable
individuals and fam

ilies to m
eet w

ith each other, share stories
and address each other’s m

edical concerns. W
e also offer one-

on-one support to affected individuals and their fam
ilies

through em
ail and telephone com

m
unication, as w

ell as
occasional face-to-face m

eetings and social gatherings.

To learn m
ore about CA

RES Foundation, please visit
our w

ebsite: w
w

w
.caresfoundation.org, call toll-free:

(866) 227-3737, or drop us an em
ail at

contact@
caresfoundation.org

Com
prehensive Care Centers

These CARES-designated centers of excellence include a m
ulti-

disciplinary team
 of healthcare professionals w

ho are experts in
the care of CAH. The goal is to provide excellent care to patients
w

ith CAH from
 childhood to adulthood, prom

ote research that
w

ill im
prove patient lives, and educate patients, fam

ilies and
other healthcare providers in CAH and its m

anagem
ent.There are

a num
ber of Com

prehensive Care Centers in the U.S.

N
ew

born Screening A
dvocacy

Identifying CAH at birth can save a baby’s life. CARES has
successfully advocated throughout the US for new

born screening.
As of 2008, CAH is included on every state’s new

born screening
panel. W

e continue to advocate for new
born screening in other

countries in collaboration w
ith other stakeholders and fam

ilies.

Em
ergency M

edical Service Protocols
O

ur m
ost recent advocacy effort is to help establish protocols for

em
ergency w

orkers to adm
inister life-saving m

edication to
people in adrenal crisis. Currently, this life-saving m

edication is
not carried on EM

S trucks and EM
S w

orkers are not allow
ed, or

trained, to adm
inister the life-saving injection in m

ost states. If
you w

ould like to becom
e involved in this cam

paign, please
contact CARES.

A
sk the Expert Service

O
ur m

edical director provides answ
ers to questions about

treatm
ents, care and living w

ith CAH to affected individuals and
their fam

ilies through an online service. Available in English and
Spanish.

Physician Referral Service
Affected individuals and their fam

ilies can contact CARES for help
locating a physician in their area w

ho has know
ledge and

experience w
ith CAH.

H
ow

 You Can H
elp

CA
RES Foundation, Inc. is a 501 (c)(3) tax exem

pt organization.
Contributions are tax deductible. CA

RES Foundation seeks
financial support from

 m
any sources, including individuals,

foundations and businesses.

In addition, if you w
ould like to join CA

RES or donate online,
you m

ay do so by visiting our w
ebsite at

w
w

w
.caresfoundation.org or by calling, toll-free, 866-227-

3737, or 908-364-0272. 

Thank you for contributing to CA
RES Foundation, Inc. Your tax

-deductible contribution w
ill help us continue our w

ork on
behalf of individuals and fam

ilies affected by CA
H

.

W
e have partnered w

ith N
eurocrine Biosciences to conduct a new

type of registry to com
bine the de-identified m

edical histories of
m

any volunteers into a single, CAH research database:
CAHtalog™

. The m
ain purpose of the CAHtalog™

 registry is to
obtain inform

ation about how
 adults and children w

ith CAH are
m

anaged by their doctors in a real-w
orld setting.

CA
H

talog™

                                - The m
ild form

 of CAH

PA
CE A

pp
The PACE app is designed for adrenal insufficient patients and
parents/caregivers and features a stress dose calculator, help
recognizing signs of adrenal crises, and injection training. This
app is available to the CAH com

m
unity.


