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IN THIS UPDATE, YOU WILL FIND IMPORTANT
INFORMATION ON COMMUNITY UPDATES, RESEARCH,
SUPPORT GROUPS, AND UPCOMING EVENTS!

FOLLOW US ON SOCIAL MEDIA FOR
THE MOST UP-TO-DATE NEWS!



https://www.linkedin.com/company/cares-foundation-inc/
https://www.facebook.com/caresfoundation
https://twitter.com/caresfoundation
https://www.instagram.com/caresfoundation/
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Tuesday, October 1, 2024 | 10:00AM(ET) | Held Virtually
Patient-Focused Drug Development Meeting

What is Patient-Focused Drug Development?

Patient-Focused Drug Development (PFDD) is a systematic approach to help ensure that
patients’ experiences, perspectives, needs, and priorities are captured and meaningfully
incorporated into drug development and evaluation.

Register for the EL-PFFD Meeting

AND LEAVE A COMMENT! Even if you are unable to attend EL-PFDD, you can still leave a
comment for our meeting moderators.

Please use the link below to find the questions to be used in conjunction with our EL-PFDD
comment form. Comments should be submitted individually.

*The comments collected may be shared during the CAH EL-PFDD and may also be used in the
final Voice of the Patient report (with identifying information removed).*

You can leave a comment by visiting:
https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/

This meeting may be the only opportunity for the CAH community to share their
journeys with the FDA!

If you have any questions, please reach out to pfdd@caresfoundation.org.

For more information on PFDD, please visit: https://caresfoundation.org/externally-led-
patient-focused-drug-development-el-pfdd/ to view our webpage for this event.

PFDD Webpage

PFDD®@caresfoundation.org



https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/
mailto:pfdd@caresfoundation.org
https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/
https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/
https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/
mailto:PFDD@caresfoundation.org
https://caresfoundation.org/externally-led-patient-focused-drug-development-el-pfdd/

N/ cares Thank you to all who participated in the
" FOUNDATON 2024 Annual CAH Education Conference!
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CARES Foundation would like to extend our heartfelt gratitude for the overwhelming support
received from our community & industry/medical professionals that attended this event both in-
person & virtually. Thank you to our incredible speakers and guests who helped make this year’s

event possible!

We are looking forward to next year’s event, and hope to have more details soon. We encourage
you to stay up-to-date on CARES Foundation’s social media & website, and to be on the lookout
for more information on next year’s conference!

]
N

|+ Ui Set- B b i bt
 » Fusion of ablerotl ks ~ bl ke P
YT




ACAIeS

i FOUNDATION
CARES Foundation Endowment Fund

Leave a meaningful gift that will have an enduring impact
on the CAH community!

We have created an endowment fund account at the Community Foundation
of New Jersey to ensure the longevity of our organization. We encourage you
to please consider giving to this fund.

A bequest can be arranged in a variety of ways. It can take the form of cash,
property, or a part of your estate’s remaining value. Including the CARES
Foundation Congenital Adrenal Hyperplasia Endowment Fund into your Will
could be a beneficial component of your plans, lowering your taxable estate
while achieving your philanthropic objectives.

If you would like to name us in your
Will or IRA, please add the following
as a beneficiary:

Ways to Contribute
e Name us in your Will or estate

¢ Real Estate

Community Foundation of New Jersey  Shares of appreciated stock
/o CARES Foundation Congenital o L lales
Adrenal Hyperplasia Fund ’ IcaSh . o —
e |nterestor ares o peratlng usiness
EIN 22-2281783

For more information regarding this process or specific donations, please contact:

2 COMMUNITY
] FOUNDATION

OF NEW JERSEY Phone: 973.267.5533 Toll-Free: 800.659.5533 Fax: 973.267.2903

Thank you for considering CARES Foundation!




Global Pediatric
Endocrinology & Diabetes

i 2ringing endocrine and
"/ diabetes care to all children

“First GPED Annual Meeting

"Bridging Gaps: Enhancing Pediatric Endocrine Care Globally"

26-27 October 2024 & 2-3 November 2024 | 1300-1700 GMT

Day1 (Saturday, 26 October 2024)

Plenary Sessions

“Bringing essential diagnostic tests to resource constrained settings”
Ara Aceves Capri (WHO)

“The phenotype of type 1 diabetes in sub-Saharan Africa”™
Jean Claude Mjabou Hatte (UK)

Meet the Experts

“Early menarche: treat vs not treat " | Margaret Zacharin (Australia)

“Medicines to manage weight in adolescents: present knowledge”™
Amy Fleischman (US)

Adrenal Symposium

“Update on the management of congenital adrenal hyperplasia (CAH)"
Richard J. Auchus (US)

“Triple A syndrome: a 43 cohort patient from Sudan”
Salwa Abdulbagi (Sudan)

“Cushing disease: how to simplify the diagnosis”
Regis Coutant (France)

Day 3 (Saturday, 2 November 2024)

Plenary Sessions

“Assessment and treatment of Vitamin D deficiency/nutritional rickets™
Anju Seth (India)

“The teeth as a marker for endocrine diseases”

Catherine Chaussain (France)

Meet the Experts

“Long term consequences of small for gestational age (SGA)"™
Xiaoping Luo (China)
“Bone disorders for the pediatric endocrinologist™ | TBC

Diabetes Symposium

“Using diabetes technology in resource constrained scenarios: Is something

better than nothing” | Bedowra Zabeen (Bangladesh)

“ Diabetes ketoacidosis (DKA) management with SQ insulinin children™ |
Edna Majaliwa (Tanzania)

“Human insulin vs analogues of insulin: Priorities in resource constrained
settings” | Graham Ogle (Life for a Child, Australia)

Poster and Oral Presentation Session

Day 2 (Sunday, 27 October 2024)

Plenary Sessions

“E-learning in pediatric endocrinology and diabetes: Bringing free
education to all health professionals™ | May Ng (UK)

“Influence of puberty, nutrition and endocrine disruptors on peak
bone mass” | Veronica Abad (Colombia)

Meet the Experts

“AMH measurement as a tool for DSD assessment” | Rodolfo Rey (Argentina)
“ Hyperinsulinism” | Khalid Hussain (Qatar)

Newborn Screening Symposium

“Systematic neonatal screening for congenital hypothyroidism™

Presentations on individual country experiences:
» Arman Pulungan (Indonesia)

* Camila Céspedes (Colombia)
» Seeletso Nchingane (Botswana)

Input from the International Society of Neonatal Screening:
Dianne Webster (New Zealand)

“Ambiguous genitalia and disorders of sexual differentiation
- early vs late genitoplasty™ | Vandana Jain (India) & TBC

Day 4 (Sunday, 3 November 2024)

Plenary Sessions

“DSD care and assessment in resource constrained settings™

Faisal Ahmed (UK)
“Setting up a pediatric endocrinology and diabetes service in a resource-
constrained setting: the Ghana experience” | Emmanuel Ameyaw (Ghana)

Meet the Experts

“Pediatric thyroid cancer in resource constrained settings”
Raul Calzada (Mexico)

“Hypophosphatemic rickets in Algeria™ | Asmahane Ladjouze (Algeria)

Growth and Puberty Symposium

“Precocious puberty: to treat or not to treat” | Rasha Tarif (Egypt)
* Puberty and fertility in Turner Syndrome” | Shanlee Davis (US)

“Clinical approach of severe short stature in resource constrained settings™

Jan Lebl (Czech Republic)

0l Register today for 15.USD via the link below!
bit.ly/GPEDAnnualMeeting2024



http://bit.ly/GPEDAnnualMeeting2024

) PicnicHealth

Be a hero for
the CAH community!

¥ Help improve treatment and care for fellow CAH patients by participating in the
CAHtalog™ Registry. CAHtalog is a comprehensive collection of clinical data from medical
records from patients living with classic congenital adrenal hyperplasia (CAH), designed
to drive advancements in CAH research.

CAHtalog is open to adults and caregivers on behalf of their children living with classic
CAH and who receive medical care in the United States.

Sign up on CAHtalog.com in less than 10 minutes. Here’s what you can expect:
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After signing up, sit back and relax We take your privacy seriously
Nothing else is required. PicnicHealth will collect All personal identifying information will be
your medical records on your behalf. removed from your medical records
e a =
Receive comprehensive access to your medical history as a benefit

m of participating in CAHtalog™:

OCT 28 - - - - - -
- (9 PicnicHealth will organize your records from multiple providers

9 OFFICE VISIT . 0 - -

Hee S0 you can easily track your lab values, medications, images, and
Endocrinologist doctor’s notes—all from your electronic device.
s @ Share your medical history with anyone you trust, anywhere,
Documents 2 records anvtime.
¥ Vitals 6 measurements - -
o | (2] You can be compensated for your time to complete optional
# Labs 75 measurements short surveys twice a year.

AUG 15

.f) Have questions or need help signing up? Email us at help@picnichealth.com.


mailto:help@picnichealth.com

Preventing Adrenal Crisis Events

PACE App

Have you downloaded i

Scan or click to download!

The Preventing Adrenal Crisis Events
(PACE) app is 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. Sponsored by

eloN @& nNeurocriNE Walmart
NOW AVAILABLE IN SPANISHI mneorions ) BOSCIENCES

(Apple App Store Only)

CAH Pulse; Listen to our newest episode!

Season 2 | Episode 2: Lydia
"I had no idea getting married and having children was a thing"

fooA

In this episode of CAH Pulse, Stephanie and Dina speak with Lydia who was diagnosed with
classic CAH at birth and although she received relatively good medical care from the start, she
had little understanding about her condition. As a young adult, Lydia reveals that she foolishly
decided to test the importance of taking her medication by eliminating it altogether.

She also explains how her world took a positive turn after college when she began speaking
with a therapist and ultimately the CARES Foundation. For the first time in here life she was able
to regularly meet and open up with women who are living with CAH which gave her a new
appreciation, understanding and excitement for her future.

Today, Lydia's story includes a loving husband, a toddler son and a drive to help others with CAH
so that they know that they too can live typical, full lives filled with milestones, hope and most of
all love.

https://cahpulse.podbean.com/


https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
https://play.google.com/store/apps/details?id=edu.unc.PACEAndroid
https://cahpulse.podbean.com/
https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
https://play.google.com/store/apps/details?id=edu.unc.PACEAndroid
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CAdrenas

a bridgebio company

Results of Adrenas’ ADventure Investigational Gene Therapy Clinical Trial for Adults with
Classic CAH

September 10, 2024

Dear CAH Community,

In 2018, Adrenas Therapeutics, a BridgeBio company, began engaging with the CAH community to
learn more about the challenges, unmet needs, and experiences of people and families living with
CAH. The wisdom shared by the community, coupled with Adrenas’ desire to pursue an innovative
therapy to treat CAH at its source, ultimately led to initiating a gene therapy clinical trial for BBP-631.

BBP-631 was designed to deliver a functional copy of the 21-hydroxylase gene through a single
intravenous (1V) infusion with the goal of enabling people with CAH to produce their own cortisol and
aldosterone, potentially eliminating, or significantly reducing the need for daily glucocorticoid and
mineralocorticoid doses.

In 2021, the first participant was dosed in Adrenas’ ADventure investigational gene therapy clinical
trial for adults with classic CAH. Over three years, eight participants received BBP-631 at four
different dose levels, with two participants at each dose level. The primary objectives were to
evaluate the safety and tolerability of BBP-631, and to select a dose for future studies with BBP-631.
Selecting a BBP-631 dose would be based on a number of key hormonal variables including but not
limited to cortisol, androstenedione (A4) and 17-OHP (17-hydroxyprogesterone).

Key results from the trial:

* BBP-631 has been well tolerated with no notable safety concerns.

* Participants at higher doses of BBP-631 were able to produce more cortisol. ACTH-stimulated
cortisol levels of up to 11pg/dL were observed at the highest dose, an important achievement as
cortisol levels in classic CAH typically do not exceed 5ug/dL and are typically far lower. This
marks the first instance of any therapeutic, experimental or otherwise, increasing the endogenous
cortisol production in people living with classic CAH.

* Despite the acceptable safety profile and production of cortisol to notable levels, the overall trial
results were not as transformative as we had hoped.

Implications of results:

* The trial has demonstrated that gene therapy for CAH can be done with appropriate safety
profile, and that people living with CAH can make their own cortisol.

* However, given that the results were not enough for the gene therapy to be transformative in the
lives of people living with CAH, Adrenas and parent company BridgeBio will not be moving the
program forward. No additional participants will be dosed in the study. The eight dosed
participants in the ADventure trial will continue to be monitored.

* We will continue trying to understand the data and will seek partners for the program.



* We currently have no plans to pursue a pediatric gene therapy trial, as there is no clear evidence
that young people with CAH would be more likely to benefit from BBP-631 than adults. Further
research is needed to explore the potential benefits and the potential risks of a gene therapy for
this age group.

* We plan to publish our learnings from the ADventure trial as sharing the data may guide further
development for the CAH community.

The Adrenas Therapeutics team acknowledges that this is disappointing news. While the clinical trial
did not meet the high expectations we set for ourselves or for the CAH community we serve, we are
assured that our combined efforts during the past six years have contributed to improved
understanding and greater hope for what is possible for people living with CAH.

We extend our heartfelt thanks to the clinical trial and prescreening study participants as well as the
clinical site physicians and their staff, all who led this innovative effort. We are also deeply grateful to
the CAH patient advocacy leaders and the communities of the CARES Foundation, Adrenal
Insufficiency United, and the MAGIC Foundation, who continue to be our partners in serving the CAH
community. Thank you to all members of the CAH community for your curiosity, willingness, support,
and hope for improving the lives of those with CAH.

With respect and gratitude,

The Adrenas Therapeutics Team

Interview Opportunity for Individuals with
Classic Congenital Adrenal Hyperplasia (CAH)

A new research study seeks individuals with classic congenital adrenal
hyperplasia (CAH) to participate in one 60-minute, online interview to
discuss the symptoms of classic CAH, how those symptoms impact
quality of life, and which concepts would be most important to measure
in @ questionnaire for patients with classic CAH. Participants will receive
$125. No treatment is provided as part of this study. If you complete the
interview, there will be the opportunity to participate in a follow-up
interview later this year.

If you are interested and would like to know more information, please
contact Global Perspectives at rockower@exafield.com and include this
subject line in your email: CAH Experience Study 2024.

NP-CAH-0083 9/2024
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ALKINDI SPRINKLE® (hydrocortisone) oral granules is the first and only hydrocortisone
treatment designed to help provide accurate dosing for newborns and children with
adrenal insufficiency.1

Please see Use and Important Safety Information below.

ALKINDI SPRINKLE: Designed to accurately provide the physician-prescribed dose for
accurate adrenal insufficiency treatment. §

Accurate dosing in children with adrenal insufficiency is essential.2 If a child gets too much hydrocortisone
(overdosing) or too little (underdosing), they may experience poor health outcomes that can last for years, even into
adulthood.3-6.

Overdosing can lead to Underdosing can lead to
long-term health short-term health
problems problems
If your child gets more hydrocortisone than If your child gets less hydrocortisone than
prescribed, they are at risk for long-term health prescribed, they could be in immediate danger.®

problems that could last into adulthood.? .
@ Adrenal crisis®

4] Growth failurl:'-‘
@ Masculine features in some conditions causing

Abnarmal weight gain® adrenal insufficiency or congenital adrenal
hyperplasia (CAH)®

@ Rapid growth in some conditions causing

)
@ Cushing's syndrome?
@ adrenal insufficiency or CAHY®

High blood pressure®=

@ Poor response to stress®

2 Weight loss>E

Mo representation is made regarding the use of ALKINDI SPRINKLE in relation to these conditions.

Eton Cares is available to help with individual, personalized support that puts patients first

Insurance Specialists Pharmacists Murse Ambassadors
Ensure you understand Provide 24/7 support by Provide regular check-ins,
your benefits and help your phone, monthly worry- answer questions about
doctor’s office verify and free refill reminders, and your child’s health and
obtain prior authorization shipment alerts. medication, and support
and insurance coverage. you through treatment.

Medication for as little as $0 per month*

Call the Anovo® Specialty Pharmacy hotline to ask questions about ALKINDI SPRINKLE.
1-833-343-2500
Available Monday through Friday, 8 AM-5 PM CT

-97% of ALKINDI SPRINKLE prescriptions were successfully onboarded and approvedt
-QuickStart Program provides medication as soon as 24 hours during prior authorization#

See how Eton Cares can help families like yours
https://www.alkindisprinkle.com/support/

Now

pill splitting pill crushing compounding

Meet families living life with ALKINDI SPRINKLE

Meet actual families living with congenital adrenal hyperplasia (CAH) and see how they treat their little ones with ALKINDI
SPRINKLE® (hydrocortisone) oral granules with support from Eton Cares.

Watch their experiences with Eton Cares on www.AlkindiSprinkle.com
https://www.alkindisprinkle.com/resources/



https://www.alkindisprinkle.com/support/
https://www.alkindisprinkle.com/resources/

*Restrictions, limitations, and/or eligibility requirements apply.

tAnovo will work with the doctor to obtain insurance coverage. If insurance is
denied, the patient may apply to the Patient Assistance Program.

*For newborns awaiting hospital discharge, medication may be delivered in as
soon as 24 hours. Typical delivery is 3 to 7 days.

§ When the entire dose is administered as directed.

USE

ALKINDI SPRINKLE is a prescription medicine used in children from birth to less than 17 years old as replacement
therapy when the adrenal gland is not making enough cortisol.

IMPORTANT SAFETY INFORMATION
Always give ALKINDI SPRINKLE exactly as your doctor has directed.
Do not take ALKINDI SPRINKLE if you are allergic to hydrocortisone or any of its other ingredients.

Adrenal Crisis: giving too low a dose or stopping medication can cause low levels of cortisol, which can result in serious
illness or death. Treatment with intravenous hydrocortisone should be started immediately. When switching from
another type of hydrocortisone to ALKINDI SPRINKLE, watch your child closely for any changes. If your child doesn’t
get the entire dose of ALKINDI SPRINKLE because of vomiting or spitting some granules out, contact your doctor to see
if another dose is needed.

Immunosuppression and Increased Risk of Infection with Use of a Dosage Greater Than Replacement: Use of a greater
than replacement dosage can suppress the immune system and increase the risks of new infections or exacerbation of
latent infections with any pathogen, including viral, bacterial, fungal, protozoan, or helminthic infections. Monitor
patients for signs and symptoms of infections.

Growth Retardation: the long-term use of corticosteroids in high doses may cause growth retardation in children.
Decrease in Bone Density: corticosteroids can affect your child's bone growth and strength.

Cushing’s Syndrome Due to High Doses of Corticosteroids: treatment with high doses of corticosteroids can cause
Cushing's Syndrome. Treatment should be limited to the smallest dose required, and your child's growth and

development monitored appropriately.

Changes in Vision: tell your doctor if your child has blurred vision or other vision problems during treatment with
ALKINDI SPRINKLE.

Psychiatric Changes: corticosteroids can change your child's behavior or mood. Tell your doctor if your child has
periods of extreme happiness, extreme sadness, hallucinations, or depression.

Gastrointestinal Reactions: tell the doctor if your child has stomach pain, upset stomach, black, tarry stools, or
vomiting of blood. These could be signs of ulcers or tears in the stomach or intestines. Taking anti-inflammatory
nonsteroidal drugs, like ibuprofen, naproxen, or aspirin, can increase the risk of ulcers or tears.

The most common side effects of ALKINDI SPRINKLE include retaining fluids, changes in glucose tolerance, high blood
pressure, behavioral and mood changes, greater appetite, and weight gain.

Vaccination: Administration of live vaccines may be acceptable in ALKINDI SPRINKLE-treated pediatric patients with
adrenocortical insufficiency who receive replacement corticosteroids.

Please visit ALKINDISPRINKLE.com/patient for more information

You are encouraged to report negative side effects of prescription drugs by contacting Eton Pharmaceuticals, Inc. at 1-
855-224-0233 or the U.S. Food and Drug Administration (FDA) at www.fda.gov/safety/medwatch or call 1-800-FDA-
1088.

Please see full Prescribing Information for more information.

LAB-1466-v2

© 2024 Eton Pharmaceuticals. All rights reserved. Eton, ALKINDI SPRINKLE, and Eton Cares are trademarks of Eton
Pharmaceuticals. 1565-v2
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https://caresfoundation.org/wp-content/uploads/2024/09/Eton-References-Oct.-2024.pdf

2024 CAH Awareness Walks . &

Register for a walk near you!

Find all walks at:

October 26, 2024
7th Annual Florida CAH Awareness Walk
Valicenti Pavilion (Sand Point Park) - Titusville, FL

REGISTER BY OCTOBER 2, 2024 AT 3:00PM(ET) TO RECEIVE YOUR WALK T-SHIRT!
CHECK-IN: 9:30AM | WALK BEGINS: 10:00AM

https://caresfoundation.org/7th-annual-flordia-cah-awareness-walk/

November 16, 2024

9th Annual California CAH Awareness Walk
VYorba Regional Park - Anaheim, CA

LOCATION!

REGISTER BY OCTOBER 14, 2024 AT 12:00PM(PT) TO RECEIVE YOUR WALK T-SHIRT!

CHECK-IN: 10:00AM | WALK BEGINS: 11:00AM
https://caresfoundation.org/9th-annual-california-cah-awareness-walk/

If you are interested in hosting a walk in your area,
please do not hesitate to contact: dina@caresfoundation.org.

MAKE SURE TO VISIT THE WHAT'S HAPPENING NOW & EVENTS PAGES ON OUR
WEBSITE TO STAY UP TO DATE ON IMPORTANT INFORMATION AND EVENTS!

WHAT'S HAPPENING NOW .3l EVENTS

AVACAres i "
WWw.carestoundation.org
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CARES Foundation’s SAVE THE DATE
25th Anniversary Gala - -
Friday, April 25, 2025

Celebrating 25 years of making a -
difference in the lives of those with Current, Chelsea Piers

Congenital Adrenal Hyperplasia New York, NY

PINPOINT

PATIENT RECRUITING
Share Your Experiences With CAH and Help Others

Pinpoint Patient Recruiting, a market research recruitment company, is looking for adults (ages 18+)
who have been diagnosed with congenital adrenal hyperplasia (CAH), and caregivers of children living
with CAH, to participate in online market research surveys and interviews. These opportunities will be
conducted throughout the year to help researchers better understand the experiences and opinions
of people living with CAH and caregivers of children living with CAH.

Those who qualify for and participate in a study will receive $50 or more as a thank you for their time.
All information and responses will remain confidential. The research opportunities are sponsored by
pharmaceutical companies. No medication will be given or tested.

Interested?

To see if you qualify for these studies or to get more information, please visit
or Ingles Adams at

BE PREPARED IN AN EMERGENGY

As we are within the schoolyear, we want to remind you to check out some of the important tips & resources that we
provide on the CARES Website to help you stay prepared in the event of an emergency, such as:

Emergency Instruction Information

[ ]

e Emergency Instructions Videos Please visit: https://caresfoundation.org/the-cares-
e Resources for your visit to your local firehouse/EMS provider shop/ to view some of the emergency items we carry
e Qur Ask the Expert Program in the CARES ShOp, such as:

Getting ready for school/camp packets

Medical I.D. Cards & Adrenal Insufficiency Shoe Tags
Emergency Response Kits

Download links to the Preventing Adrenal Crisis
Events (PACE) App

Click for CARES Foundation's

Be Prepared in an Emergency Information



https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/the-cares-shop/
https://caresfoundation.org/the-cares-shop/
http://pinpointpatientrecruiting.com/cah-survey-cares
mailto:ingles@pinpointpatientrecruiting.com
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Have you joined any of our Private Facebook Groups?

CARES Foundation’s private Facebook groups are a great way to connect
with members of our community and share your experiences.

3 Beta Women CARES Support Group Leaders Parents/Caregivers of Teens with CAH
11 Beta Classic CAH Women Parents of College Students with CAH
17 Hydroxylase Grandparents of CAH Children Parents of Kids with CAH
Adoption & CAH LGBTQIA+ Parents of Kids with NCAH
Bereavement Support Group Men w/ CAH Parents of Young Adults (Ages 20-35)
CAH Athletes Men and Dads with Sons with CAH Surgery
gﬁz ;7" tner: 55/ gpouses Mexico CAH Teens with CAH

el A2k Newborns Young Adults with CAH (Ages 21-35)
CAH-X (CAH + EDS) Parents/Caregivers of Girls with NCAH J &

To join our private Facebook groups, you must request access by visiting Congenital Adrenal Hyperplasia Support
Network on Facebook. From our page, select MORE, then GROUPS. (If you are on a mobile device: ABOUT, then
GROUPS).

You should now be able to view, and click on each group/groups you are interested in, and then can request access
to join those specific groups/groups.

If you are having trouble accessing a certain group, or have any outstanding requests for access, please do not
hesitate to contact

UPCOMING SUPPORT GROUPS

If you are interested in participating in any of the below meetings, please reach out to:
support@caresfoundation.org

October 10
Parents of CAH Children (Newborn-Age 5) 9:00PM(ET)

October 23
Spanish Speaking CAH Parents/Patients, 8:30PM(ET)

November 7
Young Adults (17-29), 8:30PM(ET)

November 14

Parents of CAH Children (Newborn-Age 5), 9:00PM(ET)

December 5

Parents of CAH Children (School-Aged/Teens/Young Adults), 8:30PM(ET)

CARES Foundation plans to host more support group meetings via zoom in 2024. Please stay up to
date with our calendar and social media for more information regarding upcoming support groups. If
you have any questions regarding support groups, please contact: support@caresfoundation.org



mailto:john@caresfoundation.org
mailto:support@caresfoundation.org
mailto:support@caresfoundation.org

ASK THE EXPERT Avcares

Dr. Karen Lin Su vt FOUNDATION
CARES Medical Director

Do you need expert medical advice before your next appointment?

Do you have unanswered questions about your treatment?

Then, DON'T FORGET about our program!

Questions answered, worries alleviated, suggestions offered, CAH medical advice for you

and your loved ones.

You must be registered with CARES to use this service. To join, click:_
CLICK HERE: to visit this page

PREGUNTA EL EXPERTO
Dr. Alejandro Diaz

Director of the Division of Endocrinology at Nicklaus Children’s Hospital in Miami
iNecesita asesoramiento médico experto antes de su proxima cita?

¢ Tiene preguntas sin respuesta sobre su tratamiento?

iNO TE OLVIDES de nuestro programa!

- Preguntas respondidas, preocupaciones aliviadas, sugerencias ofrecidas, consejos médicos
~de CAH para usted y sus seres queridos.

Debe estar registrado en CARES para utilizar este servicio.
Para unirte, haz clic en:

Haga clic aqui: para visitar esta pagina.

VISIT BOTH YOUR HOME'S AND SCHOOL'S EMS/FIREHOUSE!

TO , YOU MUST MAKE SURE YOUR LOCAL FIREHOUSE
AND/OR EMS STATION IS AWARE OF YOUR OR YOUR CHILD'S ADRENAL INSUFFICIENCY/CAH
STATUS! WE URGE YOU TO VISIT YOUR FIREHOUSE/EMS STATION RIGHT AWAY!

FOR OUR EMS ADVOCACY PAGE, WHERE YOU WILL FIND
HELPFUL RESOURCES AND DOCUMENTS!


https://caresfoundation.org/be-prepared-in-an-emergency/
https://caresfoundation.org/advocacy-ems-campaign/
https://caresfoundation.org/join-the-cares-community/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/ask-the-expert/
https://caresfoundation.org/pregunta-el-experto/
https://caresfoundation.org/join-the-cares-community/
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MAKE SURE THAT YOU STOCK UP SOME OF THE IMPORTANT
EMERGENCY ITEMS THAT CAN BE FOUND IN OUR SHOP!

Acares

FOUNDATION

Getting Ready for
School/Camp Packet

GETTING READY FOR

SCHOOL/CAMP PACKET

$4.00

Crucial tips and resources

for back to school!
(Includes 1 Emergency
Response Kit)

Tedical Alert
Adrosal lssttcient

EMERGENCY
SYRINGE BAG

$5.50

Durable semi-
translucent carry-case
for syringe or other
emergency items

ADRENAL
INSUFFICIENCY

® i @

'YDROCORTISONE,

Medical Alert
PASSENGER INSIDE

Adrenal Insufficiency

MEDICAL I.D.
SHOE TAGS

$5.50

Small oval-shaped medical
I.D. tags for the laces of

your shoes, bags with

strings, and other items.

ADRENAL INSUFFICIENCY

WINDOW CLING

$2.00

Window Cling to help
EMS easily identify
one’'s Adrenal
Insufficiency

EMERGENCY RESPONSE

KIT (SET OF 3)

$5.00

Includes 3 semi-
translucent kits, and
emergency instructions
brochure & checklist

ADRENAL INSUFFICIENCY

SEATBELT COVER

$12.00

Cover to go over
you/your loved one's
seatbelt to help identify
in case of emergency

MEDICAL 1.D.
LUGGAGE TAGS

$6.50

Medical Alert I.D. for
luggage, backpacks, and
other items.

Preventing Adrenal Crisis Events I l

What is AI?

What are the adrenal glands?  +

Whatis adrenal insufficiency -
(A)? _

PREVENTING ADRENAL
CRISIS EVENTS (PACE) APP

DOWNLOAD BELOW

Google Play Store

VISIT: HTTPS://CARESFOUNDATION.ORG/THE-CARES-SHOP/



https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=18
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=18
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=22
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=22
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=22
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=12&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=12&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=35
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=35
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=35
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=52&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=52&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=52&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=13&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=13&
https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
https://play.google.com/store/apps/details?id=edu.unc.PACEAndroid
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=6&
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=6&
https://caresfoundation.org/the-cares-shop/

CAH PARTNER 2024

O NEURQCRINE

PLEASE UPDATE YOUR ACCOUNT INFORMATION!

Without the proper fields completed, you may be susceptible to missing out on important information
and events! You can click the link below to log-in and edit any incomplete fields.

Please contact john@caresfoundation.org if you are concerned about your account's status

LOGIN TO YOUR ACCOUNT HERE

Platinum
Transparency
2024

Candid.

AV/CAIES
7" FOUNDATION

2414 Morris Avenue, Suite 110, Union NJ 07083
(908) 362-0272 Toll Free (866) 227-3737

MAKE A DONATION JOIN OUR COMMUNITY

NCAIES

FOUNDATION www.caresfoundation.org



https://caresfoundation.org/
https://caresfoundation.org/donate-fundraise/
https://caresfoundation.org/join-the-cares-community/
http://neurocrine.com/
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/login.jsp
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/login.jsp
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mailto:john@caresfoundation.org
http://www.caresfoundation.org/
https://www.linkedin.com/company/cares-foundation-inc/
https://www.facebook.com/caresfoundation
https://twitter.com/caresfoundation
https://www.instagram.com/caresfoundation/

