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co-hosted withco-hosted withco-hosted with
2026 ANNUAL PATIENT2026 ANNUAL PATIENT  
EDUCATION CONFERENCEEDUCATION CONFERENCE
2026 ANNUAL PATIENT 
EDUCATION CONFERENCE
New York Presbyterian-Weill Cornell Medical Center, New York, NYNew York Presbyterian-Weill Cornell Medical Center, New York, NYNew York Presbyterian-Weill Cornell Medical Center, New York, NY

Saturday & Sunday - October 17 & 18, 2026Saturday & Sunday - October 17 & 18, 2026Saturday & Sunday - October 17 & 18, 2026

More than 150 individuals representing 25 states came together in New York City for our annual CARES
Foundation Patient Education Conference. Over a day and a half, patients, families, medical professionals, and
industry partners had the opportunity to learn from some of the leading experts in Congenital Adrenal
Hyperplasia (CAH).

The feedback we received was both powerful and humbling. Participants shared that they learned more in a
day and a half than they had throughout years of living with CAH. Many discovered that health concerns they
had experienced were related to their condition, while others gained a better understanding of the importance
of specialized care. In the days following the conference, we had already received numerous requests for
referrals to CAH experts from individuals who recognized that their condition may not be optimally managed
or that their care teams may lack the specialized knowledge they need.

The conference covered an incredible range of topics, including genetics, transition from pediatric to adult
care, mental health, nutrition, GLP-1 medications, fertility, cardiovascular health, new treatments, and
emerging research. Each presentation offered valuable insights and practical information to help individuals
better understand and manage their health.

But as important as the education was, some of the most meaningful moments happened when patients and
families connected with one another. They shared their experiences, their fears, their challenges, and their
hopes with people who truly understood. For many, simply being in a room where they felt seen, heard, and
understood was as valuable as the medical information they received. These connections are at the heart of
what CARES does and remind us why creating opportunities for our community to come together matters so
much.

We were also honored to host a special screening of “Overlooked”, a documentary that follows one individual’s
journey with CAH. It offered another powerful opportunity to reflect on the realities of living with this condition
and the importance of making sure the CAH community is seen, heard, and understood.

We are incredibly grateful to the experts who generously shared their knowledge, time, and compassion with
our community. We also extend our sincere thanks to our host institution, Weill Cornell Medicine, and to the
sponsors whose support helped make this conference possible.

Thanks to the generosity of our supporters, CARES awarded approximately $45,000 in scholarships to help
patients and families attend. Many scholarship recipients had never before had access to CAH specialists or
experts in the field. Helping make this knowledge and expertise accessible to those who need it most is one of
the most meaningful ways we can support our community. 

For our team at CARES, there is nothing more rewarding than creating opportunities for individuals and
families to leave feeling more informed, more confident, and less alone. 

Conference presentations will be available via recording for anyone interested in learning more. For
additional information, please contact John@caresfoundation.org.

Missed this year’s conference?Missed this year’s conference?Missed this year’s conference?
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Special thanks to our sponsors for helping make the event possible!Special thanks to our sponsors for helping make the event possible!Special thanks to our sponsors for helping make the event possible!
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NO ONE SHOULD FACE
CAH ALONE

Help make a difference in the lives of those living with 
Congenital Adrenal Hyperplasia (CAH) this holiday season!

To make your donation to CARES Foundation’s Year-EndTo make your donation to CARES Foundation’s Year-End
Giving Campaign, you can Giving Campaign, you can scan the QR code or visit:scan the QR code or visit:  
To make your donation to CARES Foundation’s Year-End
Giving Campaign, you can scan the QR code or visit: 

We truly thank you for your continued support & generosity as weWe truly thank you for your continued support & generosity as we
continue our mission to improve the lives of those living with CAH!continue our mission to improve the lives of those living with CAH!
We truly thank you for your continued support & generosity as we
continue our mission to improve the lives of those living with CAH!

https://caresfoundation.app.neoncrm.com/forms/cares-https://caresfoundation.app.neoncrm.com/forms/cares-
foundation-2026-year-end-givingfoundation-2026-year-end-giving
https://caresfoundation.app.neoncrm.com/forms/cares-
foundation-2026-year-end-giving

A rare condition can be isolating in ways that only those living with it canA rare condition can be isolating in ways that only those living with it can
truly understand, and other CAH families can feel impossibly far away.truly understand, and other CAH families can feel impossibly far away.
CARES Foundation exists to close that distance.CARES Foundation exists to close that distance.

A rare condition can be isolating in ways that only those living with it can
truly understand, and other CAH families can feel impossibly far away.
CARES Foundation exists to close that distance.

This year, our community grew stronger in real, measurable ways. YourThis year, our community grew stronger in real, measurable ways. Your
gift helps continue to bring trusted information, meaningful connections,gift helps continue to bring trusted information, meaningful connections,
and vital support to CAH families when they need it most.and vital support to CAH families when they need it most.

This year, our community grew stronger in real, measurable ways. Your
gift helps continue to bring trusted information, meaningful connections,
and vital support to CAH families when they need it most.

www.caresfoundation.orgwww.caresfoundation.orgwww.caresfoundation.orgCARES November 2026 Monthly UpdateCARES November 2026 Monthly UpdateCARES November 2026 Monthly Update

To learn more about our mission, and some of the resources & services weTo learn more about our mission, and some of the resources & services we
assist with, please visit: assist with, please visit: https://caresfoundation.org/cares-year-end-https://caresfoundation.org/cares-year-end-
campaign/campaign/

To learn more about our mission, and some of the resources & services we
assist with, please visit: https://caresfoundation.org/cares-year-end-
campaign/
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SAVE THE DATESAVE THE DATESAVE THE DATE
SATURDAY, APRIL 10, 2027SATURDAY, APRIL 10, 2027SATURDAY, APRIL 10, 2027

19TH ANNUAL

EveryoneEveryoneEveryone
Liberty House | Jersey City, NJ

Stay up-to-date with CARES Foundation’s 
website & social media for more information.

CARESGalaGalaGala

Honorees
Ian Marshall, MD, RWJ Barnabas Health

Jessica Margolies, Esq.
Eton Pharmaceuticals

http://www.caresfoundation.org/
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To learn more or to see if you or your child may qualify for the
Balance-CAH Study, scan the QR code or visit CrineticsCAH.com. 

The Balance-CAH Study is currently enrolling children and adolescents diagnosed with classic CAH
to take part in research of an investigational study drug called atumelnant. 

Atumelnant is an investigational study drug, which means it has not been approved by any regulatory
authority and is still under investigation as a potential treatment for CAH. It can only be used in
research studies like this one.

Those who qualify will receive the study drug and all study procedures at no cost. Additionally,
reasonable costs for travel may be reimbursed when you visit the research center for study visits.
This study will last about 4 months with up to 9 visits, 2 of which may be done by telephone.

To participate in this study, you or your child must:

 Be 1 to 17 years of age

 Have received a diagnosis of classic CAH

Be on a stable glucocorticoid regimen

 Includes: modified-release hydrocortisone, cortisone acetate, prednisolone, 
prednisone, methylprednisolone, and dexamethasone

 

Are You or Your
Child Facing
Challenges
Due to CAH?

 Consider Joining a
Clinical Research Study 

A  C L I N I C A L  R E S E A R C H  S T U D Y  O F  A  P O T E N T I A L
N E W  T R E A T M E N T  F O R  P E D I A T R I C  C O N G E N I T A L  
A D R E N A L H Y P E R P L A S I A ( C A H )  –  PARTA

©2025 Crinetics Pharmaceuticals, Inc. All rights reserved. CRN04894-13_Recruitment Flyer Part A_V1_07/2025_NP-CAH-0098-1
BAL-ENUS-FLYA-V1-26JUN25

https://crineticscah.com/


Have you downloaded it yet?

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. 

(GOOGLE PLAY STORE )
This application can also be found on
the Google Play Store, by searching
“PACE by ChaiCore”.

(APPLE APP STORE )
This application can also be found on
the Apple App Store, by searching
“PACE by ChaiCore”.

Preventing Adrenal Crisis Events
SCAN OR SEARCH ON  THE APP STORE TO DOWNLOAD!

www.caresfoundation.orgwww.caresfoundation.orgwww.caresfoundation.orgCARES November 2026 Monthly UpdateCARES November 2026 Monthly UpdateCARES November 2026 Monthly Update

https://play.google.com/store/apps/details?id=com.jafproductions.PACEAndroidNew&pcampaignid=web_share
https://apps.apple.com/us/app/pace-by-chaicore/id1490431010
http://www.caresfoundation.org/


THANK YOU TO OUR SPONSORS!

CAH PARTNER 2026

CAH Awareness Walks

THANK YOU TO ALL WHO ATTENDED THE 
1  ILLINOIS CAH AWARENESS WALK, IN HUNTLEY, IL!ST

We’re deeply grateful to everyone who came together to raise
awareness and support the CAH community. A special thank
you to our walk host, Becky, for doing such a wonderful job
organizing and bringing this event to life. We also thank our
generous sponsors for helping make this event possible.

THANK YOU TO THOSE THAT CAME OUT TO THE 6
OHIO CAH AWARENESS WALK, IN VALLEY CITY, OH!

TH

Thank you to all of the amazing event hosts, volunteers, and attendees
that helped us raise awareness for & support those with CAH. 

THANK YOU FOR SUPPORTING THE 8  FLORIDA TH

CAH AWARENESS WALK, IN TITUSVILLE, FL!

We’re deeply grateful to everyone who came together to raise
awareness and support the CAH community. A special thank you
to our walk host, Chloe, for doing such an incredible job
organizing and bringing this event to life. We also thank our
generous sponsors for helping make this event possible.

If you have any interest in hosting a CAH Awareness Walk in your area, please contact Dina Matos at
dina@caresfoundation.org.

We’re deeply grateful to everyone who came together to raise
awareness and support the CAH community. A special thank you
to our walk host, Gretchen, for doing such an amazing job
organizing and bringing this event to life. We also thank our
generous sponsors for helping make this event possible.

CAH PARTNER 2026

THANK YOU TO OUR SPONSORS!

CAH PARTNER 2026

THANK YOU TO OUR SPONSORS!

INTERESTED IN HOSTING A WALK IN YOUR AREA?
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CLAY SH      T

Sept. 26, 2026 in Boston, MA

CARES CABARET NIGHT
A Million Dreams - An Evening of Music, Storytelling & Impact
We want to extend our thanks to everyone who made it out to attend the first ever, 
CARES Cabaret Night! Thank you to our event host, Corrine Byrne, Club Cafe, and to all of the talented
performers who helped make this such a special night! 

CARESCARESCARESFORFORFOR

11TH ANNUAL11TH ANNUAL11TH ANNUAL

LEHIGH VALLEY SPORTING CLAYSLEHIGH VALLEY SPORTING CLAYSLEHIGH VALLEY SPORTING CLAYS
Thank you to everyone who came out to support CARES Foundation at this year’s Clay Shoot! Congratulations
to all of our top performers, and a special thank you to all of those to helped to sponsor this event! In 11
years, the Clay Shoot for CARES has raised over $235k to help support those living with Congenital Adrenal
Hyperplasia. 

We had such a great time this year coming together, connecting & learning about CAH at our first ever Family
Fun Days! Thank you to all of our participating centers of excellence, volunteers & everyone who helped
make these such special events. 

Make sure you are staying up-to-date with CARES Foundation’s website & social media pages for more
information on events like these!

CAH Family Fun Days!CAH Family Fun Days!CAH Family Fun Days!

CARES FOUNDATION’S FIRST EVER
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Emergency Crisis/Emergency Room ExperiencesEmergency Crisis/Emergency Room ExperiencesEmergency Crisis/Emergency Room Experiences
SHARE YOUR EMS ExperienceSHARE YOUR EMS ExperienceSHARE YOUR EMS Experience

Did you know that most ambulances do not carry Solu-cortef   ?

I WOULD LIKE TO SHARE MY EXPERIENCE

We ask that you please share any negative/unacceptable experiences you have had at
while in a crisis situation/emergency room visit concerning you/your loved one’s
congenital adrenal hyperplasia (CAH). 

WE NEED YOUR VOICE! We intend to compile these experiences together and share
them with providers and legislatures in an effort to improve the nature of these
situations going forward. Stories can be shared anonymously, and we encourage you to
share as much as possible.  

If you are interested in submitting your Emergency Experience with CARES, please
submit your story here or reach out to dina@caresfoundation.org with your story. 

MAKE SURE THAT YOU VISIT BOTH YOURMAKE SURE THAT YOU VISIT BOTH YOUR

HOME’S AND SCHOOL'S EMS/FIREHOUSE!HOME’S AND SCHOOL'S EMS/FIREHOUSE!

MAKE SURE THAT YOU VISIT BOTH YOUR
HOME’S AND SCHOOL'S EMS/FIREHOUSE!

Furthermore, that they are not allowed to administer the shot even if you have it? We are at work
to develop EMS protocols for emergency medical treatment of CAH and other adrenal
insufficiencies. Too many people suffer from delayed medical care in emergency situations. 

Visit: https://caresfoundation.org/be-prepared-in-an-emergency/

While on this visit, give them printed out materials that you can download from our website.
These include helpful tips for your visit, our emergency instructions brochure, and advice on how
to call attention to CAH/AI treatment by having them flag your residence for this condition.

A well-planned visit to your firehouse and/or EMS station could save your life or
the life of a loved one.
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CAH PulseCAH PulseCAH Pulse

Catch up on all of the latest episodes of CAH Pulse!

CARES Foundation’s Podcast...

Recent Episodes:

Be sure to subscribe! To listen to these episodes and all past
episodes, scan the QR Code or visit: cahpulse.podbean.com.

If you have any interest on being a guest on our podcast, please
contact: dina@caresfoundation.org.

Do you want to be a guest on CAH Pulse?

Season 3 | Episode 6: Allyson Pt. 2
The Good Kind of Stubborn: An Athlete's CAH Story

Season 3 | Episode 4:  From Patient to Pioneer:
Julia Anthony Always Goes Big

Can you compete in an Ironman while living with CAH? Allyson says, absolutely! In this
episode of CAH Pulse, Allyson returns to share her lifelong journey as an athlete with CAH,
which all began for her when she was a child as a competitive swimmer. Now, as a young
adult, Allyson is training for her first half Ironman. We learn what training is like as a salt
waster, the precautions she takes to stay safe, and what it means to be "Allyson stubborn."

With humor, determination and practical advice for athletes as well as parents, Allyson
shares an inspiring message: CAH may be part of your life, but it doesn't have to define all
that you can achieve.
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Season 3 | Episode 3: A Mother’s Gut is Never Wrong
Becky’s Unexpected Journey

Season 3 | Episode 5: Allyson’s Journey: 
“Different is What Makes You Good”

Season 3 | Episode 2: Lupe and Christina: 
Raising a CAH Superstar

Season 3 I Episode 1: Karter - "You gotta just do it"
Insights Positivity and Advice from a Seventeen-Year-Old Salt Waster

http://cahpulse.podbean.com/
http://cahpulse.podbean.com/
mailto:dina@caresfoundation.org
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Sign-up for text updatesSign-up for text updates
from CARES Foundation!from CARES Foundation!
Sign-up for text updates
from CARES Foundation!
Stay up-to-date with all things in the CARES
Community by opting-in to receive text
messages about important events, campaigns &
more!

Opt-in by logging into your CARES account,
and updating your profile. There will be an
option to opt-in to texting.

Login here: https://caresfoundation.app.neoncrm.com/login

Annabelle’s Story About CAHAnnabelle’s Story About CAH

Available Now!Available Now!Available Now! Ruth Nichols, PhD, CFLERuth Nichols, PhD, CFLERuth Nichols, PhD, CFLE

This is a heartwarming narrativeThis is a heartwarming narrative

that helps children living withthat helps children living with

Congenital Adrenal HyperplasiaCongenital Adrenal Hyperplasia

(CAH) navigate their treatment(CAH) navigate their treatment

experiences with confidence.experiences with confidence.

This is a heartwarming narrative
that helps children living with

Congenital Adrenal Hyperplasia
(CAH) navigate their treatment
experiences with confidence.

This book is designed to informThis book is designed to inform

and empower children with theand empower children with the

tools they need to confidentlytools they need to confidently

manage their diagnosis of CAH,manage their diagnosis of CAH,

inspiring them to live full,inspiring them to live full,

healthy lives.healthy lives.

This book is designed to inform
and empower children with the
tools they need to confidently

manage their diagnosis of CAH,
inspiring them to live full,

healthy lives.
By Ruth Nichols, PhD, CFLEBy Ruth Nichols, PhD, CFLE
Illustrated by Tenner StudiosIllustrated by Tenner Studios
By Ruth Nichols, PhD, CFLE
Illustrated by Tenner Studios

JJooiinn  AAnnnnaabbeellllee  aanndd  VViioolleett!!Join Annabelle and Violet!

CCoonnggeenniittaall  AAddrreennaall  HHyyppeerrppllaassiiaaCongenital Adrenal Hyperplasia

GGrroowwiinngg  uupp  wwiitthhGrowing up with
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Learn more:Learn more:Learn more:
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Living with CAH

A portion of the proceeds will benefit 
the mission of CARES Foundation

Out of the Shadows
by Lesley Holroyd

AVAILABLE NOW VIA AMAZON LINK OR QR CODE BELOW

Lesley Holroyd is the author of Out of the
Shadows: Living with CAH and an
advocate for the rare disease community.
Through her memoir and nonprofit
leadership, she works to bring awareness,
understanding, and hope to families
affected by CAH.

Lesley Holroyd

In a poignant English coastal town, Lesley’s journey unfolds
—a tale of self-discovery amid the shadow of lifelong
medical mystery. From a childhood defined by hospital
stays and the companionship of those similary isolated, to a
blossoming adulthood marked by relentless pursuit of
identity, her narrative confronts the deep-seated echoes of a
secret condition. As a nurse, and later a bereaved partner,
she champions resilience, crafting an inspiring tapestry of
love, loss, and the indomintable human spirit. Her story
resonates as a beacon of hope, charting a path through
sorrow and towards healing, as she stitches together the
fragments of her truth in a testament to the quiet strength
found within. The moment we decide our story is worth
telling...is the moment we step out of the shadows. 

Copyrighted Material

Out

Shadows

Out
Shadows

of the

Living with CAH

Copyrighted Material

of the
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Be Prepared!Be Prepared!Be Prepared!

Information regarding signs of adrenal crisis
CARES Emergency Instructions Brochure
Printable Medical ID Cards
Medication Safety Alert Letter
Emergency Instruction Video
The PACE (Preventing Adrenal Crisis Events) App
Links to many helpful items in the CARES Shop

We want to remind you that there are great resources for travel, emergency situations, and
available in our shop to ensure that you are well-prepared no matter where you are. 

Stay prepared in the event of an emergencyStay prepared in the event of an emergencyStay prepared in the event of an emergency

We encourage you to visit both of our Be Prepared in an Emergency and EMS Advocacy pages on
the CARES Website. Here you will find a variety of tools such as:

If you have any ideas for helpful tools/resources that we may be
able to offer/provide, please do not hesitate to reach out to
contact@caresfoundation.org.

Dr. Alejandro Diaz
Director of the Division of Endocrinology at Nicklaus Children’s Hospital in Miami

PREGUNTA EL EXPERTOPREGUNTA EL EXPERTOPREGUNTA EL EXPERTO

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

¿Necesita asesoramiento médico experto antes de su próxima cita?
¿Tiene preguntas sin respuesta sobre su tratamiento?
¡NO TE OLVIDES de nuestro programa!

Haga clic aquí: https://caresfoundation.org/pregunta-el-experto/ para visitar esta pagina.

Debe estar registrado en CARES para utilizar este servicio. 
Para unirte, haz clic en: https://caresfoundation.org/join-the-cares-community/

Dr. Karen Lin Su
CARES Medical Director 

ASK THE EXPERTASK THE EXPERTASK THE EXPERT

Questions answered, worries alleviated, suggestions offered, CAH medical advice for you and your loved ones.

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!

Register with CARES to use this service. To join, click: https://caresfoundation.org/join-the-cares-community/

CLICK HERE: https://caresfoundation.org/ask-the-expert/ to visit this page.
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https://caresfoundation.org/wp-content/uploads/2025/11/FINAL-Emergency-Instructions-Brochure-10.7.24-2.pdf
https://caresfoundation.org/wp-content/uploads/2022/06/EMS-ADVISORY-LETTER6.21.22.pdf
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If you are interested in participating in any of the above meetings, please reach out to:
support@caresfoundation.org. YOU MUST BE PART OF THE CARES COMMUNITY TO JOIN.

Please remain active on CARES social media, and make sure you are checking your email/ the
CARES Event Calendar regularly for any support group updates. If you have any questions
regarding support groups, please contact: support@caresfoundation.org.

CARES Foundation’s Support Groups via ZoomCARES Foundation’s Support Groups via ZoomCARES Foundation’s Support Groups via Zoom

(Free to join) Join by visiting: https://caresfoundation.org/join-the-cares-community/

Thursday, Nov. 12Thursday, Nov. 12Thursday, Nov. 12
Parents of CAH Children (Newborn-Age 5), 9:00PM(ET) via Zoom
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Thursday, Dec. 3Thursday, Dec. 3Thursday, Dec. 3
Parents of CAH Children (School-aged, Teens & Young Adults), 8:30PM(ET) via Zoom

Have you joined any of our Private Facebook Groups?Have you joined any of our Private Facebook Groups?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. 

Mexico CAH 

CAH-X (CAH + EDS) 

CAH Athletes
Parents of Young Adults (Ages 20-35)

CAH Women 50+ 

Adoption & CAH 

Newborns

17 Hydroxylase

CAH Partners/Spouses 

Parents/Caregivers of Girls with NCAH 

CARES Support Group Leaders 
Classic CAH Women

Men and Dads with Sons with CAH Surgery

Parents of Kids with NCAH 
Grandparents of CAH Children

Men w/ CAH 

3 Beta Women Parents/Caregivers of Teens with CAH 

Bereavement Support Group 

11 Beta 
Parents of Kids with CAH

Teens with CAH 

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 on a mobile device: ABOUT,
then GROUPS). You should now be able to view and click on the group/groups that you are interested in, and
can then 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 john@caresfoundation.org.

LGBTQIA+

Parents of College Students with CAH 

Young Adults with CAH (Ages 21-35)

Thursday, Dec. 10Thursday, Dec. 10Thursday, Dec. 10
Parents of CAH Children (Newborn-Age 5), 9:00PM(ET) via Zoom

mailto:support@caresfoundation.org
https://caresfoundation.org/calendar/
mailto:support@caresfoundation.org
https://caresfoundation.org/join-the-cares-community/
mailto:support@caresfoundation.org
http://www.caresfoundation.org/
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https://www.facebook.com/profile.php?id=100088886342973
https://www.facebook.com/profile.php?id=100088886342973
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CLICK HERE FOR DIGITAL VERSION

SCAN TO VIEW
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https://caresfoundation.org/wp-content/uploads/2025/10/Final-Version-Digital-Patient-Education-Guide-Sept.-2025.pdf
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stock up on important emergency items!
THE CARES SHOPTHE CARES SHOPTHE CARES SHOP
View our full catalog at: 
https://caresfoundation.org/the-cares-shop/

Emergency Response
Kit (Set of 3)

$5.00

Durable semi-
translucent carry-case

for syringe or other
emergency items

Emergency 
Syringe Bag

$5.50

Includes 3 semi-
translucent kits, and

emergency instructions
brochure & checklist

Adrenal Insufficiency
CAR SEAT STRAP

Velcro pullover strap to go
over seatbelts to identify
adrenal insufficiency in an

emergency

$12.00

Medical I.D. 
Luggage Tags

$6.50

Medical Alert I.D. 
for luggage, backpacks,

and other items 
when traveling 

oUT OF THE SHADOWS
BY lESLEY hOLROYD

cares pATIENT
eDUCATION gUIDE

fREE DOWNLOAD

Memoir from CAH
Patient & Advocate,

Lesley Holroyd.

Helpful guide for
patients/caregivers
of those with CAH.

Amazon Purchase

If you are shopping outside of the Continental U.S., 
please contact us at contact@caresfoundation.org before 

making any purchases. Shipping rates will vary.

PLEASE NOTE (INTERNATIONAL ORDERS ONLY): 

CARES Stress
dosing magnet

CAH PULSE 
Coffee Mug

$8.00

Stress dosing
guidelines 

(4" x 6" magnet)

CARES CAH Pulse
coffee mug 

(17oz.) 

$2.00
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https://caresfoundation.org/the-cares-shop/
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https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=12&
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https://caresfoundation.org/wp-content/uploads/2025/10/Final-Version-Digital-Patient-Education-Guide-Sept.-2025.pdf
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https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/product.jsp?product=54&
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CAH PARTNER 2026
A special thank you to Neurocrine Biosciences,
for partnering with CARES Foundation in 2026!

www.neurocrine.com

MAKE A DONATION

2414 Morris Avenue, Suite 110, Union NJ 07083
(908) 364-0272 Toll Free (866) 227-3737

If you have any questions about this update or the contents inside, do not hesitate to reach out to
john@caresfoundation.org with more information. 

Thank you!
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LOGIN  TO  YOUR  ACCOUNT  HERE

PLEASE  UPDATE  YOUR  ACCOUNT!
Without the proper fields completed, you may be susceptible to missing out on important 

information and events! Please click the link below to login to your account with CARES 
to edit any incomplete fields in your profile. 

If you are having trouble accessing your account, or have any questions surrounding your profile,
please do not hesitate to reach out to: contact@caresfoundation.org.

JOINING THE CARES COMMUNITY
We encourage patients, family members, relatives, medical professionals, and others who are impacted
by CAH to join our community. This account is completely free to create, and the best way to stay up-to-

date on all important information, news, research, events, and more within the CARES Community! 

JOIN THE CARES COMMUNITY

http://neurocrine.com/
http://www.neurocrine.com/
https://caresfoundation.org/donate-fundraise/
mailto:john@caresfoundation.org
http://www.caresfoundation.org/
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/login.jsp
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/login.jsp
https://caresfoundation.app.neoncrm.com/np/clients/caresfoundation/login.jsp
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	Saturday & Sunday - October 17 & 18, 2026

	2026 ANNUAL PATIENT
	EDUCATION CONFERENCE
	New York Presbyterian-Weill Cornell Medical Center, New York, NY
	More than 150 individuals representing 25 states came together in New York City for our annual CARES Foundation Patient Education Conference. Over a day and a half, patients, families, medical professionals, and industry partners had the opportunity to learn from some of the leading experts in Congenital Adrenal Hyperplasia (CAH).
	The feedback we received was both powerful and humbling. Participants shared that they learned more in a day and a half than they had throughout years of living with CAH. Many discovered that health concerns they had experienced were related to their condition, while others gained a better understanding of the importance of specialized care. In the days following the conference, we had already received numerous requests for referrals to CAH experts from individuals who recognized that their condition may not be optimally managed or that their care teams may lack the specialized knowledge they need.
	The conference covered an incredible range of topics, including genetics, transition from pediatric to adult care, mental health, nutrition, GLP-1 medications, fertility, cardiovascular health, new treatments, and emerging research. Each presentation offered valuable insights and practical information to help individuals better understand and manage their health.
	But as important as the education was, some of the most meaningful moments happened when patients and families connected with one another. They shared their experiences, their fears, their challenges, and their hopes with people who truly understood. For many, simply being in a room where they felt seen, heard, and understood was as valuable as the medical information they received. These connections are at the heart of what CARES does and remind us why creating opportunities for our community to come together matters so much.
	We were also honored to host a special screening of “Overlooked”, a documentary that follows one individual’s journey with CAH. It offered another powerful opportunity to reflect on the realities of living with this condition and the importance of making sure the CAH community is seen, heard, and understood.
	We are incredibly grateful to the experts who generously shared their knowledge, time, and compassion with our community. We also extend our sincere thanks to our host institution, Weill Cornell Medicine, and to the sponsors whose support helped make this conference possible.
	Thanks to the generosity of our supporters, CARES awarded approximately $45,000 in scholarships to help patients and families attend. Many scholarship recipients had never before had access to CAH specialists or experts in the field. Helping make this knowledge and expertise accessible to those who need it most is one of the most meaningful ways we can support our community.
	For our team at CARES, there is nothing more rewarding than creating opportunities for individuals and families to leave feeling more informed, more confident, and less alone.

	Special thanks to our sponsors for helping make the event possible!
	Missed this year’s conference?
	Conference presentations will be available via recording for anyone interested in learning more. For additional information, please contact John@caresfoundation.org.
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	NO ONE SHOULD FACE
	CAH ALONE
	Help make a difference in the lives of those living with
	Congenital Adrenal Hyperplasia (CAH) this holiday season!
	A rare condition can be isolating in ways that only those living with it can truly understand, and other CAH families can feel impossibly far away. CARES Foundation exists to close that distance.
	This year, our community grew stronger in real, measurable ways. Your gift helps continue to bring trusted information, meaningful connections, and vital support to CAH families when they need it most.
	We truly thank you for your continued support & generosity as we continue our mission to improve the lives of those living with CAH!
	To make your donation to CARES Foundation’s Year-End Giving Campaign, you can scan the QR code or visit:
	https://caresfoundation.app.neoncrm.com/forms/cares-foundation-2026-year-end-giving
	To learn more about our mission, and some of the resources & services we assist with, please visit: https://caresfoundation.org/cares-year-end-campaign/



	SAVE THE DATE
	SATURDAY, APRIL 10, 2027
	Everyone

	CARES
	Gala
	Liberty House | Jersey City, NJ
	Honorees
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	A CLINICAL RESEARCH STUDY OF A POTENTIAL NEW TREATMENT FOR PEDIATRIC CONGENITAL
	ADRENALHYPERPLASIA(CAH) – PARTA

	Are You or Your Child Facing Challenges Due to CAH?
	Consider Joining a Clinical Research Study
	The Balance-CAH Study is currently enrolling children and adolescents diagnosed with classic CAH to take part in research of an investigational study drug called atumelnant.
	Atumelnant is an investigational study drug, which means it has not been approved by any regulatory authority and is still under investigation as a potential treatment for CAH. It can only be used in research studies like this one.
	Those who qualify will receive the study drug and all study procedures at no cost. Additionally, reasonable costs for travel may be reimbursed when you visit the research center for study visits. This study will last about 4 months with up to 9 visits, 2 of which may be done by telephone.
	To participate in this study, you or your child must:
	Be 1 to 17 years of age
	Have received a diagnosis of classic CAH  Be on a stable glucocorticoid regimen
	Includes: modified-release hydrocortisone, cortisone acetate, prednisolone,
	prednisone, methylprednisolone, and dexamethasone

	To learn more or to see if you or your child may qualify for the Balance-CAH Study, scan the QR code or visit CrineticsCAH.com.


	Preventing Adrenal Crisis Events
	SCAN OR SEARCH ON  THE APP STORE TO DOWNLOAD!
	(APPLE APP STORE )
	(GOOGLE PLAY STORE )
	Have you downloaded it yet?
	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.
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	CARES FOUNDATION’S FIRST EVER

	CAH Family Fun Days!
	Sept. 26, 2026 in Boston, MA


	CARES CABARET NIGHT
	A Million Dreams - An Evening of Music, Storytelling & Impact

	CLAY SH      T
	CARES
	FOR
	LEHIGH VALLEY SPORTING CLAYS
	SHARE YOUR EMS Experience
	Emergency Crisis/Emergency Room Experiences
	We ask that you please share any negative/unacceptable experiences you have had at while in a crisis situation/emergency room visit concerning you/your loved one’s congenital adrenal hyperplasia (CAH).
	WE NEED YOUR VOICE! We intend to compile these experiences together and share them with providers and legislatures in an effort to improve the nature of these situations going forward. Stories can be shared anonymously, and we encourage you to share as much as possible.
	If you are interested in submitting your Emergency Experience with CARES, please submit your story here or reach out to dina@caresfoundation.org with your story.
	I WOULD LIKE TO SHARE MY EXPERIENCE
	Did you know that most ambulances do not carry Solu-cortef   ?
	Furthermore, that they are not allowed to administer the shot even if you have it? We are at work to develop EMS protocols for emergency medical treatment of CAH and other adrenal insufficiencies. Too many people suffer from delayed medical care in emergency situations.

	A well-planned visit to your firehouse and/or EMS station could save your life or the life of a loved one.
	While on this visit, give them printed out materials that you can download from our website. These include helpful tips for your visit, our emergency instructions brochure, and advice on how to call attention to CAH/AI treatment by having them flag your residence for this condition.

	Visit: https://caresfoundation.org/be-prepared-in-an-emergency/




	MAKE SURE THAT YOU VISIT BOTH YOUR HOME’S AND SCHOOL'S EMS/FIREHOUSE!
	CARES Foundation’s Podcast...

	CAH Pulse
	Season 3 | Episode 6: Allyson Pt. 2
	Catch up on all of the latest episodes of CAH Pulse!
	Recent Episodes:

	Do you want to be a guest on CAH Pulse?

	Sign-up for text updates from CARES Foundation!
	Stay up-to-date with all things in the CARES Community by opting-in to receive text messages about important events, campaigns & more!
	Opt-in by logging into your CARES account, and updating your profile. There will be an option to opt-in to texting.
	Login here: https://caresfoundation.app.neoncrm.com/login


	Available Now!
	Join Annabelle and Violet!
	This is a heartwarming narrative that helps children living with Congenital Adrenal Hyperplasia (CAH) navigate their treatment experiences with confidence.
	This book is designed to inform and empower children with the tools they need to confidently manage their diagnosis of CAH, inspiring them to live full, healthy lives.
	Ruth Nichols, PhD, CFLE
	Learn more:
	Annabelle’s Story About CAH


	Out
	of the

	Shadows
	Living with CAH
	by Lesley Holroyd
	Out
	Shadows
	AVAILABLE NOW VIA AMAZON LINK OR QR CODE BELOW



	Be Prepared!
	Stay prepared in the event of an emergency
	We want to remind you that there are great resources for travel, emergency situations, and available in our shop to ensure that you are well-prepared no matter where you are.
	We encourage you to visit both of our Be Prepared in an Emergency and EMS Advocacy pages on the CARES Website. Here you will find a variety of tools such as:
	Information regarding signs of adrenal crisis
	CARES Emergency Instructions Brochure
	Printable Medical ID Cards
	Medication Safety Alert Letter
	Emergency Instruction Video
	The PACE (Preventing Adrenal Crisis Events) App
	Links to many helpful items in the CARES Shop
	If you have any ideas for helpful tools/resources that we may be able to offer/provide, please do not hesitate to reach out to contact@caresfoundation.org.

	ASK THE EXPERT
	Dr. Karen Lin Su
	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!


	PREGUNTA EL EXPERTO
	Dr. Alejandro Diaz
	Director of the Division of Endocrinology at Nicklaus Children’s Hospital in Miami
	¿Necesita asesoramiento médico experto antes de su próxima cita?
	¿Tiene preguntas sin respuesta sobre su tratamiento?
	¡NO TE OLVIDES de nuestro programa!
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	CARES Foundation’s Support Groups via Zoom
	Thursday, Nov. 12
	Parents of CAH Children (Newborn-Age 5), 9:00PM(ET) via Zoom

	Thursday, Dec. 3
	Parents of CAH Children (School-aged, Teens & Young Adults), 8:30PM(ET) via Zoom

	Thursday, Dec. 10
	Parents of CAH Children (Newborn-Age 5), 9:00PM(ET) via Zoom
	If you are interested in participating in any of the above meetings, please reach out to: support@caresfoundation.org. YOU MUST BE PART OF THE CARES COMMUNITY TO JOIN.
	(Free to join) Join by visiting: https://caresfoundation.org/join-the-cares-community/
	Please remain active on CARES social media, and make sure you are checking your email/ the CARES Event Calendar regularly for any support group updates. If you have any questions regarding support groups, please contact: support@caresfoundation.org.


	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.


	CLICK HERE FOR DIGITAL VERSION
	SCAN TO VIEW

	THE CARES SHOP
	stock up on important emergency items!
	View our full catalog at:
	https://caresfoundation.org/the-cares-shop/
	Helpful guide for patients/caregivers of those with CAH.
	Memoir from CAH Patient & Advocate, Lesley Holroyd.
	CARES CAH Pulse coffee mug
	(17oz.)
	Stress dosing guidelines
	(4" x 6" magnet)
	Velcro pullover strap to go over seatbelts to identify adrenal insufficiency in an emergency
	Medical Alert I.D.
	for luggage, backpacks, and other items
	when traveling
	Durable semi-translucent carry-case for syringe or other emergency items
	Includes 3 semi-translucent kits, and emergency instructions brochure & checklist

	PLEASE NOTE (INTERNATIONAL ORDERS ONLY):
	If you are shopping outside of the Continental U.S.,
	please contact us at contact@caresfoundation.org before
	making any purchases. Shipping rates will vary.
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	JOINING THE CARES COMMUNITY
	We encourage patients, family members, relatives, medical professionals, and others who are impacted by CAH to join our community. This account is completely free to create, and the best way to stay up-to-date on all important information, news, research, events, and more within the CARES Community!
	JOIN THE CARES COMMUNITY

	PLEASE  UPDATE  YOUR  ACCOUNT!
	Without the proper fields completed, you may be susceptible to missing out on important
	information and events! Please click the link below to login to your account with CARES
	to edit any incomplete fields in your profile.
	If you are having trouble accessing your account, or have any questions surrounding your profile, please do not hesitate to reach out to: contact@caresfoundation.org.
	LOGIN  TO  YOUR  ACCOUNT  HERE
	CAH PARTNER 2026
	2414 Morris Avenue, Suite 110, Union NJ 07083
	(908) 364-0272
	Toll Free (866) 227-3737
	MAKE A DONATION



