
   DAILY SCHEDULE

WEDNESDAY, NOVEMBER 5

6:00 EARLY ARRIVALS GROUP DINNER OUT - LET US KNOW IF YOU'LL BE THERE!

THURSDAY, NOVEMBER 6 

6:00 PATIENT GROUP DINNER 6:00 (RSVP REQUIRED)

CORTISOL SUMMIT 2025 AT BARROW NEUROLOGICAL INSTITUTE, PHOENIX AZ                                                                                                                                     
FRIDAY, NOVEMBER 7    12:30-5:15PM

FRIDAY ELLER TELEHEALTH (40) SONNTAG PAVILION (125) GOLDMAN AUDITORIUM (190)

10:00

10:30

11:00
CORCEPT AD BOARD - 

11:30
PENDING 10-1

12:00

12:30
REGISTRATION, REFRESHMENTS, AND NETWORKING IN THE LOBBY 12:30-1:30

1:00

1:30 ALL-CONFERENCE WELCOME IN GOLDMAN 1:30-1:45

2:00
1:45-2:45 CNCC - NAVIGATING THE 

HEALTHCARE SYSTEM - TIPS FOR 1:45-2:45 CSRF - THE FUTURE IS NOW:

2:30
CARNEY PATIENTS

AIU
PATIENT ADVOCATES

3:00 RESERVED 2-4 
3-4 CSRF - REACTIVATING THE PEACE 

3:30
3:00-5:00 CNCC - UNMET

INJECTION TRAINING AND VIDEO & HAPPINESS YOU DESERVE

4:00
NEEDS OF THE PATENT COMMUNITY

4:30
4:15-5:15 CSRF - SESSION A

EARLY JOURNEY
4:15-5:15 CSRF - SESSION B

LATER JOURNEY

5:00
PANEL PRESENTATION + Q&A PANEL PRESENTATION + Q&A

5:15-6:00 OPTIONAL GRAB & GO DINNER FOR PICKUP IN LOBBY

6:00 TWO SPONSORED GROUP DINNERS OUT 6:00 (RSVP REQUIRED)



CORTISOL SUMMIT 2025 AT BARROW NEUROLOGICAL INSTITUTE, PHOENIX AZ                                                                                                                                     
SATURDAY, NOVEMBER 8    9:00AM-5:00PM

SATURDAY ELLER TELEHEALTH (40) SONNTAG PAVILION (125) GOLDMAN AUDITORIUM (190)

9:00

9:30
9:00-11:00 CNCC - NEW RESEARCH IN 

CARNEY COMPLEX AND THE
9:00-10:15 AIU - PRIMARY ADRENAL 

INSUFFICIENCY
9:30-10:30 CSRF - INTENTIONAL 

COMMUNICATION AND      

10:00
IMPACTS ON PATIENT CARE SELF-ADVOCACY

10:30

11:00
11:15-12:00 CNCC - ENDOCRINE 

10:30-11:45 AIU - ADRENAL 
INSUFFICIENCY & TACTICAL PLANNING

10:45-11:45 CSRF - THE FUTURE IS 
NOW: PHYSICIANS AND

11:30
DISEASE IN CARNEY COMPLEX RESEARCHERS

12:00
12:00-1:00 - CNCC - DOCTOR Q&A - 

12:00-1:00 AIU - EMPOWERING 
CAREGIVERS: TOOLS, TIPS AND 

12:00-1:00 CSRF -     
NEUROPSYCHOLOGY OF

12:30
CARNEY COMPLEX SUPPORT HPA AXIS DYSREGULATION

1:00-2:00 ALL-CONFERENCE HOT LUNCH BUFFET

2:00
BREAKOUT 2:00-2:45 BREAKOUT 2:00-2:45

2:30
2:00-3:45 - CNCC - HOW TO ADDRESS 

UNMET NEEDS OF

3:00
THE PATIENT COMMUNITY

BREAKOUT 3:00-3:45 BREAKOUT 3:00-3:45

3:30

4:00
BREAKOUT 4:00-4:45 BREAKOUT 4:00-4:45 BREAKOUT 4:00-4:45

4:30

4:45-5:00 CLOSE OF CONFERENCE IN GOLDMAN, ANNOUNCEMENTS

7:00-10:00 ALL-CONFERENCE PARTY - COME AS YOU ARE - CSRF CELEBRATES 30 YEARS OF ADVOCACY

BREAKOUT SESSION OPTIONS

1 Transitioning from Pediatric Cushing's to Adulthood: Two Stories

2 Game-Changing Data from the Cushing's Registry: Studies We Will Share with the World

3 Sleep and Your Circadian and Diurnal Rhythms in Cortisol Dysregulation

4 Hypopituitarism: Customizing the Right Replacement 

5 Teaching your local ER and EMS how to recognize and treat an adrenal crisis

6 AIU: Service Dog Discussion Group

7 Secondary Adrenal Insufficiency: Proactive Management 

8 How to address unmet needs of the Carney Complex patient community

9 The Cortisol Community App: Small Group Workshop with Synaptica Health to review plans and share feedback

10 Powerful Podcasts, Inspiring Interviews, and Digital Advocacy : How to Tell Your Story (small group workshop)



     MAIN SESSIONS & BREAKOUTS 
DRAFT DESCRIPTIONS 

UPDATED 2025-09-08 
 
 

 
MAIN SESSIONS - FRIDAY 
 
1:45-2:45 PM - CSRF  
 

The Future is Now: PaƟent Advocates 
 

PaƟent-Run Registries, Screening and Research IniƟaƟves, a Guidebook and an App: we’re rolling 
out significant agents of change in 2026.   
 

This session will explore the impact paƟents are making in our community today, creaƟng new 
data and building structures to support the expansion of educaƟon, access, and equity needed 
by all paƟents everywhere.  Our growing, connected network of pituitary and corƟsol disease 
groups have officially stepped up to the plate to engage in partnership with physicians, 
researchers, industry, and all stakeholders. 
 
1:45-2:45 PM - CNCC  
 

NavigaƟng the Healthcare System – Tips for Carney PaƟents 
 

DescripƟon coming soon! 
 
3:00-4:00 PM - CSRF   
 
 

Beyond Survival: The Right to Joy, and No More Apologies 
 

 Seƫng emoƟonal context – acknowledgement of the emoƟonal toll of living with this 
disease, physical, loss, uncertainty, isolaƟon, and recogniƟon of “medical ptsd”  

 Permission to grieve, but criƟcal to also plant seeds for new possibiliƟes 
 Why peace and joy can feel inaccessible aŌer trauma, this is normal, not a personal failing 
 PracƟcal pathways to healing, small, doable steps to reclaim sense of safety and stability 
 Micro-joys – intenƟonally noƟcing and savoring small moments of beauty or comfort 
 Tools for emoƟonal regulaƟon and quieƟng the hypervigilant mind 
 Reframing the journey and validaƟng it as a research-worthy experience 
 What psychology experts say about well-being 

 
3:00-5:00 PM - CNCC   
 
 

Unmet Needs of the Carney PaƟent Community 
 

DescripƟon coming soon! 
 
 



4:15-5:15 PM - CSRF 
 

A – Early Cushing’s Journey Overview and Robust Q&A   
 

This session is best for paƟents who find themselves in one or more of these categories: 
 Suspect they may have Cushing’s 
 Are currently in tesƟng, or waiƟng for an appointment to get tesƟng 
 Are newly diagnosed and waiƟng for imaging or treatment 
 Just completed or began treatment within the last few months 

 

Presenters will review the steps to diagnosis including how the screening tests work and what 
happens when labs and imaging aren’t 100% conclusive.  They will discuss the different types of 
Cushing’s and treatment opƟons for each.  This session will also include an overview of 
GlucocorƟcoid Withdrawal Syndrome which occurs within the first few months aŌer successful 
treatment.  There will be plenty of Ɵme for quesƟons at the end so come ready to discuss! 
 
B – Later Cushing’s Journey Overview and Robust Q&A  
 

This session is best for paƟents who find themselves in one or more of these categories: 
 Have had surgery or started treatment more than three months ago 
 Have experienced unsuccessful surgery or treatment or are in recurrence (or suspect it) 
 Are working to taper off post-treatment hydrocorƟsone replacement 
 Have opted for medical therapy (medicaƟon) to control high corƟsol 
 Some Ɵme has passed since last/final treatment for Cushing’s and now it’s Ɵme to sort 

out the new normal and what can be expected in the long-term 
 

Presenters will discuss the broad field of “everything that comes next” aŌer diagnosis and 
treatment including adrenal insufficiency and tapering, resoluƟon of symptoms, referrals to 
other specialists, recurrence and management with medical therapies, and long-term mental and 
physical health.  There will be plenty of Ɵme for quesƟons at the end so come ready to discuss! 

 
MAIN SESSIONS - SATURDAY 
 
9:00-11:00 AM - CNCC 
 

New Research in Carney Complex and the Impacts on PaƟent Care 
 

DescripƟon coming soon! 
 
9:00-10:15 AM - AIU 
 

Primary Adrenal Insufficiency 
 

DescripƟon coming soon! 
 
9:30-10:30 AM - CSRF 
 

IntenƟonal CommunicaƟon and Self Advocacy: Tools to help you ace your appointments 
 

Short appointment Ɵmes for complex medical issues oŌen leave us feeling like we didn’t get to 
say and ask everything we wanted to, and physicians feel a similar strain when they never have 



as much Ɵme as they would like to spend with an individual.  This oŌen leads to 
miscommunicaƟon and a lack of alignment in expectaƟons and percepƟons. 
 

This session will review: 
 PrioriƟzing your main concerns and preparing outcome-focused quesƟons for your doctor 
 Use of tracking tools to show paƩerns and help explain how symptoms impact your life 
 PaƟent rights, speaking up for yourself, and confidently seeking second opinions 
 Asking for clarity when you feel you do not have enough informaƟon 
 Becoming an acƟve member of your care team 

 
10:30-11:45 AM - AIU 
 

Adrenal Insufficiency & TacƟcal Planning 
 

DescripƟon coming soon! 
 
10:45-11:45 AM - CSRF 
 

The Future is Now: Physicians and Researchers 
 

Moderated by JD Facinneƫ of Pituitary World News (pituitaryworldnews.org), several physicians 
will make short, powerful presentaƟons on new, exciƟng studies and discoveries from around the 
world  More details coming soon!  
 
11:15 AM-12:00 PM - CNCC 
 

Endocrine Disease in Carney Complex 
 

DescripƟon coming soon! 
 
12:00-1:00 PM - CSRF 
 

Neuropsychology of HPA Axis DysregulaƟon 
 

This session will explore: 
 How the HPA axis connects to the brain areas that control memory, mood, aƩenƟon, and 

decision-making. 
 Why hormone changes can affect how you think and feel, leading to problems like 

forgeƞulness, anxiety, depression, or brain fog. 
 What recovery can look like, even aŌer hormone levels improve — including strategies to 

support clearer thinking, emoƟonal balance, and beƩer coping skills. 
 Tips for protecƟng your brain health and mental well-being during/aŌer treatment. 

 

Whether you’ve lived with high corƟsol, low corƟsol, or swings between the two, this session will 
help you understand what’s going on. 
 
12:00-1:00 PM - CNCC 
 

Carney Complex: Doctor Q&A 
 

DescripƟon coming soon! 
 
 



12:00-1:00 PM - AIU 
 

Empowering Caregivers: Tools, Tips, and Support 
 

DescripƟon coming soon! 
 
2:00-3:45 PM - CNCC 
 

How to Address Unmet Needs of the Carney PaƟent Community 
 

DescripƟon coming soon! 

 
SATURDAY BREAKOUT SESSIONS 
 
The CorƟsol Community App: Small Group Workshop with SynapƟca Health 
 

Review plans, ask quesƟons, share feedback, and help shape the design and direcƟon of the 
world’s first dedicated, paƟent-designed app.  More info coming soon! 
 
Game-Changing Data from the Cushing’s Registry: Studies We Will Share with the World 
 

When you share your story, you give a glimpse into your experience.  When you tell more of it 
over Ɵme, you create real-world data.  When you and hundreds or thousands of other paƟents 
each tell your version of the same story together, it creates new insights and staƟsƟcally 
significant data.  To validate that data to be used in research, it must have professional oversight 
and follow strict privacy laws and collecƟon protocol.  Our Registry does all of that.   
 

Our community strongly agrees that the true depth of the Cushing’s experience is not 
represented in current literature, and we’re unanimous that our Cushing’s journey would have 
been less burdensome with beƩer knowledge and support at all stages.  This is where the new 
research starts. 
 

This session will provide an overview of: 
 The focus of our iniƟal set of surveys, and the stories we will tell with their data 
 ExciƟng future studies, including those related to global access and equity 

 
Hypopituitarism: Customizing the Right Replacement  
 

 Background & context – define hypopituitarism (and pan), explain why it happens, how it 
overlaps with pituitary damage 

 Which hormones are affected – ACTH, TSH, LH/FSH, GH, ProlacƟn 
 Clinical PresentaƟon – acute post-op symptoms, chronic symptoms 
 How to tell the difference between hormone withdrawal aŌer surgery vs true insufficiency 
 Diagnosis & monitoring 
 Post-treatment endocrine tesƟng schedules — what’s checked immediately, at 6 weeks, 3 

months, 6 months, annually…. 
 Hormone replacement protocols and opƟons, ex. is one growth hormone the same as 

another? 
 What kind of coordinaƟon to expect between endocrinology, neurosurgery, and primary . 
 Quality of life & psychosocial aspects - impact on work, relaƟonships, and mental health 



Powerful Podcasts, Inspiring Interviews, and Digital Advocacy: How to tell your story 
 

JD Faccineƫ and Dr. Lewis Blevins (UCSF Health) of Pituitary World News (PWN - 
pituitaryworldnews.org) are two of the most effecƟve digital content creators in our community 
– their website is a catalog of podcasts, webinars, updates, paƟent story videos, and so much 
more covering hypopituitarism, growth hormone deficiency, diabetes insipidus, and Cushing’s, 
as well as Acromegaly, prolacƟnoma, and other pituitary tumors. 
 

In this small group workshop, JD and Dr. Blevins will share their experience and methods for 
success, take quesƟons, and work together with a select group of aƩendees who wish to learn 
more or get involved in digital advocacy. 
 
Secondary Adrenal Insufficiency: ProacƟve Management 
 

DescripƟon coming soon! 
 
Service Dogs for Adrenal Insufficiency: Discussion Group 
 

DescripƟon coming soon! 
 
Sleep and Your Circadian and Diurnal Rhythms in CorƟsol DysregulaƟon 

 

 Overview of corƟsol’s natural behavior and its role in our circadian and diurnal rhythms 
 How dysregulaƟon affects sleep – insomnia and frequent waking when high, faƟgue and 

useless sleep when low, how corƟsol affects REM and deep sleep 
 Consequences of disrupted rhythms – impacts on immune, metabolism, mental health, 

links to cv risk, glucose impairment, weight gain, also cogniƟve effects 
 Measuring & tracking – how do you assess diurnal variaƟon? 
 Approaches to restoring rhythm – behavioral, medical, lifestyle changes 
 QoL and mood outcomes in Cushing’s and the connecƟon to late night salivary test results 

 
Teaching your local ER and EMS to Recognize and Treat an Adrenal Crisis 
 

Adrenal Insufficiency United (AIU) has long advocated for local awareness campaigns to educate 
emergency personnel how to treat a paƟent who is experiencing a crisis.  They have also 
developed resources and materials that can be carried or displayed by the paƟent.  This session 
will be a presentaƟon and q&a format with the leaders of AIU. 
 
TransiƟoning from Pediatric Cushing’s to Adulthood: Two Personal Stories  
 

Most people at this conference were blindsided by Cushing’s in adulthood—diagnosed aŌer 
years of unexplained symptoms. But what happens when the disease strikes in childhood, during 
the very Ɵme when bodies, brains, and idenƟƟes are sƟll forming? This session brings you inside 
that rare and difficult-to-imagine reality. 
 

Through these two powerful and diverse personal stories, you’ll hear what it means to grow up 
with Cushing’s: the struggle of diagnosis and treatment, the impact on school and friendships, 
the medical and emoƟonal transiƟons into adulthood, and the consequences of a disease that 
didn’t wait unƟl later. These stories are raw, illuminaƟng, and unforgeƩable - and they offer a 
new lens on resilience, idenƟty, and survival.   


