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     2023 Global Quality of Life Report 
 

 

In 2020, the Cushing’s Support and Research FoundaƟon (CSRF) formed a paƟent advisory 
commiƩee to discuss topics we felt needed to be introduced into the 
framework of Cushing’s care.  A mulƟple quesƟon survey was developed using 
the substanƟal notes from these meeƟngs, and the survey was distributed to 
our membership.  There was about a 10% response rate, and aŌer much 
enthusiasm and sharing this data far and wide for two years, we decided to 
do another one in 2022 (scan QR code or visit 
hƩps://csrf.net/reportsandpresentaƟons).  At that point we were already 
preƩy sure that developing a paƟent registry was in our future, and began conversaƟons with our 
Medical Advisory Board and others about the feasibility of CSRF hosƟng and “owning” this type of 
database. 

In 2023 we designed a third survey, similar to the other two but intenƟonally created for a broader 
global audience.  Several internaƟonal advocacy 
organizaƟons partnered with CSRF to distribute 
the survey, and within weeks we had over 400 
responses from 38 countries.  CSRF has 
presented pieces of this data at two professional 
conferences in 2024, and you are now in 
possession of the final report that contains the 
full data (copies of the posters can be found by 
scanning the QR code above).  We have inserted 
certain datapoints into the introducƟon of this 

report, and the remainder of the survey data is contained in the charts that follow. 

We are grateful to every single person who took the Ɵme to answer this large volume of quesƟons.  
We are humbled every day to know that going through Cushing’s leads so many of us to want to 
change things so others do not have to suffer the way we did.  At the Ɵme of this report’s release, 
CSRF is about 2/3 of the way through a paƟent registry build with a soŌ launch projected for February 
2025.  The registry will allow us to fully professionalize these concepts and studies, and the data sets 
produced will be used by researchers around the world.  Thank you. 
 

METHODOLOGY 

This report represents a significant quality of life study designed by CSRF in 2023.  It was distributed 
globally through partnership with many internaƟonal advocacy organizaƟons including the Pituitary 
FoundaƟon Ireland, the Australian Pituitary FoundaƟon, and the World Alliance of Pituitary 
OrganizaƟons (WAPO).  Surveys were translated and offered in French and Spanish to expand access. 
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DEMOGRAPHICS 

A total of 435 respondents from 38 countries successfully completed the survey.  Women dominated 
the raƟo with 400 (91.95%) to men’s 32 (7.36%), with two non-binary individuals and one trans 
woman rounding it out.  More than half of survey-takers were in the 40-59 age range, which supports 
current data in literature.  DistribuƟon looked like this: 

18-29 8.97% 

30-39 17.01% 

40-49 29.43% 

50-59 26.90% 

60-69 14.25% 

70+ 3.45% 

As we built the survey, we considered that the “ethnic background” quesƟon probably looked 
different in non-US countries.  We did our best, but in the future we will do beƩer to try to ensure 
that everyone is represented fully.  For this survey, our breakdown looks like this: 

86.9% Caucasian 

6.44% more than one / other 

2.76% Hispanic / LaƟno 

2.30% Asian 

1.38% African / Black 

0.23% NaƟve / Indigenous 

Pituitary was the most prevalent source of Cushing’s in this study (76.21%) with adrenal coming 
in second (16.26%).  About 4% of people had a diagnosis but were sƟll tesƟng to find the source, 
and about 1% each reported exogenous Cushing’s, autonomous corƟsol secreƟon (MACS/ACS), 
ectopic in the lung, and ectopic elsewhere. 

When these 435 respondents filled out the survey, two thirds (66.44%) of them reported that 
they had successful surgery and were in remission, 12.65% were in recurrence or sƟll acƟve aŌer 
unsuccessful surgery, and about 6% had been diagnosed but had not yet had surgery.  Around 2% 
of parƟcipants were either waiƟng for radiaƟon to work, on corƟsol-controlling medicaƟon, or 
had an exogenous source.  Around one tenth (9.43%) of responses were from people who listed 
more than one status, in most cases because a first surgery did not work or they were in 
recurrence.     

Eight people did not list their year of diagnosis, but of the rest, 21.31% were within two years of 
their diagnosis, 27.40% were 2-5 years out, 23.65% were 5-10 years out, 20.84% were 10-20 years 
out, and 6.79% were answering the survey with more than 20 years since their diagnosis.  

SIGNS AND SYMPTOMS 

The majority of us (84.60%) agreed that looking at symptoms as “part of a package” instead of 
individually is vital for earlier screening.  Even a self-aware person can be overwhelmed by the 
number and severity of comorbidiƟes that Cushing’s Syndrome brings, and it’s difficult for almost 
all of us (93.10%) to understand this complicated diagnosis, especially in the beginning.  It’s no 
surprise that trying to manage those complex symptoms negaƟvely impacts nearly everyone 
(95.86%) too. 
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We have explored some of the less-commonly reported signs, symptoms, and long-term residual 
effects of Cushing’s in this survey.  We know that there is room to do a much more thorough job 
of this and are moƟvated by the many comments that shared great ideas to include in symptom 
studies through the registry.   

Changes to our physical appearance are a top concern, and it goes way beyond simply how we 
look.  SomeƟmes people we know don’t recognize us in acƟve Cushing’s (68.51%), we oŌen feel 
rejected by our friends (69.66%), and three-quarters (74.94%) of survey respondents idenƟfy with 
the classic, grotesque image of the “Cushing’s phenotype” we find when we search online for 
informaƟon about this disease. 

Brain fog, cogniƟve impairment, and physical limitaƟons affect our careers and the volume of 
work we are able to do; about 30% of respondents said they have lost moƟvaƟon to do their jobs.  
Just over 40% are sƟll moƟvated to do the job, but their effecƟveness has been reduced by 
Cushing’s.  Almost half of us (47.13%) report a temporary interrupƟon in work because of this 
illness, while about a third (31.26%) have had to make the difficult decision to quit their job.  
Struggling to keep up when you previously thrived in your career strikes at our idenƟty and makes 
us quesƟon everything; 59.54% of us have found ourselves in this posiƟon to some degree.   

DIAGNOSIS 

SomeƟmes the biggest challenge is geƫng the diagnosis!  CSRF intends to use its research 
plaƞorm to further explore what we mean, and what doctors think, when we talk about “how 
long we had it before we got a diagnosis”.  The published average delay to diagnosis is listed as 5-
7 years in peer-reviewed literature, and respondents’ answers reflected that: 

26.7% less than two years to diagnosis 

28.4% 2-5 years to diagnosis 

24.1% 5-10 years to diagnosis 

20.8% more than 10 years to diagnosis 

We need beƩer screening programs, and paƟents are unanimous that primary care providers 
must be educated and supported.  We’re nearly unanimous that obesity doctors (97.70%) and 
gynecologists (93.33%) receive educaƟon and support as well.  CSRF has recently broadened its 
scope of professional outreach due to this kind of feedback. 

Overall, we are opƟmisƟc that things will get beƩer (82.53%), but we want to have realisƟc 
expectaƟons.  For the best possible outcome with this complicated disease in any of its forms, it’s 
clear that we must have the full picture so we can weigh our opƟons and make the best choices 
for ourselves and our lives.   

LIMITATIONS 

As we build the registry and look back on the way these and earlier survey quesƟons were 
designed, we see so much room for improvement!  We’ll look at it as progress, learning to be 
more specific to be more effecƟve.  Here are some addiƟonal observaƟons to share with you, to 
give you an idea of some back-end logisƟcal work we did to present final results to you: 
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-We found three respondents who listed themselves as sƟll seeking a diagnosis, but they 
answered quesƟons about the post-treatment period.  We removed those few files to ensure that 
only responses from people who listed a diagnosis would be included.  In the future, we can 
improve qualificaƟon quesƟons at the beginning of a survey. 

-A related thought would then be – do undiagnosed paƟents, or those with “non-neoplasƟc 
endogenous” Cushing’s Syndrome, need a plaƞorm, and what would it look like? 

-There were many quesƟons where “n/a” did not need to be an opƟon, but it was used by some 
people.  It is a very imperfect method, but for this report we decided to combine “no” and “n/a” 
responses into one column.  If you, Reader, have any quesƟons about individual responses, we 
will be happy to get on a zoom with you and show you the raw data and how we calculated certain 
percentages. 

-There were four individual quesƟons about how long it took to reach diagnosis with no way to 
limit a respondent to just one choice, and they should have been combined into one single 
quesƟon.  We ended up with 13 respondents who chose more than one opƟon, and three who 
did not choose any opƟon.  Because of this, we excluded those 16 for this quesƟon ONLY, to end 
up with: 

<2 years = 26.73% (112/419) 

2-5 years = 28.40% (119/419) 

5-10 years = 24.11% (101/419) 

>10 years = 20.76% (87/419)

-The quesƟon about the type of Cushing’s a respondent has did not include enough opƟons to 
ensure everyone sees themselves in at least one.  The quesƟon about current status of Cushing’s 
needs more opƟons as well, and should require at least one answer.   

-We go back and forth among tenses – have, had, have or had – and it might have been confusing 
to answer quesƟons that bounced back and forth from acƟve Cushing’s to remission. 

-Our coverage of adrenal insufficiency (AI) was sparse – we only asked about 
how you received informaƟon about it, and if you had permanent AI now.  It’s 
a huge topic that deserves future exploraƟon.  If you are interested in joining 
a registry to contribute your experience with AI, please check out the myAI 
registry sponsored by the NaƟonal Adrenal Diseases FoundaƟon (NADF) by 
scanning this QR code or by visiƟng the website: 

hƩps://www.naƟonaljewish.org/clinical-trials/myai-registry-for-people-with-adrenal-insufficiency 

-We polled ourselves about some of the things we don’t feel are well understood or represented 
in current literature, but we missed an opportunity to explore some of the posiƟve things that 
can come out of this experience.  Having Cushing’s changes a person, but oŌenƟmes recovery 
also brings clarity, resolve, autonomy, courage, and acceptance.  Encouragement and a balanced 
outlook must be present whenever we talk about this disease and what it does to us.  If we’re 
going to share our problems, we must also have some soluƟons in mind!  
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And now, the data: 
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Leslie Edwin, President – leslie@csrf.net 

Gretchen Jordan, Associate Director – gretchen@csrf.net 


