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An essential resource for patients and their 
families navigating the frequently frightening world 
of healthcare when faced with any scary diagnosis.

From his personal experience coping with the genetic disease 
of hemophilia, Rogoff  understands how challenging it is to face a 
life-threatening illness, and to ensure quality healthcare from our 
medical establishment. With Americans living longer than ever 
before, the potential to develop chronic conditions, require surger-
ies, or become disabled—and receive a scary diagnosis—increases. 
Learning that you have cardiovascular issues, Parkinson’s disease, 
diabetes, or a form of cancer is life-altering, but Rogoff  makes it clear 
that you aren’t just a patient defi ned by your illness. Armed with 
knowledge, a positive attitude, experienced doctors, and a trust-
worthy team of family and friends, you can continue to live a life of 
dignity, purpose, and meaning while confronting your illness.

Featuring true stories from people who have successfully man-
aged both the medical system and their illnesses, Scary Diagnosis
reveals to us that despite our vulnerability, we have the power and 
the agency to choose our best healthcare options to maintain our 
wellbeing and quality of life.
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Sixty percent of American adults now live 
with at least one chronic health condition. 
Forty-two percent have more than one. In a 
lifetime of eighty-fi ve years, an American can 
expect to have more than fi ve operations, and 
more than three non-operating-room proce-
dures. Every year fi fteen million Americans 
undergo some kind of surgery. At the root of 
these startling statistics are many scary diag-
noses. Being told that their lives, as they know 
them, are about to change, or that their future 
now holds the possibility of serious illness, 
disability, or worse, patients and their family 
members may become depressed and over-
whelmed. Edward Rogoff  knows these reac-
tions fi rsthand, having lived with hemophilia, 
followed by liver disease, until a transplant 
cured him at age sixty.

Scary Diagnosis off ers abundant insight 
and invaluable guidance for those who are 
facing the uncertain future a new diagnosis 
can bring. Th e book also provides practical 
and reassuring help to patients’ families and 
caregivers. Edward Rogoff  presents the stories 
of eight people who have experienced varied 
health emergencies, with candid insight 
into their lives, and their decision-making 
processes.

And for the over one million doctors and 
four million nurses in the US, Scary Diag-
nosis serves as an important reminder how 
necessary empathy is in their communication 
with, and treatment of patients who have just 
received some alarming medical news.

EDWARD G. ROGOFF, PH.D.,
is an accomplished educational leader who 
specializes in entrepreneurship. He taught at 
Baruch College of the City University of New 
York for twenty-three years, where he served 
as chair of the Management Department 
and director of the Larry N. Field Center for 
Entrepreneurship. He is a tenured professor 
at Long Island University Brooklyn School 
of Business, where he served as dean for four 
years. Professor Rogoff  currently teaches 
Social Entrepreneurship at the Wagner School 
of New York University. He continues to con-
duct research in entrepreneurship, particularly 
relative to minorities and seniors.

Professor Rogoff  joined the board of the 
Hemophilia Association of New York in 1980 
where he still serves. He was a member of the 
board of LiveOnNY, the major organ donor 
organization for the New York City metropol-
itan area for seven years.

He remains a major advocate for con-
tinued research and better treatments for all 
patients who receive a scary diagnosis.

ScaryDiagnosis_Jacket.indd   1ScaryDiagnosis_Jacket.indd   1 11/4/24   1:32 PM11/4/24   1:32 PM



Chapter 1

THE FIRST SHOCK, 
THEN WAITING FOR ANSWERS

I’m no mind reader, but I’m pretty certain you are reading this 
book because you are either waiting for test results or are trying 
to !gure out what a recently received diagnosis means for your 
health, the health of a family member or friend, and your ability 
to live the life you want. 

You may have never been in a place of such uncertainty 
before, but I hope this book can help you cope. After absorbing 
the shock of hearing a scary diagnosis, the time comes to map 
out a plan to manage it.

Some diagnoses are perfectly clear and virtually immediate. 
If you are in a car accident, have a heart attack, su"er a stroke, 
or have a painful kidney stone, a diagnosis will usually be made 
and con!rmed within an hour, perhaps less. You can deal with 
treatments and will learn how your life will change. But some 
diagnoses never become clear. #is is the case for one of the peo-
ple you will meet as you read on, Adam Greathouse, a veteran 
who was gravely injured while serving on the NATO peace-
keeping mission in Kosovo. Despite never receiving a de!nitive 



!e First Shock, !en Waiting for Answers  9

diagnosis, the story of his long struggle is both informative and 
inspiring.

Adam’s condition was likely caused by some type of chem-
ical poisoning. Some diagnoses are never clear. Autoimmune 
diseases such as lupus, rheumatoid arthritis, or psoriatic arthri-
tis may forever surround you with swirling clouds of hypothe-
ses proposed by doctors, your family, and the self-proclaimed 
experts on YouTube.

Conditions such as depression or migraine headaches will 
always be uncertain in origin and unpredictable as to when 
they $are up. Some questions that may never be answered 
could include:

• What caused this disease or symptoms?

• Are there any treatments that will cure it?

• Are there any treatments that will make me feel better?

• Does this disease progress and make me sicker?

• Will this become a chronic condition I need to live with 
for the rest of my life?

Even if these questions are answered, you will have to deal 
with a signi!cant period of uncertainty until a clear diagnosis 
is made. For me, it was about six weeks from the MRI that 
brought the word transplant into my daily thoughts to the time 
I was placed on the transplant list waiting for a match that 
would cure my liver disease. 

Adam, the veteran, was brought to the brink of death even 
though he never received a de!nitive diagnosis. Other patients 
discussed throughout this book visited multiple doctors in 
multiple specialties only to have some of the scariest diagnoses 
eliminated, but others that still held multiple dangers were left 
under active consideration. 



10 Scary Diagnosis

Don, who you will meet in greater detail later in the book, is 
the son and grandson of men who developed Parkinson’s disease 
late in life, so he was primed for indicators. When he noticed 
a tremor in his right hand as it hung by his side, he strongly 
suspected that it was Parkinson’s, but it took a year and several 
doctors’ appointments until he received a con!rming diagnosis. 

So here you stand looking past the teeth, down the throat, 
and into the belly of the beast. Jonah would spend three days 
and three nights in the belly of the whale that God had sent 
to save him from drowning. #en God had the whale burp up 
Jonah onto the beach. You should be so lucky. Jonah’s journey 
took only three days, but that was because God didn’t need 
prior authorization from an insurance company. 

Perhaps you are motivated to go to the doctor because of 
pain or a skin spot that didn’t look right. Your journey through 
the belly of the health-system beast may never have a clear end-
ing. Do your best to come to terms with the process that will 
now control your thoughts and calendar. 

1. You receive the doctor’s !rst impression and hypotheses.

2. You await test results. 

3. You see a specialist.

4. You await more test results.

5. You get a second opinion.

6. You await more test results.

7. You decide what action, if any, to take.

Brace yourself. Remember: you are strong. As dreadful as this 
sounds, prepare yourself for more of the same. One of the rea-
sons you may get caught in a cycle of new doctors, new tests, 
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and new conclusions is that medical diagnostic errors are shock-
ingly common. 

You might even say that this American tradition of diagnos-
tic errors and mistreatments started with George Washington 
in 1799. At that time, the former president saw a doctor because 
he was feeling ill with a sore throat and chest congestion. Over 
the next few days, he was treated by four doctors who, with the 
patient’s acquiescence, drained !ve pints of his blood—half the 
blood in the human body! To this day it’s unclear if the extreme 
bloodletting killed Washington or if an undiagnosed infection 
proved fatal. Certainly removing half his blood was a major 
medical error and didn’t help any possible recovery. 

While bloodletting is no longer practiced, medical errors continue. 
According to a 2014 report by the Society to Improve 

Diagnosis in Medicine (SIDM), an estimated 12 million people 
are a"ected by medical diagnostic errors in the US every year, 
resulting in the deaths of between 40,000 and 80,000 patients. 
Researchers estimate that about half of those errors could be 

“potentially harmful.”
In a 2017 study of patients seeking second opinions from 

Mayo Clinic, researchers found that only 12 percent were cor-
rectly diagnosed by their primary care providers. More than 
20 percent had been misdiagnosed, while 66 percent required 
some changes to their initial diagnoses.

A 2023 study by the National Institutes of Health estimated 
that diagnostic errors contribute to about 10 percent of patient 
deaths and “6 to 17 percent of adverse events in hospitals.” 

Some think that second opinions should be mandatory, but 
not all patients require second opinions. #ey raise the cost of 



12 Scary Diagnosis

care and slow down the process of beginning treatment. Some 
health insurers—in order to hold down costs—won’t cover sec-
ond opinions from experts outside their networks. 

Reducing diagnostic errors means tackling human mistakes 
to traditional but $awed procedures for treating and diagnosing 
conditions. 

How to Manage the First Steps

• Accept that you are beginning a process that will be long, 
complex, and frustrating.

• Be aware that mistakes are made and second opinions 
and visits to specialists can be worthwhile.

• Understand that you are now on a mission to get answers 
and you are in charge.


