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Esther Schorr: 
The next thing I was going to ask about was how each you have handled communication with family and friends 
about the diagnosis.  That's a very personal thing.  There are some people who are way out there and, gee, we don't 
know anybody like that, but it's a really personal thing.  So maybe Jeff, Jeff Folloder, how did you handle that initially, 
and has that changed over time?  

Jeff Folloder: 
Well, I never hid my cancer diagnosis from anyone.  I believe in the very first Patient Power event that I did I talked 
about the mistake that I made with my cancer diagnosis.  I told my family.  I told my wife.  I told my daughters.  I told 
my friends.  But I kind of sort of forgot to tell my daughters that my CLL wasn't considered hereditary, and my 
daughters kind of sort of flipped out for a significant period of time until I learned, wow, I should probably let them 
know what exactly is going on so that they can stop worrying a little bit.  

And I did.  And so now I make sure that people understand what it is that I think they need to hear.  I don't tell 
everyone the gory details of my CLL experience.  Some people I tell, yes, I've got cancer.  I'm a survivor, or I'm in 
remission, or I've relapsed.  And the people I care about, I make sure they understand what's really going on and how 
it affects me.  

And at this point some almost nine years after diagnosis, and I know this is going to sound very counterintuitive, 
cancer gave me an awful lot of opportunity.  I would have not had the ability to pull the hand break up on my life and 
reprioritize everything without a cancer diagnosis.  I was moving too fast.  Concentrating on the wrong 
things.  Spending my energy on the wrong things.  Now I focus on the right things.  

And as Andrew is fond of saying, I've learned how to live well, and that's because I've learned from everyone involved 
with Patient Power. 



Esther Schorr: 
Wow.  Well, thank you.  Michelle, Jeff B, Andrew, other commentary about how you communicated or chose not to 
communicate?  

Michele Nadeem-Baker: 
I did the opposite.  Because—probably because my career included crisis communications I was afraid if once I let out 
the info it would be career suicide, which is a very sad thought when you think of society.  But instead now I'm trying 
to change that, that thought has that's out there, that you still can be viable when you have a cancer diagnosis, which 
everyone here is proof of.  But I was very afraid of that, that that would ruin my career.  

As a matter of fact, I did not come, you know, out until I started in the infusion room and reported for Patient Power 
from it each time.  

I was in infusion with the FCR part of my trial.  So it dawned on me that in the past I had worked with the American 
Cancer Society and convinced people to come out about their cancer and explain to other patients.  And I felt 
somewhat like a hypocrite that I did not, and I realized it was time.  It was really time to do that.  And it wasn't only 
about me.  It was about others as well.  And that really helped empower me a lot.  

And also as Jeff has said and I was saying before, it really does help you prioritize what is right, the right things to be 
spending your time on because I was on the hamster wheel of career and never sleeping, and this forced me, I had 
to.  And as you said, naps aren't a bad thing.  I had to learn that, too.  So it does help in certain ways, although it's not a 
great way to have to learn the lesson.  It is what we have, so you have to make lemonade out of lemon s, and I think 
that's what all of us here have been doing.  

Esther Schorr: 
Thank you.  And Jeff B? 

Jeff Brochstein: 
When I was first diagnosed, there were a handful of people, friends and family, who I told.  And I can honestly say and 
somewhat brutally say this, there were some people that swept it under the rug because it's a chronic condition.  I 
didn't need treatment right away.  Many of them didn't understand that, it being cancer, because they're used to 
acute cancers, tumor-based cancers that you have to attack immediately.  
You know, I had other people who kind of buried me already because I told them cancer, and they stopped reaching 
out to me.  And even up until today I still get a rare text message from some of these folks asking me, not in these 
words, but they pretty much ask me if I'm still alive.  And I've kind of put them out of my life.  

And there were some who were understanding, who actually read up on the things that I had sent them about CLL 
and how it's chronic and how there are all these emerging therapies on it.  

So really for about a couple years after that, to kind of going to what Michelle was saying I was kind of in the closet 
about it.  And then when my lymph nodes in my neck became a little more apparent and I really couldn't explain it 
away all that easy, I came out a little bit more about it.  And, you know, like I said, there have been people who have 
been very understanding.  There have been people who have told me, well, it's chronic and you're taking a pill for it 
now so it can't be that bad.  And there's been other people who have been like, oh, my God, cancer, you're still alive. 
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