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Andrew Schorr: 
So first of all, Janet, from your perspective as a patient, you go to the World Lung meeting, you go to some of the other 
meetings, what do you think are the big deals for patients?  Is it more genes being identified?  Is it having immunotherapy 
work for more people?  What are the big take-home messages we should review for people here?  
 

Janet Freeman-Daily: 
Well, you touched on two of them.  One, there are more genes identified.  I'm not sure I've got quite the right percentage, 
but at the moment I believe it's about 70 percent of patients with non-small cell lung cancer have a driving mutation for 
which there's an approved drug or a clinical trial.  Is that right, Dr. Sequist?  About?  
 

Dr. Sequist: 
I don't know the exact number, but it's got to be close to there.  
 

Janet Freeman-Daily: 
And then there's immunotherapy, which not only works for some people who didn't have treatment choices but in some 
cases continues to work after they stop taking the drug for a good period of time.  
 
But I think one of the other big notes is it appears that immunotherapy may be working for small-cell lung cancer, which 



has not had a new treatment option in decades, so that is huge.  
 
However, in addition to treatments I would say the next big thing, and it's not too surprising I'm going to say this because 
this is what I talked at World Lung, but the fact that we have new patient groups forming around these driving oncogenes, 
we have enough patients who have been taking these targeted therapies enough, long enough and feeling good enough 
that they're becoming active as advocates.  And they want to learn more about their disease, so we now have a group for 
ROS1 called the ROS1ders, for EGFR, EGFR resisters, for ALK, called ALK Positive, or RET, called the RET Renegades, and 
a separate group for a subset called Exon 20 group for insertions or Exon 20 of HER2 and EGFR.  
 
And these patients groups are providing guidance to help patients find clinical trials, to help them understand their 
treatment, to deal with their side effects, to find experts, and we're also funding research.  So there are new research 
studies being funded by these patients, and the ROS1ders have actually created a study where we are making cancer 
models of our own rare cancer because researchers didn't have anything to study, and now they have more cells.  In fact, 
we've got, I think, four new cell lines in the past year and more in development.  
 
And we also have three patients who have donated to creating mouse models of ROS1, and they hopefully will be useful for 
us.  And they've already had two different publications on the subject.  And without it some of the ROS1 research couldn't 
be done, so we're very excited about that.  
 

Andrew Schorr: 
Wow, just congratulations to all of you who are involved in this, and I know you've got a big smile on your face, Dr. Sequist.  
We used to have such a very short turn for most people with advanced lung cancer, and now, thank god, with research 
you've done and your peers around the world and in collaboration with patients we have people living much longer, like 
Merisa, who unfortunately couldn't be with us today, but Janet and some others who are probably watching.  
 
So that then gives you the opportunity to try to understand them and a lot of aspects of their care and their biology more 
than you ever could because people are living, right?  So that chance for dialogue is really critical to understand how are we 
not just, yay, we have the medicines helping people live longer but what's going on, right?  
 

Dr. Sequist: 
Yeah.  I think that's right, and it gives us an opportunity to think more critically about how we can do things differently, 
whereas 10, 15 years ago we were just trying it to find a way to help people live beyond a year.  That was the glass ceiling 
that we were trying to break.  And now that we've come so far in lung cancer we can really start looking at some of these 
important questions about sequencing medications, combining medications.  What does that do to quality of life?  What 
are other things that affect patients being on clinical trials for years and years, having to go through the scans and the 
tests?  Trying to make clinical trial more accessible to people because of eligibility criteria that are obsolete.  
 
So these are some of the lessons I've learned from working with patients in various forums, and it's really very satisfying 
for me for sure.  
 

Andrew Schorr: 
I know a lot of your work is in EGFR, and if I have it right maybe the incidence of, if that's the right term, of EGFR, let's say in 
the Asian community is higher.  Is that right?  And so I know the percentage of people in clinical trials is low, like 3 percent.  
We need more participation of people from different groups so that you can understand how these different mutations are 
active more or less in different groups, right, and how certain medicines come into play?  That's one of the collaborations 
we from all groups need to do with you, right?  
 



Dr. Sequist: 
Well, I think another—that's absolutely right, and another really important role that patient advocates can play is to 
educate their peers about what clinical research involves.  Many people in this country are just scared about clinical 
research.  They don't want to be considered as a lab rat, and they think that's something maybe for at the very end of the 
line when you've exhausted all other options when in fact some of the most promising clinical trials these days are for the 
very first treatment that you may take as soon as you're diagnosed.  
 
And having people be aware that clinical trials are not just a way to experiment on a patient but to really offer the patient 
cutting-edge treatment that they couldn't get outside of a trial and work together to bring new treatments to approval, 
that message is critical to get out to the public.  
 

Andrew Schorr: 
Right.  And can accelerate medicines getting to the goal line quicker, right?  I mean, Janet, I know you—a lot of what, for the 
community living with lung cancer, like you don't know how long your ROS1 medicine will work.  
 

Janet Freeman-Daily: 
That's right.  It won't last forever.  I will eventually have to try something else, and the drug that I take will probably be in a 
clinical trial.  I think it's important to know that especially for those of us with driving oncogenes but also for people with 
cancers that don't have a good effective treatment option, clinical trials may be your best treatment option.  Clinical trials 
provide hope.  There's no guarantee that they will work, but when you don't have any other option that looks effective or 
that lasts a long time clinical trials can be very useful.  
 

Andrew Schorr: 
So, Jess, a lot of times a physician will say to a patient, well, I might have a clinical trial for you and the patient comes home 
to review a whole stack of legalese documents to try and simple—and the family member says, oh, no.  What would you say 
to family members too about this idea of clinical trials and supporting your loved one in maybe getting tomorrow's 
medicine today?  
 

Jessica Wittebort: 
I think it's really important again to find a group of people that are on a clinical trial so you can see how real it is, how okay it 
is, you know, sort beat down those major misunderstandings, you know.  Fears that you're going to be given a placebo and 
then you're left to go or whatever the case is.  I think we're still getting in a place where ct.gov or Cancer Commons are able 
to really very clearly articulate it.  The research is there, the information is there, but I do find it still a bit daunting for 
people who probably are just freshly diagnosed to understand what it means, so I think. 
 

Andrew Schorr: 
Right.  As Janet said, there are people who can help you with the lung cancer groups she's rattled by, online groups.  There 
are all sorts of people who can help you, so I want you to—I hope our viewers will take advantage of that.   
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