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Andrew Schorr:  
Hello and welcome back to Patient Power, and from Chicago the American Society of Clinical Oncology with our 
hematology and patient advocate brother from Europe, from Munich, Germany, Jan Geissler.  Jan, great to see you.   
 
Jan Geissler: 
Great to see you.   
 
Andrew Schorr: 
So Jan made a presentation here that I think is important for all of us to hear about today.  Give us the headlines for 
patients.   
 
Jan Geissler: 
Well, I was presenting in session, a joint session of ASCO and ECCO, so a joint European-American session.  It was 
about multiplex genomic testing.  Of course, a couple of commissions presented, but I was bringing patient 
perspective.   
 
What I was saying is that of course the patients have a lot of hope in genomic testing and testing in general but 
especially in, let's say, treating patients with the right treatment at the right time.  Make sure we don't overtreat 
patients.  Make sure that we are treated according to risk ratification, and making sure that we detect progress and 
whatever early to actually catch patients when they really need therapy.   
 
And of course there are—I mean, we see issues around access, access to testing, access to diagnostics because what 
happens with patients who cannot access treatment because they cannot access… 
 
Andrew Schorr: 
…so like testing.  Like you get a testing answer but it doesn't lead to therapy.   



 
Jan Geissler: 
Or it doesn't lead to therapy.  That's absolutely right.  And I was a bit making the comparison of supermarkets, you 
know, very expensive, very hard to get, very unaffordable, only meaningful to a small number of patients.  That's 
what we talk about in medicine sometimes is how very hugely expensive therapies which leave a lot of patients 
behind which don't have good coverage or can't access the diagnostics to actually get the treatment in the end.  And 
we're now talking about Western Europe or some of the U.S.   
 
Andrew Schorr: 
All over.   
 
Jan Geissler: 
All over, and as soon as you go to more emerging countries they can't even access the basic testing.  And you see that 
in CML, which is always been something like… 
 
Andrew Schorr: 
Which he's been living with for many years.   
 
Jan Geissler: 
I've been living with it for 17 years, and we see people dying of CML even though it's a well-understood, biologically 
well-understood, well-treatable disease with five different therapies on the market.  But if you can't access testing, if 
you can't access the drugs, people are still dying from the disease.  And so access is a big issue.  It's probably the 
biggest barrier that we have.   
 
Andrew Schorr: 
So was your presentation then a downer?  I mean, where do we go from here if you're saying, well, you can have all 
these cool tests but is it—are the tests affordable, and then even if you get a test result is there a treatment that's 
affordable.  It's like so, what?   
 
Jan Geissler: 
But the second part of my—I mean it sounds depressive, and what I didn't want to say, the second part, was how are 
we going to make it work.  And, of course, what time we need until we learn how the genome works and how it has an 
impact on treatment will probably take us some more years.  And I said at ASCO 2028 we'll probably know all that, 
and we're going laugh about… 
 
Andrew Schorr: 
…to prove value.   
 
Jan Geissler: 
So we want to see how the mechanisms work and how to treat according to specific mutations and whatever is going 
to happen.  And I said, how do we make it work.  On one hand, new patients are active on the data, so we support 
activities like the IMI Harmony project in Europe which actually brings together data from industries, studies from 
academic studies, and so on to actually have a big data pool to try to understand the sickness, because I think clinical 
trials can't live with that.   
 
There are so many issues, especially with genomic data about the identification, about patient-relevant outcomes 
and so on.  And we as patient organizations engage in projects like that to contribute to research and make sure that 
patients actually join that and that research does meaningful things.   
 
Andrew Schorr: 



Well, we've got to do that in the U.S. too.   
 
 
Jan Geissler: 
Big data is a big issue.  A lot of presentations here about big data, actually.   
 
Andrew Schorr: 
So, right.  So to be continued related to how can we all contribute data about ourselves so that there's knowledge of 
what our situations are, what moves the needles, what test makes a difference, where value is in new treatments, 
right?  So I hope it doesn't take another 10 years.  You said 2028, oh, my God.   
 
Jan Geissler: 
I was just saying 10 years is a typical cycle for new drugs.  I hope it's going to move very quickly, and I think we see a 
lot of data here at ASCO on what we need to work on.  I'm less worried about oncologists here at the congress, 
because they go here to educate themselves, but I was saying how can you actually bring that to broad application 
with all the oncologists who are not coming to ASCO.  We need the education, the tools, the analytics, the decision 
support tools to actually introduce genomic data and make something meaningful for each individual patient out of 
that.  We need to work fast.   
 
Andrew Schorr: 
Right.  One part of it, though, is the patient speaking up.  Doctor, have you heard about X, Y, Z?  Is this important to 
me?  Is there a certain test that could inform the care that you might give me?   
 
Jan Geissler: 
Yeah.  You see where the success of direct-to-consumer testing that there's a huge demand in the patient community 
which is not being met by the established medical system.  And I think we need to then of course criticize these kind 
of services about anything, but I mean they only emerge because there's an unmet need which is being met by 
commercial companies instead of by the established medical system.  We need to think about the reasons for that.   
 
Andrew Schorr: 
Right.  Boy, he's so smart, and he's been leading the way in Europe, but because of a lot of what we do and Jan really 
having the digital voice that has worldwide impact.  Before I let you go, you've been living with CML how long?   
 
Jan Geissler: 
For 17 years now.   
 
Andrew Schorr: 
Okay, 17 years.  This is like the new world of CML fortunately for a large percentage of patients, but also the hope 
was can you stop therapy, which often therapy may be very expensive.  You have.  For how long now?   
 
Jan Geissler: 
I stopped three years ago now.   
 
Andrew Schorr: 
How are you doing?   
 
Jan Geissler: 
I'm doing very well.  I'm still a bit nervous because I know it's just not coming back, but it's still there, so I'm still a bit 
nervous.  But I must say it's a great feeling without therapy, and it's—after 13 years of therapy it's a good feeling, I 
can tell you.   



 
Andrew Schorr: 
Amen.  So modern medicine, modern advocacy.  This guy runs the Patient Advocate Foundation, right?  And so many 
initiatives.  He's well known in the EU, and that may be where you're watching from.   
 
I just want to thank you for what you're doing.  And I want to give you a hug, all right?  And good health, okay?  
 
Jan Geissler: 
Thank you so much, and same to you.   
 
Andrew Schorr: 
And it's wonderful we can meet in Chicago.  Sometimes we meet in Europe.  Jan Geissler from Munich, Andrew from 
now California.  Chronic lymphocytic leukemia, chronic myeloid leukemia, living well but with issues where 
everybody gets the care they need and deserve, and thanks for being a leader in that  
 
Jan Geissler: 
Thank you so much.   
 
Andrew Schorr: 
Knowledge can be the best medicine of all, and working together can make a difference.   
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