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Terry Wilcox: Hello. Hi, everyone. Thank you so much for joining us tonight. It's great to be 
here in St. Louis. I've actually never been. 

Speaker 2: Welcome, welcome, welcome. 

Terry Wilcox: Thank you. I'm loving it so far, and I'm excited tomorrow I get to go the arch, so 
that'll be fun. I've been many, many places but never here. My name is Terry 
Wilcox. I'm the executive director of Patients Rising, and I just have a little bit of 
shop-keeping and opening because we're going to be doing a live poll later. 
What I would like all of you to do that have the texting mechanism on your 
phone, which I'm sure is most of you, is I would love for you to open it up and 
put the number in. Pretend like this is the phone number, 22333, and then in 
the text message part, I need you to text patientsrising, all one word  as if you 
were typing in our domain on the website. Don't separate that. P-A-T-I-E-N-T-S-
R-I-S-I-N-G. Because we're doing Voices of Value tonight, it's nowhere on the 
stage. 

 You will text patientsrising all one word to that number, and that will basically 
put you in the flow of the poll. When the polls are live up here later ... If you're 
on the live webcast, you can also do this. Again, the number you're texting is 
22333, and you just text the word patientsrising all together. When the poll 
comes up later, you can text your answers to that number, and they'll be 
automatically seen live on the screen that's up here. Without further ado, I 
would like to introduce our first in a series of events for Voices of Value Speak 
Up. We have many great guests here tonight and patients. Thank you all for 
coming, and we hope you enjoy the evening. 

Jonathan Wilcox: I have always wanted to be blinded. I have always wanted to say this. I am a 
man who needs no introduction. No, the truth is I do. My name is Jonathan 
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Wilcox, and I'm the co-founder and policy director of Patients Rising. Anybody 
guess what's missing from that video? What was missing? 

Speaker 2: Sound. 

Jonathan Wilcox: Well, it had sound. I heard some sound. 

Speaker 2: Voices. 

Jonathan Wilcox: It didn't miss sound, it didn't miss sight, and it didn't miss scents. It was only 
missing the patient voice, and because it missed the patient voice, without that 
as you can see, we had almost nothing. Our organization was formed to stand 
for patients, to advocate for their rights, to fight for their access to the 
medication they need and deserve, and to tell the truth about healthcare. 
We've come to St. Louis, where I've lived and worked, because we believe a 
devastating threat to patients has come to St. Louis as well. 

 An organization called ICER is meeting tomorrow here and challenging health 
costs with what they call value frameworks that will limit what our system 
invests in patients based on arbitrary benchmarks. I want to make clear I'm not 
saying their motives are bad. I'm saying their ideas are wrong, dead wrong. This 
plan threatens patients. It will deny them needed care, and with non-small cell 
lung cancer, an old cancer, and other serious diseases, cutting care can only 
mean cutting survival. 

 There's something we can do about it, and this can help serve all patients. We 
don't have to yell. We don't have to scream, don't have to name call. We don't 
have to put anybody down. We just have to listen. There's plenty of shouting 
these days, and some going on a little later tonight on every channel. That's fine, 
but we ask you tonight to listen to another voice. It is a special voice. It is a voice 
of value, but too often it's silenced. That's not going to happen tonight, and 
when we leave here, let's resolve that it won't happen anymore. It's my great 
pleasure to welcome Amgen's district manager, Ryan McClain. 

Ryan McClain: Thank you, Jonathan. Good evening, everyone. Thank you for joining us this 
evening. As Jonathan said, I'm Ryan McClain. I'm with Amgen. How many in the 
room are familiar with Amgen, you ever heard the name? Okay, a few of you 
out there. For those of you who don't know, we are a biotechnology company, 
and our main area of focus, research, and development is in cancer and 
oncology treatment. We are honored. I'm very proud and excited to partner 
with this wonderful organization. Patient knowledge, patient education is 
critical to effective care, efficient care, and the value proposition that we put 
forth with our products, so it's critical. We're very happy to be part of this 
experience with you all. 

 With that, I have the great honor of introducing a hero, a fellow sufferer of 
cancer, and I've had the opportunity to sit and speak with him a little bit this 
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evening. He's truly a fascinating person. Oh, I'm sorry. Okay. I have the pleasure 
of introducing her first. I've had the pleasure of sitting and speaking with her 
too. She is an accomplished author and cancer survivor. With that, I introduce 
Karen. 

Karen Loss: This is so important. So many people die from this disease, yet very few people 
understand it or are educated about it. I think many patients like myself, who 
are healthy enough to be able to do this, need to be patient advocates. That's 
what I'm trying to do, so for me, that's something that's come out of this that's 
been important. 

Jonathan Wilcox: Karen Loss. Karen, you said some extraordinary things on that video and the 
videos you're going to see tonight. You've told me that you feel an obligation to 
be a patient advocate. What kind of obligation is that? 

Karen Loss: For me, I think especially with lung cancer, traditionally there's been so few 
survivors because it's diagnosed at a very late stage for most people 
unfortunately. Those of us who are surviving this disease and healthy enough to 
do it, I think it's incumbent upon us to get out there and tell our story because 
people don't know information about lung cancer. They don't realize anyone 
can get lung cancer. They think, "Only smokers get lung cancer, so therefore, I'm 
not at risk." That's not so, and it's important for us to help educate people. 

Jonathan Wilcox: You said anybody can get it. One thing you said is, "if you have a pair of lungs ... 

Karen Loss: Yeah, the statement we use all the time. If you have lungs, you can get lung 
cancer. Simple as that. 

Jonathan Wilcox: What is it we don't know about that? 

Karen Loss: Like I say, we do have, for this disease more than most any other disease, a 
terrible smoker stigma. People think, "You smoked, you brought it on yourself, 
therefore, I don't have to worry about this. I either don't smoke or I don't need 
to donate funds to it because I don't feel sorry for you. You did it to yourself." 
That's why it's so important. 

 People don't realize that about 30% of the women being diagnosed with lung 
cancer have never smoked ever, and between 60 and 80% of the people being 
diagnosed with lung cancer are either lifelong non-smokers or long term former 
smokers. People just don't realize this. There's a lot of education needed. I think 
a lot of the problem with this is that it's just ignorant. People aren't doing this 
intentionally. They truly don't know anything about the disease. 

Jonathan Wilcox: You're saying then to a lot of us who in patient advocacy, we believe there's a 
stigma to cancer itself, and you pointed out to me that there's a stigma on top 
of the stigma. How do we combat that? You told me something interesting. 
What are the three things we have to do? 
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Karen Loss: The three things we have to do is educate, educate, educate. That's what we 
have to do. People, like I say, truly it's ignorance. I often say, especially for 
people in my age bracket which is the middle age category ... I'm not sure if the 
younger people remember these commercials, but what a lot of people know 
about lung cancer is the guy on the commercial who's smoking out of his 
tracheotomy. They know that, and they know the little statement on the 
cigarette pack that says surgeon general says you can get lung cancer. That's 
pretty much it. That is the sum total of most people's knowledge about lung 
cancer. 

Jonathan Wilcox: Is it getting better? 

Karen Loss: I think it's beginning to get better because they are beginning to be more 
patient advocates who are being outspoken. It's not just patients, but I think 
patients have an important voice because we are the firsthand people who 
people listen to. I was just telling my friend here from Longevity who I like to 
deal with. It's a great organization, but they can go out and talk about lung 
cancer all day long. People will listen to them, but they're going to listen to me 
even more because I have lung cancer and I have that experience firsthand. 

Jonathan Wilcox: Let's follow up on that. You're saying that your voice has a special power and a 
special place to listen to. You made two points then that you're reaching not 
just the patient or caregivers or even close friends, but the general public, you 
think, once educated has a real place in turning the stigma around and raising 
education. 

Karen Loss: I think there's no doubt about that. It forms what I consider a vicious circle. If we 
don't educate then people, again, they have this notion that, "I don't need to 
worry about this because he smoked all his life, so it's his own fault. Therefore, I 
don't need to donate to the fundraisers for lung cancer." We don't get as much 
funding and we also don't get as much federal funding as other types of cancer. 
Partly for the same reason, scientists don't go into the study of lung cancer 
because they know it's going to be a lot harder to get grants and so forth. 

Jonathan Wilcox: Let's talk about that just for a second. You're talking about the problems they're 
in. Listening to you, even I looked them up one at a time, you're talking about 
federal funding for cancer research and treatment. Lung cancer, you think, it's 
been lessened, decreased. It's less than it should be because of the same kind of 
stigma. 

Karen Loss: Yes. 

Jonathan Wilcox: You're suggesting that this disease of 200,000 people every year, and the 
numbers that you gave me is actually being essentially starved or not getting its 
share, under-invested. A lot of people don't know that. We assume in this 
country that cancer's a big problem, and a lot of money and resources and a lot 
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of amazing people are working and fighting. They're advocates, but you're 
essentially saying that there's a larger problem that we don't know. 

Karen Loss: The fact is certainly a lot of money does go into research, and it does go into 
lung cancer research too. They calculate this by patient death, how much is 
funded per patient death, and if you look at what breast cancer gets, they get ... 
The last figures I saw was something like $26,000 per patient death. Prostate 
cancer got $13,000. Colon cancer got $6,000. Lung cancer got $1,400, and lung 
cancer kills almost double the number of women every year that breast cancer 
kills. It kills almost triple the amount of men that prostate cancer kills every 
year, but you can see the disparity in funding. That's federal funding I'm talking 
about. 

Jonathan Wilcox: What do we do? How do we turn this around? You said federal funding, you've 
seen the same problem with the states. At Jeff City, 120 miles from here, what 
do we do? 

Karen Loss: Yeah, frankly, I don't know state by state. 

Jonathan Wilcox: We have to fight it. We have to fight it everywhere is what you're saying, so let's 
point to federal for a second. Does that mean ... This voice of value, it must go 
to Washington. It must be heard in these places.  

Karen Loss: Yeah, it definitely has to be heard. I can tell you, I and many others went with 
the American Lung Association last March. We lobbied Capitol Hill. 

Jonathan Wilcox: To Washington D.C.? Okay.  

Karen Loss: To Washington D.C. We lobbied out congressmen and senators. I know Lung 
Cancer Alliance does this. I think Longevity does it, so I know a number of the 
non-profits are doing this and they're bringing in lung cancer patient survivor 
activists from all over the country to go to Capitol Hill. Hopefully that is being 
done on a state level, but it certainly is being done on a federal. 

Jonathan Wilcox: How were you received? 

Karen Loss: We were received pretty well in my case because I'm from Virginia. I was going 
to see Virginia representatives and senators, and to be honest, I only met very 
briefly with my representative, but everyone else, I met with staffers. I didn't 
get to meet with the actual senator or representative. 

Jonathan Wilcox: You feel like you're turning the corner in Washington? Just starting out? 

Karen Loss: I think we are in the early stages. I think lung cancer has been the poor stepchild 
for a very long time, and I think we're just in the early stages of trying to ramp 
up. That's my personal opinion. 
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Jonathan Wilcox: It's your personal opinion, but that's your voice of value. This is what you've 
seen. This is what you know, and it seems to me that this must be 
acknowledged and really understood and part of the education. Another point 
that I thought was really sweet when you do consider this because I've met so 
many oncologists and I'm in awe of them, individuals and as a group. You made 
a point that doctors aren't pursuing a profession in lung cancer specialty. We're 
not getting the best, so you know, numerically, talk about ... Something I think a 
lot of people do not know and part of the education you're talking about, talk 
about ... You're saying that doctors are not following this major challenge. 

Karen Loss: What I'm saying is it's my belief that not as many doctors or researchers are 
going into lung cancer research because it's going to be much harder to get as 
much grant funding as they would be able to get if they follow other lines of 
research. 

Jonathan Wilcox: As we educate and change and this voice of value reaches this audience and 
turns us around, it will have just the obvious impact of people learning, but 
you're saying it would have multiple impacts to the profession, to doctors, to 
the study, to the research. In a sense ... We're all linked then together. You said 
it was a continuum of community which I really loved. I thought in a sense we 
are all connected that way, and what we talk about today can go to a greater 
learning and eventually produce an environment in which we have those 
doctors that you're talking about that we need. 

Karen Loss: I'm not sure what your question is. 

Jonathan Wilcox: No, what I'm getting to is that it all matters. You talked about a continuum of 
community. What I meant is I thought that was so amazing because it showed 
that if we educate the individuals, it can have an impact down the line and help 
patients everywhere even through doctors and science. You talked about the 
doctors' role. They have an opportunity. Education applies to medical 
professionals as well. 

Karen Loss: Yeah, that's one thing that I think is really important, especially when you go 
outside of oncology, just the general practitioners, which is who often times is 
the first person that the lung cancer patient sees before they've even received 
their diagnosis. In so many instances, especially if you are a non-smoker, they 
don't do the tests that are going to look for lung cancer because they 
automatically make the assumption that that's not a possibility, so that doesn't 
even occur to them. It might be many months down the road before those tests 
are finally performed that find it. All the while, your lung cancer's growing. This 
is something that even within the medical profession I think more education 
needs to be put out there in med school. For instance, just to let them know 
that, you know what? You don't have to smoke to get lung cancer. That's only 
one of the causal factors. You don't have to smoke, so don't rule that out. 



  

 

 

 

Voices of Value Speak Up- Non-Small Cell Lung Cancer Page 7 of 30 
 

Jonathan Wilcox: One thing we're very focused on is what we call the barriers to access, which are 
these walls, and they are real that are between patients and the medicines that 
we believe they need or deserve. What are the insurance challenges that are 
between patients in the lung cancer space and the medicines that they need? 

Karen Loss: It varies patient to patient. I mean, it's a very individualized thing. I've been 
fortunate to have really good insurance through my company, but I do know 
other friends who have had lung cancer, some of them no longer with us, that 
really fought the battle with insurers and were on the verge of bankruptcy 
because they couldn't get some of the tests that their doctor wanted them to 
have. One of them just told me a couple of days ago his wife died just a few 
weeks ago. He told me that they wanted to have a particular CAT scan done for 
her in order to proceed with some treatment she was getting, and in order to do 
that, they needed to do a scan to look for the blood vessels before they could go 
in and do new biopsy and so forth.  

 Then after they did whatever procedure it was, they needed to go back in and 
do a second scan. Well, the insurance said, "Yeah, we'll cover the first one. No, 
we won't cover the second one," but they were both needed for the treatment 
and the procedure that was being done. These people were on a fixed income. 
How do we pay for this? What they ended up doing was, like everyone these 
days, GoFundMe. I hate to say it but begging for money. Please, help me out. 
Being on the phone for hours on end, the husband, trying to find sources that 
could help them fund their needs. Like I say, I haven't been in that position, but 
unfortunately, too many people are, and bankruptcy is a reality in lung cancer 
care. 

Jonathan Wilcox: This is real. This is going on, and obviously, some people are fortunate, but you 
are speaking out to, again, not just to raise awareness the term but that is part 
of education as well. What you're saying is that doctors can prescribe 
medication. In their medical judgement, you say you are sick. You go to your 
doctor. Your doctor, he or she, gives you their medical opinion, "This will help 
you." There's something in between there that's sort of stopping that. 

Karen Loss: That's very true, and that happens more frequently than probably most of us 
may even realize, but the doctors will order a particular treatment or a 
particular test and the insurance will say, "Well, we're not going to cover that," 
for whatever the reasoning is on their end of things. In fact, I did need or I 
wanted and my doctor concurred to have a new biopsy done because I didn't 
have enough tissue sample left to do further mutation testing. I hadn't had the 
whole battery mutation testing, but because of the location of my tumors, my 
doctor really did not want to go for another needle biopsy like I had the first 
time. So I pushed and said, "Can we please do a blood biopsy?" A liquid biopsy. 
That's not being very commonly used although they are available and there's a 
lot more research being done on that. We pushed for that and I wasn' going to 
have it done until my insurance concurred that they would pay for it. Finally we 
got all that. I got the blood biopsy, I still had no mutations. But down the road a 
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couple months later I got a letter in the mail saying, "OK your insurance 
coverage did not cover this and here's the bill."  

 I called them up and said, "Hey, I have a major problem with this." Fortunately 
then they just sent me a form and said, "Okay just sign this form." I called and 
said, "I want to make sure I'm not putting myself at risk for having to pay this 
large bill." And they said, "No that's fine they need to do that."  

 So that's where we stand at this point.  

Jonathan Wilcox: People talk about living with non small cell lung cancer. I'm going to try to 
embarrass you a little bit. I tried to reach Karen Loss for a couple days. Too busy 
for me. Working. Running. Another appointment- 

   

Karen Loss: Going to Nats playoff games.  

Jonathan Wilcox: Going to Nats playoff games. Completely no time for me. This is a person fully 
living with this. One word that you captured is, hope. Hope is the word that you 
capture with me.  

Karen Loss: Could I say one thing. Here's a mantra that I live by. I say, and this is absolutely 
true, "I am living with lung cancer." I have a baseball size tumor inside of my 
liver and I have a ping pong ball size tumor in my lung. My phrase is, "I am living 
with lung cancer. I am not dying from it."  

Jonathan Wilcox: Multiple years at stage 4.  

Karen Loss: Mm-hmm (affirmative)- 

Jonathan Wilcox: This just simply didn't' used to happen.  

Karen Loss: That's right.  

Jonathan Wilcox: This is a confluence of medical innovation and human desire and hope. YOu've 
driven that to me in what you said about believing the diagnosis not the 
prognosis.  

Karen Loss: Right.  

Jonathan Wilcox: That's this aspect of hope that you can speak to as a voice of value.  

Karen Loss: Yeah, that's another thing that many people in my community talk about. 
Believe the diagnosis, don't believe the prognosis. The reason we say that, is 
because many many times, because so many of us are diagnosed stage 4, and 
many people are very sick at diagnosis, I was fortunate that I wasn't but many 
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are. They come out of the doctor's office having heard the doctor say, "Get your 
affairs in order, probably 3 to 6 months maybe." So they go home to die. That's 
kind of the feeling you get from that. If they say, "You know what? We have 
some rough news, we're going to have to give it to you straight. You're being 
diagnosed with stage 4 lung cancer, but we have a variety of treatments we can 
try and we have patients who are doing well on this treatment." And they 
provide that hope it makes all the difference in the world. I am a firm believer in 
having a positive attitude. It makes a lot of difference.  

Jonathan Wilcox: You're here in St. Louis to... Honored that you're joining us, but you're here also 
because you will be speaking at the meeting of ICER, the entity that we 
discussed and I think that's so important. One aspect... This is a meeting at 
which medicines are discussed and evaluated and ultimately sort of voted on. I 
think it's vital that you're there. Sort of curious timing then, in the layout of the 
day. You'll be commenting when?  

Karen Loss: It seemed a little curious to me too. For some reason they invited another 
patient as well as myself to join a round table at the end of their agenda. After 
they've had their discussion and voted on what they're voting on. Then at the 
end of the day we're going to be talking to them about our experiences.  

Jonathan Wilcox: For a Nats fan we might call that the post-game show. One point I'm making, 
and again I'm not attacking, I just think it's a curious order. I think it's very good 
that they invited you, it's very good that they'll hear from you, it's very 
important that you'll be having your say. But it seems to us that if the patient 
voice isn't heard before decisions are made, that's just simply out of order.  

Karen Loss: It seemed curious to me too. I mean, after all we're the end user. That's a term 
we all know these days. To me it all comes down to the patient. We are the end 
user. We live or die based on these decisions. It's pretty important, so it would 
be nice thing if they would hear form us maybe before they voted. And maybe 
they will in the future, hopefully, maybe this is just the beginning.  

Jonathan Wilcox: Talk about tomorrow. What voice of value will you bring tomorrow?  

Karen Loss: Hopefully I'll bring a voice that because of a lot of the innovation going on in 
lung cancer treatments and the research that's gone in to making all of these 
things available that many of us are surviving multiple years where, like 
Jonathan said a little bit ago, that is pretty new. It wasn't very long ago that, 
truly most people died within that first year after diagnosis. I'll be 4 years in 
November. Give me one more month and I'll hit 4 years.  

 So I think hopefully that's some of the value that I'll bring. I hope to bring the 
idea that we have to partner together and what was said here in the beginning. 
You have to hear our voice. We have to be a part in this. It can't just be the 
scientists and the researchers or the insurers. It's got to be the patients 
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because, when you get right down to it, we have the biggest role in this so we 
really need to be a part of it.  

Jonathan Wilcox: That's what we mean by a voice of value. Please thank the amazing Karen Loss.  

Speaker 6: Good Job.  

Karen Loss: Thank you.  

Kenneth Lourie: The value that I think that I took from it was that I just want to live my life as 
normally as possible. Go to work, go to a ball game. I think there's value in living 
your life as normally as consistently as you ever have an not doing things 
because you have cancer. Aside from infusions and doctor visits and scans and 
all of that.  

Karen Loss: Valuing every day. You don't take things for granted in the way that you do pre-
cancer. Another thing I would say in relation to dealing with my doctors in 
particularly my oncologist. I appreciate how he values my input as a patient. For 
me that's a value that he gives back to me.  

Jeff Julian: The value of the treatment that I'm on, the value of what I've gone through 
can't be challenged. It is truly invaluable to what it has given me. Not just that 
it's a treatment that I'm still alive. But it's a treatment that has allowed me to 
live my life. It's allowed me to continue coaching and inspire the swimmers that 
I get to on a daily basis. From a personal side it allowed me to coach my son. 14 
months after my diagnosis, I got to be at a meet where he made his Olympic 
trial cut. What treatments like immuno-therapy do and breakthroughs in 
treatments like that, is that it gives us our lives back but truly our lives. Not just 
being here, but truly being able to live life. That is value.  

Jonathan Wilcox: I was talking to people here earlier tonight about the issues. They said, "You're 
really informed." I appreciate that, but I also had to conclude, I don't think 
they've yet met our next guest. I've worked in a lot of fields in government and 
in technology and I even taught college which may have an issue about the state 
of higher education. I have to tell you, this is the most complicated field I've 
ever been involved in in healthcare, especially oncology and then the patient 
advocacy. This is the most complex and challenging but rewarding and amazing 
field I've ever been involved in.  

 I'm often confronted with complicated questions and issues that need to be 
understood. When I do that, I have this knowledge, I pick up the phone and I call 
my next guest. This is a hero of ours. Survivor. Scholar. Sailor. Partner in 
McGivney Global Advisors. Please welcome, Jennifer Hinkle.  

Jennifer Hinkle: That was a very generous introduction so I will try my best to live up to it.  
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 Just to say, I do wear both of those hats. The patient had and the science 
researcher hat a bit. Not a clinical researcher but a health economist. I'm going 
to try to do a couple things, not to give you a whole course in health economics 
but to dig in a little bit to what we're seeing in this report from ICER on non-
small cell lung cancer and to help us all understand why when we check their 
math it is not really what we would expect from a scientific rigorous study. We'll 
talk a little bit about what that means and why it's really important to 
understand the methodology behind groups that pro-port to go out there and 
make decisions that could impact individual care.  

 First I'll talk about why I don't really trust this report or the conclusions that 
come from it. To do this I look at not only the ICER report but another study that 
came out this year that looked at cost-effectiveness of some of the same... One 
of the same treatments for lung cancer. This was a study done by a group of 
cancer researchers in Switzerland.  

 First of all, I look and I say, "Was this study published in a peer-review journal?" 
A peer-review journal is a scientific journal. You send your paper in, a lot of 
other doctors or researchers look at that paper and decide whether yes, it 
meets the marks to get published or you have to make revisions or it's just not 
good enough to get into that publication. When we look at both of these, ICER 
has not even submitted their paper for peer-review. It's not reviewed by other 
experts. This Swiss study was.  

 Secondly I look at the authors. Are the authors actually practicing in this disease 
area. I want to see if they are actually putting the drugs that they are looking at 
into patients and have first hand experience. I want to know whether they were 
involved with research on the specific topic. Once again, we see that ICER does 
not have authors that meet that criteria. The Swiss researchers did.  

 The next two are a little more scientific. When you're looking at the disease area 
are you digging down and classifying patients into specific groups according to 
their disease. In non-small cell lung we have squamous histology, non squamous 
histology. Once again ICER did not separate these out clinically in their review.  

 They then looked at the economic metric. I'll talk a little more in a minute about 
what cost per quality means. Did they look at patients that over-expressed this 
PDL1 protein and the patients that didn't. Once again, no.  

 Lastly, any time you submit a paper to a peer-review journal you have to declare 
all your conflicts of interest, you have to declare whether you got funding from 
an outside source who your funders are, ICER doesn't have to do that. We do 
know that they get a significant amount of funding from the insurance industry. 
From managed care. It definitely makes us raise an eyebrow from a scientific 
standpoint.  
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 Where are the conclusions on this at the end of these studies? ICER's answer, 
more than  $400,000 as this benchmark they're looking at. The Swiss 
researchers found a much much lower number. 181,000. You say, "Okay, but 
that's Switzerland." Does it matter? ICER says, "No we can't look at the Swiss 
study, it doesn't mean anything for the US, different market. Actually the Swiss 
said, almost the opposite. They said, "Hey actually it's pretty comparable to look 
at the numbers we looked at here and the costs and the patient care in the US 
or in other parts of Europe.  

Jonathan Wilcox: Take one moment. Like a telethon host. We're going to the big board. I just 
want to point out that these two numbers. 424,000 on the ICER side and 181 
576 on the Swiss side. The point is, if the consideration is, how much these 
things cost, and if the cost is at a certain level, that is a motivation to cost. That 
is motivation to deal with that cost. To say it costs too much.  

 These two findings are in such differentiation that, it leaves us a choice. 
Ultimately about such a differentiation that one is very high in a place that we're 
talking about price and the other one a sense that these things are looked at 
differently. These numbers, is a big difference at the same time they mean 
something more in the sense of, how we can look at them and how they will be 
used.  

Jennifer Hinkle: Yes I'm going to un-pack this a little bit. What I'll talk about is what I think when 
we look at ICER's methodology is almost a systematic approach of choosing 
numbers that lead to a bias. That lead to over-estimation of the cost, under-
estimation of the true value.  

 Why that's so critical to understand is because insurance companies, possibly 
not only the private commercial companies but also government payers, 
medicare, medicaid could look at these numbers and use them to make 
decisions.  

 If the numbers aren't right, if the wrong number is based on wrong underlying 
assumptions, we're going to get wrong answers at the end. It's like the phrase 
garbage in, garbage out. If we have the wrong assumptions going into the 
models we'll have the wrong answers. What that means is that patients won't 
get access to the drugs that their physicians are prescribing for them.  

 Just to unpack this idea of cost per quality, cost, which is the numerator. If we 
think about it in any fraction, how do we get a big number? You take a big 
number at the top and you divide by a small number at the bottom. So if you 
have an over-estimate of cost and an under-estimate of quality. The quality 
adjusted life here that you are trying to measure the benefit with. You're going 
to get a bigger number than what is accurate.  

 When we look at cost, those of you in the room who are from pharmaceutical 
companies will know this. What is the whole-sale acquisition cost, this is the list 
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price of the drug and this is what ICER is using. But this isn't the price or the cost 
that most insurance companies pay or that most hospitals or doctors offices 
would pay to acquire the drug. It certainly doesn't represent the out of pocket 
cost that insurance companies might pass on to a patient  

 Instead we could look at the average sales price. Actually ASCO uses average 
sales price in the models that they look at. We could even look at more 
discounted prices. We could look at what Medicaid pays. MCD is for Medicaid or 
3 40 B, a subset of hospitals that get a deep discount.  

 I have a question. Why is ICER choosing to use the biggest cost number that 
doesn't reflect what the system actually pays. Doesn't reflect what patients pay. 
That really raises some questions for me. I don't think that's a scientifically 
honest approach.  

Jonathan Wilcox: Let me ask one question. In trying to determine, what methodology one uses to 
try to get an answer. There are different ones that are used. You have described 
them, these 3; wholesale acquisition cost, average sale price and one that 
hospitals call 3 40 B and medicaid.  

 Your point is, to choose the one on the outside is to get a bigger number. 
Numerical.  

Jennifer Hinkle: Correct.  

Jonathan Wilcox: The one in the middle would be least them So you're saying is, to choose one is 
to get a bigger one and, in the judgement of others, this is one that is used less 
often in many inspections.  

Jennifer Hinkle: I would believe so. I think what we're seeing is that ICER has made a decision to 
use the biggest number possible. You could do this analysis making the decision 
to use the Medicaid price You could decide to wear ASP. If you use the biggest 
number possible. Without explaining why and without explaining that it is the 
largest number and you're not taking into account discounts, you're not taking 
into account the patient affordability aspect. I don't think that that's 
intellectually honest to do.  

Jonathan Wilcox: Think about the way that they calculate ERA, for the Cardinals who no longer 
with us at the moment. It's based on 9 innings. That's how you calculate ERA. 
Well, if I based it on 14 innings, I'd be doing a little better in my numbers. So the 
fact is, if you change any number, you'll get less of a response. 

Jennifer Hinkle: Right. I'm not saying that everybody out there has to go become an economist 
to understand this. I think-  

Jonathan Wilcox: Thank goodness.  
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Jennifer Hinkle: We just need to question. I think it's important for patients to question and not 
look at a group like ICER and say, "Oh this is a group that says on face value it's 
trying to lower costs. Therefore I should believe it." I think any group that comes 
out making these kinds of statements, we need to really understand what their 
possible agenda is. What their possible bias is and how they're doing the math. 
We need to check the work.  

 So with that I'll talk a little bit about this concept of quality adjusted life year. 
Those who have heard me speak before know that this is one of my favorite 
topics and one of the things that most annoys me about health economics 
because I think it's a very unfair measure.  

 The idea of the quality adjusted life year it has two pieces. Quality adjusted, and 
then a life year. A life year is a year of life, we can count that. The quality 
adjusted piece, this is based on survey data. What is says, is that a healthy year 
is worth 1, if you're year is less than healthy, if you're a person who's not 
perfectly healthy, that year is worth less than one. Essentially I disagree with 
this concept. Because I think that it's very unfair to patients and survivors like 
myself who feel that we are still worth a complete person even after going 
through a disease. 

Jonathan Wilcox: Just one second if I could.  

Jennifer Hinkle: Yes?  

Jonathan Wilcox: Because I hadn't read this either. The quality, this mathematical ... I were to 
break it down like this. Here's what you told me. I went to Hinkle University so I 
know something about this. You're saying this... I have never had a rare disease. 
A year of my life is considered 1 I presume for this. But somebody who is a 
survivor and had cancer a long time ago, looks healthier than even me. A person 
like that will always be less than 1. Isn't that my point?  

Jennifer Hinkle: Right. It's a population basis. When you roll up all of these numbers and look as 
a population as a whole... For example the average childhood cancer survivor 
now has a quality adjusted life year of somewhere around .77 according to 
some studies out there. So that means that while I might feel that I am a 1, 
some days I feel better than a 1, I don't know. There is somebody out there that 
maybe their day they are feeling a .5... I think this is a ridiculous construct 
anyway but it's the construct that we do use. I do think that it's inherently 
unfair, there's so much criticism out there about the ethical unfairness of this. 
Of the potential discriminatory aspects of using the quality. But I want to talk 
just for a second about the utility states and the survey data that goes into it. 
It's very important the way that ICER is kind of taking and mixing and matching 
data. Not doing apples to apples comparisons. It has a real risk of 
underestimating the value that these new innovative treatments can bring.  



  

 

 

 

Voices of Value Speak Up- Non-Small Cell Lung Cancer Page 15 of 30 
 

 If you read the literature about quality adjusted life year and about this idea of a 
health utility state. The quality is determined by surveying patients or the 
general public with different survey instruments. There is actually a specific 
study on lung cancer where they surveyed many different patient groups using 
different health utility surveys. The answers were not comparable. They said, 
"Methodological factors really heavily influenced the answers, the outcomes in 
these studies that we did." So we should not do direct comparisons of lung 
cancer utility values. They're not reliable. There isn't' good validity between the 
studies when we compare them. I will tell you this is exactly what ICER is doing. 
They are not taking these utility states and doing fancy statistical meta analysis 
to make sure that they are all comparable. They're just taking face value 
different states from different studies.  

 To look a little bit about what that means. Just to orient you a little bit to this 
slide because it is a scientific slide form a paper. Across the top we have, in the 
columns, different survey instruments. Down the left-hand side we have 
different question topics that these quality of life survey questions ask. The 
most common survey and when look at ICER and the data that they're using. 
The most common data comes from this 5 question, 5 dimension survey. You'll 
see that out of that there are about 3,000 possible health states. This survey 
therefore assumes that out of everybody in the world, you are somewhere on 
this scale of 1 to 3,000 in how quality you're feeling about your life that day 
when you take the study. You'll see that there are some things missing that are 
in other studies. Things that I think, as the patient and survivor community we 
might actually value really highly but these things are getting left out of these 
surveys. Physical things. Senses and communication. Then all kinds of 
psychosocial things are completely left out of this survey. Does it impact your 
quality of life if you are sleeping or not sleeping. Many people would say yes. 
That's not part of this survey.  

 How about your cognition? Your memory ability? How about your family and 
your relationships? If we look at other studies. Down here on the right hand side 
we see one where there are many more possibly millions of combinations of 
health states. But this isn't the kind of survey, that most of data that ICEr is 
pulling is coming out of. Another study said that the validity of these surveys is 
really compromised because they're not consistent questionnaires that are used 
across the board.  

 What happens. That feeds into this quality adjusted life year and, going in 
reverse for a minute, when we go to this cost per quality adjusted life year. That 
means we're getting all kinds of different answers. Probably many smaller 
quality adjusted life year values that we want to because we're not taking into 
account all of these psychosocial factors. Even the senses or communication 
physical factors that some of the other studies capture. What we're ending up 
with is an over-inflated cost and under-estimated value. I think that's a big 
contributing factor to why the numbers seem much higher than they should be.  
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Jonathan Wilcox: Let's talk it out.  

 On the table you have 2 documents. One is an opinion editorial by me in the St. 
Louis Post Dispatch. Not the most important thing there I'm afraid. There is 
something else here on OBR Green. This I really encourage everyone to take a 
look at. This is a blockbuster. This makes a real difference. It captures what you 
were saying as well as puts it in a voice of value as well. These experts, talk 
about it.  

Jennifer Hinkle: I think many of us were surprised and actually quite happy to see this morning 
that 5 of the leading lung cancer doctors in the country penned this editorial 
that appeared in Oncology Business Review. What they wrote is that they are 
very seriously concerned with the approach that ICER is taking. They're 
concerned with the conclusions in that report. They said if we are going to 
approach value frameworks we need to have some underlying principals. Some 
of those underlying principals include, I jotted them down so I can remember, 
the authors of these studies have to be practicing physicians with expertise in 
the specific disease area. So if we look at what ICER is doing they don't have 
authors who are lung cancer docs for this. They have a voting panel that will 
meet tomorrow that does not contain lung cancer experts. It's very concerning. I 
think to the clinical expert community it's extremely concerning. They are on 
the front lines of treating patients with these drugs. The see what's possible, 
they understand the risks and the benefits and they don't want a primary care 
doctor telling them what to do.  

 They also talk about the importance of patient centeredness. The importance of 
having outcomes measures that are patient determined and patient centered 
and reflect what patients see as benefit. They talk about scientific rigor. We 
talked about that already a bit tonight. They talk about continuous review. 
ICER's report came out a couple weeks ago. Since then we've had another 
approval in lung cancer. We've had an update to the clinical practice guidelines 
from National Comprehensive Cancer Network, CCN. They released and update 
to their guideline last Friday. How is this group going to incorporate... They're 
voting on a thing tomorrow that's already weeks or more out of date.  

 One of the principals that these physicians propose is that you have to have a 
continuous review process. New data comes out all the time, these are quickly 
evolving therapeutic areas.  

 The last thing, they really pushed for that idea of peer review. YOu've got to 
have other scientific peers looking at what you're doing. Checking your work 
and agreeing that it's valid and it's ready for prime time.  

Jonathan Wilcox: It's an entire world going on beside the traditional doctor patient relationship. 
What you said here is that something is happening, attention is being paid and 
people are really looking at these things. It does matter. This is real and it is 
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touching patients lives. Talk about then, how voices of value speak up. How 
does this get turned or changed or at least talked about and then listened to.  

Jennifer Hinkle: I think we had education education education before. Education is certainly one. 
I also think empowerment and engagement along with education. Get smart, 
get educated on these topics and how they might impact you. Ask as lot of 
questions. When you're a patient and you go into the doctor's office, it's not a 
great reality but you might have to increasingly ask, "Hey doc, is this the 
treatment you would recommend for me if there were no insurance constrain in 
place? Is this the best clinical choice? Is this really what you think I should have? 
If you think I should have it and my insurance says no, let's go fight that, let's 
appeal it and try to overcome that hurdle." Ask about access to clinical trials, ask 
about new technology that might be on the market. There have been some 
great articles even out this week about immuno-therapy. Patients trying to get 
access to clinical trials where they go to one physician and the doctor maybe 
isn't as familiar with that disease area and says, "Yeah I really don't think there's 
much out there for what you have." Then they go to another doctor and they 
find out, there are clinical trials. There are genetic and genomic testing, 
molecular testing they can do of the tumor. You can look for biomarkers, you 
can look for targeted therapies.  

 I think the answer is there are a lot of options out there but the voices of value 
have to be asking questions.  

Jonathan Wilcox: Let's wrap it up. What does winning look like for a voice of value to impact this 
world? We're already seeing some impacts and some breakthrough. I said this is 
a block buster, it's turning. What does winning look like?  

Jennifer Hinkle: I think patients need to team up with the physician community and really 
communicate what their view of value is. Say, "Hey this view of a cost per metric 
that I don't' really believe in does not reflect what is valuable to me as a person, 
what's valuable for my life and for my treatment decisions." We as patients 
need to kind of get our own act together to define what that value is and define 
a value that includes all of these aspects of hope, innovation and getting what 
we want out of our own treatment.  

Jonathan Wilcox: She has her act together. Jennifer Hinkle.  

Jennifer Hinkle: Thank you.  

Jonathan Wilcox: Thank you. Thank you very much.  

 Ladies and gentlemen, once again, Ryan McClain.  

Ryan McClain: Thank you sir. So again I have the great honor of introducing your next patient 
speaker. Jeff is an accomplished swimmer, he is a current coach and was 
diagnosed with lung cancer in January of 2015. Very similar to Karen, he chose 
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not to let it beat him and he is here today to share his inspirational story and 
provide and example for us all of what a fighter looks like and choosing to not 
let it get you down. So with that, Jeff Julian.  

Jeff Julian: Let's get up and go.  

 I think the most value to the patient voice is as a reminder as to why we are 
doing these things. It doesn't' do any good just to got through this as a business. 
This isn't a business, this is lives. This is that personal impact and that personal 
effect of a true patient voice that has to be there in every discussion to share 
what that means truly. Nobody else knows truly what the value of these things 
are until you talk to a patient that is living their life because of it.  

Jonathan Wilcox: Bring him up here, Jeff Julian.  

 Your story to me is unique. Because this is an Olympic trial level swimmer at the 
highest levels. An All-American and a swim coach at a major University. Jeff and 
I are part of the Trojan family of USC.  

 To me, you've talked about how now as a patient and obviously as an advocate 
begin driven and now as a coach. A totally different perspective and world.  

Jeff Julian: It is. Let me share first that the 2 women that spoke before are doing an 
amazing job advocating for lung cancer and cancer in general I think. For me I 
share my story because of hope and try to instill hope in other people. When I 
was diagnosed... I apologize my mind is running a little bit after hearing both of 
them speak so much I want to say and communicate out.  

 As a coach I take a process approach to working with all of my athlete. I did very 
similar to this. It's more than just the treatment. I went and saw 6 different 
doctors. The first 2 that I saw, did exactly that. Took away hope and I was a very 
positive person. I was committed to achieving goals that were percentage wise, 
much harder than beating cancer. I wanted to fight. I wanted to go.  

 I went and saw the first doctor. The numbers were the numbers, everyone told 
me the same numbers and that's one thing. But to be looked at like you were a 
foregone conclusion. To be looked at like, alright we're going to do the standard 
of care because that's the basic and that's what I've been told to tell you and 
maybe we can get a few more months out of your life. That doesn't give me 
much hope. A few more months doesn't do me much good. Don't get me 
wrong, I'm willing to fight for every day that I can get, but a few more months 
isn't what I was looking for. So I went and saw 6 different doctors until I saw the 
one now, that I am on a trial for immuno-therapy. It wouldn't' have happened 
that way if my background in swimming and my idea of the process of just being 
more than taking a standard of care but reaching for the highest level possible. 
Then taking in the positive mental attitude and health and nutrition and 
massage and everything else that I do. I'm doing immuno therapy and it's going 
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to take my body to fight cancer then I'm going to make my body as strong as 
possible. I took that process approach from my coaching and I took it into my 
approach to this journey.  

Jonathan Wilcox: One point here about immuno-therapy. This is kind of new, to those of us who 
are not medical experts. We know about cancer treatment and cancer care and 
the therapies of cancer can be very difficult on the body. It's the fight of their 
lives. When we say immuno-therapy we talk about an almost unimaginable 
breakthrough. Almost unimaginable medical innovation that not poisons your 
body to kill cancer but that activates your immune system to fight cancer. You 
heard about this, this sounds like something as an athlete you'd want to do.  

Jeff Julian: Absolutely. This... I actually had a doctor, not that everything in my life has to do 
with USC, but the first doctor I saw at USC, which is my third visit I think was the 
first doctor that gave me hope. No different of a diagnosis, no different of a 
prognosis but she was ready to fight for me. She was ready to find something 
and we are just in the process of getting the mutations tested and getting them 
back so we didn't know those answers but she knew we could fight. I was 39 
years old at the time, I was an athlete still in relatively good shape, in fact better 
now than I have been in probably 15 years because of this. She gave me that 
hope back and that's what allowed me to continue to press on and reach higher.  

Jonathan Wilcox: Take a second here. We talk about hope, we've heard that tonight. Sometimes I 
feel like I have to check myself. We take that for granted. How does... You said 
that some places you didn't' get hope and this place you did. How does 
somebody give you hope?  

Jeff Julian: Options. A way to fight. Some of the things that came up with our last two 
guests. I believe hope is crucial. Karen hit it on the head when she said that 
positive mindset and the true belief that you can win is crucial for a patient. 
What's sad to me, and it extended into the conversation of ICER and what they 
are going through when they talk about quality of life. We've gone through and 
we've heard that often-times patients won't even take treatment because 
they're not given any hope and the treatments that are offered are going to 
take away the quality of life for the last 2 months that they're there and they 
decide not to take it. You start to ask some of these people. What a quality of 
life is, or the year is. I don't think it's a fair representation of it. If you want to 
see a true quality year and what value is, then I should think you should talk to a 
patient and I think you should hear what that year means to them.  

 This past year has meant everything to me. This past year and a half, almost two 
years now has been the two years of my life. If you want to talk about quality of 
years, yes I was in pain for a number of months the first few times and six 
months before that through this journey. But this year has meant everything. 
This year has been invaluable to me. I've gotten to see my son make the 
Olympic trials for swimming. I'll get to see him graduate this coming June. You 
can't put a number on that. To start to put quality based on a survey of what 
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you're filling out. Sure I have hard times and I have rough patches both mentally 
and physically. But my life is awesome. I am here. I get to live my life and it's 
because of breakthroughs like immuno-therapy. It's because of finding the right 
treatment for the patient. it's not lung cancer, it's not even just cancer in 
general. It's specified to a patient. If we start cutting down based on cost and 
business matters, in my opinion then we're missing the point. This should all be 
about patients. That's why, I assume, everybody in this room I know is, but I 
assume people at ICER are there for patients and there for that quality and true 
value but they are missing the point of value in my opinion.  

Jonathan Wilcox: I want to go back to something you said because it's effecting me. As a lung 
cancer patient, was in a lot of pain, was in treatment, you said the best year of 
your life. He told me that, I had to have him here. Best year of your life. You've 
changed as a person, as a coach too. What kind of, this journey that you're on, 
it's allowed you a different perspective. Also to coach and then teach and reach 
other people.  

Jeff Julian: It hasn't changed me as a person. Karen touched on it though, you enjoy things 
more. You enjoy the little things in life. I can't tell you how many times, not on 
purpose, I'll sit back and just see my wife and my son talking and enjoy being 
there for it. Not even involved in the conversation, but just to be involved and 
get to see that. It's things that I know I took for granted too much before this 
diagnosis.  

 Personally it's changed everything and I've tried to enjoy every aspect as I go. As 
a coach, it's given me more empathy. Not less drive. I'm still going to drive, I'm 
still going to push my athletes to be the greatest they can be. But it's given me 
empathy to take in mine what they are going through at the same time. We all 
have our hurdles and nobody knows what every single person is going through. 
Nobody knows what's going on behind closed doors at home or what they're 
doing in school for my aspect and we just focus on the one part that we see. It's 
given me a greater knowledge and understanding of how impactful that can be 
on everybody. For me as a coach then to take that into my coaching, it just 
makes me that much of a stronger and better coach.  

Jonathan Wilcox: One thing we never talked about. Is every swimmer essentially swims alone. I've 
always thought it's silent, but at the same time it's kind of noisy. You mentioned 
team, you're a coach of a team. These individuals but part of a team. It's a team 
aspect you said. Team has also been essential to your journey as well.  

Jeff Julian: Absolutely. The comparisons for swimming and the journey that I have now go 
hand in hand. A lot of people that aren't involved in swimming consider 
swimming and individual sport. Yeah, most of the time you get in your own lane, 
you do your own race and you get out and that's why they consider it individual. 
Just as my journey is basically my journey and cancer I have to deal with it day 
to day. I have to find ways to get past it, but I can't do it just on my own.  
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 I'm a strong willed person. I'm a driven person. I want to be as successful as I 
can in whatever I'm doing, but I couldn't do any of this on my own. I need the 
team behind me.  

 As we talked about earlier, one of the things as I've learned about the lung 
cancer world specifically, everybody here, even if you knew nothing coming in, 
you already know more than I did when I was diagnosed with lung cancer. I 
knew nothing. I knew nothing about it other than more or less stigmas and I 
didn't have that part of it, but I knew nothing about it. Once you are part of this, 
and once you are part of this journey by any means, organizations like Patients 
Rising or Longevity, that becomes a team in itself. Everybody I have met through 
this journey are incredible people. One of the advantages I think I've seen and 
we discussed a little bit earlier, is you're automatically on the same team. It's no 
longer, being a little bit reserved and not sharing everything or not just being as 
open and honest with people like I would normally do. I consider myself an 
introvert otherwise, I'm not a big talker normally, except when I'm coaching and 
need to talk to my team or my groups that way. They'll tell you differently. But 
that team aspect of the community that circles around lung cancer specifically 
but cancers in general is crucial. To have more patients stand up and be 
involved in it both have talked about the importance of that patient voice and 
advocacy and everything like that. There needs to be hope for that to happen.  

 The reason, I think, lung cancer is where it is for a large reason is, first you have 
that whole percentage of people that didn't even take treatment. So they're 
living out their lives just with that. So they're not really going to speak up to do 
it. Then you have the next group that are taking and fighting and having a 
harder time. Whether they're older or, I was stage 4 as well, but more further 
along in their stage that aren't ready or can't physically do it. Then you add the 
stigma in there and what that means and trying to fight a stigma at the same 
time as bringing awareness to this, it's a lot for a patient overcome. It's a lot of a 
patient to fight when they've been told, I was told, I had worse case 3 months, 
otherwise 6 to 12 months to live. I was 39 years old. I had no idea that I was 
anywhere close to that, I was still in good health. All I had and what I went in for 
was this pain in my back that had kind of grown for 6 months of my life. As an 
athlete, I can deal with pain that's easy.  

 So I got this and it's hard. It's hard to fight that. That is what we need. We need 
more people like Karen to stand up and be there for 4 years and be so involved 
while still having a full-time job. That's part of the team. The more that we are 
out there, the reason I share my story is to try to bring hope and to try to share 
the importance of more patients being there. Not because we have to be 
involved in the day to day of it. I don't have time. I spend a lot of time and 
devote a lot of time to the swimmers that I coach. But if I can share my voice 
and if I can impact one person, then I'm doing good and I'm bringing a positive 
change to this disease that needs all the positive change that it can get.  
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Jonathan Wilcox: So a sense you've become, you said, part of a team and active in a building 
team. How is that voice of value reached you and you then reach other people? 
You've seen the difference it's made, you've touched. I make mention of the 
excellent Bonnie J. Addario foundation, a great friend of ours and yous. You've 
seen the difference that not just coaching can make, but the voice of value can 
make.  

Jeff Julian: Absolutely. I think, it's not what was missing. There's always been a voice of 
value involved, it just hasn't been big enough. We need to grow it, we need to 
strengthen it as we go. When I got to meet other cancer patients and cancer 
survivors. I'll share a little personal note, as an athlete, everything is a 
competition. It's reversed a little bit now other than it's a competition to beat 
cancer. The numbers that are given to me in terms of survival rates and things 
like that are there because of where we stood. Especially where we stood 5 
years ago, not even now. Where we stood there. The voices of value, the true 
voices of value are those patients and those people willing to stand up for the 
fight. That's value. It's value to a patient, it's value to a patient's loved ones and 
it's value if we can reach doctors. We can reach them to show them that there 
are other options out there. Other than just a standard of care that gives you 
this basic result, that gives you those prognosis numbers that they gave you. If 
that's the standard of care that gives me these numbers, why do I want that?  

 For me I wanted to fight and find something else. I tried to find that trial. It led 
me to the Addario foundation who does amazing work there and fights for hope 
and belief and changing the system and giving the patients truly something to 
live for with the hope of a long life ahead of us.  

Jonathan Wilcox: So you competed at the US Olympic trials for swimming and in the last year your 
son did. Who did better?  

Jeff Julian: If I tell you straight trials to trials, then I did better. I ended up sixth.  

Jonathan Wilcox: He's a young man.  

Jeff Julian: I'm a very truthful person, he's already better than me. He went into trials and 
he would have been seeded somewhere around 27th or 28th but he's 17 years 
old. When I was 17 years old I just missed trials. It was a little bit different 
situation but he's already seeded ahead of me that way. With what he does now 
and what he knows about swimming and his knowledge about it and taking the 
processed approach, he is at least five times the swimmer.  

Jonathan Wilcox: So, what happens the next time around? What year is the next trial for him?  

Jeff Julian: It's four years, so he'll be a junior, just finishing his junior year of college so it's a 
great time for him. He's going through his process right now of being recruited 
to some of the top schools in the nation. I won't put pressure on him by saying 
the schools now.  
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Jonathan Wilcox: Is that four years from now?  

Jeff Julian: Four years from now he'll be shooting back at trials and with the path that he is 
on and with his work ethic and his drive, he'll have some fun.  

Jonathan Wilcox: And the path that you're on we want to make sure you're there. In four years.  

Jeff Julian: That's the plan.  

Jonathan Wilcox: The incredible Jeff Julian everybody.  

Jeff Julian: Thank you.  

Jonathan Wilcox: I want to bring up a friend and ally of ours. Even on the stage with me, by far the 
more imposing person. This is, from the aimed alliance. The true fighter and 
warrior and a legal eagle, our friend, Stacy Worthy. 

Stacy Worthy: Thanks Jonathan, thank you for having me here today. We're going to switch 
gears a little bit right now. We're going to get into some polling. If you have your 
cell phone take it out right now. What were going to do is get some questions 
up there for you. If you haven't already downloaded that app all you have to do 
is type in the phone number, I believe it's up there right now. It's 22333 and 
then type in the word patientsrisign as one word. If you're watching at home, 
online, you can do this as well.  

 You've heard a lot about the concept of value today and importance of speaking 
up. We're going to ask you a series of questions because we want to hear your 
voices. So the first questions up here is, do you believe.  

Jonathan Wilcox: Hold on. Does everyone have a phone in their hand? Okay.  

Stacy Worthy: Okay. When you want to answer this question, just type yes or no. The first 
question is, do you believe that medical innovation, meaning the discovery and 
development of new medications would be slowed down if these value 
frameworks like the ones we discussed today were to be used to determine 
whether patients can access their medication.  

 So go ahead and type in or text in yes or no.  

Speaker 6: A, B or C.  

Stacy Worthy: A, B or C 

Jonathan Wilcox: Yes would be A and no would be B and not sure would be C.  

Stacy Worthy: Yes.  
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Jonathan Wilcox: Super exciting. 

 I'm calling it a landslide.  

Stacy Worthy: Yes.  

Jonathan Wilcox: So again, do you believe medical innovation would be slowed down if value 
frameworks that we discussed tonight turned patient access. 80... We are still 
tabulating the results. 83% have said yes in this room.  

Stacy Worthy: Yeah. Onto the next question.  

 We've talked about insurers interfering with patient access. Should the doctor 
and patient make that final decision on which medication the patient takes, 
that's as opposed to policy makers or institutions or insurers. Again, if you 
believe yes, text A, no, text B and not sure, text C.  

 Okay, so again we had the landslide that that decision should be that patient 
provider decision. Okay. 

 Next, what does the word value mean to you. So for this one, you can type in 
your response and we'll see it on the screen. So you can make up your own 
definition of what that word value means.  

 This one will probably take a little bit longer. We've got some good answers up 
here.  

Jonathan Wilcox: This is my kind of audience. I like it.  

 Let's read them real fast. What does value mean? How much something is 
worth. Costs of living. Time. Motivation. What you get for how much you give. 
To hold something in high regard. My years are even more valuable as a 
survivor. The benefit of you personally. Input output.  

Stacy Worthy: Patient's lives. 

Jonathan Wilcox: Valuable, patient's life. It means how I feel about my life.  

Stacy Worthy: A good deal.  

Jonathan Wilcox: This is a profound room.  

Stacy Worthy: These are great, very interesting. You can keep putting them up there. The 
slides will be available online so you can see them later.  

 Again we're going to switch gears a little bit more here. Now we're going to 
discuss some hypothetical questions about how you personally value that 
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treatment for yourself and for your loved ones. I want you to answer it openly 
and honestly. This is anonymous. It's going to be true or false questions. Feel 
free to say false.  

Jonathan Wilcox: Feel free to say true.  

Stacy Worthy: Yeah, feel free to say true. But they are hypothetical.  

 The first question, and think about this a little bit is, true or false, you would be 
willing to give up 2 summer vacations with your family so an immediate family 
member could live for 3 more months.  

 We have an overwhelming true. Some false, which is fine. Okay. Onto the next 
one 

Jonathan Wilcox: True has it.  

Stacy Worthy: You would be willing to give up eating out at a restaurant for a full year, to be 
able to participate in or attend a loved ones wedding.  

 See those weddings are not really that important. We all like to eat out at 
restaurants!  

Jonathan Wilcox: You know, I thought, what if the restaurant was at the wedding?  

Stacy Worthy: It's a big sacrifice, it's a big sacrifice. Next. You would be willing to downgrade 
your mobile data plan so that a co-worker had the physical strength to come 
into work every day.  

 Might not be able to text as much.  

Jonathan Wilcox: I think that's interesting.  

Stacy Worthy: Yeah, very interesting.  

 Okay, next. You would be willing to keep your used car for more than 3 years 
rather than buying a new car right now so that your closest friend could breathe 
without an oxygen tank. So this one we have an overwhelming amount of true.  

 Then, last, you'd be willing to pay a hundred dollars per month to prevent your 
hair from permanent falling out. There are some great wigs out there now.  

Jonathan Wilcox: And there's some great hair in this room I want to point out too.  

Stacy Worthy: That was our last question. The purpose of this exercise is really just to show, 
and we do have a wide range of answers here. It was to show that life is full of 
trade-offs. When it comes to the value of your treatment for either yourself or 



  

 

 

 

Voices of Value Speak Up- Non-Small Cell Lung Cancer Page 26 of 30 
 

your loved ones. You may be willing to give certain things up to pay for that 
treatment, you may not. But that's a very personalized decision that you make. 
You make it with your physician, you make it with your family members, you 
make it with your loved ones. It's not a decision to be made by a self-interested 
institution. When you have institutions making those decisions for you, and 
essentially rationing health care it's very dangerous. That must not replace 
individual choice.  

Jonathan Wilcox: Thank you Stacy Worthy [inaudible 01:18:09]. Stacy is a semi-professional quiz 
master as you can see. But in reality, she is an extraordinary attorney and a 
special patient advocate. You have developed a philosophy and a belief system 
in where the patient movement is going and the threats to them that you see. 
They are captured in ultimately that patient voice of value that we just saw 
expressed.  

 The question, ultimately was, which one of those is the right answer. Which is 
the right answer? Well the answer is, they're all the right answer. It's the 
patient, it's everybody's answer, it's your belief, it is an embodiment of the 
patient voice. You're talking about in a way the patient voice is being blocked in 
a sense. Procedurally, regulatory, even legally.  

Stacy Worthy: Yeah, I just want to go over what these value frameworks, what their purpose 
are and what they are being used for. Essentially you have these institutions 
taking this paternalistic view of things and determining whether these 
treatments should be given out to patients, determining what their values are, 
and then putting that price tag on it. What they think the maximum is that an 
insurer should pay for. Once they come up with that price tag, it's used for 
health care rationing and to set drug prices.  

 Then the insurers, the pharmacy benefit managers and even policy makers can 
use that figure and determine whether they are going to exclude those 
medications form their formularies, from coverage all together or use a take it 
or leave it approach of demanding a lower price from the manufacturer which 
there is no guarantee that if they do get a discount it will be passed on to the 
patient. Or they use it to create restrictions to health care. They use it to justify 
things like step therapy. Which is a policy in which you have to try on, and fail 
on a medication that is not your first choice, not your prescribers first choice. 
It's usually-  

Jonathan Wilcox: Hold on a second. Let me hear a little more about that.  

Stacy Worthy: Yeah.  

Jonathan Wilcox: You're saying, a doctor prescribes a medication or a patient, that doctor, she 
says, "This one is right for you." Then what happens? 
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Stacy Worthy: Then the insurer says, "Even though your doctor said it's right for you. I want 
you to try this cheaper medication first and see if you have an adverse event on 
it. See if something goes wrong."  

Jonathan Wilcox: And adverse event would be described as, getting sicker I think.  

Stacy Worthy: Mm-hmm (affirmative)- yeah.  

Jonathan Wilcox: I'm a history major, I'm not a doctor so...  

Stacy Worthy: Right, just to give you an example. We've seen this with hepatitis C. There's a 
medication out there that cures hepatitis C in 90% of patients. Yet states are 
imposing these restrictions based on recommendations such as those from ICER 
and other institutions saying that you can't access that medication if you have 
hepatitis C until you progress to the point where you need a liver transplant. So 
you might be sick right now, but you have to get much sicker before you can 
access this cure. That's illegal. That's discrimination. That violates the affordable 
care act which prevents discrimination on the basis of disability or health 
condition. We're seeing patient organizations speak up now. They're speaking 
up, they are filing complaints with the states, lawsuits all the time. Earlier this 
month there were several organizations who filed a complaint because insurers 
were discriminating against patients with HIV and Hepatitis C. They were placing 
all the medications that treat those disorders in the highest cost specialty care. 
That means that patients had to pay out of pocket, thousands of dollars for 
these medications. When a patient sees that in a plan, they don't even want to 
sign up. That's essentially an exclusion for a pre-existing condition. Something 
that is not allowed in this country anymore.  

Jonathan Wilcox: Some patients tell us, when did the fight, when did the war happen that they 
lost. You're saying for access, for non-discrimination. Let me ask you, now we're 
talking about these things, we're bringing them more to attention, more 
patients than ever know it. Is the tide turning?  

Stacy Worthy: I think it is and I think it is because patients are speaking up. They're using their 
voices, they're filing complaints, they're speaking to their attorneys general who 
then go in and conduct investigations. Now we have several states with that 
Hepatitis C example that I gave you earlier, insurers are not imposing that prior 
authorization, they're taking those barriers away. That's only because these 
people are mobilizing. Patients are mobilizing.  

Jonathan Wilcox: Is it possible then to re-set and put patients to a place, some people say they 
should be placed in the center, I feel they should be placed at the very front.  

Stacy Worthy: Mm-hmm (affirmative)- 

Jonathan Wilcox: I feel what's not happening is, I understand the centrality of it all. To me, it's not 
that they're the only place, but to have them at the front, to where their voice is 
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heard, to where their team can be honored and their advocates can fight. You 
think that these barriers which you describe, which sound serious, you think are 
hurting people, you know you say are hurting people. You say the tide is turning 
because of the patient voice?  

Stacy Worthy: Absolutely. When you put a face to what is going on and whether people 
actually have access, who that's impacting, it really makes a difference. We can't 
just talk about this faceless, amorphous group of patients. They are 
individualized and they deserve individualized health care.  

Jonathan Wilcox: One thing that we do, obviously we always have the patient voice at our heart. 
The entire community of individuals, the entire world, that's how I started, can 
take this up as well. To lend our voice to this is honorable too. Yourself. 
Communicate to others that anybody can be a helpful advocate.  

Stacy Worthy: Oh absolutely, anybody, even if it's not your patient population. Anybody can 
speak out against it. You can write op-eds, you can contact newspaper, you can 
talk to your state policy makers. This is a really important cause. The more 
people that speak out, the better odds are that people will have access. 
Insurance is supposed to be there for you when you need it, anybody could be 
diagnosed at any point with something. You want to have that piece of mind to 
know that you're going to have access to the medication that you need.  

Jonathan Wilcox: One thing we talked about before also, almost every day we hear, what would 
be considered a miracle story, somebody, I know 91 year old man in Georgia has 
cancer of the liver, he has cancer of the brain, 91 years old and he underwent 
treatments. He didn't get sick, he wasn't debilitated, he walked out of the 
hospital and his name is Jimmy Carter, he's the former President of the United 
States and so I think got attention.  

 My point is, I heard that story, I think it's extraordinary, but I think a lot of 
people thought it was more... It is a great news story, not a good news story. 
But to me, it should have been sho- I mean if Jimmy Carter had jumped out of 
his window and walked away, that would have shocked me. But the point is, in a 
sense we're not shocked by this. We talk about internalizing the miracles that 
are happening medically, but it's been met not with access and openness, but 
you're saying barriers to that. So, that's a space in between.  

 Pope in this room understand that these miracles are going on, they haven't 
heard as much about what's in between. Some people getting access.  

Stacy Worthy: Right. We heard today that cancer went from being a death sentence to 
something that's manageable and something you can live with. A long life. 
That's not the case if you can't access the treatments that make that disease 
manageable.  
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Jonathan Wilcox: So we're stopping the stigmas. One last point. What does winning look like. 
What does winning the barriers to access fight look like?  

Stacy Worthy: I think winning looks like that. Speaking up. It's really speaking up, speaking your 
mind and making sure that you're heard in any way possible.  

Jonathan Wilcox: It can happen. There's a winner. Stacy Worthy.  

Jeff Julian: Unfortunately there's a lot of people out there that when they hear this news 
and hear how it's delivered just give up. One of the things I've held onto from 
the beginning is I believe the mind is a powerful tool. I believe if we have that 
hope, then those numbers can change just in that. Of all the numbers and all the 
poor odds, if you look at it that side. Somebody is going to survive. If everybody 
took the approach of going of that 5%, 15%, whatever the diagnosis range may 
be. I believe those numbers would change.  

Kenneth Lourie: I'm not a bucket list person. I don't want to live like I'm going to die. I want to 
live like I'm going to live because I'm thinking that if I live to much like it's going 
to be over in year or two, albeit it's been 8 years, then maybe that slippery slope 
psychological.  

Karen Loss: I'm not dying of lung cancer. I'm living with it. I'm going on 4 years and I'm doing 
everything I would do without lung cancer. I'm able to go to work every day. I'm 
able to travel. I still play sports form time to time even though I'm not very 
good. I go to the theater, I do whatever it is I want to do.  

Jeff Julian: What gets me out of bed everyday now, wanting to inspire people. My job gives 
me that opportunity as a coach that it always had to a certain degree. But the 
reason I go out and share my story and do those things is trying to inspire 
people to keep hope.  

Karen Loss: For me, this truly is a mission, it's, you know I go to work to pay my bills, but 
what really drives me is dealing with lung cancer. I talk to everyone, I know they 
probably get sick of hearing about lung cancer but I don't shut my mouth.  

Jonathan Wilcox: Come on up, come on up. I'm going to stand in the center. I am so honored to 
be in this center. I walk only in the sacred steps of the patients and their 
caregivers. For me it's humbling. I want to thank, special thanks for this room, 
the amazing Karen Loss. The coach, Jeff Julian. My hero, Jennifer Hinkle. My ally, 
Stacy Worthy.  

 Proving behind every ordinary man is an extraordinary woman, Terry Wilcox. 
We also thank you for patients rising and for patients everywhere from high 
atop St. Louis, Missouri, we thank you and goodnight.  

 There's more, so please stay...  
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