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EVENT TRANSCRIPT 

 

Speaker 1: Actually.  

Jonathan Wilcox: Hello and welcome. We are live in the Ogden Museum of Southern Art, in the 
extraordinary Crescent City of New Orleans, LA. My name is Jonathan Wilcox. 
I'm the co-founder and policy director of Patients Rising. 

 Let me ask you one question to start. What was missing from that last video? 
What was missing? Voice, that's right. It wasn't missing sound or sight or even 
sense. It was only missing ... It wasn't missing the voice, missing the patient 
voice and as you can see, even though we had sight and we had sense and we 
had ... there was actually some sound also. Without the patient voice we had 
lost almost everything. Almost everything. Our organization was founded for 
four reasons. 

 To stand for patients. To advocate for their rights. To fight for their access to the 
therapies that they need and deserve. And to tell the truth about health care. 

 What's true is, we've come to New Orleans alongside the American Heart 
Association's meeting and convention. It's the perfect place to add the patient 
voice to the cardio conversation. 

 One of the issues being discussed here, in this city today and this weekend, is 
high cholesterol and that is a good thing. That's a good that. This effects and 
impacts tens of millions of Americans. Tens of millions of Americans everyday. 
There are as you see ... There are, we say many faces, there are many faces of 
high cholesterol in those tens of millions of American population. 

 There are also forgotten faces as well. Who are the forgotten faces. Patients 
with familial hypercholesterolemia or FH, are part of that population. They are 
within those tens of millions. It's time for FH then to come to the forefront. 
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Patients with FH, we now know can be treated by special therapies, precision 
medications and targeted medications that are called PCSK9 inhibitors. PCSK9 
inhibitors we know this to be true. We also know that these prescribed 
treatments of the inhibitors are being turned down, as often as 80% of the time 
as prescribed. 80% turn downs. It's time to change that. Who will speak to that? 
Who will speak to that today?  

 Today then, we ask you, and all of us to listen to another voice. It is a special 
voice. It is a specific voice. It is often a quiet voice. It is the patient voice and 
ultimately it is a voice of value. Loud, clear and lasting. We think here today, 
you're gonna like what you hear.  

 We happen to have greatness with us today. It is my great pleasure to bring to 
the stage, someone this city knows well, from the LSU Health Network to ABC 
affiliate, WGNO and everywhere in between, please welcome Dr. Rachel Reitan. 

Rachel Reitan: Hello, is my mic working? Yes.  

Jonathan Wilcox: Dr. Welcome.  

Rachel Reitan: Thank you so much. It's great to be here and especially to talk about a great and 
important subject. 

Jonathan Wilcox: On WGNO's News with a Twist, we appear every Thursday. Your segment is 
called, "The Teaching Doctor." 

Rachel Reitan: "The Teaching Doctor." Yes.  

Jonathan Wilcox: What do you want to teach us here today? 

Rachel Reitan: I want to teach about elevated cholesterol. More so with the familiar 
hypercholesterolemia, which is a very unique disorder where you have a more 
aggressive form of heart disease and also premature death. 

 We're gonna ... We have two doctors here today, an economist, and then our 
expert patient advocate over here. This is a very, very important subject. I call 
the familial hypercholesterolemia, cause I can't pronounce that name but I call 
them the cholesterol formers. Any time somebody gets diagnosed with elevated 
cholesterol the first thing that we usually do is start you on diet. Strict diet. 
Lower your cholesterol. If you're on that diet and let's say you eat kale for three 
months, we put you on a three month diet. You come back to the doctor and 
your fasting cholesterol is still elevated then your considered what we call 
cholesterol formers or the familiar probably hyperlipidemia. 

 There are people that you know that will eat cholesterol, tons of cholesterol and 
their cholesterol elevated and that's why they have high cholesterol. There are a 
lot of people also that will eat tons of cholesterol and have low cholesterol. We 
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have the whole spectrum. Today we're really gonna focus on the familiar ones. 
The ones that, if they really just ate kale for three months, their cholesterol 
would continue to go up. The cholesterol formers. 

Jonathan Wilcox: One of the things to teach us also is this sense that we've seen in the FH 
population specifically is the critical element that we're learning now of the 
undiagnosed nature of this population within the population. The main things 
are undiagnosed but one thing that we were talking about before is the severe 
states of undiagnosis or misdiagnosis and what that means is patients for their 
level of treatment and then [inaudible 00:07:13] suffer. 

Rachel Reitan: Right, so if you are one of the familial hypercholesterolemia type of patient, 
usually we'll start you on a statin medicine. There's other medicines that we'll 
try but usually the statin is the go to medicine and a lot of people cannot 
tolerate that. They get a lot of muscle pains. Some people's liver enzymes go up 
cause that's how the drug gets metabolized, is through the liver. Those patients 
either have the choice of going into liver failure or living in severe pain. Now 
there's this new medicine out there that has minimal side effects and really 
helps these people cholesterol go down. 

 It's really, really important to get word out there to everybody that if you're on 
a medicine and you're having horrible side effects, there always is usually an 
alternative. The bad thing about this medicine is it is very expensive.  

Jonathan Wilcox: We'll talk about that later on. These are all realities. The thing I want to get to is 
that it is important for people to know that within this population that it can be 
difficult and challenging then to really know who has this condition [inaudible 
00:08:24]. One guy said before and we talked, as The Teaching Doctor, is we 
know how to treat this population.  

 We've seen ... In somebody who's professionally practices minimally invasive 
medicine. Through innovation we know how to treat this population and seen 
extraordinary success and yet there is a problem, from 80% that have not 
[inaudible 00:08:51] medication.  

 First bring it to light and then do patients then ... Does the patient lose then that 
voice of value, have to demand a change [inaudible 00:09:01]. 

Rachel Reitan: Yes, absolutely. I always say this to my patients. I'm a physician but I think a 
physician is just an advocate for people's health. You ultimately need to make 
the decision and also advocate for your own health. That's another ploy. I want 
you to learn today that, okay, there's these statins but a lot of people can't 
tolerate them. So, there are alternatives and you need to fight for those. If 
there's a medicine out there or a treatment out there that you really, really 
need and want for a better quality of life, then you need to fight for it.  
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 The other thing too, is the statins are one medicine and this new drug that 
actually have evidence based medicine proven to prolong people's life. It's very, 
very important. The hypercholesterolemia, the cholesterol builds up in your 
plaques. It leads to heart disease, it leads to aneurysms. It leads to stroke. It's 
just horrible. If you have one medicine that can prevent all that, it's great.  

 Speaking of the economist that's here, it's a great return of/on investment. 
That's a horrible thing to say for health but it's true. 

Jonathan Wilcox: There are realities here but the ... One last thing I wanted to get to really is the 
larger awareness issue. It's so much in the fast of our life, we identify what we 
need, it could be any product. Product for my car, recommended for it, I'm 
gonna get it. Yet, one thing that you see and have seen recently more, what we 
have come to understand with the barriers to access. The barriers to access 
then would be the medication therapies that you prescribed, with your medical 
expertise and knowledge and your personal knowledge of a patient, people who 
you touch with your hands. You've said, "This is what I think is best for you. This 
is what I would recommend for your suffering." You are seeing now and 
increasingly that, there is a barrier between what you're recommending and 
what the patient can receive.  

 These elements are real. what I'm interested in, I can only read about it, you're 
saying you're experiencing it. 

Rachel Reitan: Right. It is ... I love my patients that come to me and educate me and say, "Hey, 
Dr. Reitan. I can't tolerate the statins but there's this new medicine out there." I 
will totally go arms to get that patient that medicine. Once again, that's what 
I'm saying, you, sometimes have to be an advocate for your own health and go 
to that doctor. If that doctor is not gonna help you go to a different doctor. 
There is going to be a doctor out there that will help you. Some doctor's just 
kind of get like this, "Statins, statins, statins, that's all I'm gonna do. Statins." 
Their not gonna listen to you. You gotta go to a doctor that will actually listen to 
you. 

Jonathan Wilcox: One last point then. [inaudible 00:11:43] you're speaking to there is, we've all 
been to the doctor and experienced this but one thing that you were saying 
before is ... A lot of words we're hearing now recall precision medicine. 
Personalized medicine. What I hear you describing there is, the doctor, patient 
relationship but you're talking about something that is for medicines and 
therapies, part of that personalized medicine.  

Rachel Reitan: Absolutely. Very, very good point. Medicine is personalized. Everybody's body is 
different. I'm a gynecologist so I just deal with women and even with this 
elevated cholesterol, it's totally different for women. Women's cholesterol 
needs to be lower than a man's cholesterol. Our signs and symptoms of heart 
disease or heart attack are totally different than a man's. It's all very, very 
personal. Even with individual people, one thing I can always, this is off what 
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we're talking about but one thing I can always talk about is birth control pills. 
One birth control may work in one woman, it's not gonna work in that woman.  

 One thing that I have noticed in my career is if a family ... So let's say that your 
mom did well on a statin, Lipitor. You're likely gonna do well on that but if she 
didn't you're probably not going to do well on it. This new medicine that is 
great, you're probably gonna do well on and then you're sister [inaudible 
00:13:03] I'm probably not gonna do well on statins, so let's try this medicine. 
Yes, very much. Medicine is so individualized now. 

 Well, I guess it always has been but research is showing it. 

Jonathan Wilcox: Lost tracking some time, I'm enjoying hearing my voice. Obviously your voice. 
It's time now to introduce the patient voice. 

Rachel Reitan: Yes, absolutely. Our first patient is Joanne. Where's Miss Joanne? 

Jonathan Wilcox: One moment. Let's ... Joanne wait. 

Rachel Reitan: Oh, we have her story. 

Jonathan Wilcox: Let's show Joanne. 

Rachel Reitan: Oh, we have to rewind it. 

Joanne Smith: I got this report that my cholesterol was really way above the average range. My 
doctor and I talked about different statins that I was taking. These side effects 
are really life interfering for a lot of people. That's when that conversation came 
about. New medicines are coming out for people who cannot take the statins. 

 I got a phone call one day from the doctor. He had samples. The new 
medication was out. It was a bunch of letters. PCSK9 inhibitor. I was very happy 
and willing to try it.  

 I had no side effects that I was aware of and my numbers, oh my gosh. A year 
ago it was 268, when I was at the doctor just about a month ago, 121. 

 I know, I was so excited to go in. Even my doctor was excited. I almost fell off 
the table really. It has just really put me back on track. 

Jonathan Wilcox: She's excited. I'm excited. Please welcome the sensational Joanne Smith.  

Rachel Reitan: Thank you so much. 

Joanne Smith: Your welcome. 

Rachel Reitan: Okay Joanne. 
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Jonathan Wilcox: You're in the doctor's hands. 

Rachel Reitan: I'm just fascinated by your story cause I love it. I love success stories. Just kind of 
go back to step one. How you were diagnosed? How long were you on the 
statins? What was the side effects?  

Joanne Smith: About 10-12 years ago, I had had a really complete physical and I had been 
aware that my parents, both had high cholesterol and had taken statins. Then I 
found out that my dad was having trouble with them, he was getting muscle 
pains. I'm one of seven so I've been checking with my siblings as well. Half of us 
have high cholesterol and out of that half, two of us are like my dad and we 
can't take statins. 

 It took a trial, really, of about 10 years it seems, that we would try this particular 
statin. Then I got into the point where my legs were hurting. I thought I was 
getting the flu. I just didn't seem to figure out why I was feeling badly- 

Rachel Reitan: And that's very, very common. That kind of vague, viral-like symptoms and 
muscle aches. Keep going, that's very typical. 

Joanne Smith: I stopped exercising. I was going to yoga and things. My leg felt so weak, just so, 
so weak. I would at times take my knuckles and bear down into my leg. I would 
take Aleve, a pain reliever. I would use heat. I was doing everything. I thought, 
"What did I do?" I thought maybe I had hurt myself in exercise. I just wasn't 
quite sure. 

 Then I picked up the paper thinking, what's different? What has happened 
different over the past months of my life? I thought, "Oh, I'm on new medicine." 
So, I picked up the paper and then read side effects. It's the general, "Oh you 
might have a little pain here and there." Mine was much, much more severe 
than that. It was very difficult to sleep full nights because the pain would wake 
me up. I'm a retired school teacher but at the time I was, the school I was 
teaching in was a two floor school, no elevator. I was taking nine year olds up 
and down those steps all day long. It came to a point where it was difficult for 
me in the morning, I would come in with three, four book bags. I'd be looking 
for somebody to help me because I had to hold on. Then coming down the 
steps, it got to the point where I had to hold on to both sides of the railings. My 
children would carry my things for me. 

 I finally, I called the doctor and he said, "Well, let's try a different one." First 
night, I refrained. Before I even called in about it, what I kind of did, was I 
stopped taking it for just a little bit of time. A week or so. Then I thought, "Ooh, 
yeah. My legs feel good." Then I thought, "Now I gotta take it again and see 
what happens."  

 Well, when I took it again, it all came back and it seemed to be a little more 
severe this time. Then I called the doctor and went in and he said, "Okay, let's 



  

 

 

 

Voices of Value - The Many Faces of High Cholesterol  Page 7 of 29 
 

look at the side effects. Blah, blah, blah." Then we tried a new one. I had ... I 
kind of gave, like two weeks before I started the next one. It was another statin 
and basically we went through the exact same thing. The pain became gradual 
but it got really severe. Each time it seemed that my right side was the one that 
had the most pain and weakness in it. Even at my house, trying to carry 
something down, like a basket of laundry became difficult because you have to 
carry it on your hip while you're holding on to the other part.  

 I didn't wait as long with the second statin. I went back to the doctor and he, 
like, "Well, we can try another one." There was another prescription that had 
been fairly new and it had another medication in with it. I really wasn't sure 
what ... I knew it was a statin and something else. I took that and actually I was 
able to take that particular medication for five years. I was very happy with that. 
Just take the pill and- 

Rachel Reitan: What did your cholesterol do during that time? Do you remember? 

Joanne Smith: The cholesterol went down. It was maybe, hovering around 200. 

Rachel Reitan: So that's still elevated for a female. 

Joanne Smith: Yes, but it was better than the 240 or 260. So, for a ... For about five years I took 
that. This was also at, I want to connect it a little bit to like, menopausal times. I 
thought, well maybe some of the pains and aches that I was starting to get a 
teeny bit and the sleepless part, I thought, maybe that might have been 
associated with the menopause. Then it just seemed like out of nowhere one 
day, walking down the steps, it was like this whole right leg collapsed. It wasn't 
like the knee, like, "Oh, you've hurt your knee." This was truly like my leg 
wouldn't work. It was like I collapsed under it. If I hadn't been holding on I 
probably would've gone down the steps. 

 Sadly, I had to call the doctor and tell him, look what came back. The other 
medicine that was hidden in there must have worked for a while but now that 
statin has taken over again. That was maybe about, two, two and a half years 
ago.  

 He said, "There's a new medicine coming. A new medicine." I said, "Put me in if 
you need a volunteer. If you need me to try something, I'll be happy to do it."  

 My timing was, that should have been a year ago, September. I didn't get any 
phone calls so, I started calling. Is that medicine out? Is it out? Is it out? It's 
coming, it's coming. 

 Around last December, I gotten the message from the doctor that it was out and 
that was the PCSK9 inhibitor. I had to really practice saying that. 

Jonathan Wilcox: Me too. 
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Joanne Smith: He had to get ... I was using the real name for it. Whatever it was, I didn't care. I 
didn't care I had to stick myself in the leg if it was gonna be something that 
worked. I didn't have, wasn't gonna have the weakness, the terrible weakness 
and the pain. Actually I chose the leg that gave me the worse pain to do that 
first needle. You know, put it right in there. I just ... I kept waiting. Okay is 
something going to happen? Is something going to happen?  

 Just back up a teeny little bit. Even right before I started that, I had tried to do 
the insurance company business. At the time, which was last December, was 
also, there was a little conflict because I was turning 65. I was going on 
Medicare. I was changing the insurance company and all of that was all 
happening at the same time and just wanted to take the medicine.  

 When I got on the phone and called, I filled out papers. My doctor filled out a 
layer of work. We sent it in. It was denied. At first, the first letter I got, it actually 
said, "Yes." I was like, "Woo, good news." A day later, actually a day later, I get 
another letter saying a mistake had been made and actually I was denied. I'm 
like, "What?"  

Jonathan Wilcox: Sounds like a mistake to me. 

Joanne Smith: Yeah, yeah, it was a big mistake. 

 Anyway, I called the doctor. I called the insurance company and I'm trying to 
get, to figure out well how am I going to get ... Well the doctor needs to do this 
and this. So I called him or talked to his assistant. The doctor had to do more 
detailed information from notes that he had been taking on my case, he had 
been following my case for a long time.  

 Anyhow, after I guess it was maybe in January or February, finally with my new 
insurance company they said, "Oh, yes. It's gonna be covered." In my mind, it 
was like, "Yeah, it's going to be covered." I didn't know until I went to the 
pharmacy that it was covered 80%. My 20% coverage for two injections would 
have been $600 a month. I looked at them and said, "What? I can't ... I don't ... I 
can't do ... Don't ... I'm not ... Keep it ... Send it back." I couldn't do it. I could not 
afford $600 a month when I ... When I'm a retired person.  

 On top of it, I just kept saying, "It wasn't fair, it's just not fair." I had done 
everything I was asked to do. I have taken medication. I have tried this one. We 
have gone higher, lower, cutting dosages in half. All of this. Then I finally find 
something that will most likely work and now I have all this headache with this 
insurance.  

 The good news was, my doctor and I are really good friends. Between he and his 
assistant, they were saying, "Let's see if we can get enough samples." So 
currently, and this started last February and we are now in November, I have 
been taking the PCSK9 inhibitor injection in that right thigh. I started January, 
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and May I had blood work and my number, my total number had gone from 
248, I believe it was down to 191. Then, I had more blood work in September 
and it was 112. In a years time, it's just major, major number drop. We were 
happy. He was happy. He was straight faced, but he was laughing. We were 
really, really excited about this. 

 In the meantime, I'm all getting my numbers lower and just loving this. It's not 
hard to give yourself this little shot.  

Rachel Reitan: How often do you have to do it? 

Joanne Smith: Every other week. 

 I keep one in the refrigerator. I get one from the office, come home, do it the 
day later and then in the fridge for the next two weeks. The biggest thing really 
now is this is samples and samples only go so far. 

 I don't know how long drug companies can- 

Rachel Reitan: Trust me drug companies have a lot of samples to give out. 

Joanne Smith: It just worries me. I'm retired. I have a baby granddaughter. I get to babysit. I 
can actually hike now without worrying about my leg collapsing or me having 
some terrible side effect. I can get out and garden without a major issue. 
Photography is my hobby and it was very difficult when my legs were like this 
that if I got down, it was like, "Am I near a tree so I can pull myself up?"  

Rachel Reitan: Absolutely. 

Joanne Smith: I had even gone to physical therapy to try to strengthen my legs and seeing ... It 
didn't, that didn't effect the kind of pain. It just, it boils down ... My one sister 
who can't take statins, she's not taking anything and I'm like giving her the big 
eye look. You know that kind of thing. 

 My dad who's 89, he doesn't take statins either and my mom recently passed 
away with heart disease and high cholesterol. It's in the family and I want to 
take care of this. 

Jonathan Wilcox: You're ... This is what we mean by a voice of value. It's your story, your 
experience in which you went through. So many times the patients we talk 
about, that patients are already fighting for their lives, do they really need 
another war to battle?  

 You have fought through, I saw you come up ... You sure bounded up those 
stairs [inaudible 00:26:36] this is a new woman. My point is that there's a 
tremendous happy ending, but it is ... I'm ecstatic for your success but your 
success I'm hoping that it will be the golden thread that brings many patients 
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forward. You're the voice and your story and your experience [inaudible 
00:26:55]. 

Rachel Reitan: I also think that it's really great because if you look at this, this is where the 
economic guy's gonna be helpful because once again, okay ... You're, by 
lowering your cholesterol you're probably saving a stint. You're probably saving 
all these other huge medical costs by just giving you this small ... $600 in the big 
scheme of stuff is- 

Joanne Smith: It's like life saving- 

Rachel Reitan: Exactly. 

Joanne Smith: Why can't I have something that is life saving? Why do I have to have a heart 
attack or have a stint put in when I could prevent it. One study they sent me to, 
they said, "We're sorry you don't qualify, you haven't had a stroke or a heart 
attack yet." 

Rachel Reitan: Exactly. That's why your story is so awesome and your cholesterol is so low. It's 
even lower than it was on the statins. You know that it works. This medicine 
unfortunately hasn't been out long enough for long term data, that doctors are 
always looking at data. I think you're gonna be one of those people that's gonna 
show, oh my gosh. If your sister doesn't take it, you'll have the two comparison 
which is horrible because you're gonna do so well. And you have no side effects 
and that's what's fabulous. 

Joanne Smith: I know. My doctor's so happy. I'm happy. [crosstalk 00:28:03] 

Jonathan Wilcox: We're happy! Please, we're happy [crosstalk 00:28:05] amazing! 

Joanne Smith: [crosstalk 00:28:11] thanks. 

Rachel Reitan: I love it, I love it.  

Jonathan Wilcox: I want to bring to stage another doctor, to outnumber me, two to one. Dr. 
Phillip Duncan. The practicing cardiologist and we sort of need to hear that 
voice. He is the Chairman of the Board Association of Black Cardiologists. Please 
welcome, Dr. Phillip Duncan. 

 [crosstalk 00:28:40] 

Phillip Duncan: Good morning, thank you for having me. 

Rachel Reitan: Good morning. 

Phillip Duncan: I am the former Chairman of the Board Association of Black Cardiologists. 
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Rachel Reitan: I will ... I'm just fascinated to talk to a cardiologist about this. Why is the familial 
hypercholesterolemia so important to diagnose? 

Phillip Duncan: It's particularly important to diagnose because those patients often have a very 
aggressive form of what we call, atherosclerotic cardiovascular disease. These 
are the kind of patients that have heart attacks, at a relatively young age. May 
have had several events. They may have had strokes. They may have had 
problems with blockages to the arteries to their legs. It's really important to 
identify those patients. Identify them early and treat them effectively. 

Rachel Reitan: Absolutely. What sets those patients apart from, I call them the cholesterol 
formers. What sets those patients apart from people who just eat too much 
cholesterol or ... familial- 

Phillip Duncan: The challenge is in the treatment. Those are the kinds of patients that often are 
put on all the classic medications or all that are recommended and still will have 
their cholesterols extremely high. I think back to the first patient that I actually 
placed on PCSK9, was a patient who was, had just turned 50. He had two bypass 
surgeries, several stints, had trouble with blockage to the vessel in his legs. He 
was on every medication at the maximum dose cause he could tolerate statins. 
Maximum dose, his bad cholesterol was still over 200. That meant total 
cholesterol was well over 300 and that was on the maximum dose of 
medications. 

 Those folks are tough to treat. 

Rachel Reitan: How long is this ... I just call it the P medicine. How long's it been out available 
for patients?  

Phillip Duncan: Just coming on a year now so they hadn't been available for a very long time. 
Actually I was, I had said I was gonna wait a little while before I started to use 
them. Then I had a couple patients who were in such situations that I had to get 
them started. 

Rachel Reitan: Absolutely. Are they having any issues with paying for it? 

Phillip Duncan: That is ... That's the big issue. The problem is that access to care really is about 
affordability. Finances are the major, the major detriment to access to the 
medication. Everyone I think, has the same story of we try first, we get a denial. 
We put them on samples. We'll show dramatic improvement in cholesterol. 
We'll go again and the insurance companies may say okay try this now. If you 
haven't tried it, you do, otherwise you say, "No, I've tried that already. Here's 
my notes." These folks ... My typical wait time is about six months on ...  

Jonathan Wilcox: Let me follow up on that. He said six months. I just want to, just talk ... I 
understand the intellectual concept of the give and take and your just 
discussing. You said the typical reaction, so I know the audience understands, 
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Dr. your professional experience is that, between the time that you prescribe 
your opinion, your practice, you're touching this patient with your hands, but 
you are opting for this therapy in medicine. There's a six month lag between the 
time that you prescribe it and then patient can receive it? 

Phillip Duncan: I would say on average, yeah. 

Jonathan Wilcox: Seems like a long time to me. 

Phillip Duncan: Yeah, and that's on average. 

Jonathan Wilcox: Joanne speaks, this is one case but to me, she bounds up the stairs and between 
... The difference between her story and her experience to me just speaks so 
many volumes. That she ... What she could not do and what she cannot do is 
literally night and day. What we talk about in the barriers to access is that if ... 
We must be driving towards where Joanne is now, then, the journey she's been. 
Six month period, you said you see quite often. 

Rachel Reitan: The other thing that I want to know with your experience with it, because what I 
see is dramatic decreases in people's cholesterol. She had dramatic ... She was 
on the statins, went to 200. Which for a gynecologist we want the females to be 
less than 160. That was a dramatic drop on the medicine. Hello? Don't you think 
this is gonna kind of be the standard of care? 

Phillip Duncan: I think ultimately it should be because it deals with what is the core defect for 
most patients who have high cholesterols. It does in a fashion that it tends to be 
tolerable. We have to look at it as where we're trying to achieve health care, not 
disease management. I was concerned when they said they were waiting for 
you to have your heart attack or stroke before you could go on the medicine. 
That's not health care that's disease management. That's what we're getting 
away from. 

Rachel Reitan: The same thing, just to equate it with the bariatric surgery. The stomach 
stapling or the sleeve or whatever. The weight-loss surgery. Their now finding 
that if you do that you will prevent some of these high blood pressure, high 
cholesterol.  

 Anyways, I think this medicine is very similar to that kind of equation. We are 
seeing such dramatic decreases in cholesterol with this drug. 

Phillip Duncan: Yes, we are. We're still waiting, as a cardiologist, I'm data driven, so we're still 
waiting for the outcome studies which I'm hoping to see coming forward in the 
spring, as well as some preliminary studies hopefully of this meeting. If this is 
what we expect it will be the next generation of the game changer [inaudible 
00:34:36] statins. 
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Rachel Reitan: Do you this insurance companies are gonna come on board with providing ... I 
know the fight. Literally, writing papers every day. Appealing. Talking to medical 
directors of the insurance companies. 

Phillip Duncan: In health care it's a matter of aligning incentives. Insurance companies have to 
have that incentive to provide coverage for these medications. Clearly the 
patients have the incentive, the physicians have the incentive. Now, we have to 
align the incentive of the payers and we have to make that argument that this is 
what health care is about and if you want to do health care and not disease 
management, then you'll use medications and therapies like this to prevent 
disease. 

Jonathan Wilcox: Do you see a tide turning in that persuasion? [inaudible 00:35:25] both sides. 
We've talked about all the work you have to do. Are you seeing a trend that is 
more in the persuasion that you're talking about or are we still in a different 
place? 

Phillip Duncan: Well I think there are aspects of what's going on that lend itself to a change in 
that trend. One is public awareness. As the public gets more aware of these 
conditions as well as potential therapies I think there ends up a being a demand 
for that. As well as the fact that we can't continue to pay for disease 
management. I think it's, something has to happen. 

Jonathan Wilcox: It's a lot more expensive you're saying?  

Rachel Reitan: [inaudible 00:36:03] really longer. I want to see that people in the room that 
have heard of this P medicine.  

Jonathan Wilcox: Well, they've heard of it now. 

Rachel Reitan: Well, that would [inaudible 00:36:11] before. 

Jonathan Wilcox: So, some. 

Rachel Reitan: That's a huge thing is patients don't even know that this medicine is out there. I 
think I like it. 

Jonathan Wilcox: One ... Let me wrap it up then. What do patients take away from this? You talk 
about the facts and your experience, and we've heard from the patient voice. 
What do you think is the next step? Where do we go from here? What do they 
need to know? 

Phillip Duncan: Well, one is patients have to be advocates. They have to be their own 
advocates, patients and their family. That's number one. Knowledge is power. 
Patients have to empower themselves to understanding importance of things 
like lowing cholesterol, watching, keeping blood pressure under control, diet 
and exercise. That's number one.  
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 Then, you have to advocate whether it's because your company has an 
insurance plan, well if folks say that, "I'm getting these coverage denials for 
medicines that well could save my life or prevent significant events like strokes 
and heart attacks, we demand something else." That's number one. 

 Number two is we have to understand that we have to listen to those patient 
voices. If a medicine works even to reduce the risk of death but is intolerable 
because it's causing pain or discomfort, that's not what life's supposed to be 
about. 

Rachel Reitan: Are there any insurance companies that are paying for it? 

Phillip Duncan: There are some and a lot after you go through the process, ultimately will. All of 
the companies at this point are throwing some impediments to getting started. 
Clearly you have to ... It's understood and we understand. We use the statins 
first. We'll use another medicine that [inaudible 00:38:03] in combination with a 
statin. When they don't work, when a patient has a disease after that, then they 
should pay for it then. 

 I always tell my patients if they have had an event and they say, "Well, my 
cholesterol was this," and I said, "I don't care, if you had a heart attack, your 
cholesterol was too high." 

Jonathan Wilcox: One last point, you're here in New Orleans for the conference. You're sharing 
and listening, what comes out of this? Doctors all over this country are here and 
then they go back all over the country, from what they're hearing. Tell me, what 
is one of the first things that you'll take from this conference and how will it 
help you to turn this tide in this battle that you are describing here? 

Phillip Duncan: Yesterday, I was actually involved in a very, very, powerful round table on just 
this issue. 

Jonathan Wilcox: This is powerful too. 

Phillip Duncan: Yeah and this of course, but it was about access. It was about issues of access. 
That's what we have to take back. We're aware of the studies. I can sit at my 
desk and read about the studies, but we have to get together and talk to people 
about how we move this needle forward to promote health care and move 
away from disease management. 

Rachel Reitan: That is my new thing. Health care versus disease management. 

Jonathan Wilcox: Take it away, Dr. Phillip Duncan. Brilliant. Thank you. 

Phillip Duncan: Thank you very much. 

Rachel Reitan: Thank you so much. [crosstalk 00:39:28] 
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Joanne Smith: Well it's really frustrating knowing that this medicine could be pulled out from 
under me and knowing that I really cannot afford what the insurance company 
is charging ... 

George Ackers: I don't mean to bash insurance companies, I don't want to bash them, but 
they're playing doctor and they should give the people the drug they need. Let 
the doctor make the decision. Let him be the guy that prescribes the drug, not 
the insurance company. 

Joanne Smith: I'm not trying to just take something, just for the sake of taking it. It works for 
me. 

George Ackers: Are you a human being or are you a number on a paper? Give me the drug 
that's there, that's gonna work and we know it's gonna work. 

Joanne Smith: I just wish more people had access to such a, I'm calling it a "Miracle," cause it 
seems like a miracle to me. I never thought I'd be pain free and still be able to 
have good numbers with my cholesterol. I might be a cheaper patient for them. 

George Ackers: I was blind to all this until my doctor pointed it all out to me. This is the first 
time I was denied a drug. A drug that I needed. It opened my eyes to a whole 
different spectrum on insurance companies and the bottom line. 

Jonathan Wilcox: That is an extraordinary message to go forward to with patient experience. I'm 
talking to some people here today about these issues and some people know 
and might have heard about. They say, "Wow, you're a pretty knowledgeable 
fellow." That hadn't met Dr. Reitan, but there's so much that I need to still know 
and learn about these issues and all the parameters of these challenges and this 
world. So often, when I find myself needing to know something, I take out this 
phone and I call this man. Please welcome, Dr. Bob Goldberg. 

Bob Goldberg: Good to see you again. 

Rachel Reitan: Okay, I will apologize if I am attacking you because- 

Bob Goldberg: No, I like being attacked by you, so it's great. 

Rachel Reitan: This is my ... In medical economics, the question that I always have is, and we 
kind of talked about this, return on investment. Why are insurance companies 
not paying for a medicine which is probably going to save billions of dollars? 

Bob Goldberg: Let's go to the fundamental question. Why should Joanne pay $600 a month for 
a drug that the insurance companies are getting a 40% discount on, putting it in 
their pocket. Why aren't those savings being passed along to the patient and 
letting them, making it easier to use the drug? Which you point out, is twice as 
effective. Saves twice as many lives. Reduces hospitalization costs by 70%, if we 
weren't using them. Why are we telling people to by a 20 year old Chevy with 
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no seat belts, poor exhaust emission, no satellite radio, I don't know what I 
would do to driving, and say, "Well, try that. If the car breaks down and you go 
through the windshield, we'll figure it out." That's a rigged system and we have 
to change that. That's the short and long answer. 

Rachel Reitan: Let me ask you this. This is ... I always think it's because drug companies have 
their patent. They have that certain maritime where they can get their money, is 
that playing into this or no?  

Bob Goldberg: Certainly, if you could get a drug to market in half the time and less risk, you'd 
have more competition. Until we change the regulatory system, let's take a look 
at what you're getting for the value, relative to what happened 20 years ago.  

 20 years ago, the rate of death, age adjusted rate of death for cardiovascular, 
for ischemic heart disease was about 200 per 100,000. It's now down to like, 60 
per ... A 50% reduction. A lot of that is because of the introduction of statin, 
lipid lowering drugs. Which have gotten better and more precise.  

 The other thing, that just like every other technology, the more you use it the 
more you know. So, we know now for instance that the, I'm gonna get it wrong 
the PCSK9 drugs, they're finding out that if you have another cardiovascular 
event, those proteins levels go up. There's 10% of people who are 
asymptomatic, who are, we now know that if they have the expression levels, 
even if they don't have [inaudible 00:44:13] are more likely to die. We're 
ignoring all the data to develop a one size fits all approach to in turn, negotiate, 
the insurance companies from the drug companies rebates that they pocket and 
not pass on to us.  

 These are drugs are qualitatively better, than the 20 year old drugs that I was 
taking. We're paying more for the drugs even though they save us money, time 
and everything else. It's wrong. I happen to think it's illegal. I think it's a 
violation of American's with disabilities provisions, the Affordable Care Act, 
which will stay in place regardless of who the president is. Those things are 
gonna be doubled down on in my humble opinion. People out here are really 
the forgotten ... We're the ones ... Notice that out of pocket cost sharing for 
most drugs has basically gone down except for people with chronic illnesses. 
That's a form of discrimination. If you're saying to somebody because you have 
FH or because you have psoriasis or something, we're gonna have, put every 
drug that benefits you in the highest cost sharing tier. On top of which we're 
pocketing, getting ... We're generating $150 billion from the drug companies 
that could go to patients reducing copays. That's wrong, that's wrong. 

Jonathan Wilcox: Let me ask a question. Every ... Part of personalized medicine also is the 
personal experience. You were talking about your familial history and 
experience had a special measurement that you wouldn't need an economics 
degree to talk about in your experience and what you think it's meant for you 
personally. 
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Bob Goldberg: Do I have to go into my therapy sessions with, about my ...  

Jonathan Wilcox: No you don't. Well you couldn't afford me for that. 

Bob Goldberg: We're actually, my family's a good sign. We don't have FH but we have tendency 
towards very statin resistant LDL. My grandfather died of a massive heart attack 
when he was 51. My grandmother was a widow. She died in '71. My mother also 
had high cholesterol. She died at 82 after a Pilates class. My kids have the same 
resistance. 

 A few years ago, a friend of mine developed a gene test to determine whether 
or not you were gonna be resistant based upon the muscle cramping and stuff. I 
was doing horribly on Lipitor [inaudible 00:46:35]- 

Rachel Reitan: You had the muscle pain like Joanne had? 

Bob Goldberg: I had the muscle pain and I was more confused, I'm usually confused but it was 
more confused. My mother went through ... I got the right statin, my mother 
was at five different statins. Thousands and thousands of dollars in pain and 
suffering for a year until she was put on Crestor for all of what, a $35 copay. I'm 
very, very sensitive to those things.  

 The other thing I would [inaudible 00:47:00] in terms of precision medicine, 
there are tests out there to measure you're levels of the mutations that make 
you resistant to certain statins, which would make you eligible for these 
products. I think the more that kind of genetic testing comes on ... The other 
thing I would add is that the evidence is showing that, like you said, we used to 
just try to treat statins with primary prevention. Now, we're nuts, we have much 
better sense of, based upon family history and based upon your lifestyle, what's 
the combination of things that work the best? 

 Just one example, it used to take twice as many people to reduce, to get one, 
decline of one more death, with the first generation. Now, we're down to like 
two and one. We're becoming more precise, less time and money wasted on 
ineffective treatments. We have to let the doctors and the patients do what's 
best for them. It's our premiums, it's our tax dollars, it's out of pocket. How is ... 
You walk into a car dealership and they say, "Well, you know, we're gonna give 
you a used car." Or I was talking to Sara over there, she wants to trade in her old 
laptop. No, no. One we're gonna give you a Windows 1985 version because 
that's cheaper. Better yet, we'll give you a typewrite because typewriter's do 
the same things as word processors.  

 Only in ... Here's the other thing doctor, which really pisses me off. Can I use 
that word?  

 If you look at your bill from your insurance company and you pay out of pocket 
a percentage of the negotiated price that the insurance company gets from you, 
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except for one thing. Drugs, you pay a percentage of the retail price. They're 
getting rebates from the drug companies putting it in there pockets and then 
turning around and instead of passing those discounts on to you, make you pay 
a percentage of the retail price. Now, that's a great gig if you ... That's not health 
care, that's being, that is a protection racket. We have to stop that. 

Rachel Reitan: You're like my voice. I just need him in my pocket and bring him[crosstalk 
00:49:13]. 

Jonathan Wilcox: How then does the health economist, work then, combined with the health 
practitioner to make this quantum leap forward that you're saying is obvious 
and pointed out, in your practice is saying is obvious. Where do we go from 
here? 

Bob Goldberg: Is the doctor before said, we have to work with patient groups to be as in your 
face as the AIDS activists were. If this was AIDS and the insurance companies 
were basically taking the same position with the first HIV drugs and the first 
combination of retro-virals, we would have ... Imagine the amount of death. 
Imagine the amount of cost and lost productivity, the lost lives we'd have.  

 Think of this as AIDS. Which by the way, there are more people that die of heart 
disease in this country still than anything else. We have to become much more 
active and start demanding this kind of coverage. I can provide hopefully in 
three words, 10 words or less, the economic and moral foundation for 
[inaudible 00:50:20]. As we talked about, it's not just about dollars and cents. 
It's about dignity as an individual. It's about being able to garden. It's about my 
mother not crying to me over the ... Cry to me on the phone because she feels 
dizzy, she feels ... Those kind of things. Why should human beings be degraded 
because a company says, "You know what? Our evidence says we're not gonna 
cover this."  

Rachel Reitan: Let me ask you this. This is another ... Being an economist, heart disease is an 
unborn killer in women. Number one killer yet we're not gonna cover the 
preventative in a way, medicines ... 

Bob Goldberg: Well it doesn't make sense. 

Rachel Reitan: Do you guys look at the number one things- 

Bob Goldberg: Yes, so as you pointed out. Women have different risk factors and one of the 
reasons I wanted my mother on cholesterol is because the [Jupiter 00:51:10] 
studies show that if you had a family history of heart disease and high 
cholesterol, even if you weren't pre-diabetic, the ... You didn't just reduce the 
LDL, you reduced the C reactor protein. That's something else that we now 
know about the PCSK9's, is that it has a [salutory 00:51:27] effect on CRP which 
is something that women are more likely to express as a marker for disease.  
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 Once again, we're practicing the equivalent of Jim Crowe medicine for women, 
for minorities. They'll express these differently and we are ... It's huge ... This 
will give you a dollar figure. So you say seven, let's back out this, the amount 
that, the discounts and pass it on to consumers. For $5-10 billion a year in using 
these new drugs appropriately, we would save and average of $50 billion in 
hospitalization cost, lost productivity, and that doesn't mention all the kinds.  

 Now, why? So, why aren't we covering it? Do the insurance companies care 
about productivity? No. Do they care if ... If a cheap patient is a dead patient. I 
hate to say it. The best thing you could do if you wanted to, you could give 
people cigarettes and booze and reduce the health care costs in this country 
significantly. 

Jonathan Wilcox: That's the ... You were in a sense almost shying away from the term, return on 
investment. There's a certain, sort of cold and [inaudible 00:52:41] nature. But 
the fact is, turn around, you're saying it really is true but there is an investment 
in the patients and the return in their life and economics.  

 One last thing Dr.  

 Let me ask you, make the case, you've amplified it, what does winning look like? 
What does winning, turning the tide, making this case? Tell us what a future, 
what a world looks like, in which this point prevails and makes a difference in 
your patients' lives? 

Bob Goldberg: I think it really boils down to letting doctors do what's best for patients. Your 
relationship with your patient and your health is the most intimate relationship 
you have. Sometimes more than your husband or wife and your kids. That 
relationship changes over time as you change over time. Your biology changes 
over time. We have to listen to those things and act upon. 

 The second thing is we have to change the way we pay for health care. We have 
to make sure that the value that's being generated doesn't go into the insurance 
companies but goes directly to people. That may take some legislation but it will 
take unfortunately, actually on the part of patients, to change the way the 
health system is delivered. We need to let patients be patients ... Well as I told 
you, the root word for ... The Latin word for the patient is suffering, so the 
longer people are patients and they shouldn't be, the more that they suffer. We 
need to change that equation so that we go in and we try to achieve the best 
health we want. Because ultimately, our view of the future is what powers our 
humanity. Which, really which powers, makes innovation and progress possible. 

Jonathan Wilcox: It can be done. Dr. Bob Goldberg. 

Bob Goldberg: Thank you. 

Rachel Reitan: Thank you so much. 
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Bob Goldberg: Thank you. 

George Ackers: We are sitting right now in my firehouse, [inaudible 00:54:35] Fire Department. 
Great bunch of guys here. Everybody can take a whippin' and believe me we 
give it. My dad had a heart attack at 48. His brother, Chief of the Colony Village 
Fire Department, had a heart attack. Climbed two steps up a ladder and 
dropped dead helping someone.  

 My doctor put me on statins drugs because their cholesterol problem. Statin 
drugs that I was taking were incapacitating me. I couldn't move. The worst part 
was the aches and pains. Dr. Bush was telling me that they're coming out with a 
new PCSK9 inhibitor that supposedly had no side effects. I said, "Sure." He 
popped a shot in and two weeks later I went back and low and behold, my 
cholesterol dropped down to 104. No aches or pains but my insurance company 
has denied it because of the cost. They're really playing God with your life. It's 
not right. 

Jonathan Wilcox: He's amazing. George Ackers, ladies and gentlemen. Thank you George. 

 Well I think you said it all. 

Rachel Reitan: First of all you're a retired fireman?  

George Ackers: I'm a retired truck driver. I'm a volunteer fireman. After I retired from trucking I 
joined the volunteer service because I was gone all the time. Couldn't have been 
no help to them but ... Since I'm active retired now because I had a bout of 
cancer, that's why my voice is so raspy, I had throat cancer. Here I sit.  

Jonathan Wilcox: And survived. 

Rachel Reitan: [crosstalk 00:56:27] 

George Ackers: And survived and I also want to survive my risk of heart attack. That's why I'm 
here. I gotta thank my doctor. Dr. Robert Bush for putting me in this position to 
be able to help and move this forward. 

Rachel Reitan: That always makes me feel good when doctors are advocates for their patients. 

George Ackers: [inaudible 00:56:48] 

Rachel Reitan: Let me ask you this. How long have you been on the medicine? 

George Ackers: I've been on the medicine since May. June. June, I'm sorry, June.  

Rachel Reitan: What was your staring cholesterol? 

George Ackers: 205 and in two weeks 104. 
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Rachel Reitan: That's so awesome. That is so awesome. It is very, very, very good. 

George Ackers: It's a great drug and it ... It debilitated me, the statin drugs debilitated me to the 
point ... I moved furniture, I unloaded those trucks that we had. My biggest 
problem was my shoulders. I was incapacitated. I was going to orthopedic 
doctors to find out, cause I never put the statin together. Until one day I said, 
"You know, I did read that little pamphlet in there." 

Rachel Reitan: See, just like Joanne. 

George Ackers: I said, "Maybe I'll stop taking them for a couple of weeks," and I did. Those pains 
disappeared. I started the drug again and within three days, I was back to being 
incapacitated. It really took it's toll. 

Jonathan Wilcox: Let me ask you, you, yourself, had ... You described access issues. There were 
certain ... Your doctor, Dr. Bush I guess had a plan, there was a barrier of access 
in the way that stopped you. Talk about that. 

George Ackers: Taking the drug? 

Jonathan Wilcox: Being able to access it to give you the- 

George Ackers: The PCSK9 inhibitor? Right now, my doctor is the greatest guy he kept telling me 
about this drug because I hadn't been taking any cholesterol drugs. Let me just 
make one example of the ways this drug, these cholesterol drugs like statins, 
kind of scare people. 

 I have a friend of mine that's been on statin drugs for probably 20 years and he 
can't walk. He's incapacitated. Maybe he might find out about this drug. I'm 
gonna tell him about this drug. He's afraid to stop taking the statin because his 
whole family passed away with heart attacks. He's incapacitated. He's crippled 
up. I think he's hurting his body by continuing these.  

 Getting back to this PCSK9 inhibitor, which is a great drug. I'm just so happy. I 
worried all the time about, because the high cholesterol ran in my family on 
both sides. This drug is just working superb. I've already done two appeals. 
Fortunate enough to have a doctor that has a pharmacist that fills out all these 
papers, which a lot of people don't have this access to. Now we're on our third 
appeal for a federal appeal. That's been going on for two months and I still 
haven't heard anything back. My doctor is, I don't know how long he continued 
to give me samples. I'm sure there's other people out there that he can't just 
give me all these samples. I'm sure he has other people to give them to but I 
worry about that. 

Jonathan Wilcox: That's a larger point, that you would experience then, that sort of like, just 
beating back the fire and not putting it out. You're only temporarily getting this 
help through these samples and still trying to fight for a final decision. The 
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extraordinary doctor, the pharmacist relationship, you're winning in a sense. 
You're life has been ultimately changed. Another person running up these stairs. 
Yet, that future is uncertain in that way. What do doctors do when they have a 
patient like this and they're fighting, not just the disease but the administrative 
state- 

Rachel Reitan: Fighting the administrator. That's all we can do, just continue to fight with the 
administration. In the time that we spend in doing appeals and talking to 
medical directors and that's why I'm interested in this federal appeal that you're 
gonna do. What happens with that is just astronomical. Doctors care about their 
patients and want to get the patients the medicines that they want to give them 
that they know are gonna help the patients, prolong their life.  

 The concern that I have, this is my concern cause Joanne and you are very, kind 
of savvy and intelligent. There are a lot of people out there that are not as 
intelligent as you and will go around suffering like your friend, barely being able 
to move because these statin medicines, "Oh, that's the only thing that's gonna 
save my life. I'm not realizing that this is a side effect from my statin."  

 There are so many people out there like that. A lot of people go to their doctor 
and they don't even talk about that cause, I don't know, they're intimidated or 
whatever it is. That's the message I want to get out, for all of your guys to tell all 
of your friends and family. If you're having side effects speak up and also just 
get the word out there cause a lot of people don't know that statins cause these 
horrible myopathies, that's what the muscle pain is.  

 A lot of doctors don't regulate the liver enzymes in them. That is just so huge. 
You guys are intelligent and savvy and a lot of people aren't. That just breaks my 
heart to know that they're taking these medicines and living in pain. 

George Ackers: Oh the pain ... It's really hard to explain the pain. 

Rachel Reitan: I know, everybody says that. 

George Ackers: The pain is horrible. It really is. The people it really effects them. I have siblings 
that take statin drugs. It has no effect on them whatsoever.  

Rachel Reitan: Yes, and that's great. That's wonderful. 

George Ackers: None. But me, I just couldn't. I just figured, like I said, it would have been easier 
for me to just keel over with a heart attack then deal with the pain of these 
statin drugs. 

Rachel Reitan: I just think the need to appeal, I just think should not be there. I think that I 
want to give my patient the P medicine. I should be able to give it. We're not 
gonna ... It's not like we're like, "Oh, we're gonna give you the P medicine and 
you the P medicine ..." We're doing it for people who need it. 
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George Ackers: Right. 

Rachel Reitan: Oh, Jonathan, let's give you the P medicine just cause I want to give it out. No, 
it's not like that. I feel like these insurance companies, that's what they think we 
do or we're dumb and not knowing what our patients need. 

George Ackers: It's bottom line. My, like I said, in my video there, I do believe that the insurance 
companies don't have the right to take that privilege, that the doctor writes that 
prescription away from you. They're not the doctors. You're the doctors. That's 
what they say we need, then we should get it. That's my opinion. I know- 

Rachel Reitan: You're the expert in this Jonathan, being an advocate. Why are the insurance 
companies like this? 

Jonathan Wilcox: When you say it's your opinion, what I'm interested in is how the barrier comes 
down. There's a lot of different ways around a wall. The fastest one is right 
through it. Your voice of value then is talking about your experience and what 
you've seen personally, or what you've seen with others. To me, that voice is 
what ultimately, to me, can break through. There's all the studies, all the 
science, all the economics, even the doctor experience. But the patient voice 
here. I haven't experienced. I've heard your story, it shook me, but your voice is 
the one that's cutting through. That's gonna make the difference. 

Rachel Reitan: To the insurance companies? 

Jonathan Wilcox: To the world itself. There's no way to change something this large, without 
having somebody that's on the ground. Your voice then is so clear, your 
experience such, and then what your talking about others, you're not just being 
your own best advocate but the advocate for others. And telling us what's really 
happening. I can read it all day long but your voice is the one that's cutting 
through. 

 Last point, what then drives you to go to the next place? Not just your own 
experience, you're talking about saving others and others. The patients then are 
connected that way. Talk about that. 

George Ackers: My thing is that, that's why I'm here. If we all got together and advocated for 
this, there's numbers work. We need the numbers to get out and let the 
insurance companies know that there are people out here that are concerned 
about their health. We don't want to leave our concerns in the hands of the 
insurance company that are gonna hold back this drug from people that can't 
afford it. Mine, my drug was $600 a shot, every, is actually what I costs. It would 
be $1200 a year, to $14,000 a year rather. No one can afford that, unless your 
Donald Trump, I guess. It's just ridiculous. 

Rachel Reitan: I'll write him a letter and then he'll pay for everybody's P medicine.  
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Jonathan Wilcox: This, this, this, along Joanne. George. These are the true amazing voices of 
value. Please thank George. 

George Ackers: Thank you for having me. 

Rachel Reitan: Absolutely, absolutely. 

George Ackers: Thank you. 

Jonathan Wilcox: I'm honored to call myself a patient advocate have anybody who would let me 
walk in that space. I want to bring forward somebody who is a true advocate. A 
true advocate in this space. Andrea Baer represents, what we call Mended 
Hearts. Here in New Orleans, in the [inaudible 01:05:47] space, this, this, in the 
advocacy space is a true voice of value. Please welcome Andrea Baer. 

Andrea Baer: Thank you. Thank you so much. 

Jonathan Wilcox: My ... Thank you for ... My pleasure. Advocate to advocate but maybe host to 
advocate. We've heard the voices, the economist, the patient, the physician 
voice and the experience. Where does the advocate fit in and how do you 
accelerate and push that forward? 

Andrea Baer: Well I think it's really important to understand that everybody's voice is 
valuable. We need the doctors. We need the economists. We need the patients. 
We need the payer ... We need everybody to come together and say, "Enough is 
enough. We're not going to allow insurance companies to rule how a doctor 
treats us." We don't want them to be in our business.  

Rachel Reitan: Sorry to interrupt. This is what I'm hearing today and this is what I hear every 
single day in my office. I always feel like we have the advocates that want the 
best for the patients. We have the patient that wants the best for the patient. 
We have the doctors who want the best for the patient. It's the insurance 
companies ...  

Andrea Baer: Because they're making money. They're the ones who are making money and 
that's the reason they're making the decisions that they're making. 

Rachel Reitan: So, how can we impact the insurance companies? They are the problem. 

Andrea Baer: We need to be loud. We need to be very loud. We also need to make sure that 
our policies are driving the decisions that the payers are making.  

Jonathan Wilcox: What does that mean policies driving decisions, what does that mean to you? 

Andrea Baer: I think, personally, that there needs to be mandates upon insurance companies. 
Insurance companies should not be big business. They shouldn't be in the 
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money making business. They should be health care providers. The only way 
we're gonna do that is through policy.  

Rachel Reitan: [inaudible 01:07:49] I'm just so ... My blood pressure's going up. I think about 
ready to have a stroke every time I talk about insurance companies. I agree- 

Andrea Baer: Let's not do that, let's not do that. 

Rachel Reitan: I cannot believe how much they control health care. It is amazing to me, I just 
cannot believe it. 

Jonathan Wilcox: Let's talk about this. It's so obvious [crosstalk 01:08:13] one second. It seems so 
obvious to you, we've made a strong case, elevated the voice. The advocacy is 
still necessary. You get a feeling that you're turning the tide. You've said you've 
seen some changes. These patients are a success story. There are still barriers to 
go. There's still space. But you ... In a sense, what Mended Hearts has done is 
talk about how they've, you have changed the conversation. What is the ... How 
can we understand how the conversation's been changed? 

Andrea Baer: Well I think first it's important to understand that when you talk about 
advocacy, you have to talk about it in three ways. 

 First is, your self advocacy. We need to empower and educate everybody to be 
an informed patient. You need to understand your rights. You need to 
understand your value. You need to understand that you have the ability to 
speak up. There are a lot of patients that go to the doctor and just say, "Yes, sir," 
and "No, sir." That's the way it is and they don't question. Then when they do 
start questioning, there's a pushback sometimes of doctor's, "What? You don't 
trust me?" I think there's a conversation there that needs to happen. You don't 
always just take what the doctor says, I'm sorry- 

Rachel Reitan: Oh no, I love that. 

Andrea Baer: You don't always just take what the doctor says and say, "Okay I agree with 
you." Make sure you're asking the right questions. What are those questions?  

 Once we get that patient empowered and activated and educated and engaged, 
then those patients can teach other patients. Now you're community 
advocating. You're advocating within that space of your community to teach 
each other. Then, all of those patients and all of those voices can go and 
advocate for the voices that aren't, that don't have a voice.  

 You spoke earlier about people who don't have the voice and that's why we do 
what we do. Is because there are so many people who don't have the ability to 
have that voice and we need to be their voice. That's what the three stages of 
advocacy is all about.  
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 Mended Hearts has taken on training advocates. We not only train you to be 
personally responsible for your care and educated about your own care, we also 
have created videos and tools and educational information on how to speak to 
your representatives. How to speak to insurance companies and how to get 
involved and changing the landscape of health care. 

Jonathan Wilcox: You talked about, everyone knows how advocates relate to patients. What's the 
patient/advocate experience with the doctor community? 

Andrea Baer: I think the doctors really do want to help. I think doctors really care about their 
patients. Sometimes it's a matter of opening up the conversation to say, "Do 
you understand what your patients are feeling and how to best educate them?" 
Sometimes doctors will talk above the patients or they'll sometimes do 
something that maybe patients, you don't understand to be a problem. I think 
that there's an education on both ways, learning from each other. 

Jonathan Wilcox: The word used today, we heard before, but it's a tremendous truism. Patients 
need to be their own best advocate. There is the new and powerful, clear voice 
of the advocacy community. One more ... I guess I asked this question before, 
what does wining look like in this space? Obviously, treatment and cure, 
obviously, but tell me on the ground, you see ... You're treating these patients, 
you're meeting with the patients and advocating for them. What does winning 
look like in both the problems that we've seen here today, the progress we've 
seen here today and what does the future look like? 

Andrea Baer: Sure. Well, first and foremost, winning is everybody gets the treatment that 
they deserve. 

Rachel Reitan: The insurance companies have less control. 

Andrea Baer: But there's a lot of ways to define winning. I think we're always gonna have 
problems that we need to overcome. We're always gonna have disparity issues 
within communities. We're always gonna have those things. So, what we need 
to do is address them. Address them head on and not hide them and not say, 
"Well, you know most Americans are getting health care." Okay, well, most 
maybe are but what about those who aren't? Those are the people that we 
need to be protecting and caring for. I believe that when those patients that are 
the most vulnerable are taken care of, we're winning. 

Jonathan Wilcox: What does a doctor then say to a patient advocate, to take then, to take to the 
patient community to make their voice even clearer? 

Rachel Reitan: Go to the insurance companies and tell them they need to listen to the 
advocates, the patients and the doctors. I don't know. I'm just on the insurance 
companies. 
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Jonathan Wilcox: Let me ask you this, so many ... We always say that patients are fighting for their 
lives. I don't know how you can do anything else? I mentioned before about 
what I think is the such a serious danger of another war or another front in the 
war. Something else being opened up. So these are people in a certain state of 
mind and you have to approach it that way. You approach it that way. To me, 
there is something so personal about this but it also pushes you forward. The 
point is, patients, you inspire ... You are also inspiring them at the same time, 
giving them path forward medically, giving a path forward as a belief, 
emotionally as a belief system and yet that can combine, that's the thing that 
advocates can talk about and really make us understand it and clear. 

Andrea Baer: Absolutely. 

Rachel Reitan: I just love their stories. I just like, love them ... I just want to bring those to 
Washington and be like, "Look, look." 

Jonathan Wilcox: We love it too. Andrea, thank you very much. 

Andrea Baer: Thank you, appreciate it. 

Rachel Reitan: Thank you so much.  

Andrea Baer: Out of the way. 

Joanne Smith: I think overall, when I know that my cholesterol numbers have decreased 
greatly, through exercise and diet and this new injectable medication, that I 
don't understand why somebody would be just arbitrarily saying, "You can't 
take that." 

George Ackers: The one thing that I would like them to get from this is that appeal, appeal, 
appeal. Don't' let these insurance companies get away with this. And push your 
legislators to push these laws through that make it so these insurance 
companies can't do this. Take the frustration, take the stress out because they 
don't realize they're giving people with heart problems more stress to worry 
about getting this drug. 

Joanne Smith: Just wish more people could have this access. I wish is was much more 
affordable. I just, I feel blessed, I feel lucky that my doctor has been able to help 
me out with this. 

George Ackers: Let's worry more about people instead of a bottom line. I want everybody to be 
healthy and happy. Everyone. That's my bottom line. 

Jonathan Wilcox: Everybody, I want to bring everybody up. One of the first patients I ever met 
and came to know, I'm gonna stand in the sacred center of all this, please. One 
of the first patients I came to know told me and I certainly didn't know or 
understand it, that there was ... She said there was a golden thread that all 
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patients share. That they were connected in this way. That they shared 
experience, they shared a desire and a story but that they were connected. I 
never understood that until I, until hearing it from her and going forward. To me 
there is this ... I've never seen it more strongly that there is this golden thread. It 
does exist. It exists most profoundly in the patient voice and what is ultimately 
that voice of value. I need then to say, bring them forward. I am so ... I only walk 
in the sacred steps of the patients, of the fighters, of the physicians. That is all 
that I've ever done. I want to bring them forward to say that to speak to these 
points and to give everybody perspective of a different way.  

 So, we need to give at this moment some final thanks. First of all, proving that 
behind every ordinary man, is an extraordinary woman, Terry Wilcox.  

 The superstars today, superstars, Joanne Smith and George Acker. Please. 

 Andrea Baer of Mended Hearts. 

 I've lost Dr. Duncan, that was a bedside- 

Rachel Reitan: He's right here. 

Jonathan Wilcox: I felt some bedside manner. That's an extraordinary [inaudible 01:17:27].  

 Dr. Bob Goldberg.  

 My new best friend. We're going on the road [crosstalk 01:17:36] 

 Then, finally to all of you. Please honor the patient interest. Listen to the patient 
voice. Understand that ultimately is not a voice of ... It is primarily and 
fundamentally a voice of value. Please honor it. Help it. Amplify it. Do not turn it 
down. Turn it up for Patients Rising and patients everywhere. Live from the 
Museum of Southern Art.  

 My name is Jonathan Wilcox.  

 Thank you and good night. 

 

How did we do? 
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