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November 18, 2020
CTD Raise Your Voice! 

     >> Laura Perna: All right.  We're right at 2:00, so I'm going to go ahead and mute everyone.  And we'll get started.  We've got a very exciting agenda today.  My name is Laura Perna, I'm the communications director for CTD.  I'm going to quickly give my audio description and then review some of the Zoom functions and the accessibility we'll be using for today's Raise Your Voice! Session.  I'm a white woman in my 30s.  I've got long brown hair and black glasses.  I'm wearing kind of a turquoise jacket over a red t‑shirt and in my background is a wooden wall with painted white slats and intermittent brown boards running horizontally across them.  So today's session is closed captioned.  You can toggle the captions on and off as you'd like.  The captions will not follow you into the breakout rooms, which we'll be using a little bit later on unless you requested captions for the session, in which case we'll put you with the captioner in your breakout.  In addition to breakouts, we'll also be using screen sharing and polls during today's session.  So just be aware that those are going to pop up.  Right now we've got everyone muted.  We'll ask that you stay muted through today's session until we go to breakouts, at which point we'll cue you to unmute yourselves.  So the chat box, feel free to use the chat box to ask questions, ask for technical assistance throughout the session today.  We'll also be using it to debrief a little bit after our breakout sessions or our breakout groups.  If you're unable to access chat, you can also e‑mail us at info@txdisabilities.org to get any kind of tech help.  And we'll also be sending out a followup survey following today's session that will give you an opportunity to input anything that you didn't have a chance to put in the chat.  What else?  We're not pinning or spotlighting anybody today.  So whether you want to use speaker or gallery view, that is completely up to you.  So I think ‑‑ oh, and we're also recording, so if you would like to revisit any of the content from today's session, there will be a recording and transcript available in the next two or three days.  That's all I have, so I'll turn it over to you, Dennis.  
>> You're on mute.  
     >> Dennis Borel: Chase, it's your turn to give a brief about CTD.  That's why I was muted, my friend.  
     >> Chase Bearden: All right.  Well thank, y'all.  We're a little rusty.  We didn't do one in the last week or two.  First, thank y'all for coming.  It's good to see some of y'all's faces.  It's been a long time since we've gotten to be together and work on different issues.  Thanks for joining us today.  My name is Chase Bearden, deputy director of CTD.  I'm a white male wearing a plaid shirt, sitting in our back bedroom, which has become my new office and is kind of nicer than the little closet I have at CTD.  But just to kick us off, for some of you that don't know, CTD has been around since 1978.  We're a disability advocacy organization and among one of the primary advocacy groups working continually up at the legislature and trying to make sure that our members' voices are being heard.  Two of our core principle in advocacy is always to involve you, our members.  And those with lived experience.  Those who care for many of our members and our families and the people that are living independent lives every day.  And today, as we move forward, we're talking about Raise Your Voice!.  So what does that mean?  The idea behind this Raise Your Voice! Series we've been doing is to offer an opportunity for us to hear from you and to let you talk to us about the issues you're running into.  Something that I know Laura and Dennis and I have talked about for a long time is when policy decisions are being made, sometimes they're being made in a vacuum, just like in Austin.  Our members are across this state, and it's a very big state.  And what's working for us or what we see as an issue here in Austin may not be an issue in El Paso or that little town out east.  So we use this typically during a legislative year, heading up to, we would be traveling around the state to meet with all of our stakeholders and have input.  Being able to convert to this virtual platform has allowed us to actually, I think, have more participation from those.  And we've taken back from almost every one of these we've done, something that needs to be worked on.  So it's given us a lot of opportunities.  As we move forward today, we're going to be talking about access to medication.  I think this is something that CTD has been working on for a couple sessions now.  As I've always said, it's that easy take‑home of if you're healthy, you can live your life.  You can do the things you need to do.  You can deal with all the other barriers.  But you shouldn't be having to fight constantly for the things you need.  So CTD is around to fight for those issues and to move forward.  And today I'm going to introduce Dennis next.  But I'm going to put a poll up, just a quick poll.  Y'all can answer it while Dennis starts speaking.  And I'm going to read it for those of you that may not be able to see the screen.  And it says, have you, a family member, or close friend, had any trouble accessing medicines that were prescribed to you?  I'm going to launch that poll.  And then I'm going to pass this off to Dennis, and we'll go from there.  
     >> Dennis Borel: Thanks, Chase.  And welcome, everybody here.  By the way, if you're on a cell phone, you may ‑‑ or something with a small screen, you may have to scroll down to hit the "submit" button on the poll.  I've now done that and my name is Dennis Borel, I'm an Anglo man, I've got a lot of gray going on.  Gray eyes, gray hair, gray beard.  I've got a gray jacket going on.  I'm embracing the gray, as they say.  And behind me is a visual of our building, our office building in downtown Austin.  Office is a general term.  Looks more like a barbecue joint, but we like it that way.  I'm actually sitting in there.  Most of the time we're working from home, but I find doing these works well.  So medication advocacy, it's kind of like what Chase was saying.  And this is true, whether you get your medications with help from Medicaid or Medicare or whether you're using commercial insurance, whether you're getting some patient assistance program help, whether you're paying out of your pocket.  Wherever you're getting it, what we've learned, that medication is valuable.  It's especially valuable if you're a person with a permanent disability or a chronic condition.  It's valuable for all of us, and we need it.  Again, people with disabilities and those with chronic conditions are the most impacted by having access to medications.  So I've actually been here 20 years, not particularly in this office, in this chair, but 20 years at CTD.  And initially this really wasn't on our agenda of things to do.  And this is probably, you know, probably I'm thinking about 12 years ago a friend invited me to go to see this committee meeting, attend a committee meeting.  And they were going to describe which drugs would be made easily available to people in Medicaid and which ones would not.  Today we would call that committee the Drug Utilization Review Board.  But this is the first time I went, again, probably 12 years ago.  I went in there, and there was a committee of about 15 people.  And there was about 25 people in the audience, which I thought was pretty impressive for something I really had just only a slight knowledge of.  And during the time, as I watched their deliberations, I realized, oh, my God, this is so important.  This is so important what they're doing because really a very tiny percentage of these pharmaceutical medications end up on preferred drug list, which is the easiest route to get it.  You can get others, but they're very hard.  There's a lot of paperwork.  But the other takeaway I had is, I was in there, and every member of that committee was either a physician or a pharmacist.  And all the people that ‑‑ those 25 or so people watching, there was doctors, there was pharmacists.  There was pharmaceutical company representatives, insurance company representatives, and there was a bunch of hired gun lobbyists, some of that I recognize as some of the most low compensated in Austin.  There was exactly one person ‑‑ one person ‑‑ representing the Medicaid beneficiaries, who this was all about, and that was me.  And it was my first time ever there.  I walked away and said, I've been missing out on an important advocacy thing.  So since then, we've become pretty heavily engaged in getting access to medications.  Chase mentioned a couple years.  It's been five or six sessions we've worked on it.  We've been involved on combatting access problems like step therapy or nonmedical switching.  We had a big role in making the hep‑C drugs readily available to our Medicaid population.  They weren't, even though they should have been.  That was not a legislative issue.  That was an agency issue.  We've been involved in drug synchronization so people can refill drugs at the same time rather than staggering them, which is a trick they were using to avoid medication limits.  We're very heavily involved in opening access to biosimilars in Texas.  Biosimilars are kind of ‑‑ are emerging types of medicines that are based on biological molecules instead of chemical compounds, and they're kind of like the generic version of biologics.  And the Drug Utilization Review Board, well, we got them to create a permanent slot on that Board for someone to represent Medicaid beneficiaries who now speaks very forcefully on that Board.  I know that because I am that person.  We also did stuff like Right to Try.  People are facing very serious consequences.  It's not an approved drug.  Give them a shot.  We have come to believe in this.  So what we're going to do today is have three speakers.  You'll see there's a sequence of things they'll address.  Then we'll go into breakout rooms later and all get into small groups and discuss some of the things we've heard.  So I have the honor of introducing our speakers.  First one is Justin Hudman.  Now, Justin is a friend of ours.  And he is a ‑‑ let's see.  I've got his title here.  Oh, yes.  He is the senior manager for State Government Affairs with Amgen, but before then, he was a legislative staffer.  That's when I became acquainted with him, in Representative Hunter's office.  With that, I will kick it to you, Justin. 
     >> Justin Hudman: Thank you, Dennis.  Appreciate the invite on this.  I was really excited when you gave me the chance to do this because I, frankly, love talking about this issue because it's absolutely so important.  And I should say between my time being in Hunter's office and joining up with Amgen, I had the benefit of serving about four years with the Texas Pharmacy Association, so much of what I'm going to say today I've said thousands of times to pharmacists across the state of Texas, because your voice is so important.  Having been a staffer, I was very blessed to work for Representative Hunter for nearly six years, kind of starting out as a legislative aide, moving up to running his office.  And I can tell you, any given member, any given staffer, are dealing with thousands of issues every single day.  We have this strange concept in our lives that when we elect a member to office, both him and his staff or her and her staff are given the book of knowledge.  The fact of the matter is they know pretty much nothing about everything.  They have their niche areas with their profession that they may be very knowledgeable on or some key areas that they've learned.  But they really don't know so many things about so many issues.  And I can tell you as a staffer and kind of when I would have issues come up, I'd have 100 people coming at me with different issues from transportation to healthcare to ‑‑ you pick it, name it, it was an issue that we had to deal with.  But the ones that really always mattered the most is when someone came in and shared a personal story and shared their message.  I can tell you there were stories that I have in my mind today ‑‑ and I won't share them here just because some of them were so sensitive, and they were so personal to these people that shared it with me.  And it meant something to them.  And that left me with an impression.  That left me with stories and understandings that I wouldn't have had otherwise.  Because we as staffers and elected members, they don't live through all these issues.  They have their life experiences, but they don't have the experiences you may have.  And that's why it's so important to share your message, to share your story, to talk about the challenges you deal with.  In the healthcare space, I was blessed for a time period that I helped my aunt, who actually worked with an Advocacy Inc.  It's a group that advocates on behalf of disabled folks.  When I went with her, she sat on the Board, it gave me such a different perspective, helping her get around, because she was in a wheelchair, that I don't see, being able‑bodied, I wasn't able to understand that.  Having that experience with her really changed the things I started to recognize and started to change the things that I saw.  And so when you're able to go into the capitol and really share your personal story, that's giving them a better understanding.  That's letting them know that these words on a paper ‑‑ and I can tell you, it's unfortunate, but it's the reality of the process, that as a staffer and even as members, when you're working on policy issue, a lot of times you're just looking at those words.  You're not always framing what those words mean in reality because you don't have that context.  You don't have that understanding, particularly if it's not in a space that you have to live in to know, well, if I do this, this means this for folks.  And that's such a challenge.  I mean, as a staffer and as members, not having full context or understanding makes policies more difficult.  And that's where we often get ‑‑ and you'll see where ‑‑ and I see a lot of my colleagues on here, and they can all attest to it, where you pass a bill, and then all of a sudden once it goes into effect, you start better understanding the impact of that bill.  And where people have had to deal with where the words didn't make sense or where you create a loophole or a challenge in the legislation that leave people left behind, and then you have to go back and clean it up.  And so when you can be a voice for yourself and you've got folks with Dennis and with Chase.  They are amazing.  They are top notch.  They do a great job representing y'all's issues in the capitol, but at the end of the day, they need you.  They are only as strong as their membership, and as y'all coming in and sharing those personal stories, what matters to you.  And for me I thought it would be nice to share with y'all just one of the times when I was with TPA, with the pharmacists, that we were working on an issue, and it was such a simple issue, but it's surprising how many folks actually did oppose it at the time.  But passing legislation, pharmacists in Texas could not administer epinephrine in an emergency unless you had a prescription.  If you walked into the pharmacy in anaphylactic shock, they couldn't help you if you didn't have a prescription.  We passed a law to change that.  Do you know what really sold that story was when our president at the time got on the testimony and shared her personal story about her son and her husband going out of town.  They were in a county away from their normal residence.  And her son had a peanut allergy.  Of course, they went with their friends and his friend handed him a candy bar which had a peanut in it.  He immediately went into anaphylactic shock.  The dad didn't have the epinephrine with him.  Had no idea where the hospital was.  He jumped in the car and drove.  We can all envision ourselves in a role of what would you do in an emergency?  He ended up walking his limp son, who was already turning blue, into a pharmacy, where the pharmacist did the right thing, took the product off the shelf and administered it, saved her son's life.  I can tell you when I watched her share that story, I watched the senators and I watched the House members in both committees think about it.  They immediately turned into their own heads, of what would I want done if that was my kid or I was in that situation?  It was such a great story to share, something that really impacted those members and left them with an understanding of how this policy really can impact people.  And after that, I mean, it's become such a great thing.  We've had numerous cases where folks have gone in after the fact of the law passing and know that that's an option.  And so for me, that's just such an impactful story that it made the difference.  I really believe without that story, we may not have gotten that bill passed.  That gives you the idea of how your story, your life experiences, whether you're someone suffering from disabilities or you're someone that works with someone with disabilities, those stories matter.  And those members and those elected officials and staff, they need to hear those stories.  They need to know about, in this case, medications that if they make it more difficult to access your medications, what does that mean to your life?  I know there's been times talking about reducing the amount of prescription.  If you're someone who has a difficulty getting to the pharmacy, what does it mean if they're suggesting one, two, or three trips to get to the pharmacy, versus one?  That's why your story matters.  Your information is so critical and so important.  For me as a staffer, like I said, when I had the privilege to serve with Representative Hunter to work with him, there are stories that will live with me until I'm hopefully in my late 90s, that I will still remember vividly because they impacted me.  They really made a difference and made me want to work harder on that bill and go, you know, I've got that stack over here of 100 things and they're all important, but you know this one?  I want to get this one done.  This matters.  This is important.  So for me, I can never express enough what you being an advocate for yourself really means.  I think it's fair to say that Dennis and Chase, as amazing as they are, they need you with that, too.  They need your stories.  They need your information.  To be able to help drive that message, drive that understanding of elected officials.  I think I'm close to my time.  I didn't want to go over.  Happy to answer questions in the breakouts.  
     >> Dennis Borel: Thanks, Justin.  Really well said.  By the way, I notice there's a few of the former legislative staffers on our call.  I saw them nodding while you were talking.  I think they remembered those stories.  Chase, before we go on to Grant, do you have a result on that poll we took?  
     >> Chase Bearden: Yeah, and I'll share that real quick.  So 81% of the people that took the poll have run into some kind of barrier in access to medications.  I don't think any of us on this call are surprised.  This is something that we've been working on for a long time.  And getting the right medication at the right time is the best policy.  We'll continue working on that.  It just shows that this is a growing issue, and Dennis's dog is barking.  
     >> Dennis Borel: Yes.  Yes, my dog is barking.  Sorry about that.  You know, welcome to Zoom these days.  Come here.  Come here, boy.  Okay.  So before I introduce Grant, I will remind Grant and then you, Kristen, that we do audio description of speakers.  And why we do that is we do have people who really can't see your image that are part of this.  And so audio description is a technique in the disability community, let people know what you look like and they can visualize you.  Our next speaker, Grant Cale is from Bristol‑Myers Squibb. 
     >> Grant Cale: Thank you, Dennis.  Before I do a screen share, I'm a white male, peppery‑gray hair.  I have a black chair I'm sitting in, white shirt.  And I'm sitting in the basement of my office or my home here in Geneva, Illinois with a Keith Richards sign or picture in the background, backdrop.  So it is a pleasure.  All of a sudden I see some thumbs up.  It's a pleasure seeing some really friendly faces.  I'm honored to be part of the Texas team, Dennis and Laura and Chase, thanks for allowing me to be part of this call.  I look forward to hopefully meeting everybody in person one of these days.  I'm Grant Cale with Bristol‑Myers Squibb.  I'm based out of Illinois, and I cover 14 states, working with third party organizations like yourself.  Justin was spot on when he talked about the importance of the patient voice and the provider voice.  That's how every legislation I've seen ever get passed is because of the voice there.  Dennis also, I loved your story about the PMT committee because over the years of working, I wish every one had a patient voice or provider, really a specific patient voice on the committee.  Well said.  I wish that could be a best practice at every Medicaid at the state level.  Hopefully I can share my screen.  That I have here.  Can everybody see the screen?  Can everybody see the screen?  Excellent.  Thanks again.  Also my colleague, I see him in the backdrop, Jesse Louis.  It's always a pleasure.  He's been great to learn from in working with, you know, over the years that I've been with Bristol‑Myers Squibb.  I'd like to share a little bit about BMS, what we do, and talk about some of the disease states that we're in.  And finish off with hopefully a short video, if it works, on CAR T therapy, a novel, innovative approach.  Let me start off with a little bit how proud we are with the accomplishments, not only just BMS has made, but the industry has made in a number of states.  If you look at the cancer therapies that we have available both in solid tumor and hematology.  You look at the cardiovascular and useless immunology, it's pretty significant.  One thing I want to share, your voice, the patient voice, the provider voice, has actually been very influential in bringing the drugs to market when you look at the HIV community, the hep‑C community, a lot of medicines have been brought to the market because of the voice of the patient.  We're proud of the accomplishments we've got here in the cancer space.  We probably have more experience in immunooncology, IO therapy, in particular, it's where we harness our own immunosystem to fight the cancer cells.  We have more than 250,000 patients treated with IO specifically for lung cancer or melanoma.  This has been a game changer.  These therapies change viable expectations for cancer.  BMS has also been a leader with blood cancers, hematology agents out there, in particular, CAR T.  I'll hope this 101 video on CAR T therapy.  It's basically taking the patient's own T‑cells.  We engineer the T‑cells to basically hunt down and attack the cancer cell of the patient.  Truly revolutionary, very precision medicine like.  As a company we have quite a few assets and clinical trials.  And we're hoping over the next two to three months we'll have two new agents approved or pending FDA approval over the next three or four months.  As a matter of fact, Texas at the M.D. Anderson does quite a bit of work with our trials.  Also cardiovascular disease.  It's been the number one killer here in the U.S. for death here in the U.S.  BMS, we've been the cardiovascular space for over 60 years.  Most recently we have a best in class anticoagulant, a drug indicated for AFib and deep‑vein thrombosis, currently used in patients worldwide.  We're continuing to expand our cardiovascular space.  More to come.  We just bought a new company that specifically looks at heart failure medications that we signed this week.  I think this week was day one with this new company that we just bought for cardiovascular ‑‑ in the cardiovascular space there.  Over 20 years we've been in the immunology space.  Earlier this year we had our first drug approved for adults for relapse multiple sclerosis.  And also we are in the very crowded autoimmune disease space with a drug called Orencia.  We're looking at biomarker approach to treat RA.  I believe we have the first medicine for RA, rheumatoid arthritis that's demonstrated evidence in biomarker approach.  We also know the complexity, and hopefully you all know the complexity, how long it takes a drug to get to market, the process it takes and how costly it is.  There's no guarantee of a drug coming to market.  Right now we have over 50 compounds in development in these three areas that we work in, along with fibrotic disease and neuroscience in our clinical development program.  Right now we're looking at about 30 different disease studies broadly.  Also Justin and Dennis talked about the importance of the voice and to ensure we have the access to these medications.  So BMS is a company and many of my industry colleagues support the same thing, ensuring patient affordability.  We support solutions to keep medications affordable to patients and that they're aligned to the insurance benefit that the patient does have.  We certainly know cost sharing has gone up through either co‑insurance or co‑pays, which decreases adherence rate.  We certainly support those policies to support affordability.  Your organization did some phenomenal work with SB‑680, the therapy reform bill that passed in 2017.  Preaching to the choir here, but this has been passed in over 24 states, providing common sense guardrails, protecting patients from harmful step therapy.  With step therapy, I still think Texas has probably one of the strongest laws out there.  So well done to you all with those important provisions.  The last area I want to focus real quick on is CAR T therapy.  It's a game changer, cutting edge from a medical science standpoint, from a technology standpoint.  It is paving the new way to treat cancer.  CAR T therapy is specifically designed for the patient by removing those T‑cells, reengineering the T‑cells and it's extraordinary with these engineers can do here to chase down and kill those cancer cells.  So right now there's about 400 clinical trials under way just in CAR T.  Both in blood cancers and also solid tumor cancers.  And unlike, you know ‑‑ the other thing I wanted to ‑‑ just another policy, a huge win for providers and patients is for CAR T therapy is over the summer moving to create a new DRG specific to CAR T.  I think some of the faces I saw on the screen here, some of you were involved in this, providing comments to CMS.  So this is allows a higher base rate for CAR T.  So a great win for patients and a great win for providers who will be using CAR T therapy.  So lastly, unlike traditional molecules, small molecule and also biologic medications, which are used for broad usage, CAR T therapy is pretty much individualized.  It's a one‑batch, one‑patient methodology.  Hopefully I can share this video if it comes through.  It's about 2 1/2 minutes.  (Music playing). 
>> Advances in cutting edge medical science and technology are paving the way for the next generation of potential cancer treatments, and the realization of personalized medicine, such as Chimeric Antigen Receptor T‑cell or CAR T therapy.  Unlike traditional small molecule or biologic manufacturing, which are intended to broadly treat many patients with specific diseases, CAR T therapies are specifically manufactured for each individual patient.  They're produced by removing T‑cells and modifying them to bind to a specific targeted protein, which can be found on cancerous and normal cells because of the individualized one‑patient, one‑batch methodologies, CAR T therapies are scientifically complex.  Let's take a closer look at the process.  First, the patient's white blood cells are removed from the patient's blood through a process called glucophoresis.  And the cells are genetically engineered to bind to a specific protein which can be found on cancerous and normal cells.  The CAR T cells are then multiplied in the lab to generate the number of the cells needed for a dose.  Given the tailored and individualized approach, the manufacturing process can take several weeks and requires close coordination between manufacturer and healthcare team.  Once the CAR T cells are manufactured, they're cryo preserved and shipped back to the center.  Before receiving the treatment, patients are usually prepared with low‑dose chemotherapy.  Once infused.  The CAR T cells will attack cells, including cancer cells.  Following infusion, patients are routinely monitored for possible side effects, which may be severe or even cause death.  Scientists have long been excited about the prospects of personalized medicine, and CAR T cell therapies have could represent a paradigm shift.  It will take a continued collaboration by researchers, health systems, drug manufacturers, policy makers, and patients, to ensure our healthcare system continues to support the development and access for these personalized treatments for patients today and for the future.  
>> Thank you for allowing us to share that.  Hopefully it gave you insights on CAR T.  But it will be a game changer.  It's already made huge significance in the couple that are currently available out there.  It's a pleasure.  Thank you for allowing us to give you a snapshot of BMS and the industry and looking forward to meeting everybody in person soon.  
>> Thank you very much, Grant.  I'm kind of blown away by that, as someone who lost my mother a little earlier than I wanted to, to cancer.  More power to you.  I think one of the things when we're thinking about how to work this together, this is about encouraging self‑advocacy, which is why we had Justin launch into the value from a staffer with a particularly a pharmaceutical background to talk about self‑advocates and how they matter.  We definitely want Grant to come in and talk about how when you support stuff that keeps pharmaceutical stuff, it kind of returns back to the development of new and better medicines.  This is an important thing that we want to ‑‑ we want more of.  We want you guys to find solutions.  We want you guys to find cures.  And that takes us in sequence to our third speaker, Kristen Crawford, with the Arthritis Foundation.  She is the advocacy director there.  And as you will see in her talk, she's bringing it back to a specific legislative issue that's going to occur in the Texas legislative session that's coming right up.  Kristen, I would remind you to audio describe yourself, and please join us.  
     >> Kristen Crawford: Thank you, Dennis.  I'm hopeful that you all can hear me.  Wonderful.  I know some of you that are joining us today, and it's so good to see your faces.  For the rest of you, my name is Kristen Crawford.  I live in Atlanta, Georgia.  But a fun fact about me, I was actually born in Del Rio, Texas, many, many years ago.  I'm an African American woman.  I have curly dark brown/black hair.  I'm wearing a pink dress with leopard earrings, probably one of the first times I've dressed myself up during quarantine, so it feels good to have a reason to be able to get dressed up with all of you.  I'm really excited to share with you for a few minutes about a policy issue that I think is important to many, many people, regardless of which disease you're living with.  I think that this is important just even beyond the arthritis community.  This is an important issue for everyone.  So I will go ahead and share my screen.  And hopefully this will work.  Okay.  Let me back up here.  As I said, I'm Kristen Crawford, the advocacy director for the Arthritis Foundation.  And today we're talking about Accumulator Adjustment Programs.  You may hear them around the industry called AAP, just an abbreviated version of Accumulator Adjustment Programs.  But at a high level, this is a program that insurance companies will use to basically say that if a patient pays for their medications using a third‑party payment, which includes a co‑pay assistance program, a manufacturer's coupon, whatever it may be, that insurer sometimes will not allow for that payment to be applied towards the patient's out‑of‑pocket costs or towards their deductible.  And I think that we all can agree for people that are living with chronic health issues that are already dealing with high‑cost medication, this is a really serious issue.  And thinking about where we are with this pandemic this year and people that have lost their jobs, they're worried about paying for their light bills or keeping a roof over their heads.  The last thing that they should be worried about is whether or not they can afford their medication.  A really good friend of mine who is on the call with us today, I know that she would want me to explain this issue in this way.  If you have a close relative who decides to do a wonderful thing for you and to pay your mortgage for you for one month, your insurance ‑‑ your mortgage company would not go back to you and say, unfortunately, we cannot accept that payment.  We cannot apply it towards your mortgage payments because it's being paid for by someone else that is not you.  Your mortgage company would gladly accept that money because as long as it's going to pay for your home, the money is good.  We believe that the same thing should apply for a patient's medication.  And what I have here, insurance companies should not be allowed to double dip by taking the funds from the co‑pay assistance and from the patient.  If I pay for my medication using my co‑pay assistance program or any other third party payment, it should be allowed to be applied towards my out of pocket costs and my deductible.  Accumulator Adjustment Programs have become so popular among employers over the past few years.  We're seeing that in one recent employer survey, 54% of respondents did not credit third‑party co‑pay assistance towards their patients' deductibles.  So the next slide that I show, I'm going to give you a look at an example of an Accumulator Adjustment Program clause in an insurance benefit.  So here one of the important things to remember ‑‑ I don't need you to really understand the words that are written here because, of course, it could look different for every health plan.  But one of the most important things to remember is that this language can be buried within your health plan.  It's a lot to review as you're going through your health plan each year.  If a patient, which many do, if they happen to miss this and they run out of funds within their co‑pay assistance program, they're stuck with having to pay for their medications and the payments may not be applied towards their deductible or out‑of‑pocket costs.  So here's a look at what we're doing in Texas for the next legislative session.  This is not just the arthritis foundation.  We're working with many other patient and provider groups and other industry partners to work on introducing bill language that will allow all third‑party payments to be applied towards a patient's deductible and out‑of‑pocket costs.  Previously this language has been introduced and passed in states like Virginia, West Virginia, Illinois, Arizona, and Georgia.  And I think one of the important things to remember here is if you happen to be working on this legislative issue with us next year, legislators love to hear about what other states are doing, and it's really important to mention states that may politically align with your state.  In Texas, for instance, you may want to mention that Georgia or Arizona or West Virginia have passed this legislation.  Sorry about that.  So we are also working on this issue at a federal level.  One thing that I did not mention, but it's really important to remember that the Texas bill we're working on for next session will apply to state‑regulated healthcare plans.  The federal bill that we're working on will apply to protected health plans.  The federal bill is very similar to this language.  We'll see what happens next year.  I'm not ‑‑ I cannot definitively say that it will pass the next Congress, but we are working simultaneously at the state level and at the federal level.  And then finally, one of the things that you can do to help us out with this effort in Texas is if you have a story or if you have someone close to you that has experienced an Accumulator Adjustment Program in not being able to apply their third‑party co‑payments towards their deductible or out‑of‑pocket costs, please consider sharing that information either with me or with Dennis and CTD or whatever organization you're affiliated with.  I believe that we have said already on this call today that, you know, all of us that work for these organizations, we can go into the legislators' office and try to tell your story.  But it's much more meaningful if it comes from the patient themselves.  And if we have a real story to tell.  And so if that is you, if you would like to become involved with the effort, I certainly would appreciate your support.  I know that the other organizations that are on the call would as well.  So I'm looking forward to answering any questions in the breakout rooms or hearing your personal stories.  But this will certainly be a collaborative effort.  So thank you for your time.  
     >> Dennis Borel: Thanks, Kristen.  So you know, and I hear this, when this was first brought to us, Chase and I were kicking this back and going, wait a minute.  What this ultimately means is if you have a co‑pay or deductible, and you access Patient Assistance Programs, which are big in the United States, big, huge, sometimes they're in coupons, sometimes they pay it directly, whatever.  And the idea is to make access to drugs for people who can't come up with the co‑pay or have problems.  So the insurer gets the funds.  They don't give you any credit for getting the funds.  They'll still keep your same level of unpaid deductible or co‑pay.  We're listening to this going, like, this seems a little, basically, not a fair shake.  You know, to put it in layman's terms.  Just not a fair shake.  We will look forward to working on this with you, Kristen, and other folks.  And talk more about this as time goes on.  As I said, patient assistance is very, very common in the United States and helps a lot of people.  But it's not supposed to leave you with kind of a debt at the end of the day.  You know, the idea is it's supposed to help you get the medicines you need.  Chase, if you'll describe what we're going to do about breakouts, I'll leave a prompting question.  
     >> Chase Bearden: I'll move quickly since we're running out of time.  We like to give quick tips so when you're broken into groups, it moves more smoothly.  We'll automatically put you in the rooms.  Do a quick sound check when you get in the room.  Make sure everyone's mic is turned on.  You'll have to unmute.  You may still have to unmute yourself.  We're going to try and do it on our end.  Also, quickly audio describe yourself in case someone on the line actually visually can't see you at this time.  Give everyone a chance to speak.  We only have about ten minutes so everyone should get about two minutes, kind of just talk about this issue and what you've run into.  If you've requested captioning, we'll make sure you stay in the room with CART.  There is a call for help button if you have any issues.  Just let us know.  And also, going into this, at the end, as soon as we come out, we're going to ask you to take the thoughts and the things that came up in y'all's conversations, the issues, the barriers, and type them into the chat and hit send to us.  That chat log is what gives us the opportunity to really work forward from this session to the next one.  So keep that in mind.  Keep those thoughts in your head that y'all are talking about.  And I will turn it over to Dennis to give you the prompt and send you on your way.  
     >> Dennis Borel: The prompt question is, what barriers have you, a family member, or friend encountered when trying to access medications?  It could be maybe you're in a commercial plan and coming up with a co‑pay is pretty tough on you.  Maybe it's an issue regarding step therapy, drug switching.  Maybe it's not easy to get to Medicaid.  Maybe it's difficult on Medicare.  But that is the question.  What barriers have you or someone you knew encountered?  Enjoy your conversations.  We'll gather as a full group in about 12 minutes.  You'll automatically be placed in a breakout room.  You don't have to do anything.  
>> Hello.  
>> Hi.  
>> Hi.  
>> Good afternoon.  
>> Jennifer:  Good afternoon.  How's it going?  How is everyone doing?  Januari:  Long day.  Long year.  
(Laughter)
>> Jennifer:  Feels like several years of that.  
>> Kristen:  Who would like to start first?  I can tell you who I am.  I don't know if the prompts are necessary.  I'm here to support everyone on the policy issue.  So Kristen Stiffler with the National Psoriasis Foundation.  Quick description, Caucasian, dark hair, blue shirt.  I'm happy to assist.  I live in Des Moines, and I work on co‑pay cumulator bills.  So happy to help in facilitating this policy issue.  
>> Jennifer:  Jennifer Harris.  I do advocacy and policy work with Pfizer.  So very involved in this issue.  But also look at it from a patient perspective, too, as someone that has RA and has a couple family members with chronic health conditions that have been impacted by co‑pay accumulators.  Sorry, a female, light brown hair and a gray and green shirt and sweater in my actual home office.  At home.  
>> Januari and I'm Januari Fox.  I work with Prism Health North Texas out of Dallas, but I'm based in Houston and I'm their director of policy and advocacy.  I am a Latino woman.  I've got short brown hair.  I've got a red dress on.  I've got a big ol' Phoenix tattoo and working also out of my apartment in my little dining area.  My cat is behind me eating lunch right now, my black cat.  I have only been working with Prism for about two months now, but we are very, very interested in co‑pay accumulator.  We serve people living with HIV and also people who are looking to get on pre-exposure prophylaxis, which is the drug that similar to birth control, if you take it daily, then it is basically HIV prevention.  It's a game changer.  And also something that people use their insurance for a lot, and so we see those, especially those pharmaceutical programs.  So this is a big issue for us moving forward.  
>> Kari, are you able to type in?  
>> CAPTIONER: Hello!  I'm in Iowa as well!  
>> We'll wait for you.  I'm working on Michigan with Pfizer.  So every moment of every day I'm working on co‑pay accumulator.  
>> Jennifer:  I'm curious, if I can put Januari on the spot a little bit, too, your exposure or knowledge of it before today because I'll say, again, just because I'm wearing my Pfizer hat, I may have a little more knowledge than the average person.  When I got introduced to this, I had experienced it, but I didn't know what the heck was going on sort of thing.  I didn't realize I was kind of getting ‑‑ pardon my French ‑‑ screwed a little bit as far as what I was paying or walking away with.  
>> Januari:  Definitely.  That's where I am since I'm pretty new to the organization, this issue specifically.  But I am very familiar with HIV medications and how incredibly expensive they are.  Jennifer, like you said, have experienced using patient assistance programs.  I don't think I realized.  I just kind of took it for granted that it was applying towards my co‑pay and it wasn't.  I would say I'm at novice level, but I'm learning very quickly to get ready for next session because we really want to be involved in moving any legislation forward next session.  
>> Kristen:  I would definitely say ‑‑ so we've worked with the AIDS Institute.  I have given presentations as well for the AIDS Institute on this issue just a couple weeks ago.  But they didn't send out that video.  I should check back in with them.  That was right before Halloween.  Something that might be interesting for you, Januari is the Ohio Cumulator Bill.  If you have listened to any of that, it's helpful.  They have an FQFC who testifies on behalf of patients with AIDS and talking about where the barriers are.  He's extremely articulate in explaining the issue.  It's HB‑469.  I'm helping on that bill, too, in Ohio.  
>> Jennifer:  You're everywhere.  
>> Kristen:  I cover 23 states.  But yeah, so I think Ohio would be a great place for you to start just so you can feel more comfortable with the policy issue.  I know that our friends at the AIDS Institute, they give a certain perspective that I think really resonated well in Ohio.  We have patients that can talk from a ‑‑ this is what it means to my family.  This is whether I can put food on the table.  This is the surprise.  I wasn't expecting this.  But when you're talking about AIDS patients and what that looks like, and I may not speak it correctly, in the remission portion of it.  What that means not only to them as an individual but to their family, I think that that resonated really, really well in Ohio.  And I think it's something that maybe you can uniquely and your organization can uniquely bring to the coalition and to the effort in Texas.  
>> Januari:  And I am working with another clinic in Ohio, actually, Equitas Health.  So I'm working with Daphne, and she's passing on all her information to me.  And she is actually ‑‑ because Equitas has a pharmacy, a couple of pharmacies here in Texas.  They will be on the ground with us.  And so I'm really excited about that, that she'll be able to kind of guide us on our specific.  But I always feel like getting things done collaboratively is more effective.  And the more voices that we can lend to things, the better.  I think that HIV often gets kind of left behind, and people don't think about it.  But it is a very, very expensive, you know, disease to have and to manage.  And like I said, the prep part of it is a whole other, a whole new piece that's really only come around within the last five years.  So a lot of our patients that we see that are insured are using that for prep.  So yeah.  
>> Kristen:  Equitas, they were fantastic.  They've been testifying at quite a few hearings in the last couple weeks actually.  But I've been watching them over the last few months and they've been able to really articulate what that means to certain groups of communities.  And is I think it resonated really well.  Unfortunately, I don't think Ohio is ‑‑ it's not as popular with that bill as some of the other bills they're looking at, which is unfortunate because I think this one is ready to go in Ohio.  So we have a few more weeks for this legislative session.  So we'll see here in just a little bit.  But I would rely heavily on them, ask them for any assistance, and I know Kristen Crawford with AF.  And we'll be there supporting with Pfizer and all the others for this issue because it's exciting to see.  I think we're anticipating somewhere between 15 and 25 states introducing this bill.  
>> Januari:  Awesome.  
>> Kristen:  It's going to be crazy.  It's going to be madness.  
>> That's good.  It's tricky in Texas because we only meet every other year and only meet for five to six months maximum.  You know, being quite honest, this session is going to be about budget and about coronavirus.  But I think there's definitely a case to be made there as well.  So it's going to be interesting, definitely.  Appreciate y'all's feedback and y'all kind of breaking this down for me.  Thank you.  
     >> Laura Perna: Welcome back, folks.  We're going to let everyone else finish up their conversations.  They should be coming back in the room in a moment.  All right.  I think we're getting everyone back.  I hope that wasn't too jarring coming back from breakouts.  
     >> Dennis Borel: This was really interesting.  So there's a chat function at the bottom, and you can go in there and click on and maybe put a comment in there.  So you know, like in our group, you know, one of the things that Jim mentioned, sometimes you're in a situation where you pay the light bill or pay for the prescription.  If you have a co‑pay that you thought was covered and then you have to pay it again, then you're put into that situation.  So I'm going to put in that.  So go ahead and put in your comments in the chat.  And I'll put in mine.  Pay light bill or pay the Rx?  
     >> Chase Bearden: For those of you that might not be able to enter in the chat box, we'll send a followup e‑mail where you can also kind of respond and give us the information that you want us to have and that we can work with.  And that will come directly after the event.  
     >> Dennis Borel: We want to thank you all for your time today.  I think we kind of start with large views and narrowed it down to a specific topic.  We were also talking about the breakouts that the optics of this is terrible.  Sometimes bad optics can help you pass good bills.  So we don't do this alone.  We have a lot of partners that provide us financial support.  No one has ever paid to join us on one of these calls.  We've done quite a few of them now.  So we don't charge co‑pays to look at our Raise Your Voice! Options here.  So how do we do this?  Well, let me tell you how and who has helped us out.  At the entry level, Bristol‑Myers Squibb, Molina healthcare care source, shield healthcare and MCNA dental.  Up on the next level, Dentaquest partnership, AstraZeneca.  By the way, you may pick up some representatives are companies that joined us today, our sponsors.  Onto the diamond level, Amerigroup Pharma, CDS plan, and top sponsors, united healthcare.  We appreciate each and every one of them and each and every one of you for spending an hour with us today and get educated.  Be assured if you're continued to stay plugged into us, and we hope you do, it won't be the last you hear of co‑pay accumulators.  Thank you very much.  Any last words from anybody before we check out?  Chase, did you have something?  
     >> Chase Bearden: Thank y'all.  
     >> Dennis Borel: Okay.  Take care, y'all, and you'll get a followup questioning e‑mail.  Thank you so much, Justin, Grant, and Kristen.  Take care.  See you later.  Have a wonderful Thanksgiving.  
     >> Laura Perna: This is our next Raise Your Voice! Session.  
     >> Dennis Borel: Oh, the next Raise Your Voice! Is ‑‑ when is it?  
     >> Laura Perna: It's December 2nd.  
     >> Dennis Borel: Oh, December 2nd.  
     >> Chase Bearden: That will be on accessible parking and scooters.  All of you who ride scooters to the capitol, make sure they're not on the sidewalks.  December 9th we're going to try to put one together that focuses on Howell advocate in the capitol next session.  So addressing how is COVID going to affect that?  How can I best get to my representatives?  So we're working on that with as many people as we can to figure out a game plan.  It will be fluid, so we'll probably have another in the beginning of January as things shift.  We'd love to have y'all and lack forward to working on these issues.  Thank y'all.  
>> Happy Thanksgiving. 
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