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Garen Staglin:
Okay, if I could get you please to be in your seats.  We need to get started.  I know you can tell time and it’s 10:22.  So, please sit down.  Before I introduce Meryl, I have an e-mail I want to read to you from a person who’s spent a great deal of her career influencing people and now has turned a good bit of her own personal life into a cause that Meryl’s going to talk about to begin with, which is about reducing stigma.  The actress Glenn Close along with several of us founded a group called Bring Change 2 Mind.  And Bring Change 2 Mind in the last year has done a number of things, including produce a PSA which has been shown to millions of people across the country and the world and has built a community of over 15,000 people on FaceBook that has a ongoing and vibrant discussion about mental illness and the issues and things that impact people with that and Glenn wanted to be here with us today and on the panel tomorrow, but because she couldn’t be here, she sent a message for me to read to you which I’m going to do so now.  And I’ll also read it tomorrow because not everyone who is here today will be here tomorrow.  So, it says:

To One Mind For Research Forum, Patrick, Garen and my fellow panelists,

I’m stuck on the Damages set in Brooklyn, New York, but I’m still calling myself a panelist because that’s where my heart and mind is today.  Martin, that’s in Martin Sheen, who will be on the panel tomorrow, will understand the vagaries of TV scheduling that have kept me here at the last minute.  I sorely miss being a part of this sterling groundbreaking forum, but I know that it’s just the beginning and there will be many other opportunities.  I’m honored to be part of a growing army of voices determined to focus on the reality of mental illness, the research that will affect the lives of millions of people and the eradication of the toxic stigma that marginalizes a hugely significant percentage of the global human family.  A special hello and bravo to Linea Johnson who’s on the panel today.  Her strength, courage and eloquence continue to deeply inspire my family and me.  So, I must suit for Patty Hughes, wig, makeup and ridiculous high heels.  Patty could use some counseling herself, but that’s for another day.  Love and courage to you all.  Onward.  Glenn Close.  


So, give her a round of applause, even though she couldn’t be here in person.

[applause]

Before we have the distinguished panel, we have the privilege of having a very important advocate on while we are of one mind for all brain diseases, there’s been significant activity in the area of Alzheimer’s which will be a topic of today’s discussion in more than one regard and we’re very privileged to have Meryl Comer as a featured speaker.  She’s an Emmy Award winning reporter and talk show host with over thirty years in broadcast journalism, including six years with a two hour daily business broadcast on ESPN.  She’s president of the Geoffrey Beene Foundation, Alzheimer’s Initiative.  Ms. Comer served with Justice Sandra Day O’Connor and Newt Gingrich on the Alzheimer’s Study Group charged with presenting a national strategic plan to Congress.  She’s winner of the Shriver Profiles in Dignity Award and she will set her insights on the dark side of longevity that’s a wake up call to the baby boom generation.  Please welcome Meryl Comer.

[applause]

Meryl Comer:

 Thank you.  Good morning.  I don’t pretend to do serious science, not in this group.  I’m going to leave that to David Holtzman.  I’d also like to have a shout out, that’s what kids say today, to Zaven Khachaturian, he was one of the chief architects of modern research in Alzheimer’s disease and brain aging research at the NIA and he’s now heading up Pad 22 Campaign, 2020, trying to align researchers to accelerate while political activists like myself try to align and shake the banner for you on our behalf.  Now, as an advocate, I’d like to tell you that I used to be an appropriate woman.  And now I’m just fearless.

[applause]
And (laughs) so I want to show you what happens when I got upset that a recent study showed that we can all name celebrities and rock stars, but nobody can name a scientist except perhaps Steven Hawkings.  That public support for science is waning.  And with that, less money for research.  And that we’re not exciting the next generation to science and that’s a competitive issue.  So what did I do?  I turned you all into rock stars.  Let’s take a look.  

[Film plays – not transcribed]

So thank you for what you do.  I’m either an aging cheerleader or a groupie!

[applause]
I want you all to make more money, have bigger lab space, definitely better clothes gentleman.

[laughter]
More time for vacation and leave your research at home and I can say that.  I’m married to researcher.  And free rehab if fame goes to your head.  How about that.  I showed you rocks stars because it’s just a foil and it’s a banner to lead to substantive discussion around research, which is what we have to do and why I’m excited about the One Mind Campaign.  Thirty years in broadcasting puts me somewhere between virginity and death.  So, I’ve told you my age.  Now I’m going to ask you yours.  How many will admit to being a baby boomer born between ’46 and ’64?  Raise your hands.  Okay, well, we’re ticking time bombs and we don’t even know it.

A diagnosis every 69 seconds says that the warning signs are everywhere.  You heard Representative Markey run the numbers.  I’m going to give you some visuals.  Let’s take a quick look.  Here we are and watch us grow.  1950’s through the ‘60s.  How many of us are going to our fiftieth high school reunion.  Okay, here we are.  This is what Ken Dychtwald, the gerontologist calls the pig and the python.  We are a transformational generation.  We’re just not behaving this way.  Beginning this year, boomers started turning sixty-five every eight seconds, ten thousand a day, four million a year for the next nineteen years.  We are the generation that avoided the fate of the iron lung.  

Meryl Comer:
Diseases of the mind don’t have this visual.  Look at this visual.  And we were rescued because of this.  So now we live like this.  Let’s run up.  So much for the promise of golden years.  Well, I can find two or three that I relate to.  I would show you this, but I’m going to make this point.  It’s why attaching new brain initiatives and advocacy under the banner of healthy aging studies, just in my opinion, becomes a non-starter.  Boomers won’t go there.  We don’t remember, Garen said, sixty’s the new forty.  I’m in with you on that one.  

If the message doesn’t resonate, what we know in politics, in the Madison Avenue, change the message.  Look elsewhere.  Look to One Mind for Research.  Look younger.  Look to the moral imperative that Patrick has brought up.  Or yesterday, when we listened.  We send young men and women to war.  We owe them a future.  Play to the collective guilt of patriotism.  And that’s the only way in to regenerate a conversation and get us money.  Where is money for brain related research right now?  In DARPA.  Thank you very much.  

[applause]
The statistics are unnerving and let me just take us – this is the emerging politics that’s going on.  All right, this is very upsetting to me.  This is the paylines for NIA grants running at 3%.  Need I say more?  We have senior scientists abandoning their research, going into diabetes.  Now this will not change until the Administration and Congress hear from the voters that this is unacceptable.  What Gingrich wants to know is not what we can afford in the federal budget and I’m going to quote him, he asked, “I want to know what researchers can do if they have the resources they need to accelerate the breakthroughs to save lives and save money.  More of the same will not be the answer.”  This payline will go away very quickly.  And the fact of the matter is it’s going to force the reorganization.  There will have to be data sharing.  You will use social media to engage the patients.  We’re your rock fuel of clinical trials.  And we’ll break down the silos.  I want to tell you that patients are eager to help.  But the system has gotten in the way.  Look what Jamie Heywood has done with patientslikeme.  And please don’t insist that our self-reported patient data is too soft.  I mean, figure out the statistical margin of error.  Don’t insult us.  Our lives are on the line.  Don’t undercut the opportunity and to excite us about what you’re doing.  

Let’s take a look at this.  This is the health crisis.  All right, these are the aging number of people with Alzheimer’s.  This is the cost of care and look at that very thin line on the bottom.  That’s the money for research, 172 billion annually in care, 467 million in research.  Less than 1% against an epidemic.  We just saw the baby boom coming.  Cumulative cost 20 trillion dollars.  Politicians don’t go to 2050.  I always consider those numbers, as a reporter, irrelevant.  The fact remains that no plan will end a pending crisis around Alzheimer’s and diseases of the brain if we don’t start by ending public indifference.  But let me be very honest, our generation doesn’t want to know.  I mean, it’s a conspiracy of silence.  We treat the big A as just a normal part of aging, which we know it isn’t.  studies show that if you’re over 55, you fear Alzheimer’s more than cancer.  But we’re motivated not to notice.  We lie to ourselves.  

Meryl Comer:

Even as we joke, why did I leave my car keys in the refrigerator?  Why do I lose my glasses _____?  Honey, where do I sign the check?  After all, we’re the Botox generation.  We like the easy fix.  So instead of wrinkling in place, we are exercise.  Anybody exercise this morning?  All right, we are into the use it or lose it theory of staving off the ravages of time.  No proof that it works.  Just go for it, okay?  What’s good for the heart is good for the head.  And we pick as role models, Betty White.  Why is she so popular now?  Because that’s what we want to be.  

Or into our 90’s, even it meant looking like George Burns.  Let’s take a look.  

[film plays – not transcribed]

I took you there first because that’s who we want to be.  We all want our brain span to match our life span.  Think about it.  It defines who we are.  But now I’m going to switch and take you to the dark side of longevity, which I have prematurely walked ahead of my baby boom generation.  But not by much and I’m terrified for us all.  Please be forewarned.  There is no cosmetic fix for an intellect robbed or a mind unraveled.  The majority of the victims, think about it, and their spouses or our parents, they’re the proud generation of World War II.  They hide the symptoms from their children until there’s always an episode that they can’t control that triggers painful realities and forces families into action.  

You know, I’m a mother of a son and it used to men would say, well, mom I’ll always take care you.  Well, trust me, I knew that he meant his wife would always take care of me.  But the reality is that now more and more men are doing this.  It’s up nearly 40%.  That means that 17 million men are now caring for an adult.  The hardest thing for a man to do is bathe or toilet his mother.  That potential loss of dignity haunts me in a generation as we care for spouse.  It’s what I call the dark side of longevity.  I think we can come together under this issue of stigma.  It cuts across all diseases around the brain and I want to show you how ingrained it is by showing you what I call lost faces.  These are famous people who have disappeared behind the veil of Alzheimer’s over recent decades.  Now, the obit reads pneumonia.  The reality is, they are forgotten long before they pass away.  

[film plays – not transcribed]

That’s not scientific data, but I think it’s worth your time.  It shows how the stigma persists.  Today you outlive the cancer, the HIV/AIDS and you live long enough to get Alzheimer’s but there are no poster children.  We protect a loved ones dignity.  It took the courage of President Ronald Reagan in the mid 80’s to give Alzheimer’s a public face.  To Nancy Reagan’s credit, you never saw the President diminished by the disease.  She was protecting both his dignity and a political legacy.  That said, the public only saw the disease in name.  Even with the more frequent outspoken parade of Alzheimer’s 

Meryl Comer:

victims designed to change the public perception of vulnerability, you don’t see the 

cruelty of this disease.  It’s their last hurrah and the caregiver is silenced.  Well, I stand before you to say the caregiver is the keeper of the secret.  And I’ve been slow dancing with a stranger ever since my brilliant, just like you, husband, researcher, chief of hematology at NIH got early onset at 56.  Misdiagnosed for two years.  I left my career.  When Ed Markey said his mother left his career in twenty-six to take care of the family?  Folks, that’s what women still do.  

The first signs from the doctors were that call 911 if he gets too dangerous.  After a two month stay in the hospital, he’s too dangerous to come home and no one wanted us, not at one hundred thousand dollars private pay.  I quit my career, brought him home and have been taking care of him ever since and making it up as I go along.  Let’s take a look.  

[film plays – not transcribed]

This is not a story about me.  I’m a statistic.  There are 15 million of us.  By the way, that was five years ago.  I still have him at home and we’re doing hospice and this is my respite, folks.  But now there are two.  My mother is ensconced in my dining room with the same disease.  Seventeen years later, no new treatments, no disease delaying drugs.  I live, we all live in the margins.  My greatest fear, if you saw the numbers is that mine’s going to be the family next door by the mid century and that’s why we need to support you and get you back to the bench.  Make no mistake, what I call the secondary smoke effect of diseases, especially around the brain, impact families.  We legislate against secondary smoke effect.  The numbers are legion.  Diseases of the brain last a lifetime.  My motto is the pain should not be wasted.  I just don’t want another family to live through what I’ve been through.  But I will tell you up front that ic are as much about autism.  I have a grandchild on the spectrum, that I can empathize with individuals and their families struggling with Down’s, Parkinson’s, MS, post traumatic stress disorder, addiction, bipolar, depression.  I lost a father and a brother to depression and then suicide within a year of each other.  I have seen what diseases of the mind have done over a lifetime.  But look at us, we’re a transformational generation.  Get your energy up.  If are tired of being treated and marginalized and treated as no longer relevant, it’s time to join forces with some political clout.  The new guidelines on dementia, by the way, the first in three decades let us know that we are out of time.  We can’t pretend that early symptoms are a part of normal aging.  

Look at addiction.  Anonymity is anachronistic.  That’s the past, folks.  We have to come out and say unacceptable.  Alzheimer’s disease is not a normal part of aging.  This disease wipes out everything this audience values, intellect, independence, dignity, quality of life, options.  We need to get to the point where funding research for Alzheimer’s and diseases of the mind become a political and moral liability.  Separated, the stigma persists.  If we join together, we will have created the next civil rights movement of this generation and we have that opportunity.

[applause]

Meryl Comer:
By sheer numbers, if we wipe out Alzheimer’s, we wipe out the worst of agism and the stigma around diseases of the brain and we must recapture our emotional DNA.  Eighty-six million strong.  Let’s become pioneers.  And we need the researchers out there with us.  I want to bring you two other slides just quickly.  Lest you forget.  Manhattan Project championed by FDR, completed in six years.  Apollo program, championed by John F. Kennedy, eight years.  Human Genome Project, by Bill Clinton, ten years.  We need to stop Alzheimer’s and diseases of the brain.  We can do it again with our shared vision and commitment.  Remember that movements are not borne out of desperation.  They’re galvanized by expectations that something could and should be better.  Thank you very much.

[applause]
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