
The Alzheimer’s Podcast: Navigating Rough Terrain with the Dementia Sherpa 
Episode 93: “Did I Do This to Myself?” with Phil Gutis 

 
 
Christy Turner: I’m Christy Turner, AKA the Dementia Sherpa. I’ve enjoyed the privilege of 

working with over 1,500 people living with dementia and their families so 
far…including multiple experiences in my own family. In the course of my 
career, I’ve transformed from total trainwreck on my first day as a 
professional, to local go-to expert, speaker, trainer, and consultant. And if 
I can go from scared spitless to confident care partner, I promise you can 
too!  

 
Christy: Hello and welcome! Phil Gutis is back again. I think we can call him a 

correspondent now, right? Next time I talk to him, I’ll ask what title he 
prefers. Anyhow, Phil is a former New York Times reporter and current 
contributor, an Alzheimer’s advocate, and a man living with Alzheimer’s 
disease. Phil was diagnosed three years ago, at age 54. I first introduced 
you to him on episode 90.  Because it’s so easy to talk to Phil--duh, right? 
He was reporter!--our conversations tend to run the gamut, and this one 
is no different. We start with Phil wondering aloud about his Alzheimer’s 
diagnosis, “Did I do this to myself?” We talk genetics, healthy living (but 
not in a boring way!), and my favorite topic, quality of life. We cover a 
whole bunch of other stuff, too. One thing I’m sure you won’t want to 
miss--besides everything I just previewed--is Phil’s take on what to do 
when your person doesn’t want to do something. Before we jump into the 
episode, a quick reminder: If you have questions for Phil, please let us 
know. You can send them to me via email, Facebook, or Twitter. All those 
links are in the show notes at DementiaSherpa.com/episode93. Now, 
here’s Phil. 
 

 
 
Christy: Phil, one of the things that we have talked about is lifestyle and--well, I 

guess two things: lifestyle and stigma, and how those two things are 
increasingly going together when it comes to a dementia diagnosis. What 
are your thoughts on that? 

 

Phil Gutis: Yeah, Christy, I've been thinking a lot about lifestyle as I've been doing 
more and more research about the latest in scientific thinking about 
Alzheimer's. And as they try to get to the bottom of what causes this 
disease so they can begin to figure out how to solve it, cure it, it seems 
that more and more they're coming to the point of thinking that the 
same kinds of issues that they say leads to bad heart health can lead to 
bad brain health. And, you know, this is particularly poignant for me 
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because there is no way in the world that you could describe my lifestyle 
and lifestyle choices as I've been living, with my 50 some years on the 
planet, as being healthy. I'm a, you know, high blood pressure, high 
cholesterol, overweight--technically obese, although I hate that term. 
And, you know, I used to take a sleeping pill almost every night to go to 
my, to get enough sleep so I could get up to begin my five hour daily 
commute to New York, so I could deal with my stressful job where I was 
on an airplane pretty much every week.  So, you know, I think back now 
and say, Did I do myself to Alzheimer's? [sic] Did I, through the choices 
that I've made, did I basically somehow turn on the genetic propensity 
that I already have? You know, I carry the genes that are associated with 
Alzheimer's. And through my choices, did I unwillingly, you know, give 
myself Alzheimer's? And if so, you know, what, what does that mean for 
what I'm facing? You know, the self-guilt, the self-guilt, the 
self-flagellation? And perhaps most importantly, would I have done it any 
differently had I---? And that's the, that's the thing that I’m really stuck 
on. And to tie it back to stigma, if this becomes a disease that we gave 
ourselves, does it make it even more challenging to go out into the real 
world and say, “I have Alzheimer's because of par--, or partially because 
of, the lifestyle choices I made in my, as I was aging, growing up.” It's a 
really loaded question and I, I'm struggling with it and I keep thinking 
about it and I, I can't come to any sort of conclusion. Have you heard it 
from others? Are other people struggling with this? 

 

Christy: I think I told you back when we met, for me, one of the big treats about 
getting to know you and some of the other folks on the cruise are that 
typically I don't get to work with people this early in the disease process 
as you are. And that is only one of the treats about getting to know you, 
but---because there's so much more to you than Alzheimer's disease---but 
typically I'm working with people who are further along in the disease 
process, and there is something really not going well in the household. 
And so that's when the family reaches out to me. So, no, I haven't heard 
anybody, like, really thinking about this and putting it out there the way 
that you have. Certainly, there's more talk these days about, Okay, we're, 
we're finding out that if you want to reduce your chances of developing 
vascular dementia or Alzheimer's disease, you want to stay with those 
same guidelines to maintain good heart health or to avoid type two 
diabetes. And so there does seem to be some connection there, but not, it 
hasn't turned to, “It's your fault.” And I, I think it's really important, what 
you're saying. Because it, what it brings to mind are a couple of things. 
One, just I think within the last week or so, I ran ac,ross a news item that 
said there does seem to be a gene that controls hunger. And so skinny 
people who say, “Oh no, I couldn't eat another thing. I'm, I'm just full.” 
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And everybody around them's going, “Really? That was a couple of bites. 
Are you kidding me?” it really seems to be genetically related. That's 
what's happening for them. They really do feel full. So to me that makes 
sense, that when genes are in play, and of course they are different, 
right? There, we all have different variations.  Like, some people have 
that, which I wish I did and I don't. How much control do we really have? I 
mean, some things we do have control over. Other things, like you're 
saying, there may already be a genetic propensity. And there's so much 
that we haven't known, that we're starting to learn now. And no doubt so 
much more that we're going to learn. So that's one thing. The other thing, 
what you're saying really brought to mind for me, is the HIV/AIDS crisis in 
the 80s and early 90s. And when I'm talking about stigma, I come back to 
that a lot. I think because, you know, I was like 15 years old in 1985, and it 
made such a powerful impression on me. I grew up in a [relatively] rural 
area. There was so much fear and misinformation, and this serious public 
health crisis was initially dealt with by people pointing fingers and saying, 
“It's because you're this. That's why you, you are are getting this virus and 
you deserve it.” And obviously, I don't think anybody should ever be 
talking about any public health concern in that manner. No matter what 
it is. And we could be talking about HIV/AIDS, we could be talking about 
the opioid epidemic, we could be talking about Alzheimer's disease. In no 
situation that I can think of do I think that blaming people who have a 
condition or have developed a condition is helpful. It doesn't help us get 
to effective treatment. It doesn't help us get to cure. It doesn't help us in 
supporting them. It just doesn't help us. Spewing hate just doesn't help 
anybody, anytime, about anything. And so in talking about this 
connection to lifestyle choices and stigma, I guess I'm feeling just a lot of 
fear about that, that we're headed down an ugly path. And I feel like 
there already has been enough stigma attached to Alzheimer's disease 
and other types of dementia that my gut’s kind of clenched up a little bit 
around the whole topic, honestly. 

Phil: Yeah. Yeah. You make an interesting point in terms of AIDS. I was in my 
mid-20s, living in New York City. As a gay man living in New York City in 
my mid twenties. Look, I was so incredibly career-driven. I never really 
got into the scene very often.  But eh, wow. It's just, there's so much 
there to unpack and probably, uh, one of us would need a, a doctor of 
psychiatry to unpack it all, but there's so much, there's, you know, when 
you're sitting here with this diagnosis, and trying to move forward, but 
there's this part of your brain that keeps dragging you back and saying it's 
your fault, you know? Uh, that is, it's, it's so challenging. And you know, I, 
you can't live these days and miss the healthy heart message, you know, 
so good God, I knew. You know, you, you know what you were doing,  by, 
you know, making some of the choices that you make. But you know, 
you're always balancing them. You know, again, yes. Wow. I wish I had 
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that thin gene, I don't. I have the, I was a 200 pounds, five foot six 
marathoner. So I was doing marathons and I was over 200 pounds, 
technically obese. So I was an obese marathon runner. And you know, 
the pounds wouldn't come off. Now it's probably because, you know, 
when I finished doing a practice run or a marathon, I’d eat the house. But 
I was really hungry! Uh, and it, you know, now I sit here and I think, You 
know, I really have to lose weight! You know, I had a heart attack incident 
last October and I really need to lose this weight. And I know, man, it's 
hard. It's nothing like it. I mean, I feel like now I'm drinking gallons of 
water to the point where I'm probably going to have water poisoning or 
something. Uh, it's so hard to strike that balance. In some ways, that's 
what it's all about, right? You know, to find that balance and to let go of 
the guilt.  ‘Cause it may be, it's just another one of my genetic 
propensities. But man, oh man, make that inside voice of mine shut up. 
The one that's saying, It's your fault, it's your fault, it's your fault!  

 

Christy: Yeah. That nasty little voice that everybody has. Everybody has that nasty 
little voice in their head. Some people are better than others at 
smothering it.  It's so unhelpful and, but also so universal. And guilt is just 
like the most useless emotion on the planet. And yet we all have been 
there, or are there living with it and trying to figure out what to do with it. 
So do you think that, you know, as a writer, is that something that, is that 
typically how you work out issues? Issues is pretty broad, but like things 
like guilt, like something that you're really thinking about or, or feeling 
deeply, do you work that out through writing, or does it depend on the 
situation? 

 

Phil: I think it depends on the situation. I mean, I--another thing that they say 
could lead to dementia is depression. So that's another, tick off, tick off 
another one that I've had my entire life. Woo-hoo! I think guilt often 
presents itself as depression.  

 

Christy: That is something that yes, we're, we're hearing about more and more. Is 
that people who have had depression and/or anxiety for a good chunk of 
their adult lives do seem to have a higher propensity for developing 
dementia. And I think knowing a lot of these things that we know now, 
like about good vascular health, heart health; managing stress; getting 
enough sleep; eating good food--eating real food, not processed food; 
treating depression and anxiety? All of those--that knowledge is really 
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useful for younger people. I, it's good information for everybody. And I 
guess this is just my, my take on life in general is I believe that everybody 
does the best they can with the information and the knowledge they have 
in that moment. And the, and I think that that's generally true. And then 
the exceptions are there are those moments where you just ran 26.2 miles 
and you're frickin’ hungry.  

 

Phil: Yeah.  

 

Christy: Right? You eat what's there. 

 

Phil: Yep, yep. 

 

Christy: Because there's an overriding thing happening in your brain, which is like, 
I got to eat!  Or you know, when someone is feeling depressed or very 
anxious, that makes it extremely challenging to think straight, to make 
good decisions about---. And what I mean by “make good decisions” is to 
think, I can feel better, to have that belief, I can feel better, and then to 
make the decision to seek treatment. And of course the other extremely 
challenging piece of that is we don't know enough about everybody's 
unique brain chemistry. And what antidepressants work well for one 
person are not going to work at all for another person. And the 
experimentation that comes with that. And also--here we go again, right 
back to stigma! As though something that is happening in your brain-- 
which is, by the way, a body part--as though that makes you somehow an 
inferior human being, if something is going on in your brain. Versus if you 
had, I don't know, a problem in your knee.  

 

Phil: Right. 

 

Christy: Like, they're both body parts!  
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Phil: Right. Yeah. 

 

Christy: If something's not working right it, it needs some treatment, right? If, if 
there's a treatment available, then that's okay. But it goes back to kind of 
what frame of mind we're able to have in the moment, what's going on 
for us in the moment. And then stigma is such a problem with society at 
large because are we getting the support and goodwill of people around 
us, or is it that finger pointing and, “You deserve this,” or, “You somehow 
brought this on yourself”? And I guess the other thing for me, Phil, is let's 
say that any bad thing, any, any disease that happened to anybody, let's 
say everybody who ever got a disease deserved it. What the hell? Is 
talking about that--how is that helpful? Again, it goes to, to me, what 
kind of world do we want to live in and do we want to create? One where 
we treat people with kindness, where we have compassion and empathy 
for others? Or finger-pointing and shaming and blaming? It's good to 
learn new things about what's preventative and to spread the word out 
there. But you know, I think once somebody has a diagnosis of whatever it 
may be, and as you’re so eloquently pointing out during this conversation, 
they're already thinking about it enough. They don't need anybody piling 
on.  

 

Phil: So as we were talking, I looked over to my file pile and pulled out a 
document from the Alzheimer's Association. A very new document, called 
“Ten Ways to Love Your Brain.” And one of the things listed there is, you 
know, deal with your depression. And I thought, Well, you know, 
depression obviously is genetic. And I have been dealing with it. But I 
didn't one day say, Gee, I'd like to have depression now. The thought of, 
you know, the 200 pound marathoner, and it's all genetic. I mean, 
everything about us, in some ways, is genetic, right? I mean, that's also 
something that we're learning: that so much of this is out of our control. 
And maybe we just need to, yeah, put the information out there, but 
really not harp on it so much? Well then I, I go to, you know, why do 
people still smoke? I mean that's a connection between smoking and lung 
cancer. And there are people who still do it, and there are people who do 
it and don't get sick. And there are people who've smoked a little while, 
many, many, many, many, many years ago, like my father, and you know, 
die in their 70s from lung cancer. So, it makes you almost think that 
there's so little that medical science knows about this stuff. But then it 
gets to, you know, there's so little chance that they're going to find a cure 
in my lifetime.  [That] then gets me back to the idea of we just have to 
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figure out how to live the best life we have since we're all gonna die. And 
you know, we all have that, you know, expiration date. It's not known to 
us and it's not known how we're going to go out, but you know, I could 
drop dead of a widow maker tomorrow and gee, all that Alzheimer's 
advocacy in the world won’t do a damn thing for me except help others. 
So, you know, I, I, maybe the, maybe the, the lesson learned is, Just let it 
go, people. Just let it go. And you know, when you see somebody who 
could use a little bit more exercise or could drop a few pounds don't--, or 
is wandering because of Alzheimer's? Don't, don't blame them, you 
know? Think about how to, to help them. You know, is it, Let's walk and 
talk, you know, Instead of having that 1,000th meeting, sitting at our 
desks, let's get up and talk. And just take a walk around the block of 12 
times.  

 

Christy: Mm hmm. 

 

Phil: You know, instead of looking at somebody and going, Oh God, they don't 
get up at five o'clock in the morning to go to the gym like I do. Aren't I 
superior? And then the next day, you know, I'm in the cardiac ward and 
they’re still at home. Am I making any sense?  

 

Christy: Oh yeah, absolutely you are. I'm thinking of something my dad used to 
say, which is, “You know, you can eat right and take care of yourself and 
get hit by a bus.” 

Phil: Yep. 

 

Christy: Or not. But no matter what you do, you will die. If you were born, you will 
die. It is the guaranteed outcome of being born. And I think a lot of this 
goes to quality of life also. And all the information in the world is 
fantastic. And also utterly worthless if we don't do anything with it. So if 
we know that we should do certain things to feel better or to stay in 
better shape, great, we can do that. There's also real life and sometimes 
you know, it's tough to figure out where to start because people do have, 
like you were talking about in your early twenties, you're living in New 
York City, a gay man, and in your telling of that, it sounded like, you know, 
one lifestyle choice, which was, I'm all about my career. That was, so that 
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was certainly, you know, contributed to stress over a lifetime, right, being 
all about your career. But it also kept you from socializing. So you know, 
perhaps that one lifestyle choice helped. You dodged a bullet on, on one 
side of the equation. Who knows? But then ultimately you go on 30 
something years and now you have this diagnosis, and it goes back to 
there's just so much we don't know. And so much that genetics has a role 
in that we are not even close to fully understanding. And what it--What 
would it look like if our goal was to simply live a good life, to do the best 
we can to be kind when we encounter others, and just do the best that 
we can in our little piece of the universe? 

 

Phil: And to recognize that any disease is not...not determined on high, and 
should not be--I'm trying to get to back to the stigma, because it feels like 
this is leading to stigma. You know, I haven't noticed so much the pulling 
away, and it may be because I have a very small uh, social circle in real 
life. But you know, a lot of my social circle is virtual. So there's the 
protection of the computer screen. Nobody’s going to catch Alzheimer's 
through my computer screen. Uh, but you know, the stories you 
hear--and I'm sure you've heard them so many times--of just people 
disappearing when people, when someone is diagnosed with Alzheimer's, 
living with Alzheimer's. 

 

Christy: Right. I do. I have seen and heard that a lot. And I believe that the reason 
that happens--and I just had a conversation with somebody about this 
yesterday--the, that question that was posed to me was, “My husband is 
newly diagnosed and I don't know about telling other people. And I, I 
need some guidance on that. So what would you do?  Because maybe our 
friends will just put it off to normal aging.” And so, for me, that was a ton 
to unpack, right there.  One is, I don't, you know--please don't let that 
misinformation spread about symptoms of cognitive loss are just part of 
normal aging. Because dementia symptoms are different than normal 
aging, and dementia is not part of normal aging. So that's one thing. The 
other thing is I do believe that we, as individuals, need to set the tone for 
how other people are allowed to treat us. And certainly there are some 
very marginalized populations where that sounds like a very privileged 
thing to say. And, and I do understand that, but to the extent possible, 
and when, when we're talking about people living with dementia and, 
and their care partners. As care partners, I believe we have the 
responsibility to step up and say, “Okay, here's the situation. Here's what 
works for my person. And that would be a few friends coming over. It 
works well for about two hours. But there are also some tells when it's 
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starting to get to be too much, and that might include getting antsy, or 
getting up and leaving the room a few times in a row. That's a sign my 
person has had more than enough. So when that happens, that's time for 
you to leave. And that doesn't mean a 30 minute goodbye ritual. That 
means get the hell out of our house.” Right?  “And if somebody asks a 
question of Phil,” for example--and we've talked about this before--”that 
means that the question is posed to Phil, for Phil to answer. And after Phil 
answers, if you have any further thoughts on the topic, feel free to pipe 
up. But questions aimed at Phil will be answered by Phil. If at any point he 
needs help or assistance with answering that question, he'll let you 
know.” And so that I, that I see as a huge, significant role for care 
partners is because--and this is where people fade away--because they 
don't know what to expect. They don't know how to act, they're not sure 
what to do. And this was often the case with cancer. And I think, 
unfortunately, it's still the case a lot with cancer: people just aren't sure 
what to do or how to behave and so they perceive their best option as 
fading away. Also, going back to misinformation specific to dementia, is 
people hear that diagnosis, or hear that term dementia, and their first 
thought is, “Ooh! Memory loss! Confusion!” And so they think, Well 
nobody's even going to notice if I don't come around anymore. And the 
thing is, any type of dementia has distinct phases, and it is a progressive 
condition. So certainly at the end of someone's life, with some type of 
dementia diagnosis, no, they are not going to be looking to have a 
conversation with you. They won't be verbal, and it will be a very different 
situation than it would be right now. That is true, by the way, of any fatal 
condition where somebody is at the end of their life. Everybody, no matter 
what the condition is that has an expected death, is going to be turning 
inward and not having conversations with other people. But I'm straying 
into hospice territory now. My larger point is when we let other people 
know what to expect; what's okay; what language to use; what's 
offensive, then we help people understand what the situation is, as it is, 
and to make it far less scary. You know, sitting next to you on a boat, I did 
not catch Alzheimer's disease. For me, the experience of that, was having 
a good time. You know, having delightful conversations, having fun. And 
fun is certainly not a word that is typically used in conjunction with any 
type of dementia, but just because somebody has the diagnosis,and 
again, be it Alzheimer's disease or dementia with Lewy bodies or ovarian 
cancer--those are, are diagnoses that no one wants--but that does not 
mean that anybody with any of those diagnoses is now completely 
incapable of smiling, of laughing, of feeling joy, of having fun. 

 

Phil: Interestingly, I think the care partner has such an enormous role in 
helping their person shake off the sadness, pulling them out to say, “Let's 
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go walk this garden. Let's go cruise. Let's do--let's not take this as an 
imminent death sentence. You're not going in the hospice tomorrow.” 
Uh, you know, it could be, I mean, some people could be five years, some 
people, it could be decades. And let's pretend it's going to be decades. 
And let's not put all of our dreams aside. And let's go do. Let's go, let's go 
live. And you know, it's easier said than done, of course. And sometimes 
it's a heavy lift--and I'm not making a weight joke there--but, you know, 
some days Tim would really have to literally lift me, and I'm not light,  to, 
to get me out of the house ‘cause I just don't want to. But that doesn't 
mean he shouldn't stop trying. And I think it's easy to stop trying, uh, just 
like with friends, right? Just like with, you know, since they're were 
afraid. Uh, you know, the same thing with the care partner, you know? 
They're, they're saying, “Oh, I need to do what's best for them, right? My 
person, as you say, and I'm going to let them be. I know, let them rest. 
They don't want to do that. So I'm just going to let them be.” And again, 
the very fine line between understanding when, “Gosh, I really don't 
want to do that,” and, “Huh, you know, with a little bit of persuasion, I 
probably could be convinced to try that. And maybe I'll have a good 
time.” We had it this weekend. Uh, one of Tim's friends, who actually did 
wonderful things for us last year at our Longest Day event, uh, has an 
annual Easter Day egg hunt extravaganza. And I'd never been to it before. 
And all I could think about was it was just going to be this out of control 
situation. And I didn't want to go. And I really didn't want to go. But Tim's 
like, “Let's try it.” You know, “We'll just go make an appearance, and if 
you're uncomfortable, we'll leave.” We went and you know, we weren't 
standing in the middle of the crowd yapping and chatting and socializing, 
but you know, we were there. And then when it came time for the Easter 
egg hunt, which I didn't want to do, but we watched. And it was fun. And 
I had a good time. And I'm glad--don't tell him this, but I'm glad he made 
me do it. 

Christy: Yeah. One of the things that in, in you sharing that experience, Phil, that 
popped into my mind is that you had to already have, uh, a lot of trust in 
Tim. And I think sometimes that that can be a barrier when, let, let's say 
that Tim had said to you, ‘You know, if you don't like it and, and you're 
not having a good time, we can leave.” But your prior experience in social 
situations with Tim had been, he says that, but then it's a 45 minute 
ordeal to actually get out the door after, after I tell him I'm ready to go. 
That would have made you less likely to say, “Okay, I'll give this Easter 
egg hunt a try. I'll give this gathering a try.” So I think that care partners, 
sometimes, are not being fully transparent with themselves about maybe 
what the history of their relationship is. And that trust is so important. A 
lot of times people think, Oh, because my person has dementia,  they're 
not going to remember if I said I would do X, Y, Z and I didn't. But there's 
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that feeling that goes with experiences that give people a sense of 
whether it's a good idea to trust us or not. 

 

Phil: Yeah. Trust is, is absolutely key. And you know, and it was weird as we 
were sitting there, and Tim was sitting with me, and I felt bad that he 
wasn't out circulating. Should have said to him, “You know, I'm perfectly 
comfortable sitting here in the sun. Why don't you go say hello to all 
those people? And, uh, you know, don't worry about me. I'm fine here. 
And if I get too hot, I’ll go inside or something, but you know, I'm okay 
now, or if I can't take it anymore, I'll come get you.” But, you know, it's, 
uh, I'm sure that he would have felt bad leaving me alone, you know, 
sitting there. Uh, it's, uh, yeah. It's...hmm. All of these things are so hard 
to figure out, what is right and what is wrong. And so much of it is 
experimentation as you said, and, and experience and just trying. You 
know,  not everyday is going to be sunshine and roses. In a matter of fact, 
a lot of the days aren't going to be, but it's incumbent on both the person 
living with Alzheimer's and perhaps even more so, the care partner too. 
Try to start each day thinking, Okay, we're going to, we're going to try 
sunshine and roses today and maybe we're not going to get there, but 
let's, let's give it a shot. Every time.  

 

Christy: Amen! You know, one thing that I, a point that I always try to press on 
people, is today is the best day. Today is a great day to have a great day. 
Because as we've mentioned a few times already, we don't know what's 
going to happen tomorrow. There could be a widow maker tonight. There 
can be, you know--I always go to a bus accident. I don't know if I got hit 
by a bus in a previous life, or what--but you know, you could walk out the 
door and get hit by a bus. And I know that's not gonna happen for you, 
Phil, being as you live in the middle of nowhere.  But, you know, stuff 
happens, is my point, that we really, we'd never see coming. And even if 
we're talking about a situation where somebody has a, let's say, an 
Alzheimer's disease diagnosis? Today, your person is here with you. Glory 
Hallelujah! Because there is going to be a point in time where that is no 
longer true. So, let's appreciate right now, and what we can get out of 
right now. I mean, if somebody has an Alzheimer's diagnosis today, five 
years from now, their brain is going to look different. It's going to be 
different, structurally. So, you have opportunities right now, today, that 
you won't have five years from now. Embrace, enjoy, have fun. Give it a 
try, what the heck. 
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Phil: That doesn't mean that five years from now there won't be things that 
you can try and enjoy, even with that changed brain, right?  

 

Christy: Not at all. Not at all. But again, we don't, we don't know what's going to 
happen between now and five years. My point is always like, We're here 
right now. We're together right now. What could be better? Let's make 
this awesome, right here, right now. And to your point, not every day is a 
great day. Not every moment is a great moment. Sometimes people get 
snippy and snarky and snotty, it happens. And that could be our person or 
it could be us. It's a two-way street.  but you know, those are momentary 
things. We can let it go. We do have a choice in that. We can let that stuff 
go and focus on what's working well today, what we can do together 
today, how we can make the most of today. And that's just probably kind 
of life advice that doesn't really necessarily have anything to do 
specifically with dementia. But it is certainly true of dementia. And I guess 
for me, that goes back to that whole stigma thing.  and misinformation 
and, and misinformation is such a, a big part of stigma.  

 

Phil: Right.  

 

Christy: Because when people don't have access to get information, then there 
they get, you know, twisted up in fear and, and start mmm 
underestimating people and mmm perpetuating stereotypes. And it just 
never, it, stigma never leads to anything good.  

Phil: No. But, and you know, when….Information is a very interesting word, 
because what do you think of when you think of somebody with 
Alzheimer's? When you get that diagnosis, you're thinking about, uh, the 
stereotype of Alzheimer's, which is an old person, late in life,  just not 
able to live life. And you don't think about people like me, or Jeff 
Borghoff, or Pam Montana, or so many of the others, folks who are living 
with earl--with Alzheimer's, who are living life. And I think that's a, and I 
guess it's a form of stigma, right? It's that, it's the stereotype. Maybe 
stigma is not the right word? We need to break that stereotype and you 
know, show up that there are people from at all, all ages, all walks of life 
who are dealing with this stuff, this diagnosis, and there's two ways of 
dealing with it. One is to crawl in a hole and go, “My life is over.” Even 
though your life could be going on for another 20 years. Or, you could 
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say, “Wow, that was, that was unexpected and damn, that was a 
whammy! But I am going to try to turn what time I have left, and what 
energy I have, and what ability I have to showing folks that Alzheimer's is 
not an immediate death sentence.” Life, as you pointed out, is a death 
sentence.  

 

Christy: Right.  

 

Phil: Alzheimer's is not an immediate death sentence. And I think that's, that's 
a key stereotype-slash-stigma that we need to break. 

 

Christy: True. Well I, I know a good ending line when I hear one, so that's where 
we're going to stop on this.  

 

Christy: And that’s our show. Thank you so very much for being with us today. If 
you have questions for Phil, please let us know. You can send them to me 
via email, Facebook, or Twitter. All those links are in the show notes at 
DementiaSherpa.com/episode93. 
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