
The Alzheimer’s Podcast Episode 87: Dementia Reimagined with Dr Tia Powell 
 

 
 
Christy Turner: 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! In this episode of Navigating Rough 
Terrain with the Dementia Sherpa, I  speak with Dr 
Tia Powell, author of the new book, Dementia 
Reimagined: Building a Life of Joy and Dignity 
from Beginning to End. The book is out today, 
Tuesday, April 2nd, 2019, and I highly recommend 
it, to families and professionals alike. This book is 
worth your valuable time. 

 
Christy Turner: Before we dive in, I’m going to give you a little 

behind-the-scenes for context. For long-time 
listeners, clients, colleagues who’ve known me for 
years, this won’t be a surprise: I was really skeptical 
about having Dr Powell on The Alzheimer’s 
Podcast, because she’s a psychiatrist. As a 
dementia-focused professional, I’ve learned to fear 
psychiatrists as people who put those with 
dementia on unnecessary, potentially 
life-threatening medications. I’ve spent a lot of 
time pointing out dementia isn’t a mental illness. I 
say it isn’t the same as schizophrenia or bipolar 
disorder, and the drugs used to treat those 
conditions, while a godsend for folks with those 
diagnoses, aren’t appropriate for people living with 
dementia. And I don’t say that because I’m a 
doctor, or prescriber of any sort, which I’m not. I 
say it as someone who has years of professional 
experience working with people living with 
dementia and knows there are far more effective 
non-pharmaceutical interventions for so-called 
behaviors, and as someone who can read an FDA 
black box warning stating those medications 
shouldn’t be used in people living with dementia. 
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Christy Turner: But back to Dr Powell. The publisher gave me an 
advance copy of the book so I could determine if 
she’d be a good fit for the show. I was actually 
enjoying the book quite a bit, when I hit on a part 
that made me think, Yep, here we go! She takes 
issue with statements regarding Alzheimer’s 
disease not being a mental illness. So I asked her 
about that in our chat, and ended up thinking 
she’s got the right idea. In fact, I’ll be changing 
how I talk about this in the future, thanks to Dr 
Powell. We also talk about the history of 
treatment, and how horrific it’s been; why we as a 
society stigmatize people; and how and why a 
Quaker community in 1700s England came up 
with the original concept of “bringing the Good 
Stuff.” Now, on to part one of our conversation 
with Dr Tia Powell on episode 87 of The 
Alzheimer’s Podcast. 

 
Christy Turner: I am so pleased to welcome Dr Tia Powell to The 

Alzheimer’s Podcast. She is the Director of the 
Montefiore Einstein Center for Bioethics and has 
written a new book, Dementia Reimagined: 
Building a Life of Joy and Dignity from Beginning 
to End. Dr Powell tells her personal story of 
experiences with dementia in her own family, 
including her grandmother and mother. She also 
gives a fascinating overview of how dementia has 
historically been unrecognized and mistreated. 

Christy Turner: The treatment--which I think pretty much equates 
to torture in many cases-- provides a contrast to 
Dr Powell’s ideas about how people living with 
dementia are currently treated in our medical 
system, which is kind of a shambles, and what 
needs to happen next. So that's a long 
introduction, but welcome, Dr. Powell. 

Dr Tia Powell: Thank you.  

Christy Turner: So first question--probably the really obvious 
question--is, what compelled you to write this 
book?  
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Dr Tia Powell: Well, a number of different things, really. Most 
importantly, both my mother and her mother had 
dementia. And so, like so many millions of people, 
not just in America, but around the world, that 
really was very compelling. It's really tough to have 
a front row seat and to have somebody you care 
about have dementia. But for me in particular, I 
thought, Huh, that's odd. I'm a medical doctor. I'm 
a psychiatrist. I went to medical school. I really, I 
don't know anything that I need to know. I really 
don’t understand what the, even the medical 
thinking is about what dementia is, where does it 
come from? And I, I really don't think I'm 
comfortable with the treatments. I'm not sure 
what kinds of other sorts of medical decisions to 
make on behalf of my mother. So what's up with 
that? How can I find out more about what would 
be useful? Because boy, I don't feel like I got it 
through my medical training.  

Dr Tia Powell: So, that really supplied kind of a kick in the pants, 
you know, kick in the pants: Get yourself together, 
girl, find out what you need to know, and if you 
can, maybe that would be useful to other people. 
So, I think that's really what got me started. 

Christy Turner: And that, part of that answer, is sort of a stinging 
indictment of our medical system. What did you 
find out in the course of writing the book? Did you 
feel like you got some answers that you were 
seeking? 

Dr Tia Powell: I did get some answers. I do think medicine 
doesn't come off that well. On the other hand, 
when there's a big problem, usually there's lots of 
blame to share. So I think it kind of goes all 
around, in a lot of different ways. I looked into the 
history of dementia and that actually was both 
sobering and really helpful. Where, a long time 
ago, like, you know, 200 years ago, up to about a 
hundred years ago, people didn't really recognize 
the illness of dementia. They just thought either, I 
don't know, Old people, they get stupid. What are 
you going to do? Or they thought, You just belong 
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with all the people whose brains don't work and 
who are generally useless and more or less 
despised. So we're going to put you in the mental 
hospital. And for most of the times during which 
we've had mental hospitals, that was a really 
unlucky place to be sent. 

Dr Tia Powell: Now I have to say, it's not like there were better 
places to be sent, or better options for care, but as 
you point out, long, long ago, the treatment for 
people who were considered to be mentally ill was 
very hard to distinguish from just straight forward 
punishment. So hundreds of years ago, that 
included really kind of near drowning; certainly, 
tying people up, beating, chains, all kinds of stuff. 
It's really just heartbreaking to think about where 
people started when they tried to think about 
what's to be done with somebody’s thinking who's 
just not, it's just not working anymore. So, you 
know, we don't do those things anymore, but 
neither has science--and not for want of trying. 
There are some super smart people studying 
dementia, trying to figure out what's happening, 
what goes wrong, what happens in genetics, what 
happens in how you live your life? What difference 
does it make if you get a bump on the head, or 
concussion, or what difference does it make if you 
get depression? 

Dr Tia Powell: People are looking at all of those super important 
questions and that's great, but we don't yet have 
any kind of technical solution. We have no 
medicine and no other intervention that can really 
stop dementia in its tracks, that can cure it, or that 
can prevent it. So, that's a bummer for science. But 
I will say, there's room for some good news. If you 
look at big data--and actually I point this out 
because there's not that much good news about 
dementia, so we want to celebrate what we have. 
But one of the things we have is that the numbers 
of people with dementia are going up, and they're 
going to keep going up. So that's true. On the 
other hand, so many more of us are living to be 
old, are living into our eighties and nineties and 
even beyond. And if you look at the percentage of 
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older people, the percentage of eighty year olds, 
the percentage of ninety year olds, the percentage 
of people in those age cohorts with dementia is 
going down. 

Dr Tia Powell: So, people are doing something right. And there's 
a lot of appropriate, intense debate about, Okay, 
well what's the secret sauce? You know, this guy, 
it doesn't seem to be a dementia medicine. We 
know that. We know those things don't turn it 
around, but it looks like, um, certainly exercise, 
being kind of fit. Um, and, you don't have to be an 
Olympian, you don't have to be a marathoner, but 
just being less sedentary, that actually seems to 
make a big difference. And a lot of people also 
think better treatment for basic diseases that have 
to do with aging, like better treatment for high 
blood pressure, that we hope will prevent strokes. 
So having fewer strokes, fewer other insults to the 
brain. And kind of every chronic illness is tough on 
your brain. If you have bad congestive heart 
failure, if you have diabetes, um, lots of those 
things are tough on your brain, so if you get better 
general health going, that's going to help your 
brain too. 

Christy Turner: Those are all very important, and thank you for 
pointing that out. I think one of the most 
interesting takeaways I took from the book was 
your emphasis on moral treatment, and how so 
often that is overlooked because it's not a cure. As 
you point out--I don't have the exact quote in front 
of me, unfortunately-- but moral treatment 
creates the environment for people to do as well 
as they can. Versus everybody, with any condition, 
does worse absent moral treatment. Would you 
speak more about moral treatment, the history of 
that, and why it's so significant? 

Dr Tia Powell: I would love to. When I started reading about the 
history of dementia, I had no idea I would find this. 
So, moral treatment is a very old fashioned word. 
We don't really use it in medicine anymore. But it 
comes from the late, late 1700s and the early 
1800s, where basically, the group primarily, 
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actually of Quakers, both in England and the US, 
were very upset about treatment of mental 
patients. And remember, at that time, nobody had 
carved out a separate illness of dementia. So 
everybody, old people, young people, even people 
with epilepsy, and all kinds of things, were all 
lumped in together. And there was a young 
woman who was a Quaker, who died in the late 
1700s at a mental asylum in the UK. And her 
community was incredibly upset. They didn't think 
she needed to have died. And as they looked into 
it, they basically kind of did an investigation and 
they found out this was horrible. 

Dr Tia Powell: She was treated terribly. She was beaten, she was 
treated in ways that, you know, the Quakers are all 
about nonviolence. And so the Quakers really took 
this on, and they applied the core concepts of 
being a Quaker to thinking about mental illness. 
And it works really nicely.  And they called it moral 
treatment, and it basically meant, Let's not tie 
people up. Let's not beat them. Instead, let's think 
about what we would want if this happened to us. 
Because, by the way, we think it could. This could 
happen to anybody. So, what would you want and 
how can we train people? How can we have 
adequate staffing? How can we offer a place 
that's a genuine respite, a genuine sense of safety 
and home, for people who seem to be beset by 
mental illness? They called it moral treatment. 
And they--it sparks a great era of building a 
mental asylums across the world, really, but 
certainly in the US. So, through the 19th century in 
the US, people thought, We’re going to get started 
on this. We're going to try and find a kinder, 
gentler way to respond. And they called it moral 
treatment. Now, that doesn't cure dementia, being 
nice to people, treating them with respect and 
kindness. It doesn't cure any major mental illness. 
You need more than that. But I'll tell you what, 
beating people and shaming them, it doesn't cure 
them. And actually ,I'm pretty sure you could 
make pretty much anybody worse if you do that to 
them, even if they don't have dementia. I don't 
know who that's good for.  I haven’t met that 
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person yet. So, um, so they really emphasize this, 
and then, you know, as things happen, they made 
big promises.  

 

Dr Tia Powell: They thought, If we treat everybody with kindness, 
if we give them--we don't starve them,We're 
going to give them good food. We're not going to 
beat them. We're going to treat them with 
courtesy. We're going to talk to them. Um, we're 
going to be gentle. And in fact, it didn't cure 
people. It kept them from being harmed, which is 
a huge step forward. But it didn't cure people. 
People who suffered from schizophrenia, you 
know what? They still had voices, they still suffered 
from schizophrenia. And it made people mad, and 
the funding stopped. And they stopped giving 
great training to people who worked in asylums. 
They stopped staffing them at an appropriate rate. 
They stopped repairing them. So by the 1950s, our 
mental asylum system was really broken--and we 
still had, by the way, people with dementia in 
those facilities. So, it kind of breaks down. But 
where I pick it up is, Wait, that looks like just what 
some really wonderful experts in dementia care 
are talking about today! 

Dr Tia Powell: I think that's what we're doing. We're saying, I 
don't want you to tie somebody in the chair 
because they're agitated. I don't want you to 
sedate them so that they can't open their eyes 
and they can't swallow and they get pneumonia. I 
think, What if we decided that everybody 
deserves respect, and everybody deserves 
kindness, and every life should have some joy? 
What if we started with that? And then, you know, 
we'll still, it would still be great if we had 
medicines. I'm not--I'm a doctor. I don't, I’m not 
saying you shouldn't try and do that. I am saying 
we don't have it now. So, while we're waiting, let's 
think about what it would mean to really get our 
minds around the idea of a life with dementia that 
has joy in it. And I'll say, sometimes when I say 
that, people look at me as if I really have gone 
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around the bend: What are you talking about? 
That is just not a thing. 

Dr Tia Powell: But I insist that it is a thing, and we better make it 
our thing, because we already have probably 6 
million people with dementia, and because so 
many of us are living longer--which is a good 
thing. That's basically because medicine is 
succeeding and curing and a lot of things. But as 
you live older, living to a long age is the single 
greatest risk factor for dementia. So many of us, as 
we live older, will have disabilities. And a lot of us 
will have this one. So personally, before I get there, 
I'd like to have us kind of get to work on this, see 
what we can do to make it a little better. Because 
every life should have some joy. And that's really 
what I mean. I'm not saying dementia is easy, and I 
certainly don't want to, in any way, beat up on the 
millions of family caregivers who are helping 
people with dementia. 

Dr Tia Powell: What I don't want them to hear is, It's not enough 
you've put your own life on hold. It's not enough 
that you do everything for your loved one. Now 
you have to think it's fun. That's not what I'm 
saying. I actually, I want us to help you. I want us to 
figure out how a caregiver can have some joy in 
her life. Does that mean more money for respite, 
for you to have some help? For you to have a way 
to take a break? Does it mean more money to 
help, you know, retrofit your home, So it's easier to 
have somebody there that's got some mobility 
issues and disability? So, that's kind of where I'm, 
that's where I'm going with that. 

Christy Turner: And I appreciate that. I always preach respect, 
kindness, love, empathy and compassion. I 
shorthand that as “the Good Stuff,” as in, “Always 
bring the Good Stuff!” And you're so right. Of 
course it's not going to cure anything, but it allows 
people to actually feel seen and heard, to feel safe 
and secure. And it's very practical, in the respect of, 
if you would like your person to change their 
clothes, let's say, and they need assistance with 
that, you're going to get so much further with that 
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goal when you look into someone's eyes, start 
building rapport, show them respect, treat them 
with kindness and compassion and empathy for 
what they're going through, and just do it all with 
love. That's actually a quicker route to getting that 
goal accomplished than being a bossy pants, 
where somebody may not understand what you're 
trying to do, or the need for it. 

Christy Turner: So, I really appreciate that approach. Another 
thing that I wanted to ask you about--and this 
really stuck out to me because of, I guess, my own 
understanding of it. Um, you take issue with 
statements regarding Alzheimer's disease not 
being a mental illness. And at one point you say, 
The Alzheimer's Association ought to know better 
than to make statements like that. And I think 
what I came to, from what you're saying, is that 
whether we're talking about schizophrenia or 
Alzheimer's disease, they are all brain illnesses. 

Christy Turner: And I think I caught, with you being a psychiatrist, 
you were kind of feeling like the term “mental 
illness” is making that sort of the red-headed 
stepchild of any brain disease, or deteriorating 
condition in the brain. And from my perspective, I 
always point out, you know, Alzheimer's disease is 
not a mental illness. 

Christy Turner: And the reason I'm making that distinction is 
because too often medications that were created 
for people with schizophrenia or bipolar disorder 
are given to people living with dementia. And 
that’s bad news for people living with dementia. 
So that's the reason I make this distinction. But 
what I got from what you were saying is the better 
way to go, for all of us, is to understand this is really 
about brain health or brain illness. Is that right? 

Dr Tia Powell: I agree, I agree completely. And I certainly don't 
want to pick on the Alzheimer's Association, which 
has done a lot of good and really has, um, given, 
actually, a lot of respite to family caregivers and 
people with dementia. But I do, I do take issue 
with anything that sounds like a shaming, or, you 
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know, sort of carving out, one of these things. All of 
these illnesses are stigmatized. People with 
dementia are certainly stigmatized. So, I'm 
opposed to stigma. And when I, when I feel it 
coming, I’m thinking, You know what? That's not 
helpful. But I also think, in terms of modern 
science, there's only one organ up there in your 
skull. It’s just the one, so all of these things, all of 
these things, are brain illnesses. I think people 
used to feel, Ah, depression--that's just a 
weakness of will. That's not a real illness. That's 
just, you know, a form of, kind of laziness, or bad 
upbringing or something. But it's not. I mean, it 
has huge genetic influences, uh, just like 
dementia. So, the more we know about science 
and about what's going on in those neurons up 
there in your brain, the more we realize there are 
big connections. 

Dr Tia Powell: So, actually, I think there's some really exciting 
work for people who are looking at the overlap 
and the similarities, rather than saying, “Oh no, no, 
no, no, this is different. Dementia has nothing in 
common with, let's say, depression or 
schizophrenia.” But actually, as we look at 
depression, it looks like it can be a risk factor for 
dementia. We haven’t yet found out that, you 
know, it doesn't seem like getting good 
treatments will help protect your brain from 
dementia. But it does seem like having depression 
is one of the many, many risk factors for dementia. 
It also sounds like there's a lot of things that can 
contribute to dementia. So anything that's bad for 
your brain is going to put pressure on keeping 
that brain in good shape. And since dementia is 
largely a disease of aging, we want to keep you, 
you want to keep your noggin kind of fit and in 
good running shape for as long as possible. 

Dr Tia Powell: So taking care of anything else that's sort of 
kicking around in there causing damage is likely 
to be helpful in general. But I also think a lot of the 
symptoms that make dementia so hard, so hard 
for the person with dementia, so hard for the 
caregiver, overlap with symptoms of, um, what we 
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typically think of as mental illnesses. As you point 
out, quite correctly, that doesn't mean the same 
medication is going to help. But it may mean, Huh, 
what can we, what works in that other illness? 
What are some things we can do? How can we 
work on this? And I love the idea of making 
environmental changes. So somebody's agitated 
and they like to walk? In the old days--and not 
even that old, you know--when I was a young 
medical student, it was totally typical to see 
people tied into chairs at nursing homes, all over 
the place. Like, “Hey, she shouldn't be walking. 
She’s just going to fall down. And that'll be a 
nuisance for the staff.” And although I don't think 
that's completely gone, it's much less common. 
And so good nursing homes now will often have 
kind of circular routes. So, Go ahead, take a walker 
if you need one, but go ahead and walk, and you’ll 
arrive right back at your room. But if that makes 
you feel comfortable, why is that a problem for 
anybody? Why can't you do that? Why shouldn't 
you have that pleasure? And maybe it'll help you 
sleep at night. So that's good, too. Small things like 
that, I think, can be helpful. 

Christy Turner: I think those are huge. And it goes back to how we 
perceive people, and stigma. I recently did an 
episode on stigma, which still pisses me off. (The 
stigma, not the episode.) I compared it to how 
people with HIV/AIDS were treated at the height 
of that crisis. And I do want to circle back to that, 
because I know that had a very powerful effect on 
you, as you were doing your residency during that 
same time period. How people are perceived so 
informs how they are treated. And this also goes 
back to a so-called moral treatment of, you know, 
Are people worthy of being treated with basic 
human dignity? Are they worthy of having 
effective treatments devised? Are they worthy of 
expenditures of resources and quality care? As 
you point out, the late Senator Jesse Helms 
actually made this argument on the Senate floor, 
about why people with Alzheimer's were more 
worthy of getting resources than people with 
HIV/AIDS. 
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Christy Turner: And of course, you shot holes through that 10 ways 
til Tuesday, that whole worthiness argument. And 
like HIV/AIDS, dementia can affect so many 
different people. It crosses age range and 
ethnicity, and just, there's so many different 
people who can be affected by this. And, and I 
would say in both also, it affects not only the 
person with the diagnosis, of course, but the 
people who love them and want to support them. 
There’s such an enormous toll. I don't know where 
I was going with that, Dr. Powell. I just got fired up. 

Dr Tia Powell: I think it's hugely important. Diseases do not 
discriminate. They will get whoever they can. 
That's what they do. If it's a virus, like HIV, they'll go 
where they can. That's how evolution works. That's 
how those viruses survive. And with dementia, we 
don't understand all the things that cause it, but 
I'll tell you one thing that's not part of the 
causation. Dementia as a disease doesn't sit there 
and say, “Oh, but this is such a nice person. I'm not 
going to give her dementia.” That is seriously not 
how it works. You know, a lot has changed since I 
went to med school, but I'm pretty sure we're still 
on board with that one. 

Christy Turner: Yeah. It's kind of shocking, for those of us who are 
involved in dementia world or, or really any disease 
or condition that has some sort of stigma attached 
to it, it's kind of amazing at how many myths are 
attached to it, also. Like, “The person has done 
something wrong, therefore they deserve this.” 
And I think when it's said that way, it sounds as 
ridiculous as it is on the face of it. But there still 
seems to be so much work to be done to get past 
that. 

Dr Tia Powell: I agree. You know, I think, I think, in part, stigma 
has to do with fear. We make monsters out of 
people and things that we don't understand. And 
we, we want to make sure we're not like that. So, 
we tell ourselves a story. Well, I, I don't, that must 
be because they did this thing, or they didn't do 
that thing. And I am very virtuous, so, so I must be 
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safe. And it's just, you know, it's part of the way, 
you know, people calm them themselves. It's, I 
think, a kind of natural human reaction, but it can 
be a very destructive one. I know Rita Hayworth 
was one of the first real celebrities that was known 
to have Alzheimer's disease, and her daughter, 
Princess Aga Khan, was very, very vocal. Really a 
powerful early advocate for Alzheimer's disease. 
But part of the reason that she did it, was that 
initially her mother, Rita Hayworth, was just 
publicly shamed: That must be because she's an 
alcoholic. Look at that. Her brain doesn't work well 
anymore. Obviously she's a bad person, a loose 
woman. This is just all drinking. It's gotta be her 
fault because I want to find a difference between 
what she looks like and what I’d like to look like. 
So, I think that stigma has been there right from 
the get-go. And, okay. You know, people do feel 
very threatened by dementia. It certainly is scary, 
absolutely. None of us likes the idea of thinking, 
Tomorrow, I'll be less capable in some way that I 
am today, including ways that I really see as core 
to my identity. You know, if you're great at math, if 
you're a wonderful teacher, you hate the idea of 
tomorrow saying, “I'm not good at that anymore.” 
But there are better ways to deal with that sorrow. 

Dr Tia Powell: You know what? If you're a runner, you're going to 
be faster at 20 than when you're 90. It's a thing, 
you know? It's a thing that happens. And you 
know, normal cognitive aging happens too, so that 
we do have trouble remembering names 
sometimes, just normally, as we get older. And it's 
true, dementia is not normal cognitive aging. It's 
something above and beyond that; it's a separate 
illness. But we still need to have some kind of 
tenderness toward our future self. So, the original 
title, by the way, for my book was Try a Little 
Tenderness, and I changed it because I didn't want 
caregivers to feel like I was telling them they 
hadn't thought of being tender to somebody. 
What it really was meant to do is to say, “Try a little 
tenderness toward yourself in the future. If you 
become somebody with dementia, what sort of 
tenderness could you show that person? And can 
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you set it up now? If you think it would be lovely to 
have access to a community garden, where when 
you're fit enough, you can help with the 
gardening, and when you're less fit, maybe you 
can sit in a chair and really notice that the 
butterflies are like, are liking, a particular bush. If 
you don't have that in your community, maybe 
you could start that now. And you know, at first it 
would be for other people, but maybe it will be 
good for you one day.” So that's kind of what I had 
in mind. 

Christy Turner: I like that. A lot.  

Christy Turner:  And that’s our show. Just a reminder, we’ve got 
details on The Association for Frontotemporal 
Degeneration (The AFTD) National Conference on 
May 3rd, as well as the Dementia Sherpa workshop 
on May 4th--which is for folks in the LA area who 
don’t need FTD-specific help--over at 
DementiaSherpa.com/episode87. That’s also 
where you’ll find links to resources mentioned on 
this episode, including a link to Dr Powell’s book, 
Dementia Reimagined: Building a Life of Joy and 
Dignity from Beginning to End. Thank you so very 
much for being with us today on The Alzheimer’s 
Podcast! We look forward to you joining us for part 
2 with Dr Tia Powell next week. 
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