
The Alzheimer’s Podcast: Navigating Rough Terrain with The Dementia Sherpa 
Episode 118: Getting Past Landmines 

 

Christy: Another thing that would probably be helpful is if people didn't look at it as, It's a 
landmine and I'm gonna get my leg blown off, and instead looked at, What is the 
best way to take a step forward? Is that straight ahead? Is it to the left? Is it to the 
right?  

It's like that old, How do you eat an airplane? One bite at a time. 

You're listening to The Alzheimer's Podcast with Christy Turner of Dementia 
Sherpa, where we're all about bringing the Good Stuff --that's respect, kindness, 
love, empathy, and compassion--for people living with dementia, their families, 
and the professionals who support them. 

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 train wreck 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.  

Hello and thanks for joining us! This episode opens with Phil saying,“Let’s go 
back to the Randy Rainbow incident.” What I thought but didn’t say was, Oh, 
crap!  

Phil’s referring to an experience he tells about in episode 109, The Randy 
Rainbow Debacle, in which Phil’s friend tells him not to feel too bad about 
missing an opportunity to see Randy Rainbow in person, because Phil’s already 
had that experience.  

The problem, of course, is Phil doesn’t remember it, and insists he 
hasn’t--because, he says, being such a big Randy Rainbow fan, he would 
remember it if he’d done it. The friend reiterates to Phil that he has done it, and 
back and forth they go.  

That story leads to what I think is a great conversation between Phil and me. But 
I hate that Phil had the experience in the first place. So, when he wanted to talk 
about it again, I was afraid it was going to be really upsetting for Phil.  

That’s not what happened. Instead, we really drilled down on what’s asked of 
care partners in their interactions with their person, leading to what I think is yet 
another terrific episode with Phil.  
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Before we dive into that, though, I have some exciting news to share. I’ve been 
kicking around an idea for about four years now, and it’s finally become a 
reality: The 2020 Monthly + Daily Planner for Dementia Care Partners with Pro 
Tips from The Dementia Sherpa is finally a thing that exists in reality! 

The idea behind the planner is I wanted something where dementia care partners 
could have a place to track the details that usually float around in their heads, 
and also feel encouraged and supported throughout the year rather than 
completely overwhelmed with projects big and small. 

And I think we nailed that in the layout. The flow is designed to give you some 
ongoing cheerleading and high-fives from me, so you can feel supported in 
tackling your 2020 care partnering and maximize all the good days of the year.  

Check it out at DementiaSherpa.com/Planner and let me know what you think. 

Now, on to why you’re really here: Phil! 

Phil: Let's go back to the Randy Rainbow incident.  

 

Christy: Okay. 

 

Phil: So as I was talking to my friend about this, she raised, I thought, a very good 
point.  

 

Christy: Was it the friend that you had the original incident with? Or a different friend? 

 

Phil: Yes. Same friend.  

 

Christy: Okay. Same friend. 
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Phil: Same friend. And we talked about your suggestions on how to handle it, duh duh 
duh duh. And she said something to me that struck me as very important, which 
is, “I don't want to have to worry about how to talk to you, because I've been your 
friend for such a long time and if I'm sitting there”--and this is a horrible 
paraphrase, but, “If I'm sitting there constantly worried about what I'm going to 
say because you might get upset, then it's hard to have conversations.” 

And I was thinking, Yeah, I don't want you to censor yourself or talk to me any 
differently. And then I was thinking, Is that why Alzheimer's and other 
neurodegenerative diseases becomes so isolating, because people are afraid to 
talk to a person with the disease?  

Because they're afraid they're going to either get them upset or they're going to, 
you know, x, y, and z. And is it easier to just, like, pull away?  

Or, not even easier--maybe not even make a, the decision to pull away, but you 
know, we all avoid things that aren't easy and aren't pleasant. And it starts to just, 
you know, Oh, I could do that next week, or, I could call Phil next week, or, I 
could call Tom next week. 

 

Christy: Well, I think your friend provided some really great feedback and really captured 
a fairly universal thing, which is, I don't want to feel uncomfortable. I don't wanna 
need to do anything different. Which is always at the crux of it and where people 
struggle.  

Because as I've said many, many times, we all love change. As long as we're 
talking about somebody else changing. Right. I love it when you change, all day 
long! Me? What? Hold on.  

So, of course it's easier for me if it's somebody else doing the changing. And the 
roadblock in what we're talking about is somebody with a neurodegenerative 
condition is changing. Against their will; they can't help it.  

They can't change how it would be convenient for you or stay how it'd be 
convenient for you. So, I don't know that anyone makes a conscious choice, as you 
were just alluding to. I don't know that it's as upfront as, “I can't talk to Phil the 
way that I used to. I don't really want to be monitoring what I need to say. So, he's 
not going to be part of my social calendar anymore.”  

But I do think that often is the net effect. So, that's one piece of it. I think another 
area where people really struggle--and this, I think, is more common or at least 
more acknowledged--is when folks are much further in the process than you are, 
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Phil, where they start to visibly look like there is something medically, like, people 
who don't really know anything about neurodegenerative disorders or any type of 
brain health issue could just look at someone and say, “I think something's not 
quite right.”  

Or for the more typical population, let's say that has Alzheimer's, meaning people 
in their late eighties and nineties, they start to physically look like they are closer 
to the end of their life. And that is where I think a lot of people, probably the 
majority of people, start to feel really uncomfortable spending time. Because a 
person looks different, they look ill.  

And also because at that point in the process, people don't verbally communicate 
in the same way that they used to. So, whether it's a care partner or a visitor, 
whoever the other person is in the interaction, more is required of them in order 
to have a positive interaction. Does that make sense? 

 

Phil: Yeah, it does. We've actually talked about that. And my discomfort of talking to 
people who are ill or in a nursing home or assisted care or something like that. 

 

Christy: Right. 

 

Phil: But how do we, but to get back to the, was the... 

 

Christy: To the first part of the equation? 

 

Phil: Yeah. And, and I will apologize to our listeners. I have been off for the last couple 
of days. So, the words have been not coming as easily.  So, how, how, and what's 
our advice? I mean, yes, people don't like dealing with change and blah blah blah, 
but what's, what's the advice for somebody who wants to do the right thing, who 
still wants to stay engaged and who has had a, you know, let's say a long 
relationship with the person who is now in the disease process? 
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Sponsor: You can be confident your person is getting the very best care when the 
professional CAREgivers at Home Instead Senior Care-East Portland and 
Clackamas County are part of your care-support network.  

They understand the importance of both going with your person's reality, and also 
always treating their diverse clients in a respectful, kind, loving, and 
compassionate manner. I've known the folks over there for 8 years now, and I 
can't say enough good things about them.  

I love them because the people who work there genuinely care about the clients 
they serve and they have a terrific dementia training program that was developed 
by David Troxel, a pioneer in dementia world.  

What I love even more is that the Home Instead-East Portland and Clackamas 
County offices don't just say they specialize in dementia, they actually do. They 
take training their CAREgivers very seriously.  

I don't recommend any product or service I wouldn't trust with my own family 
and Home Instead Senior Care-East Portland and Clackamas County definitely 
get my seal of approval.  

So, if you're looking for dependable, warm-hearted home care, know that Home 
Instead is my go-to... and I'm not the only one. Home Instead Senior Care has 
been named to Newsweek magazine’s inaugural list for America's Best Customer 
Service 2019.  

You can call Home Instead at (503) 447-6531 or (503) 828-0834, or go to the 
show notes for a link to their websites. That's Home Instead Senior Care-East 
Portland and Clackamas County for knowledgeable, dependable, warm-hearted 
home care.  

 

Christy: So, taking as an example, your friend and you--and we talked about this when we 
had our original conversation about the incident that happened around the Randy 
Rainbow Concert--people have a choice to make. And if I'm in an interaction with 
someone with a neurodegenerative disorder or no neurodegenerative disorder, if 
I'm in an interaction with somebody I care about, I want it to be a positive 
interaction. I want us to both walk away feeling good about it.  

Therefore, if I know that there are certain sore points that my friend has, yeah, 
I'm going to avoid them. Doesn't matter how long I've known them. This thing, 
whatever it is, is now a sore point. So I'm not going to poke it. I'm not going to 
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prod it. I'm not going to try and bring it to the surface. That's not my role as a 
friend.  

I feel like my role as a friend is to be supportive and you know, hopefully, we have 
a good time together. That's why we're friends. Right?  

So, I think every person who is interacting with somebody with a 
neurodegenerative disorder, knowingly interacting with a person with the 
neurodegenerative disorder, has a choice to make: What is the goal of the 
interaction? What do I want to have happen out of this interaction, and what will 
the result of that be?  

So, if my goal in an interaction with you is for me to just a hundred percent be 
myself, and that's what it means to me to be friends, I could do that, but I could 
also, possibly, stray into territory that's going to make you uncomfortable or make 
you feel bad or bring you to tears. That's another decision point: What's the most 
important thing to happen there? 

To just say, "Well, that's a bummer you're not handling it well, Phil, but you 
know, I gotta be me!"? That's taking it to the extreme.  

 

Phil: Right.  

 

Christy: I would say most relationships, no matter the nature of the relationship, most 
adult relationships, we do go into interactions with others looking for it to be a 
good interaction. Not a, "Well this is the way it's always been, so I just gotta be 
me,” kind of a thing.  

But again, that is where people who have known one another for decades really 
struggle, because it's asking that other person to do something different than 
maybe they've done in the past, which is often, honestly, just to be more present in 
the moment.  

And for as much as we've heard about mindfulness and really being present in 
your body and you know, all of the woo-woo stuff, talking about it is more 
common and easier, of course, than doing it. And it requires practice. 

 

Phil: Right. Do you find that that's the reason that people pull away? Or, maybe a 
different way of saying this is, I mean, how do you, as a person living with the 
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disease, what can you do to make sure that your friends or acquaintances or 
people don't pull away?  

Is there anything? Probably not. I mean, it could be just as simple as saying, “I 
don't want you to change. I understand. I'm a big boy. You're a big boy, big girl. 
Things are going to happen, I'm going to get upset. It's not your fault. It's just 
what is going on.” 

 

Christy: Every relationship is unique. And you are certainly at a place where you're easily 
able to determine who you’d like to spend time with and what's okay and what's 
not okay, and what the rules around any particular relationship are.  

To my mind, that's almost a separate thing. Going back just a little bit, why do 
people fall away? I think frustration is a big part of it.  

Because--and this is where, quite honestly, I'm very black and white about this: 
Look, one person has an attack on their brain; the other person doesn't. Can we 
not have a little compassion and bend a little for the person whose brain is under 
attack 24/7? I don't feel like that's a big ask. But that's probably not a surprising 
answer, coming out of my mouth, right?  

 

Phil: Right.  

 

Christy: Of course, I'm going to say that. So, I think where people really skin their knees is 
when they have certain expectations about how something ought to be and the 
reality doesn't match up to the expectation.  

So, if I expect that 10 years from now, I'm going to be able to have the same type 
of conversation that you and I are having right now, I'm going to be bitterly 
disappointed. Whose fault is that? Yours? No, not at all. Definitely mine.  

And things change in life. Interactions, life, it's pretty dynamic. For as much as 
there are times we would really love for it to be static, the choice then is always 
how are we going to manage that change? Are we able to roll with it? Are we 
able to shift our perception even just five degrees and see where the other person 
is coming from, why they might be reacting in a certain way?  

Maybe why they might be upset about something and adjust accordingly in the 
pursuit of maintaining the same quality of relationship that we have historically 
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had? Meaning, we like to spend time together, we enjoy one another's company. 
So, that's a decision for every person to make. But, I think everybody would be 
happier if they were able to pause for a beat and think about, What do I want out 
of this interaction? What do I want out of this relationship and what are my 
expectations?  

And again, that goes back to being really present and very mindful. And it's a way 
that most of us don't naturally consciously live. It does require some work. It 
requires some thought before going into situations.  

All of that said, we're talking about humans. Mistakes will be made, things will 
happen. But if we're thinking about maybe just, not even looking at 10 years down 
the road, but, How's this very next interaction going to go? What would be a win?  

And this certainly isn't true of the situation or the relationship with you and your 
friend, but often when we're talking about people living with Alzheimer's or 
another type of neurodegenerative disorder and their primary care partner, we're 
talking about interactions involving the care partner wanting the person with the 
diagnosis to do something. So, it's a very transactional thing.  

And what I always wind that back to is, What if we didn't make it a transactional 
thing? What if we acknowledged Phil as a human being with his own needs, 
wants, likes and dislikes, and started there, and built on that and built some 
rapport and then looked at whatever the thing is that needs to be done after we've 
determined does the thing actually even need to be done? 

And so obviously in those types of interactions, I think that that's a huge stretch 
for care partners to think about: I really want to be mindful in this moment when 
I'm trying to persuade Phil to take a shower, or to eat lunch, or to whatever the 
thing is. To get dressed. It's just a different nature of interaction. 

  

Phil: Yeah. I remember talking to someone, their mother had Alzheimer's and the 
person was just stunned at how her social circle, which had been huge because her 
mother had been a type that would do anything for anybody. You know, “You 
need a ride to this, to that?” just disappeared. Just absolutely disappeared.  

It's just yet another reality of this disease. Especially for people who don't have 
huge social circles like me. I have very large virtual circle circles. Not real types 
of circles. Yeah, I guess it's yet another sad reality of this disease.  

I had another thought that I wanted to bring up. It's gone. Maybe it'll come back. 
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Christy: What you just said is yet another reason why it's so important that you do share 
your story, so people start to have a better understanding of what it's like in the 
day-to-day reality and also what it feels like.  

It's really important because, as we've talked about before, there are so many 
people who will just take one look at you and go, “Yeah, he's fine. He doesn't look 
like he has an Alzheimer's diagnosis,” whatever that's supposed to mean. People, 
being completely unable to know what they don't know, don't understand the 
subtleties of changes that happen over time unless they're made aware.  

And my heart goes out to your friend with that Randy Rainbow interaction 
because she--splat, right into the hard stuff with no idea that was coming down 
the pike. So, that's a big example. But, there are just subtle things along the way 
that, it really makes the struggle even bigger down the line if they maybe live out 
of town or they have not traditionally had a lot of in-person contact.  

So, it could be family that lives out of town or whatever. And maybe you get to see 
a person once every six months or once a year, once every couple of years. If 
they're not aware of the subtleties of changes that happen along the way, then 
they walk into a situation, if they haven't been prepared for it, it's kind of walking 
in blind, and yeah, that makes for a really uncomfortable situation for everybody.  

 

Sponsor: Hey, care partners, just a reminder: you don’t have to go through this alone. 
Dementia can last up to 20 years, which is a very long time to fly by the seat of 
your pants, struggling through trial and error.  

If you don’t have a strategy, or if you’re not sure what the next “right” step is, 
please book your complimentary Dementia Caregiver Strategy Call with me.  

Just go to DementiaSherpa.com/call and you’ll see the link to book your 
complimentary Dementia Caregiver Strategy Call. You just put in your name and 
email, pick the time that works best for you, and that's it. It’s really that easy! 
Again, that’s DementiaSherpa.com/call.  

 

Christy: It's that discomfort and that sick feeling in the pit of the stomach of not knowing 
how to successfully navigate an interaction, not knowing what the right thing to 
do is, not knowing what the right thing to say is.  

Because people don't really want to make other people feel bad. I believe that 
that's true of most people. So, then they think, Phil was upset when I saw him last 
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time. Maybe it would be better if I don't...I don't want to keep upsetting him. May 
be better if I stay away. And that's where the opportunity for some intervention 
comes in, with somebody who would be able to say, “Well, actually, if you try X, 
Y, and Z, that works really well. And maybe avoid A, B, C.” But again, it comes 
down to the choice of the other person. Do they want to pursue that or not? 

 

Phil: Is there a coaching program? “Hey, I'm going to go see somebody who has 
Alzheimer’s. Here’s how to act.”  

 

Christy: Yeah, Phil, that's what I do.  

 

Phil: Well, yeah. You don't have enough hours in the day to talk to everybody who's 
going to go see somebody. 

 

Christy: That's why I have online programs, so people can watch the videos, too. 

 

Phil: God, so frustrating. So, the image as we were talking that popped up in my mind 
was sort of like a field with landmines in it.  

 

Christy: Hmm. 

 

Phil: And, if you had the opportunity to say, “Well, I'm going to walk bravely through 
this land mind, this field of landmines.” Or, “Maybe I'll take the easy way and I'll 
just go through this field because I don't want to get my leg blown up.”  

I mean, most people would, unfortunately, take the easy way, right? Which is, 
“Yeah, maybe next week. I'll go see X, Y and Z next week. I'll go see my 
grandma next week. I like my leg this week.” 
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Christy: I think as humans we have an infinite capacity to kick the can down the road, 
that's for sure. But, another thing that would probably be helpful is if people 
didn't look at it as, It's a landmine and I'm going to get my leg blown off, and 
instead looked at, What is the best way to take a step forward? Is that straight 
ahead? Is it to the left? Is it to the right?  

It's like that old, “How do you eat an airplane? One bite at a time.” Everybody's 
going to get overwhelmed if they're looking at something that they don't know 
how to do, or haven't done before and don't have kind of much of an idea about 
how to move forward. That's a great time to hit the pause button and gather some 
more information. Find somebody who has been through it before successfully. 
Find a guide. 

 

Phil: Find a Sherpa. 

 

Christy: That would be fine, too. Buddy system. The first step, though, in any of this, really 
is recognizing, I could probably do this better or more effectively or less 
painfully, or however you want to frame it, if I got some additional information.  

 

Phil: Right.  

 

Christy: If I didn't think, Well, I'm me, so I'll just wing it. And that is another spot, 
honestly, where I see people get into situations they wish they weren't in, and it's 
that understandable yet erroneous belief that, I love this person. Therefore, it's all 
going to turn out okay.  

And I certainly--absolutely, I'm a huge fan of love. I think it is a necessary 
ingredient and really encourage people to do everything with love. It just makes 
everything better. But, I have seen people, who loved their person deeply, who 
literally did not know that if they did X it would make the situation worse, because 
they just didn't know. So, I think getting a little more information is a really good 
place to start. 

 

Phil: So, quick thought: make sure you put your online programs in your show notes. 
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Christy: Phil, our Assistant Sherpa and also my business manager! 

 

Christy: And that's our show. Thank you so very much for listening. Head on over to the 
show notes at DementiaSherpa.com. And if you feel like you need to clone 
yourself to get it all done for your person, be sure to visit our sponsor, Home 
Instead Senior Care-East Portland and Clackamas County, and let them know 
that The Dementia Sherpa sent you. 
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