
The Alzheimer’s Podcast: Navigating Rough Terrain with the Dementia Sherpa 
Episode 84: When Your Family Doesn’t Get It 
 
Hello and welcome! 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.  
 
A couple of months ago, I threw out the idea that if we ask better questions of 
ourselves, we could end up affecting a better quality of life for ourselves. This is 
based on our brain always coming up with answers to the questions we ask.  
 
So, for example, if we ask, “Why am I such a loser?” our brain is going to turn 
loose that nasty little voice and come back with, “Because you're too fat.” Or, 
“Because you're so unlikable.” 
 
 On the other hand, if we ask, “Why am I so popular?” our brain is going to come 
up with answers about that. “Because you're so knowledgeable. Because you 
offer so much value. because you're good enough, you're smart enough and 
doggone it, people like you!” 
 
So, no matter what we're asking, we're going to get answers back. And I decided 
to run a little experiment about dementia care partnering. What would it be like if 
we asked better questions about that experience? 

I was surprised by the results, but also recognized a common thread, one that I 
think many, if not most of you will relate to.  

And I have to be honest, this is probably one of the scariest episodes I'm ever 
going to do because I'm going to say some things that I think are not going to be 
popular, but I'm gonna say it anyway. So, that's what I want to talk about today 
on episode 84 of Navigating Rough Terrain with the Dementia Sherpa. 

Here's what I found in my impromptu (and in no way scientific) experiment about 
asking better questions to get better results, to affect better quality of life. I think 
these findings are relatable for most people.  



The number one thing I found was most dementia care partners have extreme 
difficulty framing thoughts in a positive manner. For example, they’ll say 
something like, “Why is my person always in denial?” rather than, “How can I help 
my person understand what's going on?” Or, “How can I best support my 
person?” So it's kind of that shift in focus of what we're looking at, how we’re 
looking at it.  

Another thing that I hear a lot is, people will say, “Well, you know, my mom's just 
so manipulative and she always gets her own way.” So, that's one way to look at 
it.  

But a different way to look at it is, it's gotta be about the scariest thing you can 
possibly imagine to have dementia. If you feel like you don't have any control of 
your life, if you have lost your independence, if you're relying on another person 
to make sure that you feel safe and secure, that's gotta be pretty frickin’ scary. 
Again, it's all in how we frame it and what our perception of the situation is.  

The number two thing I found is that most dementia care partners identify other 
family members as their most significant problem outside of their person living 
with dementia. I mean, not that their  person living with dementia is a significant 
problem; the fact that their person has dementia is kind of universally the number 
one issue. Obviously.  

The second one is that most dementia care partners identify other family 
members as the next most significant problem. So, that has to do with other 
family members not offering support, not stepping up and--most 
significantly--saying, “I don't see a problem.” 

“I think you're being dramatic. I think you're making a mountain out of a molehill. 
I think Mom was just fine.” Now, you can see where that would be a huge 
problem, why that would be very upsetting.  

Especially if your person is at that part in the process where they require  24/7 
supervision to make sure that they're safe and that they're cared for, that they’re 
eating. 

That would be, that’s just like a slap in the face, a a metaphorical slap in the face, 
that you're basically busting your booty to make sure that your person is okay and 



other people in the family are telling you you're being a drama queen. That's 
enough to make anybody's blood boil.  

And the #3 thing I found is that almost everyone who identifies family members 
as their biggest problem say that's the reason they can't possibly move forward 
with doing what needs to be done for their person.  

And honestly, this is probably the part where I'm going to completely tick people 
off.  

I understand why that would be really upsetting, when other people in the family 
are questioning the reality that you're living. I totally get that.  

What I don't get is just saying, “Huh, well that's what happened. Nobody else 
believes me. So I can't possibly do anything else. I can’t possibly move forward.” 
That's the part I don't get.  

And I'm going to talk about that more in a little bit. And this is a good time to say 
it is never my intention to annoy people or to piss them off, and I hope that's 
obvious. But sometimes, you know, I think we need a little, a little gentle nudge, a 
tap on the shoulder, a little shoulder shake.  

We just kind of need somebody to point out this is probably going to go better if 
you shift your focus to this other direction. And so that's what I'm trying to do 
here. In a loving way, of course! 

Okay. Number four is I found that--I think again, I think this is completely 
universal--no one seems to like setting boundaries, especially the part about 
enforcing them. We talk about this a lot at the holidays, especially. “No, you can't 
come over to our house drunk and make it all about you on Christmas. No, that's 
not going to fly. We're not doing that. We're not having that experience. We're 
not subjecting Dad to that experience.” 

That is a boundary, that's enforcing the boundary.  

A lot of times people haven't really thought about actually setting boundaries, 
and it’s as a situation evolves where that becomes more clear that that's 
something that needs to happen. 



So, for example, let's say that your parent is living independently, you know, in 
their own home. They developed dementia, the condition is progressing and 
something needs to happen. So you make the decision, okay, they're gonna come 
in and they’re gonna live with me. That's all fine. And it's then, at that point, you 
realize, oh, there needs to be some boundaries about when my nephew visits or 
when my niece takes my mom out, or whatever the case is.  

As the situation is evolving, you realize like, oh, hadn't looked at every possible 
angle of what the repercussions of this decision and the situation could be. That's 
totally normal. So then you set those boundaries as you go along, hopefully.  

And again, I think most people are pretty good at that, actually. Pretty clear on 
what is okay with them and what's not. It is the part about enforcing those 
boundaries. 

And often the first part about enforcing boundaries that gets skipped is just telling 
other people that there's a boundary there. Like we have a container, right? And 
that's all the boundaries are. Like I have a container, you have a container.  

And sometimes people who aren't super aware just need to have it pointed out to 
them. Like, “Oh, whoops, our containers are touching and that's too close.” We 
don't need our containers brushing up against each other or rubbing up against 
each other in a way that's creating a rash.  

But then there are other people who are like free-flowing molten lava, with really 
no idea about the container concept, and they just kind of scorch everything 
along the way. So that's why we need to let them know what's going on.  

I have found, in my experience, most people really do want to please other 
people. They don't want to go out of their way to annoy someone else, to irritate 
someone else, to create a problem. And again, that’s most people. 

You may have someone in your family who enjoys confrontations, who enjoys 
being a jerk, who enjoys creating drama. So my question to you then would be, 
Why would you want this person in your orbit, let alone in your living room? And I 
understand if there's a parental relationship there, there are some special 
circumstances. But when we're looking to act in the best interest of our person 
who's living with dementia, drama and chaos is not in their best interest.  



So again, this comes back to enforcing boundaries. And that starts by letting other 
people know that, “No, you can't come over high. That's just not going to happen. 
It's not going to work.” 

“No, you can't continue the visit when you start asking Mom where her purse is 
and if her Social Security check has come yet.” Out, right? So those types of 
things.  

And I again, I understand most of us do not want to have a confrontation. But a 
lot of times, that can be avoided when we just let other people know what the 
actual boundary is because then they go, “Oh, okay, now I get it.” Like I said, 
again, the majority of people don't want to create drama. They don't want to 
have a confrontation. They just want everybody around them to be getting along 
and to live in peace and harmony.  

Number five, I found out that the fear of pissing off other family members 
outweighs the benefits of moving forward with carrying out necessary actions for 
their person. And this is where I said, I think I'm going to end up pissing off other 
people by talking about this. But this is what it looks like, this is kind of the reality 
of it.  

Because I started off saying, “Hey, if we can reframe things into a more positive 
way, if we can essentially ask better questions, we can get better answers from 
our brain and have a better life and wouldn't that be awesome?!” 

 Everybody said, “Yeah, that would be awesome! And you know what? You know 
what my biggest problem is? My stupid family who thinks that it's all in my head 
and that I'm making a big deal out of nothing. So I just can't possibly do anything 
with these people!”  

And so this is where there's lots of opportunity to do some other shifts in 
thinking. One shift in thinking would be if others aren’t believing you. The shift is, 
I'm not sure that they're not believing you, that they're being jerks and blowing 
you off and saying it's all in your head just to be mean.  

Instead, we can shift our mindset to see the possibility that that's their way of 
dealing with the situation. They're in denial. But instead of focusing on their 
psychology, let's just focus on you.  



You know what doesn't work. You know this situation isn't working, whatever it is. 
There are things that need to change. Things that need to be done for or on 
behalf of your person to make your person's life better.  And your family's not on 
board. Here’s my question: If you know the situation isn’t working, and your 
family isn’t on board for change, why are you sticking around?  

Why do you want to stay in that situation? And you may be thinking, I don't want 
to stay in that situation, but they won't budge. 

This is where it's really useful to remember that you are the only person in the 
situation who has the ability to change.  Just like in interactions with your person, 
who has brain damage from the dementia. So you know your person can’t 
change. They literally can’t. You are the only person in the situation who has the 
ability to change things.  

You’re the person who has the ability to do things differently, to think differently. 
You don’t have brain damage. I'm not saying others in your family have brain 
damage, but I am saying that you have 100% control of you. You're the only 
person who can affect change, whether that’s changing yourself--shifting your 
mindset--or changing the circumstances around you.  

It's useful to ask yourself some questions, like if you’re in a bad situation, are you 
subconsciously maybe believing that you don't deserve better? Are you 
subconsciously believing that you're getting some kind of payoff out of being in 
the situation or, or staying stuck at this area?  

And I know it has to be subconscious, because there's no way you would 
consciously choose something that’s causing you pain, that’s creating an 
impediment to you doing what needs done. And this pain point, I think, comes 
back to, “If I rock the boat in my family, then I might end up being ostracized from 
my family. I might end up being shunned by my family. I wouldn't have the 
support of my family. My family wouldn’t love me anymore.” 

That’s a scary prospect, for sure. But take a step back from there and look at the 
situation as it is. Not as you wish it to be, but as it is. What kind of support are you 
getting right now? If your family is telling you it's all in your head, that you’re just 
blowing everything out of proportion, they're not supporting you right now. 
Whether it’s because they’re jerks or that’s their coping mechanism doesn’t 
matter. The result is the same: you aren’t getting their support.  



So what would be different if you went ahead and did what needs to be done for 
your person, whether your family thought there was a problem or not? 

If you know that your person needs to go to the doctor, you don't have to get the 
rest of your family on board for that. Just make the appointment. Move forward. 
Do what needs to be done. Now, I'm assuming you're the responsible party in this 
situation and you have the authority to move forward.  

So that's the significant shift in mindset and focus you can make. Just sidestep 
what's going on with the family. And I'm not in any way saying forget about being 
part of the family and go live in the woods by yourself. 

What I am saying is your family doesn't have to buy in for you to do what needs to 
be done. You can still go for a better quality of life even if they're not 
acknowledging the problem.  

I’ve got two stories that illustrate this idea, from my own family. My grandma 
Anna, my mom’s mom, died of Alzheimer’s disease after 19 years. She went all 
the way through the disease progression. My mom did an excellent job taking 
care of her, but sometimes it felt like we went round and round. Hospice is one 
example. Having the advantage of being a step back from the situation, I could 
see Anna’s steady decline, whereas my mom couldn’t.  

I brought up hospice numerous times with my mom. She always said she didn’t 
think it was time yet. After a few months of this, in a moment of total frustration, 
I finally just talked to a colleague who worked for hospice and set an appointment 
for her to go see my mom and grandma the next day.  

Then I pulled on my big girl britches and called my mom to tell her my friend from 
hospice was coming over the next day to see about getting Anna on service. As I 
had my eyes scrunched closed and was bracing for impact, my mom said, “Oh, 
thank you, honey! That’s such a relief! What time?”  

And that was that. Now obviously, it won’t always go down like that. Heck, I didn’t 
think it was gonna go down like that. But you may just end being surprised, like I 
was. 

Here’s another story from my family that relates to what we’re talking about 
today. As I said, my grandma died of Alzheimer’s after 19 years and full disease 



progression. The reason I mention this is because when someone goes through it 
that way, versus something opportunistic like succumbing to pneumonia 
somewhere in the middle of the process, it’s rather pronounced.  

At the end of her life, my grandma weighed, we estimate, about 65 pounds. My 
mom did such an amazing job taking care of her that her skin was just beautiful 
and intact. She didn't have any type of bed sores or anything like that, but you 
know, she didn’t look good. She looked like someone with end-stage Alzheimer’s. 
She couldn’t make eye contact. She couldn't smile. She was nonverbal. She 
couldn't sit up, she couldn't roll over. She was incontinent. She couldn’t feed 
herself.  

The reason I mention all this is not to make anyone cringe but because it was at 
this point, three days before my grandma died, when it was very clear death was 
imminent, my aunt said to me, “You know, I don’t think Anna’s going to get 
better.” 

Luckily, my natural response to things I don’t see coming is to freeze. Which is 
why I didn’t say something inappropriate like, “Do ya think so, Sherlock?”  

The reason I'm going on about this in detail is because my mom took care of my 
grandma for the last five years of her life and was very open about what was 
going on. Always encouraged other people in the family to come visit. And my 
aunt, who had always been very, very close to my grandma, wasn’t a mean 
person, wasn’t an idiot. 

But she was in so much pain, this situation was so far past excruciating to her, 
that her coping mechanism was denial.  

Really think about what I’m saying here and if this could be the root of the 
problem in your family too. Like in many families, my grandma showed 
unmistakable signs something was wrong for quite some time before she was 
diagnosed.  

And of course she didn’t get better after she was diagnosed. She continued living 
with my grandfather for quite some time, but then my mom quit a job she loved 
so she could move my grandma in with her and my dad for the last 5 years of my 
grandma’s life. And then Anna was on hospice the last six months of her life.  



Those are a lot significant changes and events to deny, over the course of many 
years. My poor aunt. That’s a lot of pain. 

Imagine what would’ve happened if my mom had been waiting for my aunt to get 
on board before acting, before intervening in any of this. 

That would’ve been a really bad outcome for my grandma. 

The larger point is, this kind of thing does happen in families, and that doesn't 
mean that you're doing anything wrong, that you should just be trying harder to 
get the rest of the family on board. This doesn't have anything to do with that. 

So what would it be like if you went ahead and moved forward with what needed 
to happen for your person? What would it be like if you were like my mom and 
said, “Okay, I can see my parent needs more care. I'm going to make sure that 
happens.”  

Or, “I can see my parents can no longer live in their own home. I'm going to do 
whatever needs to happen to change that situation.” 

What would it be like if you said, “Okay, I see it's time for a hospice evaluation,” 
or whatever the situation is? What if you just did what needed to be done and 
moved forward? What would that feel like? What would happen? How would it 
affect your and your person’s quality of life?  

For my mom as a care partner, she had an amazing husband who was super 
supportive. My dad would do anything that my mom needed, that my grandma 
needed. My brother and I also happened to be living in town during those five 
years, so that was really helpful too. We were some added emotional support. My 
grandpa, obviously, he was very much in favor of everything that my mom was 
doing. 

So my mom did have a lot of support, especially from people who are really 
important to her. But she had been very close to her sister, and this situation 
created some distance for years.  

If you find yourself in a similar situation, I just would say, take a step back to the 
best of your ability and see who else do you have in your life that will support 
you, that can support you? And if you're not readily identifying other people 



currently in your life who can support you, then where's your nearest support 
group? We put that link in the show notes every single time, along with an 
invitation to join our private Facebook group (Tips, Tricks, and Tools for Dementia 
Care Partners), as well as a link to find an in-person support group near you, or a 
telephone or online group. There are lots of different types of support out there, 
and those links are in the show notes every single episode because support is 
really important. You deserve support. 

One type of response I hear too often is something along the lines of, “Yeah, 
but…” It’s things like, “Yeah, but my brother should know.” 

“Yeah, but my son should be stepping up!” 

“Yeah, but my sister should be more supportive!” 

Here’s the deal: I totally agree with you. You are 100% right. Your son should be 
stepping up. Your daughter should know what's going on. Your sister should be 
acknowledging the truth. Your nephew should stop being a jerk, or whoever it is 
in your family that's not on board. They totally should be. They should see what's 
going on. They should be offering to help. They should be jumping right in. They 
should be as educated about this topic as you are. And guess what? 

That ain't the case. They’re not doing it. It doesn't matter how it should be. We 
can all agree that the world should be a better place. And you know why stop 
there, with your family? There should be a cure for Alzheimer's by now. There 
should be a cure for Lewy Bodies. There should be a preventative for vascular 
dementia. We can all agree on that, right? 

There should be, but there isn't.  

We can should all over ourselves, but it doesn’t change anything. That's why 
we're talking about things like this. There should be a cure, but there isn't. So how 
are we going to help our people right now?  

How are we going to support our people right now? And likewise, by extension 
with your family, they should be on board, but for whatever reason they're not. 
And that does not make you the bad guy. You're doing the very best that you can. 
You deserve support. You deserve compassion. You deserve all the good that 
you're giving to your person. You deserve all of that too. And if your family can't 
give it to you or won't give it to you, whatever the deal is, I am sorry about that, 



but good gravy. Move on! You know, brush that aside and find your tribe. Find the 
people who are there for you, your friends, maybe more remote parts of your 
family, your support group, your online community, your coach, whoever it is. 

Your best friend, your spouse, your adult kids. I don't know who it is, but you 
know there’s at least one person, hopefully many more than that, that will give 
you the love and support that you deserve so that you can do what needs to be 
done for your person and have the ability to start asking better questions so that 
you can get better answers so that you can affect a better quality of life for you 
and your person. Because you deserve that. Your person deserves that. It doesn't 
have to be a continuous slog. It does not have to suck every day. It does not have 
to feel like you are shoving a boulder up a hill. It is okay for you to get to smile, to 
laugh, to feel good, to take a break, to be silly with your person, to have someone 
else spend time with your person. 

Dementia care partners so often get sidelined, moved out of the way. Because the 
focus is on our person, which we understand. We need them to be safe before we 
can even talk about quality of life, so we understand why the focus is on them.  

But I don't ever want you to feel like you're not seen or heard, not here in 
Dementia Sherpa world anyway, because I do see you. I know what you're doing. I 
know you are busting it to make life as good as it can be for your person. And I 
want you to remember that you are just as important as your person, and you 
deserve to have awesome quality of life too. 

So I encourage you to ask yourself, “What would it be like if…?” and then fill in 
the blank in a positive way. What would it be like if you did what needed done, if 
you got the support you deserve, if you stopped stressing about your family 
getting on board? How would that feel? What all could you get done? What 
would life look for you and your person? 

Thank you so very much for being with us today on The Alzheimer's Podcast. 
We've got some resources and goodies for you in the show notes over at 
DementiaSherpa.com/episode84. We look forward to spending time with you 
again next week. Until then, wishing you a blessed and easy week ahead! 

 


