
The Alzheimer’s Podcast: Navigating Rough Terrain with The Dementia Sherpa 
Episode 112: Cultural Competency in Serving the LGBTQ Community 

 

Christy: 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! People with Alzheimer's and other 
neurodegenerative disorders are typically portrayed in media as elderly white 
people. On television, it's often a white man in the emergency department, 
accompanied by his wife, sometimes with a frantic son along for the ride.  

What most folks don't realize is that the African American and Latino 
communities are significantly harder hit by Alzheimer's and related 
neurodegenerative disorders.  

Women are much more likely to not only be the primary care partner, but also to 
go on to develop one of these disorders. Younger people, like Phil Gutis, our 
Assistant Sherpa here on The Alzheimer’s Podcast, can be diagnosed.  

When media depicts or represents only one type of person or family, we know, 
logically, we're missing the larger fact-based picture. It's important for providers 
to appreciate and understand who we're serving, which definitely includes 
historically marginalized communities. And that leads me to the community we're 
discussing today: the LGBTQ community.  

I was lucky enough to land an expert guest, Jerry Mallicoat, who explains what, 
exactly, the terms cultural competency and cultural humility mean, and why it's 
vital providers consistently demonstrate both. Although Jerry's focus is on the 
LGBTQ community, I think the broader message is applicable to every 
marginalized community and person.  

 
Christy: I'm very excited to have with us today Jerry Mallicoat, who is the Board 

Moderator for Rainbow Elder Care of Greater Dayton, as well as the LGBTQ 
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Health Initiatives Manager for Dayton and Montgomery County, Ohio. Welcome, 
Jerry. 

 

Jerry: Hi, Christy. Thanks for having me. 

 

Christy: I'm very excited to have you. So, I found you randomly on the Internet. I was 
looking at a list of, I believe it was the NBC Pride 50, and it was a list of 50 
influential people in the LGBTQ community that are having impact in their 
communities. And I had never heard of Rainbow Elder Care of Greater Dayton. 
Once I read about the program, I saw the need for it. Are there similar 
organizations across the US? 

 

Jerry: There are some similar organizations in various cities across the United States. 
Dayton is the only place in Ohio to have an organization like Rainbow Elder 
Care. However, you may be familiar with S.A.G.E., the national organization that 
provides education, advocacy for older LGBT adults.  

It doesn't operate exactly the way Rainbow Elder Care does. It doesn't meet 
cultural competence training, it doesn't do a lot of advocacy, but it does provide 
social outlet, support, information to older folks.  

Rainbow Elder Care sort of does a full continuum, provides a full continuum of 
services and support, I guess, let's say. Although they're not a direct service 
provider. So for example, we don't provide home care. But we can refer people to 
culturally competent home care providers in our area. 

 

Christy: Okay. You want to give folks an idea of what cultural competency means specific 
to the LGBTQ community and for those of us who serve it? 

 

Jerry: So cultural competence is a term that you will hear occasionally used, especially 
with regard to health care or social services. It really means having an 
appreciation and understanding and humility in the way you serve a particular 
population. In this case, LGBTQ older adults.  
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And so that means having an appreciation for the historical discrimination and 
marginalization that the LGBT community has experienced. For some, the trauma 
that they may have experienced.  

For example, having lived through what was known as the AIDS crisis and 
watching their community, people in their community, die without much support 
initially from the government or from the community at large.  

It means understanding that there are some health disparities that exist within the 
LGBT community that they should be aware of. And for example, the LGBT 
community experiences higher rates of some mental health issues such as 
depression, anxiety. They experience a much higher rate of smoking, higher rates 
of substance abuse. Higher rates of suicidality.  

And the cultural competence is having some understanding of that. And then 
where humility comes in, we talk about being humble or having cultural humility 
in serving the LGBTQ community. That's really, taking all of that knowledge 
about the health disparities that exist, a journey that the community has been 
involved in over the last, really century, but particularly over the last hundred 
years.  

And remembering that the person who may be seeking your services is bringing 
an entire experience, largely as a marginalized person from a marginalized 
community.  

And they may own systems of support. They have their own networks of care. 
They may have their own fears and resentments about the healthcare system or 
social service providers and understanding how to acknowledge that, how to 
maneuver it, and how to try to--given all that you know, all they've 
experienced--how you can connect them to services that will affirm them and not 
marginalize them further.  

So, it will go, hopefully, to seek services from providers who understand the 
difference between sexual orientation and gender identity and expression. They 
will understand about some of the health disparities that, quite frankly, have been 
caused, if not exacerbated by, discriminatory laws, stigma, harassment, et cetera. 

 

Christy: I would imagine with that type of history in mind, it would be extraordinarily 
scary for an LGBTQ person to attempt to build any bond of trust with a care 
provider. It seems that would be an extra challenge for the care provider, to 
really make sure that the environment, if it was long-term care, for example, or if 
it was a home care provider, or in a physician's office, that the person can feel 
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safe in just being, let alone sharing information or being able to confidently ask 
for what they need. 

 

Jerry: Well, it certainly can be. Things are getting better as we as a community have 
become more, have been becoming more equal citizens. Still not where we need 
to be, but we've made a lot of progress.  

But understanding that historically, dating up until the 1980s, into the 1990s, and 
even still with some concepts like conversion therapy--which we'll talk more 
about, I hope, in a moment--but, over time, primarily, the health care system has 
been one that has tried to change us. Just think about up until 1973, quote 
homosexuality end quote, was considered a mental disorder by the American 
Psychological Association.  

And it wasn't, so it wasn't uncommon for a person to seek care for some 
healthcare condition and if it became known that they were quote homosexual end 
quote--not a term I like to use, but that's the technical, scientific, medical term--it 
wasn't uncommon for the health care community to try to change us, find ways to 
sort of treat us, to make us straight. 

And so there is a fear that exists, particularly among older LGBT people, about 
trusting the healthcare system. If I disclose who I am, will people try to hurt me? 
Will people treat me badly? Will I just not get the care I need because I'll be 
ignored, perhaps? And so, you know, LGBTQ people have had, literally, a 
tortured health care history.  

So all of that follows us into later life, where when we may go into a senior living 
community or assisted living or long-term care and we're at our most vulnerable, 
typically, or becoming more vulnerable. And so it is frightening sometimes for 
people to just acknowledge and declare who they are and all of, all of the journey 
they bring with them, for fear that--because of prejudice or stigma, that they may 
be mistreated.  

So, that fear is very real. It's been researched and studied. And we know that 
LGBT people, older adults in general, are less inclined to be out, to acknowledge 
openly, you know, who they are and what their lives are about, as they move into 
later life. 

 

Christy: I almost hesitate to ask this question because I know I'm going to ask you to super 
simplify and so I don't mean to be disrespectful, but if you could give maybe one 
or two tips. What--because I'm assuming the larger answer is going through 
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cultural competency training--but is there, do you have one or two tips that 
providers can, things that they can do or say straight out of the gate to get off on 
the right foot for beginning to establish that trust? 
 

Jerry: So, a couple of things. One is, look at, look around at your care environment, 
whether that's your office, or waiting room, or whatever space where patients or 
clients or our first encountering you. And be sure that there are signals and 
symbols that send messages to LGBT people that they are welcome and that 
they're safe.  

So that could be something as simple as having a rainbow sticker on a padfolio or 
having a photograph in your waiting room of a same-sex couple. Where it's 
obvious that they really are a same-sex couple.  

It could be having magazines that are from or for the LGBTQ community in your 
state. Because symbols matter, right? I mean, you just think about any 
other--think about religion, for example. There are numerous symbols in religion 
that have tremendous power. 

Likewise, in our community there are symbols. The rainbow flag is one. The trans 
flag is another. Because sometimes trans people need an additional symbol or 
signal back: "Okay, I understand that maybe you're LGBTQ-friendly, but do you 
really understand anything about the transgender community?"  

And there could be a way that you could send signals that are, I guess you would 
say, somewhat subtle. You could put, for example, the equal sign logo from the 
Human Rights Campaign, which is the civil rights organization for LGBTQ 
people, the national one.  

Use a symbol that many people might not even recognize, but LGBTQ people 
will recognize. And it will signal to them that, There are people here who 
understand my community and I can disclose to them, I can ask for the help I 
need.  

Another thing that people might do is when you are perhaps doing an intake with 
a new patient or client, be sure you're capturing data about sexual orientation 
and/or gender identity.  

So if you have an intake form, look at that. First of all, try to be sure that you're 
not using sort of binary, sort of heterosexist type of language and questioning. So 
instead of saying things like husband/wife or father/mother, instead, you would 
say, spouse or parent.  
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Because when LGBTQ people see binary language on intake forms and various 
other types of forms, it tells them, you know, they're not really accounting for the 
fact that perhaps a child has two mothers or two fathers. So if you use a generic 
term like parent, it start to kind of, it signals that you sort of understand that 
you're serving LGBTQ people too.  

You might also have a couple of questions to capture sexual orientation and the 
way to set that up is very simple. It's just to say, "Okay, I'm going to ask you a 
series of questions that we ask all of our clients, all of our patients, so that we can 
be sure you get the care and service that's right for you, as an individual.  

And so that kind of sets the stage for asking, "What is your sexual orientation? 
What is your gender? What sex were you assigned at birth?" Because a healthcare 
provider, in particular, or a service provider might need to know that, Okay, the 
person who is in front of me is a transgender person, but they were assigned a 
different sex at birth. And depending upon where they are in the transition 
process, I might need to know.  

For example, that they still might need a cervical exam, even though they look 
like a man. Or they might need a prostate exam, even though they look like a 
woman and they use a woman's name.  

So there's some simple things you can do with symbols and signals and the 
environment, as well as a few simple things you can do with intake forms and 
start to send signals that this is a safe space: You're safe here. We respect you. 
And we want to get you the service and care you need.” 

 

Christy: Those things, that seems quite easily doable. I'm thinking about, we may have 
listeners who are thinking, maybe this is really such a little niche part of the 
population, but I just saw a new study today showing that LGBTQ people have a 7 
in 10 incidence of cognitive impairment.  

They're more likely to report it than their straight cisgender peers. And it appears 
to be related to depression and anxiety that has been reported in higher incidents 
of the LGBTQ community as compared to straight, cisgender peers. 

, 

Jerry: Right, so just one thing I want to clarify. So, you said 7 in 10 incidence-- 
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Christy: I'm sorry, I misspoke. 

 

Jerry: It's 1 in 7. 

 

Christy: Yes. I apologize. Thank you for clarifying that. 

 

Jerry: That study is very new, it's recent. It's out of the University of California-San 
Francisco. Dr Jason Flatt, who is a colleague. I know Dr Flatt, well acquainted 
with him.  

In fact, he was here in Dayton just in February for LGBT Horizons of Aging 
Summit, which we had here. Had about 225 attendees. Dr Flat was one of the 
speakers talking about dementia and the LGBT community.  

So, yes, what his most recent study seems to show is that at least LGBTQ people 
are recognizing and willing to report subjective cognitive decline. And self-report 
their stress around cognitive decline, compared to the population at large.  

And the thinking is that there may be some connection with some of the health 
disparities that I talked about earlier, like depression, anxiety, those types of 
things. 

You know, it's not conclusive yet, but it's sort of coupled with a study that Dr 
Flatt released results on about a year ago as well. Where the incidence was, of 
dementia, was a little lower in the LGBTQ community, but where they were 
seeing issues were around the ongoing care and support of the older LGBT person 
with dementia.  

Because they do not necessarily have as strong a care network or support network 
as their straight peers. Because often, older LGBTQ people, most of them don't 
have children. And for many, many years, we weren't able to marry [inaudible]. 
So they might not necessarily have a spouse to report aspects of that care and 
support network that many straight people have.  

And so where they were seeing a lot of stress was around isolation, because if you 
don't a care and support network and you're already in this marginalized 
population, that's going to impact your ability to function, get the care you need 
and, you know, it would tend to make a person depressed.  
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If you feel like your cognition is declining but you don't really have the proper 
support with people who can help you get connected to the care that you need, 
and so forth.  

So those are two important studies, both the one you mentioned that just came 
out, about showing a slightly higher prevalence, at least among people who are 
willing to self-report. And then the study from a year ago that really kind of 
pointed out the issues around care partners and the network with care support that 
older LGBTQ people have. 

 

Christy: Are there enough care providers who are offering the care that the LGBTQ 
community--and I'm speaking, when I say that--actually, let me clarify: the 
LGBTQ community who are living with some type of neurodegenerative disorder.  

Are there enough places for those folks to turn to get the care that they need? Or 
is this another example of marginalization? Because on the one hand, the LGBTQ 
community seems to be more open about self-reporting incidents of feeling like 
something is cognitively not working the way that it used to. 

 

Jerry: Right. So the answer to your question is, no, there are not enough. 

 

Christy: It was a tortured question. So do what you can with it. 

 

Jerry: Knowledgeable, culturally competent providers, but I will say that's very 
corresponding to the part of the country that you're in, what locale you live in. So, 
you know, I can speak primarily, first and foremost, for Ohio, and then, 
specifically, for the Dayton, Ohio area, which is in southwest Ohio. Cincinnati 
and Dayton are sort of 50 miles apart, sort of a similar kind of metro area.  

And there's a long wait list for anyone to get into truly competent neurologists or 
a psychoneurologist or a specialist that you might need to see to sort of 
definitively get to a diagnosis of dementia.  

And so then, consider that even within that population of providers, there are even 
fewer that are culturally competent when it comes to LGBTQ health issues and 
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the LGBTQ community. So there is a dearth of providers in general, which 
compounds the issue for LGBTQ people. 

So there are some providers who, in Dayton, who have had training and interest in 
serving the LGBTQ community, but not very many. Only a couple. And part of 
the reason that I know that is because, for a few years, I worked for the 
Alzheimer's Association, the local chapter of the Alzheimer's Association here.  

And so part of my role there was outreach to the provider community, to try to 
help make them more culturally competent about dementia in general and then 
sort of secondarily about LGBTQ people.  

So it is another way that the community gets marginalized. But I will say that I 
don't think it's intentional, by any means. I think it's just a function of numbers. 
You know, at any given city, any given metro area, there's a certain number of 
neurologists and specialists who may or may not be able to handle the caseload, 
the number of people who are presenting who have dementia. 

 

Christy: I keep coming back to, I would call it a formative experience, I had early in my 
career that I still think about to this day. And I hate the way that the whole thing 
played out.  

And I think, at least in the area where I live, I would like to think that it would not 
go down the same way now. But I know just looking at dementia as a whole, I 
have not seen the accelerated pace of change that I would have liked to have seen, 
as far as how we treat people who are living with neurodegenerative disorders.  

So I can imagine that situations like this can still play out anywhere in the United 
States, certainly in the world. But about 15 years ago I had a male resident who 
had dementia and he also wore women's clothing and makeup several times a 
month.  

And I don't, didn't then, and don't now, have any other language for how to 
describe that, because that was really the age--he didn't have words or language 
that he used around it. It was just this is what he did. So I'm not certain of his, his 
gender identity. And it was certainly before anybody said, used, you know, said, 
"These are my pronouns."  

The direct care staff, other, other people on the staff, other departments, like 
dietary, and so forth, ended up facing disciplinary action because of comments 
they made and the way that he was treated. And he was not abused, but it was 
disrespectful.  
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Because clearly when he--you know, and one of the, the so called fixes at that 
time that was proposed was, "Well, he can dress however he wants and present 
however he wants. He just needs to stay in his own room," which is, "No." Right? 
That's not a solution.  

And so I just, I think about the, at that time, the complete lack of understanding 
about basic human rights, and the need for people to be who they are. And just, I 
know there has to be a better way to handle that. Do you, is there anything you 
can say beyond cultural competency? Because obviously, that training would 
have been enormously helpful. 

 

Jerry: Well, unfortunately, there's no quick, easy answer. There's no cookie-cutter 
solution. Training, education, it matters. But I will say there has been a lot of 
progress in that regard.  

So more and more, we've seen it with nursing homes, or continuing care 
retirement communities, whatever term you want to use--as a whole, they're 
becoming more aware and exploring and participating in cultural competence 
training and certification.  

So for example, S.A.G.E. has a certification process that senior living 
communities, whether it's [inaudible] care, independent living, what have you, 
can go through and become certified that they are providing culturally competent 
care. There are different levels depending upon how much time and energy and 
money and the extent to which the organization wants to engage in it.  

Rainbow Elder Care does a similar thing here locally in the Dayton area. So it's 
not the same exactly, but it's a similar concept.  

So not only can you just get trained, but you can essentially get ongoing 
consultation services and guidance, where we're looking at everything from, What 
are your human resource policies? Who are the people you're hiring? What does 
your hiring process look like?  
 
What's your--EEOC guidelines, following EEOC guidelines. The climate, the 
environment. What does the environment look like? So is it a welcoming 
environment for LGBTQ people?  

We look at their ongoing training, whether or not they're engaging with the LGBT 
community outside of just providing care to residents. Are they celebrating and 
affirming important dates or milestones in the LGBTQ community? For example, 
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this is the 50th anniversary of the Stonewall uprising, in 1969, that sort of sparked 
the modern civil rights movement for LGBT people. 
 
You know, it's gotten a lot better. It's definitely on most senior living, on most 
CCRC radar screens. Some are farther along than others. So, for example, United 
Church Homes, which is a division of the United Church of Christ, which is a 
very open and affirming denomination, they're state certified. So they own and 
manage properties pretty much all over the United States.  

 
And there are others that are doing that as well. So there's no fast answer. Cultural 
competence training and education build sort of the foundation for the lynchpin, a 
lot of it.  

 
But I think as our community as a whole has made progress, become more equal 
citizens, for example, through marriage equality. That helps move the ball 
forward, it helps people to pay attention and know that they're going to have to 
find a way to be sure that they are respecting LGBTQ people in their older age. 

You know, there are very unique issues about aging and about dementia and the 
LGBTQ community that you touched on in your story. So you know, how does 
the care team appropriately support and care for an older trans person that maybe 
reverting?  

So there--an example here, one that I'm familiar with, where someone, a trans 
person, moved into a senior living community and one day was identifying as her 
current identity and then two days later, then was identifying as their former 
identity.  

And so understanding, just having a basic understanding of one, what does gender 
identity mean? And we all have a gender identity, but [inaudible] transgender? 
And then factoring that into, factoring dementia into that mix.  

And so, part of caring for someone with dementia is to try to go with their reality. 
And so when you try to change their reality as they're perceiving it, you're really 
just creating a scenario that's going to result probably in anger, disruption, and 
worse, essentially.  

 

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 
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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.  

 

Jerry: So, you know, much like anyone else with dementia, if on Tuesday the person is 
identifying as their current trans identity, that's the person that you are caring for. 
If two days from now, they have reverted to the former identity, that's the person 
that you're caring for.  

It would be no different if they were having some other sort of condition that was 
changing, that was not static. So for example, if one day somebody's blood 
pressure might be really high, I think it would cause different behavior, behaviors. 
Or if it were really low, it'd cause different behaviors. And you have to deal with 
the person and the condition you're experiencing. 

 

Christy: I'm going to tell you right now, I'm going to steal that example of the blood 
pressure because that--I love it. I've never heard it before. I think that is a great 
illustration. 
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Jerry: That's one aspect of caring for people with dementia. Don't try to change their 
reality. Often, it doesn't go well. 

 

Christy: Not usually. 

Jerry: No. But there are other, unique issues as well. So there's something called HAND, 
which mimics, I guess you would say, traditional dementia but isn't exactly the 
same.  

HAND stands for HIV-Associated Neurocognitive Disorder. So people who are 
living with HIV--and I just want to emphasize here, that doesn't mean that they're 
necessarily LGBTQ;  lot of people live with HIV. But the prevalence is higher, 
especially among gay men.  

And so there are reasons that someone who is living with HIV as an older adult 
might be experiencing something that appears to be like traditional dementia but 
in fact is HAND.  

And so the difference really is, some of the symptoms are slightly different, but 
the causes, they believe, are different. So it has to do with medication for treating 
HIV, suppressing the virus in the bloodstream. 

 

Christy: So this is different than-- 

 

Jerry: The virus can get into the central nervous system. And so how those drugs do or 
don't penetrate different systems, determine whether or not someone with HIV 
may also then experience HAND. And there are studies going on now about it. 
Clinical trials are underway about it. There's one in Cleveland. 

 

Christy: So HAND is different than--if I'm understanding correctly, different than, it was 
called AIDS-related dementia when people [in the United States] were dying from 
AIDS [from 1981-1996, when the anti-retroviral cocktail became available], 
closer to the end of their life.  

If I'm understanding correctly, HAND is, we believe, more closely associated to 
the life-saving medications. 
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Jerry: And how they work within the body and where. 

 

Christy: Okay. 

 

Jerry: So what you, I think, are describing, was 20, 25, maybe 30 years ago, something 
called toxoplasmosis. 

 

Christy: Yes. 

 

Jerry: Which was a common brain disorder that people with AIDS [would develop, prior 
to the widespread availability of the cocktail]. 

 

Christy: I'm thinking about people living with Alzheimer's or other neurodegenerative 
disorders kind of within that realm. You know, a lot of times the, those, the first 
memories into a person's brain are the last to go.  

And Alzheimer's specifically, people are typically traveling backwards through 
time, which could certainly force LGBTQ folks who don't feel like they're safe or 
in a secure environment where their safety is guaranteed, to get, like, shoved back 
into the closet, fearing for their safety, for their lives.  

Is there a recommended way to help manage that, so that people are able to feel 
more safe, secure and, like, "You're in an environment where you're loved and 
valued for who you are"?  

Is there a way to do that that's different than how I would usually interact with 
someone living with dementia? And when I say how I would usually interact with 
somebody living with dementia, it would be to step into the moment with them and 
always attempt to give them that feeling that they're safe, secure, and loved, just 
for who they are right now, in this minute. 
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Jerry: Another aspect of it, which is typically part of the dementia support and care, is 
understanding the life journey, the lived experience of the patient. 

 

Christy: The particular person. Okay. 

 

Jerry: Exactly. So you've been working in this realm. You understand that often when 
someone goes to a senior living community, perhaps in a memory care, the staff 
spend a lot of time up front, wanting to understand who this person really is, who 
they have been.  

Why, what things have been important, what they've done in their life. What were 
the milestones and why. What were the moments of joy and perhaps some 
tragedy? So the loss of a child, or something else very traumatic.  

So understanding those traumas, or joys, are all part of what people would call 
patient-centric care. And you know, the same should be true for LGBTQ people. 
Understanding their journey, their lived experience can help as they begin to 
revert.  

So, sometimes the process that you're referring to is called reverse biogenesis. 
You'll hear that sometimes. Essentially the opposite of, you know, a baby is born. 
They're sort of a bundle of reflexes and nerves. Then over time, they begin to 
develop senses, and judgment, and autonomy, become fully functional adults.  

But, you know, what happens with an Alzheimer's or dementia patient is it's the 
opposite. The reverse process. And so often, at a point where they're, 
unfortunately, almost completely incapacitated, to the point of their organs 
beginning to shut down. So, you know, it's a reverse process.  

So if you, if you want to really relate to and treat people, including LGBTQ 
people as, as they're making that journey, then you need to have understanding. 
You need to understand who they are.  

And that includes, you know, being really aware of their care partners and their 
care network. So older LGBTQ people often, not always, they don't always have 
the traditional family support network.  

Often, they've been alienated from their families, often because of their sexual 
orientation or gender identity. So those traditional family connections and 
networks may be strained or nonexistent. 
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Jerry: Understanding that and being appreciative of the people, their chosen family or 
their chosen network, as opposed to their family of origin or blood--it's really 
important.  

Tapping into that network to help them understand why. Okay, so what is, what 
is, what is this person experiencing now? “I don't understand why they are 
reacting the way they're reacting, when you know, a week ago they were fine in 
the same situations.”  

Or, "Why is this person saying and doing these things?” That network is going to 
have some answers for you. The care partner, the network are gonna be able to 
help.  

Hopefully, good care would include spending time with the people who are in the 
support-care network, up front, who understand that. 

And I also think a good part of care for any LGBTQ person, or for someone who 
may have LGBTQ family members, is to be able to assess that very fact. So for 
example, I was, I and my husband, were principle caregivers for my mother. She 
had cardiovascular-related dementia. 

And so when we were looking for a place for her to live, she was a part of that 
process and helping to make that decision as best she could. But we were very 
attuned to how welcoming and affirming the environment and staff seemed 
toward us as a same-sex couple.  

And so that's an aspect that sometimes gets overlooked because, you know, 
especially with dementia, when you are so reliant on the care partners and the 
care-support network that exists, if those people are LGBTQ and your staff have 
some kind of issue with that?  

So for example, when they had the Mother's Day brunch where my mother lived, 
my husband and I went and we took her. It was very apparent to anybody who 
saw us that we were a couple.  

And we expect to get the same affirming, compassionate, supportive treatment 
and care as anyone else would get. So, a long-winded answer, perhaps, on what 
helps with these situations of reverse biogenesis. It's the care partners and the care 
network. 
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Christy: I think that makes sense. Whether we're talking about any other identifiers about 
people living with dementia, no matter what those other things may be, the care 
partners, that support network is always so crucial to helping providers 
understand who that person is and the life that they've led, and their life 
experiences.  

When I'm working with families, I say, "I probably have more experience with 
dementia than you do, but you are always the expert on your person. You're 
always going to know so much more about your person than I will. So if we can 
merge our two areas of expertise, we're gonna really be cooking with fire here."  

So I'm really glad that you brought up the family piece too, and in reference to 
you and your husband, coming back to the cultural competency in the 
environment in which people live, how the family is treated or--I just kind of 
generically call it family because I feel like if a person has chosen, you know, 
whoever their crew is, I don't care how they're related or not related or whatever. 
Like, they picked them; this is, this is their family. This is their posse, and those 
people are entitled to the same amount of respect as anyone who's living there or 
works there. Absolutely. 

 

Jerry: And those two things that you just mentioned about yourself--so you mentioned 
that you always try to [unintelligble] to the care support folks, the care partners, to 
say, "Okay, technically, I have more expertise about dementia than you do. But I 
don't have the other pieces of the puzzle, the life experience, the journey." And 
that's cultural humility. That's humility.  

Because you're acknowledging what you don't know. You're acknowledging that, 
"I understand the science. I have all the processes, the protocols. I know the things 
that we can and can't do to keep someone with dementia safe. I understand how to 
[unintelligble] medications.” All of those things, that's cultural competence, to a 
point.  

But understanding the person's life journey, the lived experience, gauging the 
care-support network to round out the care, so it's truly what they need. That's 
cultural humility, as you're saying, "I don't know all this other stuff, and I need 
your help."  

And the same is true about what you said about treating, no matter who it is, if 
they are part of the care-support network, they deserve respect. They deserve to 
be included, you know? That's cultural humility, as well.  
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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 
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. It’s really that easy! Again, that’s DementiaSherpa.com/call. 

 

Jerry: Because not everyone thinks and operates that way. Sometimes it may come 
down to, "Well, okay, so are you, how are you related to this person? And do you 
have authority?”  

That, sometimes, can be a barrier for LGBTQ people. It's not altogether 
uncommon for LGBTQ people who may have been in a relationship--I have a 
situation here,  

happens all the time across the country, where you know, two women, lesbians, 
have been together for almost 50 years. One had been the breadwinner, had 
worked most of the time.  

One had worked sporadically, so most everything they owned was in the name of 
the person, the breadwinner. And when that person died, because they did not 
have all the appropriate legal documents in place--and they weren't able to marry 
because you know, our cultural system did not allow them to marry at the 
time--when the breadwinner died, her blood relatives, family members moved in, 
took the house. 

And the person, the surviving partner, had to move out, find an apartment on a 
very limited income.  

So you know, not everyone thinks the way you do in terms of respecting the real 
care-support partners and network. So that's cultural humility, that you just talked 
about. 

 

Christy: I'm happy that I unwittingly provided those examples and now I have a name for 
that. But the example that you were just giving made me think, there just seems to 
be no bottom on how needlessly cruel we can be to one another. And it really 
doesn't need to be this way. 
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Jerry: Well, there are people like you and many, many others who get it and are 
compassionate and who--I don't know how you identify, but you I'm going to 
assume that you're an ally, and you know for me and-- 

 

Christy: Yes, I am an ally. 

 

Jerry: Ally is a verb, it's not a noun. It's a verb. 

Christy: I say that about love too. I say love is a verb. So yeah, I think it's, there's action 
behind these things. 

 

Jerry: One thing I just want to add before I forget it is, when we think about dementia 
today and what emerging science and research seems to be showing is that having 
good basic health habits, having a decent diet, and managing things like stress and 
getting enough sleep, what we're starting to see in the compilation of research is 
those things really are critical.  

Both, number one, in helping to forestall dementia. Sometimes people will say, 
"Oh well, you can't prevent dementia," but what the research is starting to show is 
that you can.  

You can slow it. And even if you do have dementia, practicing all those good 
behaviors can help slow the process.  

So let's translate that, then, over to the health disparities that we know exist in the 
LGBTQ community in general. And so those were things like the higher 
prevalence of smoking. 

We know smoking is a bad thing to do. It diminishes your cognitive ability. And 
it can contribute to the onset of dementia. Or substance abuse, or higher 
prevalence of depression, all these sorts of things that we talked about in terms of 
health disparities.  

Or lesbians and diabetes are a greater risk. And certain types of cancers are a 
greater risk for lesbians. But it's not enough just to say that's so.  
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So when we look at dementia and say, "Oh, well, you know, a higher percentage 
of people are [unintelligible] this study are reporting cognitive decline. They're 
concerned about it, and they're saying something's going on."  

Well, you know what? If you've been part of a marginalized community that's 
been told most of your life, as older LGBT people have been, that, "You're wrong, 
you're bad. We need to fix you. You are going to go to hell, you'll never have a 
decent life." 

If you've heard that most of your life, even though you might not believe it to be 
true yourself, you still had to encounter, absorb it, process it. What do people do 
when they're trying to cope? They're trying to cope with all of that negativity 
coming toward them.  

Some people can adopt healthy habits to cope, but most people do things like, 
they smoke, they do drugs, they drink. They probably don't, they aren't that 
concerned about their physical wellbeing. You know, they're not going to go into 
the gym, that kind of thing.  

So is it any wonder, is it any wonder that these health disparities exist, and that 
they would contribute, possibly, to the onset of dementia? 

 

Christy: Right. 

 

Jerry: And there are efforts underway to help make communities more 
dementia-friendly, trying to create positive community space. And always always 
always reach out to the Alzheimer's Association earlier rather than later.  

The Alzheimer's Association is a culturally competent organization. They are very 
inclusive and very affirming. So it will not be odd or different or wrong or 
inappropriate or looked down upon if you, as an LGBTQ person, contact the 
Alzheimer's Association and just identify for who you are. And they will help 
you. 

 

Christy: Phil Gutis, who is our--we call him the Assistant Sherpa, on The Alzheimer's 
Podcast--he is an alum of the Early Stage Advisory Council, which is national for 
the Alzheimer's Association.  
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He was diagnosed with younger onset Alzheimer's three years ago. And he and 
his husband, Tim, have been very active in the Alzheimer's Association. And the 
Alzheimer's Association proudly had him as part of the Early Advisory Council. 

 

Jerry: Reach out. Ask for help and support earlier rather than later. Because knowing for 
sure it's dementia or maybe if you know it's dementia but we're, you know, we 
don't want anyone to know...we can make everyone's lives--the person living with 
dementia, as well as the care partner's--can make everyone's lives so much richer 
and better because you can't manage something that you don't know about. 

There are also people who may be having issues, perhaps, with their personal 
beliefs regarding sexual orientation or gender identity. Maybe they're struggling 
with, you know, "I have problems with this, and yet now I'm being asked to care 
for this person or people who are LGBTQ." 

And I would just say a phrase that I have learned--my mother taught me this years 
ago and often, you know, what Mama tells you is right--"If you're judging, you're 
not loving." You know, if you're judging, you're not caring.  

And so, if your role is to be a caregiver in, let's say, a nursing home or a 
continuing care retirement community, you know, it can't be about your beliefs.  

It really needs to be about, you know, compassionate care for the individual. And 
I would just say, you know, if you catch yourself judging, catch your breath and 
start loving. 

 

Christy: That is very sound advice. My inner Doctor Phil, that I didn't even know existed, 
is coming out. And this is where I say to care partners, "It's not about you." It's 
really not. It's about the person that you're serving.  

And if your objection to serving them is biblically based, then I like to pull out my 
favorite Bible verse, which is, "Love one another." [See John 13:34-35, for the 
whole commandment.] 

If you are lucky enough to be in a position to to get paid to serve others, to be 
entrusted with someone's care and support and assisting them, then do it in a 
loving way. Be the best darn care partner you can be. 
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Jerry: That's absolutely true. And if we're talking about faith and religion, often a basic 
tenet is loving the person who often is ostracized or outcast. If you can do that, 
then you've raised your level of faith to a whole new level. So, I'm set on my part. 

 

Christy: I completely agree with you. So, you know, professional care partners out there, if 
you do need to make it about you, use it as a personal growth opportunity.  

But I do find that the very best dementia care partners are people who have the 
heart for it. Because if you genuinely enjoy that population of people, you can 
learn skills and techniques. It's, that's kind of the easy part.  

When you can show that you really enjoy being with the population that you're 
serving, it comes through and you'll ultimately end up doing a great job. 

So, Jerry, thank you so very much for being so generous with your time. I know 
we've gone well over what I told you it would be.  

I just feel like I've learned so much and you've given such a thorough explanation 
of cultural competency and the unique challenges that face the LGBTQ 
community of elders with, that are at that intersection also with dementia. So 
thank you so very much for taking the time to do this. I really appreciate it. 

 

Jerry: You're welcome. It's been my pleasure. 

 

Christy: And that's our show. Thank you so very much for listening. Head on over to the 
show notes at DementiaSherpa.com/Episode112, where you can schedule your 
complimentary Dementia Caregiver Strategy Call with me. 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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