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[Energetic beat] 
 
Mike (announcer): What's happening, everybody? Thanks for tuning in. 
This is the Building Buchanan Podcast, a platform for sharing the stories 
of visionaries that are helping move social change forward, here and 
across the nation. On this podcast, we'll explore the possibilities as we get 
the scoop from pioneers in inclusion, community building, and making the world a better place...  
 
And, now, here's your host, Colette Canchola Cox. 
 
Colette: Hi, everyone. Thanks for tuning in to Building Buchanan. Today I’m here with Rachel Hiles; she's a 30-something local 
celebrity do-gooder. She lives in northwest Missouri; she's out of Kansas City. She's worked in the DD (Developmental Disability) 
field for about 13 years and she has a lot of cool experiences to share with our listeners today, from personal lived experience to 
also her time working in the field and kind of how she, you know, I think what we'll touch on a lot today is kind of how she 
rearranged her whole career and her whole life to be a caregiver for a family member when they really needed her. So, we're gonna 
kind of talk about that part of caregiving that sometimes isn't really discussed; how family members have to make some really 
tough decisions to care for the people they love.  So, we'll kind of talk about Rachel leaving a really successful career to allow her 
more flexibility and time with her family member. Is there anything else you want to add for the listeners before we kick it off? 
 
Rachel: No, I think you covered it pretty well, Colette. I'd just like to say thank you for inviting me on and having me be part of your 
podcast. 

Colette: We're excited to have you. You have such a good perspective and I think it will resonate - I think your perspective and your 
experience will resonate with a lot of people.  

Rachel:  I hope so! 
 
Colette: So, I know that you worked in the DD field for over a decade, you know, a little over 13 years and then in a sense you're still 
working in the DD field, but now you're doing self-employment. It's not quite, but you are kind of the go-to for a lot of agencies like 
PCS to help with marketing, graphics, websites, things that we need because you really understand what it is that we do and that's  
something that a lot of other marketers maybe don't quite understand the field inside and out the way that you do. 
Rachel:  I actually hear that a lot from people who reach out to me to work with my business, Nth Degree Media and Designs, so 
yeah, I think that having a personal experience regardless of what you're doing really boosts your ability to do your job effectively.  
 
Colette: So, when you were working directly in the DD field, can you kind of share with our listeners what some of those roles were? 
 
Rachel: For sure.  So actually, I have to say some of my earliest encounters with people who have developmental disabilities were 
actually with my grandma.  She hosted an Adult Basic Education class in the evenings on Monday nights for many years, since I 
was a young child all the way until just before she became injured. The last part of that time was voluntary, in fact, but she had this 
class to teach adults with different learning disabilities and whatnot, how to read and write and do basic math and maintain those 
skills and then I used to tag along with her to that class occasionally when my mom was not able to keep an eye on me because 
she was working.  And then shortly after that time my mom became a Direct Support Professional and for those of you out there 
listening and may not be aware of what that means, it's a person that supports you know, maybe one, two, three adults with 
developmental disabilities in their home or in a residential environment.  And so, I watched her as I made my way through puberty 
into high school doing that job and I thought wow, you know what, I'll probably do that when it comes time to graduate 
high school and put myself through college, because I saw her doing it and I thought she was making a difference every day, then I 
could probably do something like that too. So literally, like, straight out of high school I also became a Direct Support Professional.  
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I have to say my mom, you know, was really my first example of someone truly carrying out the ethics and values of the Direct 
Support workforce.  We used to take the people she supported with us to church services on Sunday and we were always getting 
out and doing things and going places and meeting people, so some of that kind of rubbed off on me and I originally began working 
with the lady that she was supporting primarily. I thought it was going to be so easy because I saw my mom doing it, but once I 
actually stepped into that role, I realized how challenging that role truly is.  Well, I continued down that path, like I said, to put 
myself through college and meanwhile I was doing direct support. I also started working at a local social services agency that was 
looking to build a youth programming component for underserved Latino youth with developmental disabilities. That was actually 
an AmeriCorps program. I was so excited because my mom was also in AmeriCorps and I was very proud to say that I was a 
second-generation AmeriCorps member because I don't actually think there are lots of people out there that can say that. While I 
was doing that AmeriCorps position, I got connected with the UMKC Institute for Human Development, because I was taking some 
of the youth in our program to People First meetings here in Kansas City and long story short, I did AmeriCorps through college and 
I was a Direct Support person even after I graduated and then I got a job as a QDDP, which is just a fancy way of saying 
I was a staff supervisor.  So, instead of being a Direct Support Professional, I became the person who oversaw those 
people and hired them, trained them, supervised them; we even had to let them go and that was necessary, but I didn't do 
that long because I actually ended up going to work at the UMKC Institute for Human Development.  I started out helping with self-
advocacy and then later moved on to support the work they were doing to enhance supports to the families and I did that for quite 
a long time. I was there for about eight years before I moved on to kind of doing my own thing. 
 
Colette:  I want to back up for just a second; you talked about People First and how you were taking the people that you supported 
to People First meetings. Some of our listeners might not be familiar with People First; can you just briefly kind of describe what 
that is? 
 
Rachel: Oh, for sure. So, People First, it's not only an organization, it's also a movement. Sometimes people in our field like to 
refer to it as a self-advocacy movement. It actually began in the 70s back in Europe, the idea that people with disabilities should,  
developmental disabilities that is, should have choices and control over their life and they had the right to speak out about it and 
those ideas started spreading overseas, over here to North America and eventually kind of just started taking over, spreading like 
wildfire, so that's the movement, but there's actually organizations both at the local and state level that gather people with 
developmental disabilities so they can not only connect with others who share a similar experience but they can work on causes 
that affect people with disabilities, like getting policy and legislation in place to make the lives of people with disabilities better, to 
make communities more accessible, they provide education and training that's vital to people with developmental disabilities. So, 
they do lots of things. It was really an incredible experience for me to be able to be part of that and it really taught me a lot about 
how the world works and how it should work. 
 
Colette:  Yeah, well, that’s kind of what my next question was going to be. You kind of answered a little bit. You know, how do you 
think those experiences shaped being a DSP and going to People First meetings and maybe growing up differently than some 
people. You know you mentioned that you went along with your grandmother and your mom for many years, so from a 
small child you were exposed to and kind of lived an inclusive life around a lot of people with different abilities, so how do you 
think that those experiences kind of shaped who you are today? 
 
Rachel:  Well, going back to my mom and my grandma, you know I think you hit on something really important there and that is 
you know, just being around people and getting exposure to people who are different from you really teaches you about 
compassion and empathy and, you know I keep talking about opening your eyes, but you start you know, just seeing everybody for 
what they are, which is just you know, they’re people. So, you know my DSP time really affected the trajectory of my life and career, 
if you will. Like I said I started with the gal my mom supported and I had a good friend - many of the people in our field know him.  
His name was Mike McCarthy and he was guardian for a person named Calvin and so my first job it was, all DSP jobs are you know 
very important, but not all DSPs get treated fairly, they don't get paid appropriately or trained adequately, so I wasn't you know 
super excited about my first job at my first agency, so he suggested I go and apply at the agency that was supporting Calvin. I did 
that and they hired me just like right on the spot and then I worked there for several months and finally I was like ‘well, when am I 
gonna get to meet Calvin?  You know, I thought I was gonna be working with Calvin; and the timing was just right actually, because 
they had had a lot of turnover over there and I saw, I actually kind of closed out my Direct Support career with him, so to speak, 
because I worked with him through the last part of my undergrad work. Calvin was very special; he was deaf and blind, so he 
definitely had a different way of communicating than most people, but I kind of just fell in love with him right away.  I actually felt 
like we had a lot in common at the time. I was just coming out of my teenage awkwardness you know, and I'm an only child so I you 
know I don't have any family and I’ve never really gotten along with others very well; l guess if you go back and look at my 
elementary school report cards. So, I've kind of always been a loner and you know, I saw that Calvin, you know, unfortunately for 
very different reasons, was very isolated as well, so you know my heart poured out to him in that way but also, I felt like there were 
so many possibilities there to help Calvin have a great life and experience the world truly for what it is because he had very limited 
activities that he did and a very limited range of mobility when it comes to getting out of his home and exploring and checking out 
new things.  So, we were always doing very interesting, cool sensory things. We would go to Bath and Body Works and smell all the 
stuff, and go to Starbucks and get coffee and before you knew it, you know it was more than just a DSP thing.  You know he would 
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come home with us on the holidays and participate in our family meals and he would go to church with me and before you knew it 
you know he was my family. Well, fast forward a few years later and Mike McCarthy, my friend, ended up passing away and 
evidently, he had made it known to whoever needs to know it that he wanted me to be his successor guardian for Calvin and so a 
friend of mine helped me through the legal process of that and then I became his guardian and things changed quite a bit in terms 
of my role with him, you know. Instead of just being his friend and somebody who loved him very much, I had to start doing things, 
extra responsibilities to make sure that he was being taken care of properly, and I think that really prepared me for what I’m 
experiencing now, you know. Calvin, unlike many people in his situation, you know, relying on public benefits and the long-term care 
system for support, he owned his home and so we had to do a lot of things to help him keep his home up and be very creative and 
try to learn how to prioritize things. I had to manage somebody else's finances and do all the things that you know, I call them the 
“mechanics of caregiving” - managing finances, taking care of their house, physically caring for them and helping them with their 
daily activities but also doing this with Calvin helped me prepare for the emotional aspect of caregiving, you know, and 
experiencing death and decline because ultimately what happened was, Calvin was born with a lot of disabilities and chronic 
issues and he was no spring chicken when I came along and so he, you know, he was great and pretty healthy when I met him but 
over time, he just kind of started to decline and it's three years ago almost exactly now he got sent home from the hospital on 
hospice and the provider who was supporting him, you know they heard hospice and they kind of freaked out, which I understand. A 
lot of people don't know much about hospice and what it truly means and what you truly get with hospice, so they gave us notice.  
They said you know we're not going to be able to support Calvin anymore. Well, I was left scrambling at the last minute to try and 
figure out how I was going to bring Calvin home; somebody who was receiving 24 hour supports through his Medicaid waiver and 
all of a sudden it was just me and Calvin. I mean I literally had nobody to help me and the only other option that we had was to put 
him in a nursing home and I just couldn't bear the thought of that after him having lived in his home for 20 years, the only home 
he'd ever known. I was like well, I guess it's just me, this is it and so I quit my job and my boss at the time thought I was crazy; she 
didn't even believe that I was going to quit my job. She just thought I was very stressed out, and she was right, but I ended up 
quitting my job and unfortunately just a few weeks later Calvin passed away. And now here I am. You know, I took a little bit of time 
to recover after that and then I launched my own business, which ultimately really helped me with my grandma now, because 
there's a lot of flexibility required when you're taking care of somebody you love and that's kind of all been happening parallel since 
about 2015 to all these other things that were happening in my life. That was really long, I'm sorry. 
 
Colette:  No, that was great; I appreciate you sharing that with us. I remember years ago, I used to wonder, even back before 
hospice, but I knew your story, you know, from different presentations and different times that you had shared on social media or 
whatever, and I used to wonder how you kept up with your career and Calvin and all the things that you were doing, because you 
were juggling a lot; you were wearing a lot of hats at the time. 
 
Rachel: No that's true.  
 
Colette: You were probably stressed, exhausted.  
 
Rachel: Oh yeah, well I don't think it got to me so much because you know I had my career and I obviously had Calvin and my 
grandma, but you know again my social network is fairly small and I tend to avoid the conflict and drama that comes along with 
intimate relationships and they say that you know, activities expand to fill the time allotted and so without these people in my life, 
there probably would have been nothing. Who can really say? But I wouldn’t change anything for the world; I believe you know, I'm a 
strong believer that everything happens for a reason and all of your experiences build on each other to prepare you 
for what's to come, truly, and I feel that every day I wake up in the morning and it's a really strong force in my life actually.  
 
Colette: Yeah, I agree with that; it's really hard to see when you're in it, preparing you for something else (Rachel: Yes, it is!). It's 
funny too because sometimes we can pull these strengths from past jobs we've had or whatever and we don't even realize we're 
gonna need to pull this out of the hat.  Like I know I'm now, not quite yet, but I'm preparing to be in the sandwich generation; I’ve 
been preparing.  That was kind of a term that I think I might have learned from one of your presentations; I know you didn't create it 
but I kind of learned about it through one of your presentations and ever since I heard that, I have been preparing because I know 
just by the age of our parents, and I know because I’m a parent of a child with a developmental disability, I am going to be in the 
sandwich generation; I will be a sandwich sometime in the near future. And that's a little scary to think about, but I also know that I 
would have some strengths that would prepare me for that day if it ever comes and it's also kind of helped me to plan ahead a 
little bit with my parents. I remember a couple years ago because of your story, I got my parents an Alexa for Christmas.  My mom 
was very, and I mean she was like annoyed, annoyed about this Alexa. She was one of those people that didn't like it, she didn't. 
Like, ‘Why do I want this thing talking in my house; why do I want this?’.  But I’ve had to explain enough to her in conversations that 
I really want her to learn how to use it and why I want her to learn how to use it. They were doing some remodeling about a year 
ago and I was having conversations with them about ‘maybe you should put in this type of shower in case you, for whatever reason,  
might need it’, and they were really tough conversations to have with my parents who are right now, you know, fairly active and they 
don't need mods at this exact moment, but just having those conversations that things can change in a blink of an eye and I want 
you to be as independent as possible and I don't want you to ever have to leave your home. And your experience with your 
grandmother has really helped me to have those conversations, you know pushed me out of my comfort zone to poke at my mom 



p r o g r e s s i v e c o m m u n i t y s e r v i c e s . c o m  

who's not really a person who likes to be poked at about setting these things up early and you know, kind of thinking about what 
the future might look like. 
 
Rachel: Absolutely.  
 
Colette: I guess I didn't explain the sandwich generation for the listeners,  
 
Rachel: Hold on, hold on; no, no, no, this is great; let’s go this direction. (Colette: Okay.)  You're absolutely, you know, on point, 
Colette, because these are conversations that rarely happen until somebody's in crisis and by then it's entirely too late.  
So, I’m happy to hear that I’ve been an inspiration to you; I can only hope that I can be one to others. I mean, if I can do this, 
so can you, but yes, definitely preparing early is a great a great idea, especially with the technology because it can be just so 
frustrating and it requires maintenance and so much training, so I love that. I think that is great that your mom has an Alexa; she 
can be quite handy.  
 
Colette: Yeah, I think she didn't see value in it at first but when I kind of explained to her the ways that it can help her in the 
future if we need it and just learning to use these types of devices and kind of also explained to her, you know, Dementia and 
Alzheimer's is something that runs in our family so just explained to her you know, learning this now and having this as a skill right 
now could help you in 10 years if you need it because it's going to be much harder for you to learn if you're having some memory 
loss or you're 75 versus 65. 
 
Rachel: You're right, it's much easier to keep something going than start something new so I think that's really smart on your 
your end. One day you know, if you need to, you can also leverage that as a tool for yourself if you end up finding yourself in 
a caregiving role, so kudos to you, Colette, for looking out for your mom. 
 
Colette: Well, I know that it's really important to them to always be in their own home and I know that they've expressed that 
for as long as I can remember, and so I’m just trying to stress to them to help me help them, make sure that there is no reason that 
they would ever need to leave their home. If that meant installing bidets now, if that meant doing some of these things that most of 
us don't think about are home mods, but I’ve learned about through my work and through my experiences with some of 
you who have had to make home mods to help a person stay home and it's much easier to do it a couple hundred dollars at a time 
than we need to put in thousands and thousands of home mods so that someone can come home from the hospital today.  
 
Rachel: Tell me about it!  We just literally replaced our carpet with hardwood floors to accommodate a Hoyer lift and a Broda chair 
which, for those of you who don't know what those things are, a Hoyer lift is a machine; it's like a big crane on wheels and it comes 
with a sling and you roll it under a person and then the lift just picks them right up out of bed and puts them in a chair or 
somewhere else. I was starting to feel pain in my hips and my back from pushing these things around on the dang old carpet and 
Finally, I was just like, I can't live like this anymore. It only took four months and now we have a new floor. So, you're right, 
modifications can be quite expensive. We, fortunately haven't had to do too much of that besides these floors, but we have bought 
a lot of equipment and things you know that eventually became installations in the home because somebody came, like you said 
you know, somebody came home from the hospital and they were no longer able to walk or you know they couldn't get themselves 
out of bed but they could do everything else so you know, you're right they can be expensive and it's really, really important to have 
talks about these things and then advance for sure. 
 
Colette: Well, and I think, one thing I know that you understand because you've been in the field longer than I have, is I think that 
you know, maybe more people don't realize that - I mean we all want access to these cheaper durable medical equipment, more 
DSPs, we all want those things and are deeply into the field and we know lots of people that would impact – but I think sometimes 
maybe the common community or people that aren't as exposed to aging, they've not been through that experience before or 
developmental disabilities, I don't think they realize how big the population is and I don't think they realize that at some point they 
might need these services too. We all age and it would benefit everyone if these things were talked about, if places were built more 
accessible from the start, and I’m not sure how to expand that conversation out and let people, you know, help people to 
understand that People First, that some of these groups, they're not just fighting for themselves -  they are fighting for themselves, 
they are advocating for themselves, but they're also advocating for your right, for you to stay home in your home as long as 
possible, for you not to have to go into a nursing facility if that's not what you want to do. They're advocating for everyone, not just 
themselves. 
 
Rachel: Absolutely. You know a friend of mine he says a rising tide floats all boats, and so I think you're right. Really a lot of things 
that people with disabilities or people who are aging use to get through the day really are of great use to us as well. There are so 
many things that, you know, originally started out as maybe a piece of assistive technology or adaptive equipment and eventually 
got picked up by larger society for use, so I think you're absolutely right, for sure. 
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Colette:  So, I know this is extremely personal but would you be, since we're kind of on the topic of aging and how quickly things 
can change, would you be willing to share a little bit of your grandma's story and how her injury impacted her independence and 
health very quickly. 
 
Rachel: Yeah, so you know, again, I talk about having your eyes open. I always used to say that my caregiving journey began in 
2015 when she got hurt, but looking back you know I really see myself helping her in some form or fashion for quite a while before 
that. So, I guess you could say I was an expectant caregiver, you know, checking on her on the weekends and calling her up and 
doing things for her.  So how it all kind of really started and became very intense was Memorial Day of 2015. We were doing our 
regular family tradition, just the two of us at that point, of visiting the cemeteries and donning the graves and we stopped to 
go to the bathroom at my mom's house and of course my grandma you know wasn't familiar with that place and she grabbed onto 
a towel bar to help her get off the toilet and she fell and she hurt her back. Well, you know she was okay at that point 
but over the course of the next couple of weeks it became obvious that she was not okay and she, you know, she drove herself at 
that point in life, she was driving herself, she was paying all her bills in person every single month, she was going to church and her 
bible study, she was volunteering at the low-income ministry they do every week she was busier than me; I mean for real. So, you 
know she took herself to the ER and a couple weeks later you know it was obvious that she needed something, a stronger medical 
intervention than what was going on and come to find out she had fractured something in her back a disc, a vertebra, and so she 
goes to the hospital for that. It's supposed to be a fairly simple, straightforward operation but while she was there, she ended up 
having a bout of diverticulitis and she'd already had a colostomy that she didn't even remember, so that was kind of my first sign at 
that point; she didn't even remember that happening. They had to put a new colostomy in; she had had it reversed and she didn't 
remember any of that and it had just happened just a couple of years before that. So, in the hospital I’m realizing that my 
grandma's memory might not be intact there. So, she ended up in the hospital for like three weeks, Colette, and then she went to 
rehab and she was there for three months.  
I thought Lord, she was never gonna get out of that place. You know she had almost lost her fight to you know keep going but I 
kept visiting her every day to check on her.  You know they told me even back then, ‘Hey you need to take a break, Rachel ’and I did 
but you know her welfare was of utmost importance to me so you know, who knows what would have happened if I had just said 
‘okay, she's over there so I’m gonna do my own thing for a little while’. Three months later she went home and oh my gosh things 
were so different at that point.  Fortunately, she was able to be on her own during the day for a while longer after that so I was able 
to keep working, but she needed help with meals and she needed help with this and that and everything, so for a couple of years we 
managed. For the most part I was going to work and then I would go to grandmas in the evenings I would come home and go to 
bed and I would wake up and do it all over again the next day. And then on the weekends - oh, everybody was always getting so 
excited about the weekends and I’m like, weekends oh great because that's just, for me you know, like I’ve always called caregiving 
the second shift, so get off from work and go to the second shift and then you know, no caregiver ever has ever looked forward to 
the weekends because we don't get them and so that was my life for a couple of years.  I think my boss had a come to Jesus with 
me, like you know,  you can't keep going like this; what are you really gonna do, this is not good for anybody and so I started looking 
at getting help then and it was just very little, just you know kind of break up the monotony of the day and decrease the amount of 
time she was spending alone and slowly over time we had to increase the support because she has Alzheimer’s and is not able to 
make good decisions about her time and what she eats and being safe at home by herself.  Gosh that was six years ago now 
almost and things are very different now, even from how they were before, so fortunately, like I said, I got help when I did because 
then Calvin obviously needed my help and kind of things worked out so weird but you know everything went pretty well and then 
Calvin, and then I needed some time to get myself back together after that and thankfully I had the help I needed over there at 
grandmas to do it and the time, the flexibility since I had left my job and now we are actually living together. I pretty much swore up 
and down and told everybody in the world I would never do that, I didn't think it was gonna happen but here we are. The most 
recent thing that happened was a fall landed her in the hospital and let us know - actually, you know it's amazing how things 
happen- that she had pneumonia and they were just going to send her right back home like with a with a touch of pneumonia but I 
was like no my grandma is independent you need to get her back how she was before she can go home. But God had other plans I 
guess because she did not go home the same lady and it was quite obvious when she came home that time that she could no 
longer be alone - period like not at all. And so, she was very confused, mobility even more decreased and so I had my grandma life 
and her house and the caregivers manage, and then I have my own life, my own house and it wasn't long, it took about two or three 
weeks of going over there every single night to sleep and leaving my dogs and my cats at home before I was like I can't do this 
anymore and I was like we're gonna buy a house. So, I called up this realtor, a very nice wonderful lady up at grandma's church and 
we went on a little hunt and we found this place which is perfect for us. It's pretty big, I have got my own space and I don't feel like 
we're all on top of each other, critters and people and caregivers and you know it's really worked out well. I don't know that we 
could have gotten a Hoyer lift and a Broda chair and a hospital bed, you know none of these things probably would have worked out 
in the house she was in, so it really ended up being a huge blessing and then COVID happened and we're already here all together 
and so that you know made life a little bit less stressful during that time that we're still kind of dealing with unfortunately and the 
last year has really just been, you know, stuck here I can't go anywhere, we had the flooring done and there was like five or six men 
in the house and after a year of not being around anybody, that was quite an experience. And then last time I went to the store I 
was just walking around all crazy like, ‘oh look at this, look at this, look at this, look at this’, and they're like, ‘do you need some 
help?’ and I'm like no, I actually haven't been to the store in like six months so I'm just really enjoying looking at all these things! 
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Yes, life is very much different than I ever thought it would be but again you know I wouldn't change anything for a second.  I have 
no regrets and just kind of taking it as it comes. 
 
Colette: This conversation is so great; I want to continue it into a Part Two episode. I want to thank Rachel for sharing her 
experience with us in part one and I would encourage you all to join us back for part two where Rachel will continue to share her 
knowledge and her lived experience with us. She'll provide so many good tips and also so many things to think about around the 
way that we set up supports for those that we love and also the way that we frame DSP work and how valuable it is and how to 
really make all those things work together for a person so that they can live as independently as possible. I want to thank you for 
being here, Rachel, and I know that you're going to continue to share with us for Part Two, so please come back and listen to Part 
Two because I think Rachel's experience is so important and I think that a lot of people can relate to her journey with her grandma 
and the desire to help her grandma continue to live the life that Barbara wants. 
 
[Energetic music] 
 
Mike (announcer): Progressive Community Services is providing this podcast as a public service. References to a specific 
product or entity does not constitute an endorsement or recommendation by PCS. The views expressed by guests are their 
own and their appearance on the program does not imply an endorsement of them or any entity they represent. Views and 
opinions expressed by PCS employees are those of the employees and do not necessarily reflect the view of PCS or any of its 
officials. This podcast is not intended to be used for medical advice. Consult your own medical professional for such advice.  
 
[Music fades out] 
 


