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Struggle is Real 

 

[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 I am Colette and I am your host of the Building Buchanan podcast and today I’m here with Kelly Derks. He is a 

saint joseph native who experiences disability and he's going to share a little bit about his different experiences throughout 

the years and kind of just some of the advocacy work he's done for himself, and we're just going to kind of talk about maybe 

some of the more outrageous sides of having a disability and just kind of what some of those barrier’s sound like and look like 

for people that have disabilities, if you're not familiar with some of those things that come along with it.  

So, thanks for joining me today, Kelly.  I’m excited for you to share your experiences. You know we were just talking a little bit 

before we pushed the record button and you were kind of sharing with me that, it kind of sounds like a lot of this, you do have 

some staff and you are able to use some Medicaid waiver and services, but it really sounds like it's the relationships that you 

have with other people in our community that have really helped you to get what it is that you actually need. You kind of 

shared a little bit about your transportation and your accessible house that you have now, and those things came more from 

the community, not from the systems that were set up to …. most people would think that's how you're going to get those 

things; they think that those things just kind of fall out of the sky and you get them and all these services are perfectly set up 

and you'll get housing and transportation, but that's not really the case is it?  

Kelly:  No that's not the case at all.  Sometimes you have to go out and look at the different agencies and find what each 

agency does for each other; like, my house came from Habitat for Humanity, so like I went and found them. Like, I did that, I 

filled out the application and made that happen I guess, it’s not like, hey this is what you need to do, it's like I went and did 

that. 

Colette: How many years did you live in a house that wasn't accessible for you before you were able to connect with 

Habitat?  

Kelly: So, I’ve been in my chair almost 19 years now and I just got this house about two years ago. 

Colette: So, you went about 17 years at a house that wasn't accessible to you. 

Kelly:  I lived in apartments that were supposed to be handicapped accessible, but we all know how that is. 

Colette: So, what kind of things, what are the differences in the house that you live in now versus some of the barriers you 

had before in your other places you lived? 

Kelly:  The thing that I like the best is the rolling shower, the fact that it's not a bathtub. Trying to shower, trying to find a chair 

that allows you to use a shower in a bathtub. So, the rolling shower is the best part. 

Colette: Yeah. Is the kitchen set up any different than the other places? 

Kelly:  Um, my living room and kitchen is just kind of an open floor plan so it's just really an open big room. Most of your 

houses you know you have a kitchen and you have walls which make the area smaller and it's harder to turn around in and 

stuff. 
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Colette: You know I’m glad that you finally have somewhere that you can easily get in and out from the outside and turn 

around and just feel like it's more a space that meets your needs.  Especially the shower because I know in the past you've 

had to do a lot of advocacy around showers. I was telling some co-workers the other day just, you know kind of trying to fill 

them in on who you were, that you were going to be on and I was telling them how impactful one of your stories you shared 

with me back when we did work together on the WITH grant, and I was telling them about the shower story. Would you be 

willing to share that with the listeners? 

Kelly:  Okay so like, four or five years ago my shower chair that I had was breaking down and it wasn't meeting my needs no 

more so I was trying to figure out how to get a new shower chair. So, I started with, I asked my caseworker how to do that 

and she was trying to figure out, you know, who's supposed to do that. Well, we thought that Medicaid should pay for me a 

shower chair because it's my insurance and when we got the form for Medicaid, I took it to my doctor and one of the 

questions on there was, “What all have you tried to use before you're needing this chair?”, and we're like well it's a shower; 

it's what I need to shower.  So, it was just like going from different agencies - this agency should do it, no, this agency should 

do it, no, this agency should do it, and I finally got it taken care of but it was just very difficult and very frustrating. 

Colette: Yeah, and I'm sure it is extremely frustrating to have to justify why you need something to help you take a shower. 

Kelly:  Yeah, because like. I mean, what am I supposed to do shower outside with a garden hose? I mean it's a shower, it's a 

bath, it's a daily necessity that you need. 

Colette: Right! How long do you think it kind of took you to fight on that; was it fairly quick and just frustrating, or did it take a 

while? 

 Kelly:  It was a good six months to a year before I finally got it. 

 Colette: Well, you know I’m glad that you have it now and I’m glad that you have a roll in shower so that's not something 

that you have to keep fighting for. I mean I know you still use the shower chair as well but I don't think that's something 

people kind of know about.  

Kelly: I think the problem with this specific shower chair that I was needing was because it was a shower chair that rolled into 

a bathtub which made it more expensive which I don't understand why equipment-medical equipment- has to be so 

expensive but having a roll in shower it might not be as difficult because the shower chair might not be as expensive.  

Colette: Yeah, some of that stuff is so, I mean it really is it's so expensive. I remember when we, we didn’t even need 

medical equipment, we were just looking for like sensory items and some swings, some different things and when my son 

was younger, and it was so expensive, I mean it was so, so expensive and luckily, we had you know, we did some shirt 

fundraisers like at Mustang games, we did different things to try to help us to put these things in, but I remember sometimes 

they would ask like for the medical necessity letter and  these different things and they would be like why do you need a 

climbing wall in your house and I would be like well you know quite frankly I wish I didn't, however he has some extreme 

sensory needs and we either help him find a you know, more appropriate way to get this out or he's climbing the curtains and 

he's going to get hurt, And I know that's totally different than needing something for your daily health and you know your 

mental health your physical health but… 

Kelly:  I think sometimes a lot of the companies think well the insurance is going to pay for it so let's make it expensive when 

sometimes that's not the case like sometimes it could be just something simple like hey, I need a new tire for my chair can I 

just pay for that?  Well, that's $300; well, I don't have three hundred dollars. 

Colette: Yeah, I think that that's - you know when I talk to families - I talk to families and people with disabilities with my role 

at PCS a lot of times right at the beginning of their journey and sometimes I think that's kind of a big shock to people that their 

private insurances aren't going to pay for it, they don't qualify for Medicaid, if they don't qualify for Medicaid that it's not quite 

as simple as maybe they thought it was going to be, you know, when they went in, and I think that's really hard on families 

and people with disabilities when they enter into the service systems, is that it's a lot more confusing than what people might 

think it is. 

Kelly:  And I think a lot of people think you just go down to the Medicaid office and you just automatically get Medicaid and 

now you have Medicaid so now you're entitled to anything and everything but that's not really the case and it's a really hard to 

find a provider to take the Medicaid. 

Colette: Yeah.  Yeah, you just brought up another barrier - finding a provider especially of equipment or home modifications 

or vehicle modifications; they’re limited, extremely limited. 
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Kelly:  Yes, or just a provider to just go to the doctor or a specialist; if you need a specialist for some situation it's really hard 

to find a provider that just takes Medicaid.  It's like okay you got Medicaid but it's not gonna give you everything you want and 

a lot of people think that way. 

Colette: You know I remember when we were doing kind of some pre-planning work on the WITH grant and you probably 

shared this with the group too. So, I’ll link the WITH grant that we're kind of referencing and I guess I’ll catch everyone up on 

what that is a little bit because I've referenced it a couple times now and a lot of our listeners might not know what that is. I 

think it was maybe three years ago, it might have been longer, but I’m thinking it was like 2018-ish.  Kelly was a co-facilitator 

with me on a project that Progressive Community Services was involved with UMKC, Mosaic and some other stakeholders. I 

think we were one in four agencies in the country to get this grant, and we worked with we had open sessions with people 

with disabilities, family members of people with disabilities, their general supporters, provider agencies. Then on the other 

side there was also medical doctors, physicians and care providers and there were several different sessions to talk about 

some different tools to use during health care visits.  I remember, Kelly, you talked about how another barrier sometimes for 

you was if you did go to the doctor there would be times when the questions were more directed towards the staff or they 

would kind of look to the person who was your transportation, your staff to the visit and direct their answers to them versus 

you and you're the person there for care.  

Kelly:  Like I didn't have a voice or something? Yes, which is very frustrating when you're the person that is there to get the 

help when they're looking at other people for what they really should have been asking me; like I didn't even exist, like it was 

very weird and very, I don't know I don't really know how to explain it but like l a lot of provide like doctors and stuff like that 

need to realize that I’m still a human too. Like my voice matters; like ask me the questions, I’ll be glad to answer them  

Colette: Well, I hope that's improving and if there are any physicians that maybe want to learn more about how to interact 

with people with disabilities, I know Kelly would be happy to mentor you.  I know that there are a lot of materials that were 

developed through that project, and those can be accessed and that's free to anyone who would like to learn more about how 

to do that. You know you taught us a lot during that period and some of that was, you know, you weren't even necessarily 

trying to make those teaching moments but we were able to see, you know, some of the barriers that you were having,  You 

know, transportation barriers for evening sessions; you know we were trying to be accessible to everyone in the community 

and so we set these things up at different times but then we also saw that the evening sessions at times would create a 

barrier for you for transportation 

Kelly:  Because the buses quit running at a certain time in the evening. 

Colette: Yeah, so you know here you were trying to get to work… 

Kelly:  Which in this town for some reason, the transportation stops pretty early in the evening … 

Colette: And so again we had to like kind of lean into the community and find someone that had an accessible van and help 

arrange that transportation for you to get where you needed to be at in the evening hours; which, you know, it just helped to 

provide your lens to everyone that was participating in it that you were having some real-life barriers around your medical 

care at that time; you were having some transportation barriers and you know we were just kind of seeing firsthand how 

much you were going through just trying to live your day-to-day life and your barriers were just more significant than mine at 

the time and we were co-facilitators. 

Kelly:  I just think a lot of people like, try to look at life through the lenses of, like even though you try to look through the 

lenses of a person in a chair in my example- in my case-like a wheelchair. Sometimes you don't always think about, well wait 

a second how does he do this, or wait a second how does he do this? Like sometimes I think people have good intentions 

and they might think about those things, but then they're like not – I don't really know how to say this – but not like, not 

thinking like the transportation issue; what if, how does he get to work in the evening time or how would he go to the movies 

or how would he do the First Saturday downtown stuff. I think it's Friday, First Friday of the month things, if there's no 

transportation? Like yeah that's all good and fine to have those things but like I don't think people think about like how is the 

disabled community going to get to these things or just different stuff like that. 

Colette: No, I think you're right; I think you're exactly right and that was some of the some of the things that kind of opened 

up during that time period was, so there's no transportation after five o'clock at all? Like none? Like they just can't go 

anywhere after five? 

Kelly:  Like a simple thing like a nine to five job. Like that would just be a simple task for most people but there's a lot of 

different things that have to go into that for somebody like me or you know, I mean, they don't even have to be in a chair just 

not having a car, you know.  
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Colette: Yeah, and if they have to arrange staff around their work schedule you know if they need some support somewhere. 

And I learned while we were chatting earlier that you have since that time gotten some accessible transportation. 

Kelly:  Yes, a church actually donated me a van so I can get around much easier now. 

Colette: Is that a church you were attending or did they just hear about your barriers?  

Kelly:  Well, it was a church that I used to go to; I went to the church for like three or four years and I had stopped going to 

church and they had actually got a new church bus, so they had the old one and they're like what do we do with it, and 

they're like hey let's give it to Kelly. 

Colette: So, that's great I mean I just love hearing that you can get out and about now, that you can go to First Fridays if you 

want, you can go out to the movies, you can go live your life, you can go do the things that you want to do and you don't have 

to plan your life around you know the public transportation system or the OATS bus. So, I asked you earlier and you said 

your family members, your friends, different people drive it for right now because it's so big. 

Kelly:  Yeah, it's a big - it's a full-size van.  I say it's big van; some people are like oh that's not a very big van but I have a 

couple friends and some family that drive it for me. 

Colette: So, do you feel like it's made an improvement in your quality of life? 

Kelly:  Absolutely 100 percent. I mean the simple task of going to the grocery store I could actually get more groceries and 

bring them home and I don't have to go as often; like, that is tremendous and huge and much appreciated.   

Colette: I'm so happy for you. I remember a couple years ago you were saying when we did like a vision of a good life and 

you said one of your visions of a good life was to have your own accessible house, like you know a more accessible house 

and a more accessible vehicle - your own accessible vehicle, so I love things are falling into place for you. I mean obviously 

it's your own community and your own friends and family members and people you've known from church that have, you 

know, helped but you also shared with me that you really want a smart car, accessible vehicle in the future. 

Kelly:  It would be cool to have a smart car that I could - it would be small enough that I could drive it around, you know? I 

know it's a smart car and it's kind of funny, but it would be small and it'd be big enough just for me. 

Colette: I love that you kind of always have your eye to the future because you always make it happen. (chuckle) You know, 

whatever you kind of decide you want you always make it happen. 

Kelly:  I think God has a big role in that but I just say I’m blessed. 

Colette: Yeah, I think so, but I think you do too, because you know, you share those, you think about it, you plan for it, you 

kind of share that out to the world. I don't remember, one time years ago I was afraid to ask for something; I don't remember 

his saying and I’ve tried to ask him, my brother, and he doesn't remember it, but anyhow I was like fearful to ask for 

something or to talk about something I wanted to do, and he was like well, your friends want to help you, your family wants to 

help you, people want to help you. You know you need something; if you want something, you know people will naturally 

want to help you, they'll want to support you, but if they don't ever know what it is that you want or what it is that you need it's 

hard for them to help, and that really always stuck with me and now I’m kind of known for being the person that'll just like 

randomly ask;  like,  I mean like I just always throw out stuff I want, stuff I think would be cool in the future. 

Kelly:  Sometimes it's hard to ask for something, but if you just kind of throw it out there and people hear what you're wanting 

and they're like hey I can do that for that person 

Colette: Yeah, it's like wouldn't it be cool if our community, you know, had whatever - I'm trying to think what would be 

something that would be really big and huge.  I just, you know it's my dream, you know, the Building Buchanan is that you 

know, everyone comes together to learn about the barriers that people have and that we all kind of pitch in in our own little 

circles to remove those barriers when we can you know for the people that we care about and for our community you know.  

I'm sure a lot of people don't realize that …. 

Kelly:  Just a little simple thing could change somebody's world drastically.  
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Colette: Like some business owners might not, you know, maybe it's an older building, maybe they think they're ADA 

compliant like do they realize that there might be customers that can't (pause) 

Kelly:  Navigate?  

Colette: Yeah, they can't get in there, they can't shop, so they might not even realize like hey, where I’m located at or the 

way that my stuff is. 

Kelly:  Or the building is an older building and it has a little a little tiny stoop to get into it, but for somebody in a chair or with 

a walker or whatever, they can't get over that little stoop, that little step to get up. 

Colette:  Yeah, and I definitely think that people could make those little changes but they don't know about, they don't realize 

the barrier. 

Kelly:  I think a lot of people don't realize that that's a barrier until they get somebody, like say I go to a restaurant and I’m 

like hey, I can't get in this door or I can't get up this step and they're like ‘Oh, I need to fix that. Like a lot of people, it takes 

seeing somebody before they're like ‘Oh I should do that’. 

Colette: What do you, okay, so I’m gonna, like we'll do like a little local plug here. So, what's the most accessible, do you 

feel, like accessible places like restaurants, this is the shop, like kind of where are your go-to spots that you feel like the 

parking is good, getting around is good? 

Kelly:  My go-to spot is Walmart, but I like the North Shoppes. The North Shoppes is pretty accessible; like there's sidewalks 

where you need in. I do a lot of shopping there too, but like I don't know, North Shoppes and Walmart is pretty much my two 

go-to spots. 

Colette: So, what is something that, so we kind of talked about the barriers, but kind of what is some advice to either people 

in the community or to someone with a disability if they're just kind of getting started on their - you know kind of what do you 

wish you had known 19 years ago? 

Kelly:  I mean I guess if you're somebody with a disability, just if you need something, don't hesitate to ask somebody for it, 

or you know look to your neighbor or look to you know a different agency. Like you might not know all the agencies but don't 

hesitate to get out a phone book and start looking. And if you're somebody in the community like a business owner or 

whatever, you know if you want to know if your place is accessible, because there are different levels of accessibility and just 

because you're compliant with the city laws doesn't mean that everybody can go into your business.  Just maybe reach out 

and say hey why don't you come down and or come to my store or come to my shop and say and just tell me little things that 

I could do to make it better. 

Colette: Yeah, that's a good offer that you're offered up there and you make a good point that there is a huge difference 

between ADA compliant and accessible. 

Kelly:  So, there's a huge difference! Like I might be compliant but I mean there's a huge, huge difference. 

Colette:  So, are there any, so since we're talking about accessibility again, you said you mostly go to Walmart and North 

Shoppes are there any sort of accessibility things that you've seen out and about lately that you like? I know that I really like 

the new water fountains that have kind of started popping up that have like both where you can fill the water bottle and it's 

like sensor, all sensor ready. 

Kelly:  I haven't seen those but those sound cool. But one thing is sidewalks in this town need to be wheelchair accessible. 

There are sidewalks in this town that you can get on one side, but you can't get off the other side. That does not make no 

sense to me. 

Colette: Yeah, and that sometimes forces people to have to use the street to enter  

Kelly:  Yes, and then people are like why don't you use the sidewalk? Well, I can't get off the sidewalk. Or there's a piece of a 

sidewalk and it leads to nowhere. 

Colette: Kelly maybe we should try to get you on the, I think the city has a committee that looks at ADA accessibility maybe 

you'd be a good person to get on that committee and start…. 

Kelly: (chuckles) Maybe; I mean the sidewalk thing in this town is like crazy to me. Like I live by King Hill. So where I live, if 

you go in front of the King Hill apartments you can get to the King Hill apartments but then there's a gas station and you can't 

get off the sidewalk to get to the gas station. 
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Colette: And some of it may be some little oversight issues that can maybe make a huge difference in somebody's world, 

their daily life. 

Kelly:  I mean it might be small to some people, but King Hill's a pretty dangerous street if you're in a wheelchair and have to 

be in the street  

Colette: Yeah, I wonder how many areas need some attention. I've noticed more of the little stoops that you talked about to 

get into businesses than I ever did before and I think that's why it's important, too, for all of us to kind of diversify our social 

circle as well. I mean I was pretty well educated on autism and some of the barriers that people with autism come into contact 

with; you know, loud noises, some of the different things that can be barriers for them but really until, you know, we cross 

paths and then you know, one of my co-workers has been educating me um I just, I don't think, definitely there was no ill 

intent, I hadn't really noticed until it was pointed out to me that this is a barrier and I started looking when I went into 

restaurants and seeing this little like inch, two-inch piece of concrete you know.  

Kelly:  Which is very annoying when you're trying; I mean I have an electric chair but it's still annoying.  I can imagine people 

in a manual chair; l but it's just little things that people don't even - it's not sometimes it's just like, oh it's fine. They don't even 

think about it.  It's not that it's ill-intent; it's not that they intentionally try to do that. It's just when buildings were built a hundred 

years ago that's just what they did. 

Colette: Definitely and you know I’m curious you know I saw this really cool, and I’ll link this one too, I saw this really cool 

story on Facebook, I don't know if you saw it. It was like a grandma in another country and for whatever reason she um saw 

the need, she made all these little ramps out of Lego they were really fun and colorful and then she like, I don't know if she 

used epoxy, I don't know how exactly she did it.  I’ll share it I saw it on Facebook, and she went and gave them to all these 

little businesses that had accessibility problems as a way to both allow access to these buildings but then also to kind of raise 

attention to all these places that had the little stoop.  I think she might have been in the UK but I thought that was a fun story, 

kind of a unique find because in my brain when I saw it, I thought well, that would be really cool. I wonder how many people 

have a lot of old Legos that they don't even need any more that they could use for such a project. 

Kelly:  Start putting them together………. 

Colette: I find them from my son; I mean I will ruin a whole Star Wars set if I find a couple on the floor because I’ll get mad 

and I’ll throw them away. (Kelly chuckles) but only a couple times like pick these up but it's gonna suck them up in the 

vacuum cleaner and then it breaks my vacuum and I get mad at Legos because I don't, I cannot, and believe it or not I’m not 

any good at Legos. 

Kelly:  So, building ramps out of them is probably a good idea so then they're not in your house? 

Colette: Yeah, yeah, and I think I just get mad at them because my brain doesn't work that way.  Like the picture instructions; 

like, I get all turned around. I blame it on being left-handed but I don't really know what the deal is but I don't like it. 

Kelly:  Lefties use their right… 

Colette: Yeah. Well thanks for sharing.  Do you have any final thoughts, Kelly, that you would like to share with everyone? 

Kelly:  No; I mean hopefully whatever I said helps somebody or you know………… 

Colette: I'm sure it will. You know I really, I love your story and I love that you know, have the community you know, you have 

your friends, you have your family, you have your people at church and you know, you've really not been – I know that you've 

had times of isolation, you know when you can't get out and different things like that but I feel like you really have tried to be 

as involved in your community as you can. I mean as much as you want to. I mean you're not out and about every day but 

that's because you don't want to be. 

Kelly:  That's true; that is true, and its winter time now so……. 

Colette: Yeah, you're not just going to go out and about and do whatever. But I mean you you've done a great job at 

continuing relationships with your community and kind of not self-segregating into um, you know you stay connected to the 

disabilities community and you always advocate for yourself and for other people but that's not your like end-all be-all like 

that's not your social support group you don't segregate to just - 

Kelly:  Yeah, you definitely have to like stay connected with the whole community it's not just the disabled community. Like, 

oh I’m disabled so now I get to stick with this community. It really does take a diverse or a group of people to make a 

community. 
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Colette: Yeah; well, and that's what I appreciate; that you've kept your seat at the table with everyone, you've built your own 

community and that you've not self-segregated and because of that 17 years of doing that you've kind of -  it's been that 

community that's helped you to really get what you need; not the disability services, not these other, not Medicaid, not the 

waiver, not those things that most or some people think are the most important thing that's going to make or break your life if 

you have a disability, you know what I mean?  They are helpful, they help you get what you need, there is a purpose for them  

Kelly:  I think the agencies have a purpose and have a place but it really comes down to a community as a whole to make 

one's life better. I mean an agency can only do so much. 

Colette: Right, right. I agree with that, and I remember even when I started here and when I trained you know, some other 

employees, I said you know you can work with families and people and you can care about them and that's great, but always 

remember that you have to tell them the information that they need to navigate the system.  The reality is you could have a 

baby, something could happen,  you could move and you could be gone so doing everything for people - it's their life, they 

are the ones that live it and we're there to support them, but we have to respect their choices and we have to show them how 

to do it like I think that sometimes there's this, by professionals at times, there's a like a ‘I'm gonna help you out, I’m gonna do 

this for you because this thing is hard’,  and not really what people necessarily always want or need. 

 Kelly:  But I think like for case management the most important thing that like a case manager can do is encourage people 

to stay connected with their community, stay connected with their surroundings, stay connected because like, just say for 

example, Progressive Community Services might not be able to answer that question but Sally Jo my neighbor might be able 

to be like, hey you know what I heard something or I seen something you might want to try this. 

 Colette: Well, Kelly, it's always a pleasure; you always are so insightful and I always appreciate you being so open about 

your life you're always very honest and open about what goes on with you. You share a lot of, you know, private and 

personal things that a lot of people, you know, it might be difficult for them to share, but you always share it with us in the 

hopes of helping someone else. So, thank you. 

 Kelly:  It's all about making everybody's life work the way it should. 

Colette: Yeah. 

 

[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] 
 


