Neeley Heilman

[MUSIC PLAYING] 

Hello and welcome to another podcast of Putting A Face with Disability. Today we have Neeley Hielman. Yes, there is a relationship to me. This is my teenage daughter who's no longer a young one. She's actually 18 now, and going to share with us a little bit about some of the diagnoses we talked about this week of immune deficiencies among other diagnoses. I'd like to turn it over to Neeley. Neeley, could you introduce yourself to everyone and tell us a little bit about yourself and what your actual diagnoses are? 
Hello, my name is Neeley Hielman. I am Dr. Hielman's daughter. I am diagnosed with a primary immunodeficiency postural orthostatic tachycardia syndrome, otherwise known as POTS and EDS or Ehlers-Danlos syndrome. But I'm a lot more than just my diagnoses. I love to run. I love to lift weights. I love to go out with friends. I'm pretty much just like everyone else as a cliche as I sounds. [LAUGHS] I have a cat named Atticus, that's my best friend. And I plan on attending UConn in the fall. 
UConn, exciting moving to Connecticut. 
Yeah, it's going to be a big change for sure. 
We'll be talking about that in just a second. Part of one of the reasons we're doing the podcast is for students and for people to understand some of the other aspects of disabilities that's beyond the physical aspect. Could you share a little bit about how your disability affects your daily life? Maybe things like your social life or your academics, anything like that. 
Throughout high school, I've struggled a lot maintaining friendships because due to the invisibility of my illness. A lot of people see me and they don't think, oh, she has a disability or, oh, she struggles every day to just go to class and to do things that are really easy for everyone else. And so I've had a lot of friends that don't believe me, and they don't believe that my illness is real. 
And if I have to cancel on them because I'm having a bad POTS day or I had an infusion last night and I had a reaction, they're going to think I'd just bailing on them. So it's been hard to find people to be friends with me that have the maturity to understand the kind of disabilities that I have. And honestly, it's just a lot more convenient for them to have friends who just don't have disabilities. 
So I've had to find people that either have disabilities like me or people who just have a better perspective on life and can understand that everyone has their own problems and everyone has their own experience in life. And that's how it's affected me at school. 
Also, I've done a lot of sports growing up. And I played soccer and I swam, and I would have practices where I would tell my friends I'm like, this is just a really hard set, I can't do this anymore. And they would say, just push it, just push it, you're fine, which is fine for everyone else. But it's hard to listen to your body when you have friends telling you to like-- and they think it's in your best interest just to help you get better, but a lot of people just don't understand athletically and socially. 
And when you were doing those sets and you'd push yourself because that's what everybody else is doing or your coach is doing and they didn't understand what your body was feeling inside. Can you explain what happened in a couple of times when you did push yourself? 
So a few times when I did push myself, I ended up having some sort of swelling on my heart. And I passed out after I got out of the pool in the bathroom and no one found me for like 15 minutes. And that was like-- when I look back on it now, that kind of hurts me emotionally that no one realized I was gone. But I ended up passing out in the bathroom. And eventually, someone's grandmother was in the bathroom and found me and had to call 911 and I couldn't move and it was just really scary. 
And I ended up going to the ER and they tested these enzymes in my heart-- cardiac enzymes and they were elevated, which indicates swelling on the heart or a heart attack so I had to go into the ICU. And it was a really scary time. And in the end, I had to end up quitting swimming because it was just too taxing on my heart to do two hours of intense swimming every day like six days a week. But they were really scary experiences, and they definitely not only affected me physically, but emotionally. 
I have a lot of fear around swimming and around being in water, which I had to work through because I eventually became a lifeguard. And I think becoming a lifeguard really did help me work through that fear. But like that physical obstacle that I had to encounter not only affected me in a physical way. It did not only hurt my heart and made all that, but it emotionally affected me. And that I fear certain things. And I lost a lot of friends from swim because I no longer could swim with them. So like physical obstacles have their consequences that aren't just physical. 
That turn to emotional obstacles as well. You mentioned two things I kind of wanted to bring up when you talked about the invisibility of your disability. Can you kind of explain what an invisible disability means to you? 
So I actually did my AP research project on invisible disabilities and the psychosocial impacts of them so I explain this for you. 
Well, you're a perfect podcast guest. 
I will try my best to explain this. An invisible disability is a disability or a chronic illness that is not apparent to the outside viewer. So if you were to look at me, you'd say, she's not in a wheelchair, that's just one example. But she looks physically OK and looks like the typical person, but on the inside, you have no idea what's going on. And there are-- after I do my research project and through my own personal experience, I realized there's benefits and there's drawbacks to having an invisible illness. Because obviously, a drawback would be that teachers, leadership, coaches, friends, they don't believe you that you do have a disability. 
And sometimes, it's harder to get the accommodations involved because people don't think you need them. But there's also positive things I guess you could say like a silver lining is that if some people don't see you having disabilities, sometimes you don't deal with the discrimination involved with having a disability. So I mean, I think I get it either way. So it's a different experience, yeah. 
It's a different experience. Yeah. One of the things you mentioned is people don't see your disability and understand. I know just because I am your mother as well, that sitting on a refrigerator for the past year is a piece of paper for us to go fill out the handicap or the disability parking placard. Is that something that we're kind of putting off because it's going to be harder for people to understand why you would need that? 
Yes, I feel like we've kind of been putting it off because I've seen other people's experiences. And other people I know that have invisible disabilities that I'm friends with people who have POTS who have EDS that do get their handicapped passes, experience a lot of hate from people who see them parking in this disability parking spot and-- 
Don't understand. 
--they've had people come up to them saying, you don't belong in that spot. You don't have disability like you're taking advantage of the system. There's someone who actually needs it. And even though you know you need it, you still feel a sort of guilt. And I think I'm a little fearful of that, but I need to realize this is a resource that I need to make my life better. And it's something that is going to improve my quality of life. 
And sometimes, you just have to hear it from a doctor because you do have to have doctor disapproved that you can apply for this and my doctors are like, yeah, you need it. 
[LAUGHTER] 
So that definitely helps. But I'm a little fearful, but as I said, I'm going to UConn up in the fall. And my mom was so scared of me going away so far. 
But as I'm going to UConn, they have one of the best students with disability services and that's something that really drew me to that campus-- 
Really. 
--because I feel like I'm going to experience less discrimination. And if I do, then I feel like they'll handle it appropriately. 
Awesome. Well, you brought up a good point. One of the things our students may be working with are people that hear this podcast may wonder is, how that transition from being a teenager or a young person with a disability whose parents advocate and make doctor's appointments and go with you. How does that impact you as you're transitioning to adulthood and seeing a different perspective of dealing with your diagnosis as an adult and going away and moving out of the home? 
Well, the transition is going to be hard. 
I know that. 
A transition is hard, a change is hard for every teenager that's transitioning to college to living on their own. 
Sure. 
But there's an extra amount-- there's an extra layer that I have to take responsibility for. Most people have to take responsibility for their laundry or they now have to clean their room or they now have to make sure they get three meals a day. Well, I have to do that. And I also have to make sure I'm taking my medication daily because if I don't, I will get very sick. And I also have to schedule my doctor's appointments and go alone to my doctor's appointments. 
And recently, I had-- I turned 18 in November and I had a hospital stay and my mom was not allowed in the back. And it was really scary because I had gone my whole life with this support that was there. And she taught me from a young age to advocate for myself, and she's taught me the process. But I know a lot of people in the community like invisible disability community and just people who have disabilities. 
Their parents kind of shelter them a lot from it because they want them to have a normal childhood, but they've kind of taken over the whole process and they don't know how to do doctor's appointments by themselves. 
Advocate for themselves. 
Advocate for themselves. And my mom set that as a priority but-- 
It sounds like you have a good mom. 
[LAUGHS] I think my transition is going to be a little easier because she has instilled that idea of self-advocacy. But it's still going to be challenging to be far away and have that anxiety associated with, oh, if this happens, she's not right around the corner. So it's going to be a hard transition, but I'm also really excited because it's me taking responsibility of my own life. And that's important. And it's a step in the right direction. 
I'm proud of you. 
Oh, thank you. 
As your podcast as director, as well as your mom. 
Hmm-mm. 
One other thing I wanted to ask is you mentioned that you'll work with disability services at your University. What kind of things can they support you with and offer you to help with the college experience and the transition of being away? 
So to improve my quality of life at college, there's different accommodations that I need for my different chronic illnesses. So for my primary immunodeficiency, I get weekly subcutaneous infusions. And as you guys-- if they're hearing this podcast, they probably know a little bit about that. You can have a reaction to these infusions that I get weekly. And so I need to either do them in the Student Health Center or I need to have an assistive RA, a roommate, someone who can watch me while I do these infusions to make sure that I don't have a reaction. 
So I need to make sure that I have that available to do my infusion. I will be doing them myself, but I need someone watching me like you always need a safety net and someone to watch you. So that's for my primary immunodeficiency. Also, I can get sick more often more frequently and with more severity than others. So a little cold may knock me out for a week, and I need some extensions on papers or I may need-- hopefully, I don't. I usually stay on top of myself. 
Yes, you do. 
I put a lot of pressure on myself, actually, to stay on top even when I should probably give myself a little leeway because if I have the flu, I should not be doing math. It should be focusing on getting better. But I definitely sometimes need some extensions on papers if I do get hospitalized. Usually, the only time I ask for extensions are if I'm hospitalized. But I really should be asking for them even if I am just like bedridden with the flu. But I guess I'm kind of desensitized to that. I kind of push myself to work through it. 
You have a different normal than most people. 
Hmm-mm. So that would be for the primary immunodeficiency. And then for the POTS that I have the syncope that is associated with POTS. I need to be on a first floor because-- 
Syncope being you pass out easily. 
Yes. If I pass out easily, stairs are not smart to do all the time. 
Not your friend now. 
So I should be on the first floor of whatever residence hall I live in. And then typically, at UConn, most of their buildings are ADA compliant. So there should be elevators if I'm having a bad day and I need to get up to a second floor for class. So I do need to be on a first floor. I do need to have a private bathroom because there are gastrointestinal complications that come with POTS because of the blood flow-- 
Always fun to talk about. 
Always fun, you know? They're very attractive, too. I really bring in the boys with my GI problems. 
[LAUGHTER] 
I need a private bathroom because the blood flow that is constricted due to my POTS like can cause me to have some stomach issues, and that's just something that will make-- 
Your life a little easier. 
I need to be a little bit more private and-- 
It's always uncomfortable talking about these things, but especially with your mother. 
Oh, yeah. 
Is it harder having medical issues and going to doctor's appointments and having to talk about personal issues in front of your mom? 
Yes, especially when I was still 17, she had to be in the room for everything and they would ask me questions and they really don't have a line. Like, some doctors, they don't understand the privacy issue. And sometimes you don't tell your parents everything and you'd like them to be like, hey, could you step out of the room for a second so I could ask him a few questions. 
And definitely discussing-- I'm really comfortable with my mom, but I know not a lot of people are. So when I've had certain questions, I've been a little bit afraid to ask them to the doctors in front of my mom. 
Or with your dad. 
Or with my dad. 
In a rare occasion that he's there. 
That's just usually my mom. I've been a little hesitant to ask questions, which you should never be hesitant to ask questions regarding your health. 
And always share it with the doctor. We're learning that lesson, aren't we? 
Hmm-mm. Yes, we are. 
Well, I appreciate you taking the time. You've really touched on so many different things. Is there anything though that maybe I haven't addressed that you would like people to understand when we're talking about the psychological, the emotional, or the social aspect of having your disability and being a teenager? 
I would say just keep an open mind. And everyone's experience is different. And if you look at one person, you don't know what their life is. You don't know what their experiences are or what maybe physical, social, emotional issues that they're dealing with. So just keep an open mind and try and put away your biases and be cognizant of your biases because they exist. Your biases are always going to exist even if you try not to be biased. You need to keep them at bay and try and keep an open mind. 
Can I ask you to share one quick story before we leave? 
Yes. 
Oh, my gosh, I got the eye that you can't see. But when you were dating a young man, he and you broke up-- 
A boy. He was a boy. 
He was a boy. Could you share the story behind what the boy said when he broke up with you that has to tie into your disability? 
Oh, yes. So one aspect that a lot of people don't see when they think of someone who has a disability or a chronic illness is that they have a dating life. Believe it or not, they have a dating life. And I was 16-- 
So young. 
Mistakes were made. I was 16. I was dating this boy and I had been hospitalized and had to quit swim and we had met through swim. And I was dealing with a lot at once-- my best friend, unfortunately, had passed away that year and COVID was happening and it was just-- 
A lot. 
--a lot going on for me. And he comes to me and says, your stuff, it's too much for me. And I was like, too much for you-- thinking in my head. But of course, I just wanted him to stay around so I didn't really say anything. He's like, I feel like you're emotional support dog. And I said-- 
You can't see her face, but her jaw dropped. Her whole family's jaw dropped. 
Yes. So now I was just shocked that he had said that. I was tempted-- 
That was the reason he broke up with you. 
That was the reason he broke up with me because he couldn't-- 
Her disability was too much and he was her emotional support dog. That's a great place to end it on. But I do have to let you know that it is now the biggest joke in our family about being an emotional support dog and how we view disabilities because there's so much more, but he was such a boy. 
And you should never-- on a side note, you should never feel bad for talking about your experiences. And if someone can't handle your experiences and your own problems, I mean, you shouldn't unload them completely. But talking about them and helping support someone if they can't support you, then-- 
They aren't worth being in your life. 
No. So I do have someone now that is amazing and understands. 
And you have better standards. 
I have higher standards. Yes. 
Well, Neeley, thank you so much. I appreciate you sitting in with us-- 
Thank you for having me. 
--and sharing your story with us. All right. 
