Lend me your legs: Pursuing passion amid grief
SPEAKERS
Nick Roach (host), Carey Scheer (narrator), Jessie Smith (guest)
Nick Roach  00:04
Hello and welcome back to the Purple Orange Podcast. My name's Nick Roach, and I'm filling in for our regular host, Belle Owen. She'll be back next episode. Today's story is powerful and moving. I'm excited for you to listen. Jessie Smith is an accomplished equestrian who, as a teenager, found herself suddenly navigating life with a disability. She shares her journey, the ups and downs and how she learned to adapt to a new reality. When Jessie was figuring out this new chapter, she wanted to hear more raw and real stories about what life after acquiring a disability felt like to others. So now, she's putting those stories out there herself - through her social media, a book she's working on and shows like this one. Before we jump in, we want to give a quick heads up; Jessie does talk about some difficult moments, including times where she struggled with suicidal thoughts. If that's not something you feel like hearing right now, it's completely okay to skip this episode. And remember, if you need support, you can always reach out to Lifeline at 13 11 14. But this conversation isn't just about grief. It's about how that can exist alongside finding purpose and pursuing passions. I think you'll find a lot to connect with here. Let's get started. Carey Scheer brings you the story.
Carey Scheer  01:43
Jessie, I printed out some of your social media posts. Would you read this one?
Jessie Smith  01:56
So read the whole thing, yeah? When's this? Oh, this, was this last year? I think, yeah, yeah, because it's 11 years next Friday. So, right. So, ah somehow, today's 10 years since my life changed forever, a whole decade, 3650 days in pain with the most painful condition known to mankind. It's been 10 years of heartbreak, hospitals, grief and more pain than I knew the human body could endure. There is so much I could say about the positives, but it's important to recognise just how much little 14-year-old me would come to lose on Friday the 13th of September, 2013 and how hard this journey has been. To the disease that has proceeded to leave me partially hemiplegic, paralyzed internal organs, and try to take everything from me, sorry, but you're not winning this fight. It's been far from easy, but amongst the pain, the last 10 years have seen some of my biggest success and greatest memories. All of my horses are pivotal in my life, but my little standard bread who not only saved my life, but took on the world with me, has without a doubt been the greatest part of this story. Stormy, I owe you one buddy, and Megan, I can only hope you know how much you believing in me when we met in 2015 shaped this story. There is no cure, so until then, we just keep on, keeping on. And to 14-year-old Jessie, you survived, and you will continue to.
Carey Scheer  03:38
Keep the names Stormy and Megan in mind. We'll come back to them soon. But first, let's rewind to the moment when the spark for Jessie's life passion took hold.

Jessie Smith  03:52
I'm three years old. We're at the Royal Adelaide Show.
Royal Adelaide Show presenter  04:02
This year, for the Royal Adelaide Show...
Jessie Smith  04:07
These girls out there on their little ponies, and they've got their little plaits and their bows in their hair, and who I thought were all big girls. Looking back, they're probably six, eight, maybe at the oldest, but I was absolutely obsessed.
Royal Adelaide Show presenter  04:27
You are now looking for class 192... And from there out, her fate was sealed. She was a horsey girl.
Jessie Smith  04:39
Yeah, everything was horsey, my best friend at primary school, Abby, we used to play horses, so we'd take in turns having the like skipping rope around our waist. Well, if you were the horse, you had to make horse noises, and you had to whinny and you had to neigh, and so you'd like kind of skip along as though you were cantering, and then, um, and then we'd take it in turns playing horses all around the oval and on the playground. I finally convinced my parents that I could have riding lessons for my fifth birthday. I've got photos of me from my very first day in my little Barbie pants, my Barbie t-shirt, ready for my first riding lesson, and that was more than 20 years ago now.
Carey Scheer  05:27
It's 4:30am. Jessie switches between using her wheelchair and using a cane as she cleans the stalls and feeds her horses, Kiwi, Charlie and Storm, who she also refers to as Squirt. As Jessie steps into Storm's stable, he pulls her in for a hug. 
Jessie Smith  05:53
He puts his head over my shoulder, and like pulls me into him. And it's really cute, but it's also really frustrating when you're trying to clean his stable, and he if he's finished eating, he then like, "oh, cool, it's cuddle time", and so you're trying to clean his stable, and he's like, grabbing on to you and pulling you into him, so, but he's very sweet. Yeah, he's just my best mate, and he's a pain, he winds the others up on purpose, and he's a troublemaker. But I think when you're 28 and you've done what he's done, you're allowed to be a troublemaker. So he gets away with anything.
Carey Scheer  06:39
Storm entered Jessie's life after she lost someone very close to her. 
Jessie Smith  06:44
Yeah, yeah, she was my little sister's very bestest friend in the whole wide world. My like adopted little sister, the two of them were inseparable, and I was the big sister that they wanted to be like and do everything with. And yes, we lost her to leukemia in 2012.


Carey Scheer  07:03
At 13, Jessie was grappling with the loss of Sarah when she saw an advertisement about Storm. Storm was not for sale. The family that owned him loved him very much, but they weren't able to give him the attention he needed, and so they were looking for someone to come and ride him regularly. And so, Jessie became that lucky rider. It soon turned into a love story.
Jessie Smith  07:40
I was utterly obsessed with him, and he was utterly obsessed with me. We've always said that Storm and I were a match made in heaven, quite literally. Sarah wasn't a horse person, but we've always, always thought that she was somehow involved in making this all happen, and she chose right, so...
Carey Scheer  08:11
One day, Jessie's mum walked into her room, tears streaming down her face. She'd just gotten off the phone with Storm's owners.
Jessie Smith  08:21
Straight away, I'm thinking, my God, Storm's dead, because it was only, you know, eight months after Sarah died, and she said, still crying, but she said she's asked if we want to take him, and basically they'd said that they could see the bond between the two of us, and it was a bond like they'd never seen before, and that he had made it very clear that I was who he wanted to be with, and that it wouldn't be fair on him or me, but mostly him, to keep us apart for their own wellbeing, when he'd made it very obvious that I was his human. Yeah, that was my whole dream. Everything had come true. I basically wanted to sleep up there in the stable, but unfortunately, I had to go to school. I didn't want to, because I didn't want to leave him. I just wanted to be with him the whole time, so I'd go up and see him before school, and then go to school, and then first thing, straight away, get home, get changed, and go up and see him again and he'd always be waiting at the gate for me.
Carey Scheer  09:37
Jessie already was deeply in love with Storm, but she had no idea how crucial his companionship was about to become.
Jessie Smith  09:53
I owe my life to him, I really do. He knew something was wrong before anyone else. Before I was diagnosed, I was starting to lose my balance when I was riding and stuff, he would very slowly come to a stop if he felt me losing my balance and let me rebalance and then carry on. 
Carey Scheer  10:14
There were also headaches and then unexplained knee pain that soon spread throughout her body. They thought it must be a stress fracture or some other sports injury, so they put her on crutches and booked her in for some scans. The pain was really bad, but Jessie insisted on going to school. It was Yearbook photo day.


Jessie Smith  10:36
And I'd never been in a yearbook before, because we didn't do that at primary school, so I was not missing yearbook, because that was an opportunity that I'd never had before. So I went to school on the Friday, I now know my life had already changed, but at the time, we had no reason to think it wasn't just some sport-related injury, something we'd missed, that I had injured myself and not realised, or something. 
Carey Scheer  10:41
But by the end of the day, things took a sharp turn for the worst. Jessie could no longer move the right side of her body, and there was an intense tingling sensation going down her right arm. Her mum rushed her straight to hospital. 
Jessie Smith  11:16
Yeah, we went into the emergency department, and life was changed forever.
Carey Scheer  11:27
A whirlwind of tests and a few months later, they had a name - Complex Regional Pain Syndrome, or CRPS for short.
Jessie Smith  11:39
When you have an appointment, a conversation like that, a lot of it kind of goes in one ear and out the other as soon as you get told that this is something. I remember her telling me that it's very difficult to treat, it's incurable, and to not rule out the possibility of one day being in a wheelchair.
Carey Scheer  12:02
Storm was there.
Jessie Smith  12:06
I used to go up to him at night, up to his stable, and I used to just sit in the stable and cry, talk to him, you know, and he doesn't, he never spoke back, obviously, but he did, because he would come and stand with me, or he'd put his head on my shoulder, or he did speak back, just it just wasn't words. What I have, or my main condition, Complex Regional Pain Syndrome, there's type one and type two. So type two comes as a result of a nerve injury. So, people can have big nerve injuries or something, and then that never heals so their body behaves in a way as though that nerve injury has just happened and is fresh, and that area remains affected forever. But I had type one, which can come as a result of, like, heart attack, surgery, illness, that sort of thing. Statistically speaking, it's five in 100,000 chance of getting CRPS, and I'm in that 5% that acquire it spontaneously, because I never had that moment where they went, yes, that's the cause, that's the thing, the trigger.
Carey Scheer  13:26
Although they told Jessie what she had was incurable, 14-year-old Jessie set herself a goal. She'd be better by age 15. When that came and went, she bumped it up to 16.


Jessie Smith  13:41
All that had done of setting that goal of being better by a certain period of time, all that had done was actually make it harder for myself, not easier. And so, by 2015, sort of a couple of years later, I'd still kind of have that goal, and I realised it was completely unachievable and that I wasn't getting better. And in 2016 it started spreading through my spine. When it did that, I thought there was, I just can't live in this much pain and with my body the way it is now, all the things that I can't do anymore, that I'm never going to be able to do anymore, riding was the one and only part of my old life I still had left, everything else was gone, and that was it. That was the one part of me, the old me, that I still recognised, and I tried to cling desperately onto that until it just looked like it just wasn't going to be possible anymore.
Carey Scheer  14:40
In this place of struggle, Jessie came to learn that an Olympian equestrian, Megan Jones, lived nearby. 
Jessie Smith  14:48
So, she was silver medalist in Beijing in 2008. She's an eventer, and she's also meddled bronze at the World Equestrian Games.
Carey Scheer  14:58
With the small flicker of hope, Jessie reached out and asked Megan if she would coach her.
Jessie Smith  15:00
So, I emailed Megan, not expecting to get a reply, and I did, and she was so helpful. So, "yeah, absolutely, Jess", and then in the end, she said, "do you want to come over for a lesson?" I was like, oh my God, I'm gonna have a lesson with an Olympian, like, this is incredible. So yes, I was fangirling very hard at meeting Megan. But secretly, Megan knows this now, but, secretly at the time that was, that was kind of it, that if I wasn't going to be able to ride, then that was it. I was, I was going to end it all. And having Megan come along, and she just had this approach. Like she said to me at the very first lesson, she said, "just go and show me what you can do, I'm very nice". Megan never made a fuss of the things I couldn't do. She just went, this is what we've got, this is where we need to get to. So, we'll just do this, this and this, and we'll add a strap here, and we'll do this, and we'll do that, and we'll just make it happen. And that was Megan's whole approach, and because of that, I was able to ride again. In doing that, Megan gave me back my purpose.
Carey Scheer  16:09
And then something pretty remarkable happened.
Jessie Smith  16:13
So, four months after we met Megan, Storm and I won four Open State Championships against all non-disabled riders.
Carey Scheer  16:27
There is a familiar disability narrative, the 'inspiration story', often found doing the rounds on social media. These are oversimplified tales that feature a disabled person overcoming adversity, often accompanied with captions like, "what's your excuse?" or "the only disability is a bad attitude". Jessie's story could very easily fall into that trope, but that wouldn't be the whole truth. It would overlook the reality that without people like Megan, who weren't deterred by disability and were willing to adapt, what Jessie achieved would likely not be possible. Jessie said she was constantly exposed to these inspirational stories of disabled equestrians who seemed, as she put it, the finished product. It seemed that they had moved past their struggles to now inspire and uplift others. These stories made Jessie feel bad about herself, because even though she was kicking goals and winning competitions, she was in grief.
Jessie Smith  17:44
You'd look on social media, and all you ever saw was the finished product, but when you're in that moment and you're grieving your own life, and all you see is the finished product, there's that gap between being there and grieving your life and becoming that finished product. Why was I not able to see past this when all these other people who've had much bigger accidents and things happen to them than me, and they've just gotten on with it, and they don't feel this way because that wasn't what was portrayed on social media? And so, I just felt, why do I feel like this? Like I've got to get over it, but I couldn't get over it.
Carey Scheer  18:22
At the five-year anniversary of her diagnosis, she hit a dangerous low.
Jessie Smith  18:28
Even though I'd done so much with my riding and achieved so much, and Squirt was going great guns, and I had Kiwi now, and he was going amazing too, but I didn't want to live like this for another five years. But I knew from having lost Sarah, the effect that that had on everyone when she was no longer here and Sarah didn't have a choice as to whether she stayed or went, but I did. I did have that choice, and what I thought I wanted to do was obviously going to have a lot of repercussions for everyone else. And having been someone who'd grieved someone so close, I was going to be making the choice to put them through that for a second time. And in my sort of foggy mind at the time, I'd kind of convinced myself, oh, they'll be okay, you know, they've got other people, they've got other things. And it was Storm who was my sticking point because he, I was his human. Storm would quite probably die of a broken heart. So, I think I was the other way around as well, but he would, he would die of a broken heart because he, he's never shown any interest in being with anyone but me. So, I kind of thought, well, how can I do this to him?
Carey Scheer  19:49
And so, Jessie sought counselling. She said that it allowed a space for her grief to be expressed. And through that, she came to realise that it's okay to not be the finished product. Ever.
Jessie Smith  20:09
I don't need to be okay with everything that's happened to keep living my life and keep moving forward. Yeah, and I think, and again, it comes back to Sarah right at the start, that it's the same thing, that situation will never be okay. It is not okay that she's not here, and that is okay to feel that way. Yeah, it doesn't have to be okay to be able to live with it. There are definitely times when it's pouring with rain, or you can hear it going crazy weather outside, and you think, oh God, I'd just rather stay in bed, or I should have chosen an indoor sport. But, yeah, I know I've got to get up and work the horses. It's every single day, and that's my, they're my escape. They're my freedom. They have truly lent me their legs to make it possible and when I'm riding or with them, they don't care what I can do or what I can't do. You know, they don't care what my diagnosis is. I'm just Mum, I'm just their human.
Carey Scheer  21:35
I've got one more of your posts I'd like you to read.
Jessie Smith  21:45
Okay, so I say this all the time, the key to being successful in life is knowing what you want to do. Once you know who you are and you know exactly what it is you want to do, you get up every day and you grind until you get it done.
Carey Scheer  21:58
When did you know who you were?
Jessie Smith  22:00
I've always known. I've never wanted to do anything other than horses.
(Background sound of Jessie speaking with her horse while riding) All right, let's go, good boy.
I couldn't imagine my life. I wouldn't know who I was without that, so. So, I'll just keep working to make it, to make it happen, because that's, that's what gets me out of bed every morning. Horses, horses and horses.
(Background sound of Jessie speaking with her horse while riding) And trot, good boy. Yes, you are a good boy. Trotting. Good boy. Canter, canter, good boy.
Nick Roach  22:56
A huge thank you to Jessie Smith for sharing such a personal and thought-provoking story with us today. She touched on something really important, the disconnect people with disability can feel when stories about them get wrapped up as neat little inspiration pieces. In the disability community, we often call that inspiration porn, a term coined by the late, great Stella Young. If you haven't seen her TED Talk on the subject, do yourself a favor and check it out. We've linked it in the show notes. Basically, inspiration porn is when stories about people with disability are framed to motivate or uplift non-disabled people, rather than highlighting real experiences or societal changes that are needed. It can miss the point entirely, glossing over the complexities of having a disability, which is why it was so important to Jessie and to us to tell the unvarnished truth about her experiences with disability. We want to acknowledge that this episode did go to some difficult places. If this brought things up for you and you need support, please reach out to someone and remember that Lifeline is always there. 13 11 14. We're always on the lookout for real, unfiltered stories that showcase the diversity of the disability community. Got an idea? We'd love to hear from you. Drop us a line at stories@purpleorange.org.au or hit us up on our social media to share your thoughts and feedback on this episode. This episode of the Purple Orange Podcast was recorded on Kaurna land, produced and edited by Carey Scheer and, of course, featured the one and only, Jessie Smith. Music by Blue Dot sessions. I'm Nick Roach, thanks for tuning in. We'll catch you next time you.
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