


Inclusive Healthcare - Misdiagnosis/Overlooked
Lisa: Welcome to our next episode of Inclusive Healthcare Podcast. Today we're talking about diagnostic overshadowing or misdiagnosis. And broadly speaking, that's when a person's disability is either considered too much or not enough when they're presenting in healthcare settings. That's gonna become a bit clearer when we listen to our two guests today.
And our guests are Dani Fraillon and Prue Stevenson. So, hello Dani, hello Prue! 
Prue: Hi. 
Lisa: Now Prue, we're gonna start off with you. Can you tell me a little bit about what is your connection to disability? 
Prue: I'm autistic and I got diagnosed ADHD when I was seven and diagnosed Asperger's Syndrome at 11 and rediagnosed autistic level two when I was 21 for NDIS and complex trauma and PTSD. I got it all, I'm a combo pack. 
Lisa: You are a combo pack. 
Prue: Yeah. 
Lisa: And Dani can you please tell me about your connection to disability. 
Dani: Yes, Lisa my connection with disability is with my son Zander, who has Partial Trisomy 9P Syndrome. 
Dani: So it is a very rare condition. We only know of probably half a dozen people in the world that have a similar condition. And it presents itself with intellectual disability, some ongoing medical issues physically and a little bit of hearing impairment. 
Lisa: Now, both of you have just described disabilities that are non-visible, and I'm sitting here in my wheelchair thinking, well, when I turn up to an emergency department or hospital, people see a wheelchair, make some assumptions.
However, they're gonna be different to the assumptions you guys face. So Dani can you tell me, has there been a time that you've presented to a hospital or a clinic with your son where because of his disability, it just didn't go well? 
Dani: Probably from the time he was diagnosed, which was at six months old.
What happened on numerous occasions and he was quite ill, so he would basically stop breathing once a month, occasionally, twice a month if I was lucky. And we would have to be ambulanced into the hospital. And I had to go through what his diagnosis was, what his chromosome abnormality was, and then explained that nobody really knew much about it and explain why we were there.
And it happened so often, and I'll give you some examples, but it happened so often that I wanted to have a t-shirt made so that when I walked in I could have his syndrome on it and then down the bottom saying, 'but this makes no difference, he's still a baby at that point'.
Lisa: And so you touched on there were times where assumptions of staff really did impact on the healthcare that your son received? 
Dani: Yeah, absolutely, the assumption, I mean there are many assumptions around what he could and couldn't do, slightly different, but I'll give you a really live example. When he was about 10 he was at a special school and when he was about 10, he was playing footy with one of his mates.
I happened to be in a meeting at work, I get a phone call to say that he'd fallen over and they thought he'd broken his arm. So, I said, 'is he eating his lunch?' And they said 'No'. And I said, 'Okay, he's broken his arm'. And so I raced over, picked him up, raced him into the hospital because of what had happened the whole of his life.
I get my paediatrician to ring beforehand to say, 'listen to the mother because she knows what she's talking about'. Unfortunately, they didn't and so we arrive at emergency and because he wasn't presenting as having a broken arm because he wasn't crying, because he could move his fingers because he didn't seem to be in the pain that a child that had broken his arm would've been, they didn't believe that he'd broken his arm.
Now I knew he had but he has a very high pain threshold, very high pain threshold. And so by the time we finally got into having an x-ray, they came back having X-rayed it and he'd completely snapped his wrist. Now, they also didn't give him what he should have had with drugs because he presented with a high pain threshold.
So they kept giving him more and more drugs until finally he was completely off his trolley and terrified. And all this time I was telling them what was happening and what he needed, and they weren't listening. 
Lisa: So what do you think 'better' could have looked like from those staff? 
Dani: Better could have looked like asking me the questions as to why I thought he had broken his arm. At that point, he didn't have a lot of language. But they could have asked him first actually and they didn't. But then if he couldn't explain, then asking me, and I would've been happy to explain that if the thing he stops doing when he's unwell is eating, he never stops eating any other time. So, and that I knew would present meant that he had really hurt himself. 
And then when we got in there maybe actually doing a few more tests rather than just waiting for an x-ray and asking me about what was necessary. And then potentially asking me about, given that he's got a high pain threshold and he reacts to things differently, he reacts to drugs differently, that we could have talked through what they could do given his high level of pain threshold, rather than just continually giving him more and more drugs. 
Lisa: And Prue, what do you need from medical staff so that you feel supported? 
Prue: Well, it would help if they did the free online autism course that 'Amaze' has on their website, that would help a lot. If they give me an ice cream when I enter the door, I wouldn't say no to that. 
But I think just having it, that awareness of like having fidget by design objects in their waiting room is a really great invitation to that same- it's like a symbol you are safe to express yourself the way you need.
It gives me some reassurance that they have some understanding around sensory profile or sensory needs. 
Lisa: And for our listeners that, don't know what that is, can you explain what 'fidget by design objects' are? 
Prue: Oh yeah they're objects you can fidget with that some of them have moving parts, some of them are weighted.
There's lots of different things that they can do. Some of them are squishy, so like stress balls or even paperclips or doodling drawing in a pad. They're mainstream understandings of this. Fidget spinners they're again, they're mainstream now, which is pretty cool.
And these are really cheap things to get. And having something like that- also, like people, medical staff asking if I know what my sensory profile is, could be really helpful for them. But, it's tricky because sometimes I end up in a doctor's office and they just ask me to train them in autism.
And they only have five minutes to consult with me. And I'm like, 'where's the time where you are helping me with my medical needs? You are just asking me invasive questions about my disability now, to what end? Just for your education'. And then, doctors wanting to pat my assistant dog. It's, yeah, I just have to train them a lot.
Dani: But I think to add to what Prue was saying, one of the things, particularly when Zander was young, because his condition was so rare, we would get a lot of doctors coming to see him at the hospital. Of course, it's a teaching hospital, but not interested in who he was just interested in how he presented and what they were seeing, which was highly unusual and as a mother, that was really upsetting because you would have people who, when I wasn't there, coming to poke or pick him up, or to examine him again with people he didn't know because he was an interesting case as opposed to a person.
Lisa: And Prue what's the impact on you when people don't understand what you're going through? 
Prue: I just remembered. I got an MRI a couple of years ago and I was by myself, couldn't organised support person, and I ended up having a massive meltdown in their waiting room because I couldn't read the form that I had to fill out and I thought I'd already gotten my parents to fill out all the forms.
And then I was there and I had to fill out a new form and I didn't have capacity to read and understand that day. And I was just on the floor having this meltdown, I had my support Toy Monkey, and the staff thought that I was scared of going in the MRI. But I was just having a meltdown because I couldn't read and write.
So, I think that one big thing is that if someone looks stressed out, you keep yourself calm, you give them some space, you make sure all the other people in the room are giving them space. You don't come at them and go, 'hi, you okay? You are crying. Do you want a glass of water? Do you want this? Do you want that? What are your access needs? What do you want me to do? Can I help you?' 
Because that's so much more information to process. My brain's gonna keep melting down if I have to process supporting you, supporting me. So if you just keep yourself calm, trust in me that I know how to regulate myself, because I don't wanna be locked in a room by myself.
And some hospitals have a policy, they'll do that. You have a meltdown and you don't have a person advocating. They just lock you in a room by yourself. I don't want that, I'll get retriggered so bad if I get- I've had that happen to me as a child. I don't want that again. 
Lisa: I wonder if we can wrap this up with just... I know a big topic but one statement though about what do you want our listeners to get out of this podcast that would make a difference? 
Prue: Give me more processing time. And maybe you've got your thing that you've said, try saying it in another way. 
Lisa: Dani, what's one thing? 
Dani: It's actually not dissimilar to what Prue said, either give Zander more time, just treat him as a person and make sure that he first has the ability to answer the question. And if he can't and he's stuck, then the person who is with him, who knows him will have the answer. 
Lisa: Well, thank you very much. 
Prue: Oh, one more thing. Give me more ice cream! 
Lisa: Always Prue. 
Prue: I have a disability. You get more points cause I have a disability. So you can use some of that funding for ice cream . 
Lisa: And on that note, thank you so much Prue and thank you [00:11:00] Dani 
Prue: Nice doing business with you.



