Surviving Health Care: Transcript: 30mins

Opening Music Track: 
Debaser by The Pixies

Danielle 
I'm Danielle. I'm a disability pension recipient for psychosocial disabilities, being bipolar and CPTSD, and I also suffer chronic pain with arthritis, which isn't recognised or funded by the government. And I'm here talking to Shev, do you want to introduce yourself Shev? 

Shev
Hi, I'm Shev, I am, I guess you could say a disability activist, an advocate. I am a former nurse and was forced to stop working due to developing MECFS or myalgic encephalomyelitis slash chronic fatigue syndrome. And yeah, that affects me in quite a profound way, particularly with both physical and cognitive energy, as well as some some chronic pain. 

Danielle 
Yeah, cool. So, we got together because we want to talk about how the system is failing us. And I think that conversation started with—on a basic level—the detail of how, what was… I think it's changed the name. It was enhanced healthcare plan, and it's now, what was it? Again?

Shev
MP..?

Danielle 
MBS..?

Shev
…chronic disease management plan?

Danielle 
GP chronic disease management plan of five sessions for chronic disease management. Yeah, so did you want to talk about, in your experience, how you survive in this system with this limited, available, or subsidised medical conditions? 

Shev
Well…

Danielle 
—services, sorry,



Shev
Well, I guess if you are lucky enough to get diagnosed with MECFS—and I do mean that seriously, earnestly, because many people who suffer from it, it can take them years to get an actual diagnosis, because there basically aren't specialists who treat people with this kind of condition. And it's, you know, up to the GPs to both diagnose and manage. And GPs are often very poorly trained and very poorly informed to be able to recognise the symptoms, diagnose, and also treat. So, people often go a really long time, years and years, sometimes decades, before even getting a diagnosis. You know, often just told they’re just run down, they just need to rest and do more exercise, which is—usually—doing more exercise will, in most cases, make people sicker. That's actually one of the fundamental parts of the illness. 
But if you are lucky enough to get diagnosed, there isn't really any like proper government funded, Medicare funded treatment there. We don't even have clinical guidelines in Australia that have been updated since the 90s. So that that finally is actually in progress, but often all that you can get is the measly five subsidised Medicare sessions on the chronic condition management plan, which basically just means you can get $57 back for five appointments to see allied health. So that would likely be an exercise physiologist or a physiotherapist to sort of help manage the illness, and it just, it doesn't. It's absolutely not nearly enough. And you can't even, you know? I mean, if there were MECFS specialists, I mean, it's not like that would be affordable anyway. Specialists in this country are incredibly unaffordable. There is no limit on what a medical specialist can charge, and the cost is astronomical. But even if you can afford it, they don't really exist. 
And it's basically the integrative GPs, who are GPs who have more specialty training, are kind of the people who are carrying the load and the treatment for that. But they are also really unaffordable for most people. You know, you're looking, they'll usually want to see you for 45 minutes to an hour, and you're looking at paying up to $500 for an appointment like that. Which you know most people, a huge proportion of people with MECFS are not able to work and are relying on Centrelink—if they're lucky enough to get the DSP, if they're able to get through that process. But, you know, huge proportion are just stuck on job seeker, and it's just, the treatment is just unaffordable. 
And it's a really serious problem, because this is a disease that early intervention can make a drastic difference in someone's outcome. We're looking at like early intervention, you know, being able to return to work, live a full and normal life, versus, you know, the sort of extreme end of things, where, if you don't intervene early enough, and the person keeps pushing through and keeps deteriorating, you can end up with someone who needs to be looked after in a nursing home in a dark, quiet room, unable to get out of bed.

Danielle 
Yeah, so my experience was similar. With psychosocial issues you obviously face similar stigmas, and, you know, in the general population and through government systems, and also in the activist community. And surviving episodes of psychosis, having lived, you know, I think, yeah, having enough privilege of an upbringing to get through life without a diagnosis. Until, you know, my life fell apart. But you know, the fifteen years ago when I first had psychotic episodes and ended up in emergency, there was twenty subsidised psychology sessions a year. So, I could tread water, and between Melbourne and Sydney, I didn't get follow up care because the emergency systems are catchment based, and even if you moved from Footscray to Box Hill, you wouldn't probably get, well, you might get some follow up. But even worse, interstate. So yeah, in terms of that survival, I could still sort of tread water and manage to hold a job for quite a few years because the sessions were 20 subsidised. And then they changed to this five sessions, and you know, then workplace injury and arthritic diagnosis and those sorts of things. So, under those five sessions of Allied Health, the psychology and the physio, maintenance issues for me that would need regular maintenance, at least fortnightly—and in a flare up weekly—both of those things, you know, like a flare up, using five sessions for a flare up was almost not enough, or isn't really enough for either of those issues, be it the psychiatric state or the physical. 
So, yeah, it is privileged to have that diagnosis. And I had my medical issues subsidised by family members, and that as a result is the only way that I could get off job seeker after seven years. And the condition itself, symptoms—symptomatically—you know, trauma and psychosis mixed together, you know, means there's the reluctance to be honest with psychiatrists who don't really have an understanding of the things you've been through, and at best, are really there to prescribe medicine as if it's a candy store. Then they can only treat symptoms, you know. So, the medication I'm on is also used to treat autism and dementia. But, yeah, yeah, so that I acknowledge, yeah, diagnosis is privilege, and in that five sessions, it’s grossly inadequate. Especially, you know—and I think a lot of people, as they start to age, are going to have more than one thing, you know, even if someone didn't have a disabling condition and they're age fifty, they probably definitely would still need, you know, the five, probably five sessions for podiatry and physio and whatever else is on that list of Allied Health might just get them through, but not enough to actually prevent them getting worse or living a, you know, fulfilling kind of life.

Shev 
Absolutely, and it—just as a, you know, former healthcare worker—from a purely economic perspective, it makes no sense, because, you know, you want to be putting funding into this preventative, you know, preventative allied health work so people aren't ending up in the emergency department, ending up needing hospital stays. You know, I mean that is putting a far greater burden on the healthcare system and financially, than just, you know, funding more, you know, allied health as prevention. It just, it makes no sense. 

Danielle  
Yeah, and from my perspective, I think that a lot of the people ending up homeless are going to have these conditions, and it's connected to, you know, being stuck and without that privilege of having enough, someone to help you out to get the certificates required, you know. So, like, and even being stable enough to have housing to connect with the community services, which are also, I think, grossly underfunded. And $10 to see, you know, whatever allied service it is, which is the community centre rate, with the pension card holder. In my experience in St Kilda, that is still way more money than anyone on job seeker can afford and eat. So, people will be foregoing treatments because of their inability—like, you know, it's connected to the inadequate funding of social security services as well. 

Shev 
Absolutely. I mean, it just… the disparity, the class disparity in health at the moment is pretty diabolical. I mean, you know, the only people it seems like Medicare is really helping is, you know, like, wealthy middle class and up because they can afford appointments, but they, you know, they're getting some rebates. They're saving a bit of money. But, you know, most people I speak to, you know, who have disabilities, they don't get the rebate because they can't afford the appointment in the first place. Like, you know, even with the $57 back, that's still, you know, the appointment is $250. Just, you know, and to see a physio or an allied health person who actually has expertise, you know, with their specific disability, they could maybe go to someone cheaper, but they wouldn't get the treatment that they needed. And it's a huge, huge issue. It's this real class disparity in our health system.

Danielle   
Yeah, I just remember being a job seeker and sort of saving up for like, two sessions of psychology and then stopping seeing them because I couldn't ask someone for money at that time or, you know, and it was just so disconnected and not appropriate amount of treatment. But anyway, the other thing we're going to talk about is, you know, being involved in the activist community, and how
 
Shev 
Can I just quickly add something before we move on, a little piece of advice, if anyone's listening, who you know has health issues, who has a healthcare card through Centrelink, you will be eligible for the Medicare safety net. And what that means is that if you spend, I think it's over like, it's like 800 and something dollars out of pocket on medical appointments, you then—once you hit that target—you then get 80% back. Why it’s set up like this I have no idea. But I guess, how, basically, I've approached this is to just kind of conceptualise and be like, Okay, if I can, like, save up $800 to spend on medical appointments, then once I hit that target, then they become, like, significantly cheaper, and I can actually, you know, afford more. And I guess, sort of like, the earlier in the calendar year that you hit that target, the—you know— I guess, the more affordable your medical—your GP appointments. And unfortunately, just those five allied health appointments that you do through the GP chronic disease management plan, but you will get 80% back for those five appointments after you've reached the target. And, you know, I mean, $800 that's like three quarters of the DSP payment. It's a lot of money, but yeah, just, that's my hot tip for people out there.

Danielle   
Yeah. And also, just mentioning the GPs and how connected your condition is with GP services, and in the last few years, they've just—the number of actual bulk billing GPs has declined to the point of it's almost impossible. And that they only bulk bill when you have a pension card. And I had to change GPs again because the one I was at, even stopped bulk billing those with pension cards. And it just shows—like that the people treating you—how disconnected they are from the reality of our survival issues and the pension rates, yeah.

Shev 
Yeah, the math aint mathing. 

Danielle  
And, did you want to talk about your experience in the activist community, and what we, sort of, what can people do, and what's our ask, I guess? 

Shev  
Yeah, I guess, my experience, in a lot of ways, has been limited quite significantly by my disability. You know, I've been predominantly house bound for many years. And so, you know, being able to, you know, attend IRL to actions, activist spaces is very limited. And that is also made harder by, you know, in many ways, a very understandable concern, because there's been so much, you know, police crackdown on activist work, and, yeah, violence by the state towards people engaging in activist work. And, you know, advocating for a better world. People are very concerned around security, and so I guess there is sort of a…it means that people are reluctant to, you know, offer meetings on Zoom a lot of the time. And I guess those things that would make it a lot more accessible for people who are house bound. 
But I guess, a really positive experience I've had is, you know, I guess getting together with a bunch of other crip activists and disabled activists, and sort of making an online space and making a sort of an organism together to sort of do some organising, which we named S.L.O., which is the Sicko Liberation Organism. It's been really cool to connect, you know, with other people. And its sort of this all came out with, I guess, like people wanting to be involved in Palestine action, but not being able to access it. And, yeah, so it's been wonderful in many ways, but it has also been hard, you know, when you have only people with disabilities, kind of siloed together, trying to do activism together. And a lot of us are, you know, are very limited because of our, you know, energy disabilities in sort of, you know, how much we can participate. And that has been, definitely been a challenge, and there's been some amazing stuff we've done, but there's also been a lot of burnout. And I guess I would love to be in a world where we were able to do more collaborative work with pre-disabled people, as I like to refer to able-bodied people—because pretty much everyone becomes disabled at some point. 

Danielle  
Yeah.

Shev 
And, you know, it would be really cool, you know, to be able to do a bit more like mixed organising. I guess people could be a bit more cognisant of ways to include disabled people, and house-bound people, in organising. Because, you know, there's a lot of work that can be done from home, and there's a lot of support that can be done from home.

Danielle 
Yeah, I just wanted to jump in, since you're being so positive with the critique, that doesn't help, I guess. Yeah. So, you know, some of us late diagnosis— being age 35—so I've lived a fairly able-bodied life, and then going through that, you know, gaslighting yourself, the system, not, you know, gaslighting you and that sort of survival mode and constantly fighting for validation and your symptoms being believed and validated. But as someone who can still stand on their two feet and you can't see my disability physically and I still, I'm 44, I look about, yeah, about that. I'm not too old. I find that, yeah, just it was like every time trying to set boundaries and talk about my capacity limits with other activists without being, you know, oh, but we all have mental health. And I think that this overuse of mental health and the misuse of the word trauma by, you know, not only activists, but the middle class and general society is really invalidating and yeah just not appropriate. But it sort of leads to us burning out from trying to, you know, express boundaries and be validated, and then going into isolation and not being able to connect anymore, in my experience, to, you know. 
Then the really like obvious and physical things like—it should be a no brainer to offer Zoom links for planning meetings, you know. And we talked previously about operational security, I think you called it op-sec, being like a scapegoat for activists who have more traditional old—like, often older—members of the activist community having more traditional means are the ones who are more likely to invalidate some psychosocial disability and something that they can't see. You know, they're suddenly suffering. And you know, as you said, pre-disabled, they're suddenly learning their body, and they're becoming aging, and they're affected, you know, their own health and they're seeing the effects of life. But they, you know this op-sec is an excuse not to use Zoom, or online components, to include the disability community, when we're like, a significant demographic of those facing the injustices of the medical, social security systems, and housing systems.  
So yeah, I'm being pretty straight up about it, because, yeah, I'm pretty frustrated. And yeah, just, you know, and then the other basic things is, like, just the assumption and not being able to believe someone. We need to believe each other at face value. And if someone's standing there and you go, like, a whole box of flyers, you know, you don't just hand it to them before without asking, just because they're standing on two feet, like, I actually have to say, oh, sorry, I can't carry that. Yeah. So, assumptions is really hard as well, 

Shev 
Yeah, yeah, and I'm really sorry that you experienced that. It can be really tricky. I also have an invisible disability. I'm an ambulant wheelchair user, so that means that I can walk, and I also use a wheelchair because my ability to walk is very limited because of the debilitating fatigue I have. And, yeah, it can be hard because people look at you and assume that you're young and fit, and it does take a lot of energy to advocate for yourself. And I think they're including, you know, disabled people in activism is not just about inclusivity for the sake of it. It is because—while, of course, like that's important—people with disabilities have so much incredible wisdom to offer, including the importance of communicating boundaries, the importance of pacing, the importance of knowing your limits. And there's so much burnout in activist spaces, you know, it's a bit of a trope because it's so common. 
And I have been able to share a lot of the wisdom that I have gained through my experience, you know, with my peers, of the importance of rest and pacing and doing things in a sustainable way. And you know, if you can learn those lessons before you end up with a disability, whether that's, you know, in your 60s or your 80s or your 30s, those are—that's really important. You know, one of the many, many pearls of wisdom that we can share. And anyone who's communicating kind of their limits with you. You know that's a gift, and that should be received with grace, and not with, you know, indignation or disbelief. And you know, if anyone doesn't accept that, you know, when you communicated, that's nothing to do with you. And that's, you know, I'm sure, just their kind of own internalised ableism with themself that is sort of being reflected back, even though, as hard as it can be to deal with,  

Danielle  
Yeah, I agree. And I think at the end of the day, yeah, like, also, we've touched on the privilege and class issues and we speak out because, you know, having that diagnosis is a privilege. But we're all fighting this system. If there wasn't a shortage, and it wasn't based on a capitalist system of short supply and pitting us against each other, even I acknowledge that, it would be a lot easier to work together as well. Did you want to—is there anything coming up with Sicko Liberation Organism? Or do you want to plug that? Is there an Instagram?
 
Shev 
Yes, we have Instagram. It is. It's slo_action, yeah, s, l, o, underscore, action. Been a bit quiet at the moment, but I'm sure we'll make back up soon enough. 



Danielle  
Yeah, all right, thanks so much for your time, and thanks to 3CR for the International Disability Day Broadcast.

Shev 
Thanks so much for having me. 

(music track)
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