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[Poppy narration] You're listening to Race Matters on FBI Radio, Kuri Radio, and across the country on the Community Radio Network. This is a show that explores the values and complexity of race, culture and identity. My name is Poppy de Souza.

I want to begin this broadcast by acknowledging that I'm coming to you today from unceded Gadigal lands. This land has been held, tendered and cared for by generations of Gadigal custodians for thousands of years before us, and it will continue to be in their hands long after us. It is a meeting place for sharing knowledge, stories and song.

I pay my respect to Gadigal elders past and present, and extend that respect to all First Nations people listening in today. We're broadcasting from Redfern right now, the birthplace of Black theatre in this country, and a site for resistance and resilience for First Nations people. Through struggle, through care, through relations of solidarity, First Nations peoples have always led the way in building more just, more liveable and more breathable futures.

We honour and carry this into our conversation today, for the times we're living through, and the futures we're dreaming of together.

Today on Race Matters, I'm bringing you an intimate and deeply personal episode that explores embodied experiences of long COVID through the lens of breath and breathlessness.

This episode is grounded in disability justice and collective care. And I invite you to reflect on listening as a political practice aimed at solidarity and reciprocity.

How can we build connection and care? To listen in solidarity across unevenly shared and felt thresholds of experience? How can we amplify the voices of those living with long COVID?

And what does it mean to hold breath for each other when so many want to forget?

So today, I'll be sharing community voice notes from people who, like me, live with long COVID. Our experiences are not the same. We do not speak from the same position. Our lives are lived across intersecting lines. We are, as Mimi Khúc writes, “differentially unwell”. Yet together, we bring collective wisdom, offer ways of living with and in embodied discomfort, and offer crip ways of moving through the world.

I want to take you back in time to 2020. Back then, it seemed we were living in an ongoing state of breathlessness. There was the COVID-19 pandemic, what disability justice activist Mia Mingus calls “a mass disabling event”.

The resurgence of the global Black Lives Matter protests and the stopped black deaths in custody rallies in Australia with their rallying cries of I can't breathe. The suffocating atmosphere of the black summer bushfires, with plumes of thick smoke blanketing Australia's east coast that same year. Amid the upheavals of the COVID-19 pandemic and beyond, questions of whose lives are breathable and whose loss of breath is grievable were pressing concerns.

Five years on, the acute breathlessness of the COVID-19 pandemic has subsided. Yet the long exhale of grief, loss and chronic debilitation continues in its wake. The pandemic was and still is just one of a cascade of systemic and intersecting crises that do not affect us all equally.

In so-called Australia, there have been more than 22,000 COVID-related deaths, and so many more of us grieving the loss of these loved ones. Hundreds of thousands of us live with the debilitating impacts of long COVID, a term that emerged through online support groups and the collective activism and self-advocacy of people gaslit by the medical industrial complex, by those of us who insisted that our experiences are real. 

In the face of this, some of us, many of us, have been comforted by the collective wisdom of sick, disabled and chronically ill folks who remind us that there is no justice without disability justice, and that interdependence is the only way to collective liberation.

I've been living with long COVID now for almost three years. It is a condition that has reshaped how I listen and what I pay attention to, to the rhythm and pace that I move through the world. It is also shaped where and how I direct my energies and the ways in which I practice community care.

It has left me breathless, with an aching and erratic heart, with an unending exhaustion, and with a deep and sometimes heavy grief. It has forced me to slow down — an unlearning and a remaking all at once. A form of embodied resistance that teaches me of other ways to live and breathe in the world.

Amidst the loss and the grief, what do we carry with us and what do we leave behind?

[Audio track ‘Fever Dream” by Mayari]

[Poppy narration] So you'll hear a collection of voicenotes today. Some of those voicenotes were created as part of the Holding Breath Project. And then for this episode, I invited members of the Race Matters listening community to contribute voicenotes as well.

So they're voicenotes from you, from other people who live with Long COVID. As you listen to these voicenotes, I want you to think about how we can hear them together. I want you to pay attention and care to what you hear in each person's breath in their embodied experience.

In this first series of voice notes, you'll hear a slow, reciprocal exchange between Jody and me. An unfolding shaped by the quiet trust and spaciousness we first nurtured through my Holding Breath project. These are conversations that don't rush, that make room for silence, for softness, for the in-between.

[Poppy voicenote] So I am here again on Kabbi Kabbi Country, and excited to reconnect with a voice note to you. So in a way, it's a continuation, I hope, of what we've exchanged between us, but this time with an intimate collective of listeners who might feel, might connect to our experiences, or might be listening in. I've been thinking about, well, I guess, grief and long COVID, and I'm flying down to Gadigal land later today and doing some recording for this episode in a few days' time and have been reflecting on some of the things that I've feel like a loss but also trying to think about what they have taught me.
So the questions that I have been thinking of and perhaps now I'm offering you is, what do we carry with us and what do we leave behind?
You know, the moment in my body, I'm carrying, I'm carrying a bit of pain actually today, in my chest again. And it makes me feel slow and a bit cranky. But the slowness has also been really instructive.
It's a form of… I'm thinking of it like a form of embodied resistance.  Resistance to ableism, to capitalism, to all the things. And even though sometimes I feel so constrained and maybe angry as well, I'm reminded when I reflect that the new ways that I move through the world are a gift in some ways. They've actually brought me to this episode and to want to reach out and connect to others, to listen across different experiences.
But yeah, as I try and ground myself here on Kabbi Kabbi land, up with my mum before flying down to Gadigal, those questions I'm going to take with me. What do we carry with us and what do we leave behind?
[Jody voicenote] There was so much in your voicemail. It really is quite a beautiful honour. Thank you. I went down many rabbit holes and off on many tangents, thinking about how I've changed, my pace in the world has changed, or what the pace my body can actually take has changed. Yet, lately, I've been pushing harder than I should. And just trying to keep up with, I guess, the grind culture that we live in.
Yeah, it's, you know, these things of what we carry with us and what do we leave behind — they are really important questions, and we need to keep reminding ourselves of what those are. 
Back when we first started talking, I was in a space where I created a way of listening to my body, of slowing down when I needed to, to resting when I needed to. But lately, I've been forcing myself to ignore that, just to keep up, and it's not working. Last night, I had an optical migraine where I lost my eyesight again. And at the moment, I'm carrying a lot of frustration in my body, frustration with my body not, not allowing me to kind of push myself the way I used to.
And I think I'm also very frustrated with the idea of giving my energy and power to organizations that are just constantly taking, but never, never looking at, you know, the greater effects or the human within, within this space.
I guess, you know, what, what we carry with us, what I want to carry with me is that memory of slowness and that memory of being able to be and to be with and to sit and to breathe and to rest when I need. What I don't want to carry with me, what I want to leave behind is the frustration, is the constant push from the outside world, from the working world.  
What I want to take with me is the chance to sit under a tree and listen to Country, and to think and to breathe, recharge, and then be able to move into my next task that would become a joy to move into without feeling this frustration.
So, that is my voice note for today as I sit here on Kulin country in the cold grey skies, thinking about the warmth of the sun or just the feel of the grass. That's what I'm going to take with me. And the push and pull of the outside world, that's what I'm going to leave behind.
[Poppy voicenote] I'm just so grateful that you have taken up that invitation with such generosity and warmth and grace and vulnerability and power and stillness and all of the richness that you shared in your last voice note. You were talking about how, about the frustration of pushing beyond what your body, the rhythm or the speed or the pace that your body needs to go at and trying to remember slowness, you said, and the frustration that you felt about those external things about institutions or organizations or the external pressures of the outside that force us into different shapes that don't align or match up with how we need to be in the world.
I loved that memory of just being and being with. Yeah, that was really resonant. And I hope that you have been able to let go of some of that frustration and find little pockets of being with and listening to Country as you need to and to be with that stillness and rest and listening that you had found.
I'm going through a period of, I guess, readjustment and some of that is about a tuning to the rhythms that I need to move through my day and how to pace and plan activities, but also to remember the things that give me nourishment and that recharge. For me, sometimes that's moments of quiet, but sometimes it's moments of connection and reflection.
I guess I've also been thinking about how disability justice shows up in my life. And I think that's how it, some of these things I've started to think about, not in isolation, but that in connecting to others who have also found the need to re-prioritise, but also to let go of the harms or the injustices or just the external pressures and rhythms that make us into shapes that we don't want to be. I want to take up that some of what you shared about remembering those things that we want to carry through.
And I think some of those things for me are also carrying through the lessons and the wisdom that I've taken from others who are living with and in various states of discomfort and is different for differently situated people. I think that as a collective the wisdom we bring is really rich and we can find ways to lift up each other. You know, I want to hold on to that word that you said about your energy and power and where you place that and I hope that you can hold onto that.

[Jody voicenote] It's just an absolute joy to sit in the metered pace of your delivery. It gives space for breath, space for feeling, space for reflection, space for considered thought. And it's so very rare that that actually occurs when you're in conversation with someone.  So thank you. 
My voice is quite constricted at the moment. I think that is still a carry on from the frustrations from our previous conversation.  It'll go. It'll eventually work itself out. 
I wanted to share with you when you're talking about the different shapes and how we're all kind of various states of discomfort.  And in my brain, at that point, I was having this vision of every human that's kind of walking around. We're all in these shapes become rigid and lack fluidity and restrict us from being able to flow and connect. And it's just this ongoing conditioning through the structures in which we live.
And I think one of the most beautiful things that has come out of living with and in these various states of discomfort, as you beautifully put it, is that we can recognise these shapes that we're all holding, whether you're having the effects of long COVID or breathing issues or having thinking disability justice within the world or racial justice. There's a lot of people in discomfort that can't recognise their own discomfort.
There's a great joy in relearning how your body needs to be, and that is one of the many lessons that I'm really appreciating that I can take away from this whole experience. Finding slowness, finding moments for pause and appreciation. 
And I hope we all get to do that. I hope we really all as a community, as many communities, with multiple knowledges, all allow ourselves the time and the space to re-nourish and to recharge and to readjust and to attune to a different pace and plan for how we move forward.
[POPPY NARRATION]  My name is Poppy de Souza. And today we've been listening in solidarity to experiences of Long COVID. We're about to hear a voice note from Jacquie. Jacquie speaks about the profound ways Long COVID has reshaped her relationships, her identity, her understandings of family and disability, and how through her activism, she continues to breathe for justice.”
[JACQUIE VOICE NOTE] Hi I’m Jacquie, thank you for having me. I’m a first [U.S. born] generation Filipino American residing in the States. Since developing Long COVID in 2022, I’ve been grieving the loss of my former self…especially as a wife, mum, daughter, public health and regulatory nurse.
My husband and two children are also grieving the person I once was. I’m so grateful for their support and grace through the ups and downs: the tears, the sadness, the laughter, the anger. And yet, we remain hopeful. Together, we embrace who I’m becoming: someone no longer hiding her non-apparent disabilities, someone finally breathing authenticity.
Navigating this grief is tremendously painful, yet enlightening. Thanks to the chronically ill and disabled communities, I learned why I’ve been sick most of my life: hypermobility Ehlers-Danlos Syndrome and dysautonomia helped explain so much. These validated not just years of suffering, but the deep-rooted neglect of my immigrant mother’s chronic illnesses. Thirty years ago, in 1995, she also became disabled in her late 30s, she’s one of the #MillionsMissing, and was misdiagnosed for decades with psychiatric illnesses, without any real investigation into the root causes. But what she actually had was: ME/CFS, known as Myalgic Encephalomyelitis/Chronic Fatigue Syndrome. I regret and am so upset that I didn’t learn that sooner, even as a student or Registered Nurse. Now, I’m here to change that.
Through self-reflection, I’ve realized how long I’ve been faking wellness. I was told several times by doctors and loved ones that it was “just stress” or “just anxiety”. But in all this loss, I’ve discovered my voice. And now, more than ever, I must use it and speak up. As a woman of color who has faced misogyny, racism and gaslighting, I speak from truth when I say: we must take care of one another, because no one else will.
I share my story because others shared theirs, and they helped save my life. Advocacy organizations such as Long Covid Justice and MEAction also provided me with meaningful resources. Now here I am to extend that kindness to help serve others and share what I’ve learned. As Jacquie 2.0, I’m here to let you know that you’re loved and you’re not alone. I hear you. I feel your presence, yes, even across the world. I will continue to fight for us, we. deserve. justice.
Without a doubt, we need more abled bodies to be with us in solidarity. If you are one, this is your call to action: Unite. Because until all of us have justice, none of us truly do, no matter what the current systems built on ableism, racism and capitalism want us to believe. We, the people, hold the power.
Due to Long Covid and associated conditions, I’ve had to relearn how to breathe and practice crip time. Breath: something we all have in common, yet most take for granted.

[NAS VOICENOTE] Dear long COVID, I am slow, I am weak, I am breathless, the thunder in my voice settles. Dear long COVID, I cannot breathe.

[POPPY NARRATION] The next voice note is from Nas, a Race Matters listener. As we listen to Nas, we hear the pops, the clicks, the breath, the breathlessness. This is the beauty of hearing long COVID across the airwaves. It calls us to listen in, to pay attention, to pause.

[NAS VOICENOTE] [SOUND OF A SIGH] I let out a sigh [SOUND OF A SIGH] that sigh looks at me back.  Treatment after treatment. This asthma, this pill, this preventer, these five puffs and visits to a hospital, when will it be enough? Dear COVID, dear COVID. 
That was my poem about, well, letter to long COVID. I am a asthmatic now. I have a hard time breathing when I talk, when I play sports, I'm on a rigorous treatment schedule and it has never run in my family. I hope that my little excerpt will shed light on the invisibility of long COVID.
[POPPY NARRATION] What do we carry with us, and what do we leave behind? The next voice note you're going to hear is from Bridget, and their reflections on living with long COVID.
[BRIDGET VOICENOTE] The worst thing a doctor said to me was, are you sure you just haven't lost confidence in your ability to walk? And I just thought to myself, I'm one of the most confident people I know if I was any more confident I'd probably smack you for saying that. So, suffice to say I didn't really get any answers from him about what was wrong with me, but thankfully Facebook actually came through with a lot of the diagnoses, medications, lists of doctors and support that I needed.
And thankfully I've been able to manage and recover somewhat to, I guess, cope with my new reality. I didn't walk or leave my house really for close to 10 months, so my body just completely deconditioned and I was getting really severe post-exertional malaise from extremely normal activities, like trying to wash the dishes. I couldn't clean my house, I couldn't change my own bedsheets, I couldn't shower standing up anymore.
So it was quite a lot to go through at 28, after having just a really simple cold, what I thought was just a cold. Eventually, I was diagnosed with POTS and I've managed to really improve my condition, I guess, and try and get back to some form of movement and walking and things that I really took for granted before all of this happened. So yeah, I'm still on a strong regimen of homemade electrolytes—a teaspoon of salt and a litre of water, top it up with some cordial.
I don't have the capacity to be buying so much hydrolite at the price that it's currently going for, cost of living, crisis and all. I'm still quite amazed at all of the workarounds I managed to work out, putting a stool next to the stove so I could cook and doing floor dancing so that I wouldn't have to stand. And I was able to still stay in touch with my body and my life. And I'm really grateful for everything that I can do now. 
Thanks for sharing these conversations and I look forward to hearing the piece.
[POPPY NARRATION] We're going to hear a voice note now from Kayla about their experience with Long COVID, the grief and injustice of it, and what it feels like to be invisible.
[KAYLA VOICENOTE] There is an immense grief from the invisibility of Long COVID. You're forced to grapple with the isolation of being unseen as you spend days in bed, waiting and waiting for your pain and discomfort to dissipate. And at the same time, your desperate pleas for help go unheard because even our doctors have grown apathetic to our world-disrupting pain.
We are on alert at all moments, hyper aware of the heaviness in our body and the germs in the air. These feelings do not pass, yet we eventually get left behind, our sickness unnoticed.
[POPPY NARRATION]  You're about to listen in to Jenna, who reads an excerpt from their essay on living with long COVID in the face of the ongoing genocide in Gaza, the ways in which disability and Palestinian identity are intertwined, and their proud lineage of embodied Palestinian resistance. Jenna's piece comes to us thanks to The Sick Times news and commentary podcast, Still Here.
[JENNA] My final rejection for disability benefits was sent to me in March 2024, during Israel's horrific ongoing genocide in Gaza. Before becoming disabled with long COVID, I worked full time in the movement for Palestinian liberation. My father is Palestinian, born in the old city of Jerusalem, and I grew up with stories about the steadfast resistance of my people, starting with my grandparents' surviving extermination in the 1948 Nakba, as young children.
My Palestinian family prepared me for disability, for understanding that sometimes just existing in a body deemed undesirable is a form of struggle. Disability and Palestinian identity have always been deeply entwined, as Israel has deliberately disabled Palestinians in an attempt to silence dissent. During the first intifada in the late 1980s, the Israel Defense Minister enacted a broken bones policy.
Decades later, during Gaza's great march of return in 2018, Israeli soldiers fired live ammunition in the legs of thousands of protesters. 
Now, tens of thousands of our youth, especially in Gaza, are targeted by Israeli snipers, particularly in the knees, femurs and vital organs, leading to wide-scale amputations and the unmet need for mobility aids. In spite of Israel's attempt to crush the Palestinian spirit, resistance is deep in our blood, even for those of us living in the diaspora.
The values instilled by my family are deeply anti-imperial. Respecting the land above all else, moving at the pace of the earth, valuing time with family and community over profit and exploitation. If I've learned anything from nearly five years with Long COVID, it's the deep failure of the US administration to support people with disabilities, especially those who are Black, Indigenous, and people of colour.
Instead, our government uses 14-plus billion taxpayer dollars to fund a genocide in Palestine. Even with all the proof I could gather for my Social Security Disability Insurance SSDI case, I was still faced with the impossibility of receiving care by my own government. Like many with Long COVID, my initial application, sent in September 2021, was rejected.
I appealed twice, first on my own and then with the help of a poorly qualified lawyer who rarely remembered my name. Both of those appeals were rejected too, and my final hearing with a judge was unexpectedly rescheduled the day before it was supposed to take place. 
When I went before a judge and quote, impartial vocational expert end quote, on a video call in my bed in November 2023, the experience was humiliating.  The judge was cold, rude, and mocked me multiple times. She commented that I wasn't sitting upright and asked why I was in bed, despite my very disability, which required me to rest all day. For four and a half months, I held my breath each time I opened my mailbox, never knowing how and when my future would be determined.
On a gloomy March morning, I received a 32-page detailed document explaining point by point how the federal government thought I wasn't disabled. Long COVID quote does not cause more than minimal limitations and doesn't constitute a severe impairment, end quote, the decision stated, suggesting I could still work full time while sitting or lying down. The whole process from start to finish took three years…
[POPPY NARRATION] In the next series of voice notes, you'll hear an exchange between me and Farida that were created as part of the Holding Breath project. Throughout the exchange, you'll hear the ways in which through the back and forth rhythm of our voice note exchange, we build community and connection.
[FARIDA VOICENOTE] Hi Poppy, thanks for your voice note. I think it's really, really important at this point in history that there's research recorded about what we're going through. I think this is a really important historical experience and the importance of it will only be clear like, I don't know, 50 years from now or something.
I want to record like, from my point of view, Long COVID as a person of Indonesian heritage.  You know, stuff can often be quite white people dominated. And I notice this in the Long COVID community, like what's never discussed in the Long COVID community is the experience of temporary migrants, for example, even though like, I think out of everybody in Australia, they're among the populations who are suffering the most with Long COVID because, yeah, because they can't access health care or income support in the same way that citizens or permanent residents can. 
Before I caught COVID, I was learning a musical instrument called the salwang, it's like a traditional flute of the Menangkabau ethnic group that I'm descended from.  And you know, I was learning my cultural heritage by learning this instrument, but yeah, since I've had long COVID, it does make it physically a bit harder to play that thing. Yeah, which is a bit sad. 
I still can play it though, I'll play a little bit.  So the saluag.
[SOUND OF FARIDA PLAYING THE SALUANG]
[FARIDA VOICENOTE] I used to be able to play it better than that before I got COVID. Yeah, I'm out of practice now. But I think when it's played well, it's a really beautiful instrument.  Like, it sounds like breath, only more beautiful. I don't know. 
Saluang music, I also find just quite calming a lot of the time. I listen to it when I need to slow down. Slowing down is something I find really, really difficult. It's one of the hardest things for me about Long COVID because the world is so interesting. There's so much out there to explore. I just want to get out there and explore it all. But yeah, staying still is hard.
I guess I'll just leave it at that. But yeah, thanks and yeah, I look forward to hearing your next note. Bye.
[POPPY VOICENOTE]  Thank you so much for your voice note last week. It was, yeah, really nice to receive it. What I was so thankful for hearing was your rendition of the Salawang and talking a little bit about your cultural heritage.
You described it so beautifully after you played, saying that it sounds like breath, only more beautiful, and then you laughed. But yeah, it made me really think about that you can really hear the breath of the person who's playing that instrument. So it was almost like your breath carried across to me in that recording.
And so I could hear your breath in that instrument. And then through that, I could hear your connection to your culture and your heritage. My heritage is from across the other side of the Malacca Straits.  So from Pulau Penang, my mother's from Malaysia. 
When you said about the white domination of the discussion around Long COVID, and you brought in thinking about temporary migrants, and really I think about existing health inequities, the lack of access to care and support that was exacerbated by the pandemic. It's also that way for Long COVID.
Part of breath or breathlessness as a concept for the [Holding Breath] project was thinking about how that's unevenly distributed. You know, I think you're right. You said it in your voicenote.  The people that are the most impacted, if you're talking about temporary migrants, for example, we don't hear their voices in these discussions. The intersections of race and class and gender and sexuality, disability, all of these things play into who has the right and the opportunity to breathe. So I'm going to leave it there. I hope I haven't rambled.
[FARIDA VOICENOTE]  What stuck out to me, I guess, was, yeah, how you put it that, like it being about who gets to breathe and who doesn't, like, that's just so stark if you put it like that. But it's true. Yeah, medical negligence kills.  And it kills people of colour disproportionately.
I can't really walk 10 minutes without resting, so I pace myself a lot. But yeah, I'm happy for the level of physical activity I am able to do. I'm trying to think about my body in positive terms, like to be happy about what my body can do, rather than being miserable about what my body can't do.
The Gaza events in Gaza are on my mind too. I'm going out to the protests and things. Yeah, I wish I could do more. Like I used to be like really politically active, and thinking about the level of political activity I used to do. Yeah, it's a bit frustrating now to not be, yeah, just able to put my all into the campaign for Palestine. At the moment, but yeah, that is what it is.  I'm doing what I can to support that.
[FARIDA, NEW VOICENOTE] Hi, Poppy. Yeah, I'm finally getting around to doing a final voice note about long COVID recovery. I'm feeling a lot better now than what I was a couple of months ago.
What's helped me start to recover is that, yeah, I saw an exercise physiologist, and she said to exercise, but just stop short of exercising to the point of getting PEM. In the first week or two of doing that, I felt like just my energy and stamina had doubled. I still have long COVID.  I still have the invisible straight jacket feeling, but I feel like the straight jacket has suddenly got a lot looser. It saddens me as well to be moving forward while so many people aren't. 
Just recently, I was having an online discussion with some people who have very severe bed-bound type long COVID.  I was talking with two other people in that situation, and they were talking with each other about, are we ever going to recover? I just so hope that one day there can be recovery for all of us, somehow.
I hope that when I do fully recover, and as I'm in the process of recovering, that I don't ever forget this experience and how traumatic it's been and how hard it is for people with disabilities. That's been a really steep learning curve for me. Like disability is something I hadn't thought about that deeply ever before in my life, before I'd got long COVID.
In all my years of political activism, I'd never thought about disability. I'd never thought seriously about disability before as like an axis of oppression, I guess. Now I know what it's like I hope I remember. Yeah, so I can continue to have my empathy for others who are going to still be disabled after the point where I recover. But yeah, I hope I'm making up for it now.  I'm involved in a few different activist things. And I want to keep fighting for the long COVID community.
[POPPY NARRATION] That is all for Race Matters this week. I'm Poppy de Souza. Thanks for spending the hour with me, listening to long COVID, across difference, breath and experience.
If you want to find out more about my work in the Holding Breath project, we'll leave some links in our show notes. 
Big thank you to Samantha Haran for connecting to me and this project. So many months ago now, thanks Samantha for your continued care, connection and really being the spark that brought this episode together.
Thank you to Shareeka Helaluddin for your support and care and thanks also to everyone who contributed voice notes to the episode. 
If you want to learn more about the hearts and minds that bring Race Matters together, you can do this at fbi.radio. You can also hear us on Koori Radio 93.7 FM, across the country on the Community Radio Network or wherever you get your podcasts.
No body or mind left behind. This is Race Matters.



