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Pauline Vetuna
You're tuned in to 3CR Community Radio on the Disability Day broadcast. For the next half hour, you'll be hearing ‘Mapping Our Care Webs, Strategies for Imperfect Survival’. It's a recording of an event hosted by New Disabled South and New Disabled South Rising featuring speaker Leah Lakshmi Piepzna-Samarasinha. Leah is a nonbinary femme, disabled writer and Disability and Transformative Justice movement worker of Burgher, Tamil Sri Lankan, Irish and Galatian/Roma descent. They are the author or co-editor of ten books, including the Future is Disabled: Prophecies, Love Notes and Mourning Songs, Beyond Survival: Stories and Strategies from the Transformative Justice Movement, Tonguebreaker, and Care Work: Dreaming Disability Justice.  A Disability Justice Futures Fellow, Lamda and Jeanne Cordova award winner, five-time Publishing Triangle short-lister and long-time disabled QTBIPOC space maker, they are currently building Living Altars, a cultural space by and for disabled QTBIPOC writers. 
Care is a need and a right for everyone, but especially for those of us who are disabled.  Care is also complicated. It's not always been safe or accessible for many of us to give, ask for and receive the care we need, and we often face conditions of scarcity. That being said, we do know that as disabled people, we are creative and resourceful in figuring out how to get our needs met, even if it's in deeply imperfect conditions. Leah Lakshmi Piepzna-Samarasinha explains what a care web is, how to create one with others, some of the obstacles you might face, and how to move through them. 

Leah Lakshmi Piepzna-Samarasinha
Yay. Thank you so much for having me. I’m really honoured to be here. We're moving on crip time, and climate chaos, extreme weather time, so I'm going to make a lot of pauses because I want to make sure that we can all show up for this lecture on care webs.  To describe myself, I'm a 50-year-old Sri Lankan and white non-binary femme person, and I'm wearing a T-shirt that says "Sorry for Having Great Tits and Correct Opinions."  I grew up and live right now in the Rust Belt in the northeast of the United States, but I'm actually Zooming into you today from central North Carolina where I'm visiting chosen family.  And I am so excited to be here, and I'm hoping that I can share some stuff that might be helpful. The topic of this lecture is Care Webs - what are they, and how the hell do we try and do them.  And some other things I should mention about myself are that I'm someone who has been disabled and chronically ill for most of my life, and I am also autistic and neurodivergent, and I also come from a multigenerational disabled family.  My mom survived polio and lived as a post-polio person who also had cancer and a ton of other chronic illnesses in a working-class central Massachusetts town.  And my dad is neurodivergent and lived with complex PTSD.  So, I've been figuring out and thinking about needing care and giving care and organising care with other people for most of my life.  From when I was a kid and I was a caregiver to my parents, like many of us here, to when I first got really, really sick with ME/chronic fatigue, plus intense mental health crisis when I was 21, and like many people was almost totally isolated and alone, and without support from either the state, or friends, and trying to figure out how to eat, clean up after myself, go to the bathroom and survive with negative 200 spoons a day.  And what I want to say is, this shit is hard, and I am not going to offer you a 1, 2, 3 this is how you do it, great, everyone's care needs are met, but I'm going to share some experiences and tools because I really believe in the power of our imperfect disabled stories.  
And I wanted to start by saying when I think about care, all of these things are true at once.  Care is not simple.  Care is complicated and fraught.  Many of us have been subject to abuse when receiving care or giving care.  Care is not safe.  Care is often a site of violence.  Even when care isn't violent, it can be annoying and uncomfortable to receive.  Care can also be a place of beauty and pleasure and liberation.  Care is not always fun or joyful, sometimes you just have to take the garbage out.  Care is a place where the state and the medical system try and control us.  Care is often in a place of deep scarcity and holds deep pain and trauma for folks.  Care is still something disabled people and our loved ones have innovated and made places of beauty inside.  And even when we show up deeply imperfect, the ways that we show up matters.  
Okay sweet.  So, I'm just going to say so what are Care Webs?  So, to begin my brief, what is the hell is a care web, definition is any network organised or really freaking informal where someone who has care needs attempts to get them met.  And this could be from friends, partners, acquaintances, neighbours, family members, total strangers, mutual aid groups, churches, mosques, synagogues, texting a signal thread or posting on a Facebook group, or it could be from paid personal care attendants, social services, or organisations.  It could be from both.  It can be in person, it can be online, it can be virtual.  And I'll just pause there.  It's a big, big ecosystem of all of the brilliant ways we access care in this world.  
And I'll briefly say if that's what a care web is—back up.  What is care?  What is a care need, or an access need?  Care or access need is an idea created by a disabled community that means those are the needs we have to be able to live, move, be in the world, be in a space well.  It's all of the needs we have, from the ones that are really—we will literally die without them—to the ones we are called, we are told oh, that's trivial, you don't get to have that.  So ableist society often says that as disabled people, we're only allowed the bare minimum, and we should be really grateful for it, right.  
But what Disability Justice says is that we deserve choice, control, and pleasure in our lives.  We deserve more than insure in a really ugly uniform, okay.  And care needs can be things that we need every day on a regular basis, and they can also be things that we need when we are in crisis, when we've got wound care stuff, or when we're surviving surgery or recovering.  It could be both, they usually are.  And fun fact, everybody has or will have needs: Disabled, non-disabled, temporary able-bodied.  And our care needs change over time, right?  You already know this; I'm just saying this.  
So, then my next thing is why do we do this stuff?  Why do we do care webs? And it's because we live in an ableist, racist, sexist, homophobic, classist, transphobic system that has never valued disabled lives, and where the care offered from systems is often inadequate or awful or it just doesn't exist, right.  Every single piece of care and access that disabled people are granted from the state, we fought for those things.  They didn't just give them to us, we fought for those, and they are always under attack now more than ever, right.  For years, we had no legal rights to access care under our own autonomous ‘we're going to get what we want’, we either figured it out on our own or with friends or family.  We were told our families had to do everything or we were told we had to go to an institution to get care.  We are still fighting to stay out of institutions.  We're fighting inside institutions where we are abused too.  We're still fighting in every place we are for autonomy and choice and how we get our needs met.  And we know that our needs aren't considered in so many places including disaster and emergency evacuation, which with more and more climate crisis it's becoming more and more important because when you're not able to safely evacuate or accessibly evacuate, you're left to die, right.  
So, we make care webs every day because we live inside this broken system we know we can't depend on, and we also know that community isn't perfect or has everything.  But even inside all of this loss and chaos, we make things happen, we piece it together, and we're geniuses at figuring it out.  Care webs are not perfect.  They are not some idealised topic space in some happy community that's perfect that I've ever run into.  And I've never run into a care web, or been part of a care web, where no one is ever pissed off or cranky and everyone always feels great about what's happening.  Care webs are imperfect, exhausted, get burnt out and hit the wall.   I have no idea how the hell we are going to address that.  We make judgment calls.  We do the best we can.  We fail.  We're patching the holes left by a totally inadequate system.  We don't always get it right or do it perfect, but the everyday ways we show up for each other, even if we can't always do everything, they save lives, and they matter.  And I'll briefly say, famous last words, that some people may be really new to this terminology or framework, but some people may have heard about this for a while, and I want to name something that's out there where I think with a lot of discussion of community care, collective access, et cetera, sometimes people can go to a place of like oh, the community is going to do it all, using any paid services ever, or system service is bad.  And I want to say I don't believe that. I believe in whatever works.  And I want to say that period. And because so many of us as disabled folks may not have community, or the community we have may burn out or go away.  We may have fights with each other, et cetera.  
And I just want to say like this is stuff we all do every day.  If you've ever driven yourself or someone else to the drive-thru after a medical appointment or brainstormed who are the two or three people who where aren't going to freak out about my crisis, who I can text, you've done a care web, right.  And I'm going to read from a quote from my friend Rebel Sydney Black, his essay Podmapping for Mutual Aid, which he wrote at the beginning of the pandemic in 2020. Which, the words I go back to where he says, "Mutual aid can look many different ways.  Those of us who are sick and disabled, Black, I Indigenous, multiracial, and People of Colour, poor working class immigrants, queer, trans, two spirit, and more, probably already practiced mutual aid and may not even know it.  Mutual aid is that random person from the internet bringing you a hot meal when you can't get out of bed.  It's cleaning or spiritually cleansing the home of someone who is too severely depressed to do it themselves.  It's staying up late talking to that suicidal friend, helping unpack an apartment after someone moves, giving rides to chemo, visiting or writing letters to folks in prison, walking someone's dog when they can't walk for themself.  It can also look like sharing coping skills, survival skills, job search skills, sharing medicine, making medicine, sifting through doctors to find a good fit.  It can also be fighting to change the causes of oppression so everyone can be more free.  
So, fire!  And I'm going to briefly share some more, why is this shit so hard which impacts us when we try and imagine how to make care webs, right?  So, what are some beliefs we've all been taught maybe about care?  Okay, some of the ones I come up with is that care is free labour, it's unskilled labour, women and other oppressed genders and Black and Brown Folks automatically know how to care, and we're supposed to do it, and no one else is supposed to, right? If you need care, you're a burden, weak. You need to take what you can get and be grateful for it. There’s that beggars can't be choosers, you know, phrase you might have heard, right.  Then there's things like, your partner or your family or the state should take care of you, nobody else.  Or, on the other hand, the community should be enough. You're bad to ask the state for help. Those are just a few.  And how many of us have internalised that we're too much, right? Just for existing, right? So many of us, it's easier for us to ask for nothing at all, rather than make ourselves vulnerable. 
Okay. And then you throw some care statistics on top, which is at any time, and it's probably higher now. 30% of the United States is caring for a sick, disabled, or aging friend or family member. Most of the people doing that care are also disabled. Unpaid caregivers work an average of 20 hours a week.
—Sorry, was that a pause?

Support 
I was saying pause for a second because I think we lost our captioner, but I see that they are back.  Okay.  Go ahead.  

Leah Lakshmi Piepzna-Samarasinha
Yeah, and Sonya, could I ask again could you repost, if it's possible, the slides, transcript, and everything?  

Support 
Yep.  

Leah Lakshmi Piepzna-Samarasinha
Leah Lakshmi Piepzna-Samarasinha
Cool.  And I think there's a question about people are saying I can only see the host and panellist chat, not everybody.  Is that how it's supposed to be or?  

Support 
Yes, that's, unfortunately, I think a limitation of the webinar but, as needed, I can read out the chat to like the response to the journal prompts, for example.  

Leah Lakshmi Piepzna-Samarasinha
Okay.  Cool.  And we're, like we’re moving on crip time, so we may not be able to collectively share the responses to the journal prompts, but I'm going to speak a  little bit more and give you all a chance to journal, and we'll figure it out.  Cool.  And thanks everyone for checking in, I appreciate it.  
Okay. So back to my shitty statistics.  So, people doing care work, work an average of 20 hours a week for free, giving care to each other. And we pay an average of five grand out of pocket for care costs every year.  All of these numbers are a lot higher in queer and trans communities because of the ways we are often kicked out of our families of origin.  75 percent of people giving care are women or non-binary folks. The average caregiver is somebody in midlife who are caring for peers, kids, and adults all at the same time.  And the estimated worth of unpaid care labour in the United States as of 2013, which is ten years ago, twelve years ago, is $470 billion.  I just wanted to say this because care is the engine that moves this whole country and world, and we are told it's not real, it's just some little shit on the side, but $470 billion; 12 years ago, that's probably, I don't know, $900 billion now.  What is money, right?  So, this stuff is huge, and so much of the time we internalise that when we're struggling to access care, or give care, or both, it's some individual problem we're struggling with, right?  It's huge.  So, a couple more things with my Scorpio rising about why this is hard.  Care is also hard because again so many of us have been taught that to be needy is to be weak; to be vulnerable, it's bad.  Care means allowing people into the most private places of our bodies and minds and that's vulnerable, it's scary, and it's often unsafe because we know how high the statistics are as disabled people for suffering abuse, right.  For many of us too, care has not been accessible.  For many of us, we've been told care is for white people, it's for rich people, it's for somebody else.  My mother told me that I couldn't get, you know, educational access as a kid because she was like that's for white boys; you just need to be really smart and not make trouble, right?  So many of us have a version of that story.  
So, when we grow up, or even when we're not, it's difficult to even ask for, to know what our needs are.  Many of us are also expected to always give care but not receive care.  I'll shout out to the care giving only/oldest kids in our family - the immigrant kids, Black and Brown kids, everybody.  And finally, we know that our communities are beautiful, but we also have scarce resources, and there are so many people I talk to, there's so many people I've been, where it's you and two friends trying to do a complete care collective for everybody in your city, your town or area, and you're so tired.  You're so tired, and you can't pick up the phone anymore.  So, I want to say all that stuff not to depress everybody, but this is what we're rolling around with.  This is what we're rolling around with, and the gap between where we are, and revolutionary care futures, is really huge. When we're facing all that stuff, and we're tired as hell, right? And where eggs cost $13 and so forth.  
So, I want to start with that, and I also want to say—I'll share a couple quick stories, and I want to go to journaling.  One of the first places that I saw care work happen was my friend Loree who is a white, working-class, power chair using femme originally from Locust, Virginia. Who, when she was a teenager into her early 20s in Virginia, couldn't find any PCA's in her area who weren't homophobic, or who would even show up, so she was like okay, I'm just going to have my friends do my transferring, you know, help me feed myself, do the things.  And then when she got to college in Canada and moved there, even as a relatively privileged, for sure, white American immigrant, she couldn't access any Canadian healthcare social services as an immigrant, so she ran a care collective that ran for around 15 years of people who did all of her acts of daily living with her transferring, her toileting, her dressing, you know, the dishes, every day.  We did fund raising at the end, but for a long time, it was just people doing it for free.  And I ran into that collective when I was still really closeted about my disability, and it was the first time I saw someone being like oh, shit, this shit can be fun.  This shit is hard sometimes, but folks are showing up and doing this stuff or figuring it out.  It blew my mind.  And I also have plenty of friends who are like I don't want to depend on my friends ever to get on the toilet, and that's real, but it gave me a possibility model for like how creative can we get.  And then it stretches all the way out to me being in North Carolina right now to just go sit with my friend during their chemo and know that I can't fix it, but just me being there and making bad jokes is an act of care that's helping their cancer experience be better, right.  In the middle of all that, I've had to unpack so much stuff for myself as a disabled, Brown, mixed-class person who has all kinds of stuff about being tough and not asking for help, and not being weak, and being like I got it, and having people try and control me when they offer care, and I know I'm not alone in this room.  And what I want to say is I think that all of our individual experiences of all the brilliant ways we've made care, and all the ways we've been hurt in trying to access care or give care, they're not liabilities, they're actually grist for the mill, for us figuring out this stuff.  
Okay. thank you for listening to me talk for the last minute. I'm going to offer some journal exercises, but I want you to write these on a piece of paper, your notes app, your computer, wherever, so you can keep these answers with you.  The questions I wanted to ask you were—and this is really like choose your own adventure, so you don't have to do all of them, do whichever one speaks to you.  Okay.  Here we go.  The first one is what were you taught about care growing up?  And some examples I threw out there are like that's for the weak, it's just the Christian/Jewish/Muslim thing to do.  We don't need anything.  You don't tell the social worker shit.  You exist to care give.  I mean, these don't have to be your answers, but just think about what were you taught about care growing up?  The second question says what roles have you played around care, right?  And I'm altering this a little bit, so I guess I'll repeat it.  Like what roles have you played around care?  Have you been the giver?  Have you been the receiver?  Have you been the burn out bottom liner?  Have you been the person who is just like I'm the rock, I don't need anything?  And then finally, how do you want to receive and give care now?  What are your needs and boundaries around it?  What will you do; what won't you do? And I can just say them again.  Basically, it's like what were you taught about care growing up?  How have we been practicing care now, either giving or receiving it?  And how do you want to do it going forward?  
And I say all this, and this is definitely me as someone who is in twelve-step like a mother, but I've had to unlearn a whole lot of stuff about like growing up it was like I grew up in a working-class disabled family where didn't talk to social workers and where I was my mom's caregiver and that was my role and my job and someone would die if I didn't do it.  And it's so beautiful, and I've had to learn some stuff around how do I care for all of my disabled community without doing the same stuff that was in my family. You know, like what are my boundaries, what do I need to be able to do it?  This might seem really meta, but work with me here because the reason why I'm having you do this is just I've seen so many people being like great, we're going to do a care web, and then they go 0 to 60 really quick and then they hit the wall, or they get so resentful, or they stop picking up the phone, or they're like I'm the only one who can do it, right?  Burnout is real.  We're disabled, and we're the only ones who show up is real, all of it is real. But I want us to not hate each other through the process of doing care work.  Big dreams. 

Pauline Vetuna
That was Mapping Our Care Webs, Strategies for Imperfect Survival. You're listening to 3CR community radio on the Disability Day broadcast.

(music track)

Disability Day promo sting 
There's kind of a lot of things that are coming up to the fore at the moment as well, particularly in terms of the way that we imagine, for example, essential work, and also sort of essential community life, or essential caregiving, and how those function. If we think about, sort of the way that queer family often takes very sort of different forms and very, you know, important and meaningful forms that often don't match the picture of normative, heteronormative family life. But how so many of the affordances or the restrictions, or the kind of the governmental sort of imagining of the way that we should live and what we need to live and what we need to survive, really, is shaped around heteronormativity. You know, it's around the family life in the suburb, as opposed to many, you know, single individuals who have shared queer family, both sexual and community connections that sustain them and that kind of give them life and give them sort of energy and comfort and safety and security and support. —You're listening to 3CR community radio, 855am on digital and online, 3CR radical radio. 

Disability Day promo sting 2 
Disabled people are worth every bloody penny. I'm okay with spending money on supports that we need. There's more than 400,000 people who should be on the DSP but are on job seeker instead. I’ve got a life to live, I’ve got commitments, like everybody I’ve been through same. The only way to provide meaningful support is stronger grassroots movements. These institutions are never going to be our saviour. (fade)
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