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1
00:00:03.180 --> 00:00:04.240
Jim Pickett: Alright.

2
00:00:06.400 --> 00:00:24.540
Jim Pickett: So, again, I wanted to thank everyone who shared their stories, or shared their snippets of stories. I know the Zoom doesn't let you say everything you want to say, but thank you for those who did share your stories. They were very inspiring to Oni and I, and helped shape this webinar today.

3
00:00:24.690 --> 00:00:48.479
Jim Pickett: And actually, I would like to start off by sharing a little story myself, or give a little bit of personal background to kind of get the juices flowing, and before I turn it over to Onei. First, I just want to say I've been such a long-time fan of you, Onei, and I'm so excited to be actually doing a TCA webinar with you. Last fall, the two of us were paired up.

4
00:00:48.490 --> 00:01:08.219
Jim Pickett: And we moderated a couple of sessions at the 24 Hours to Save AIDS Research, which was great fun, and we had a great time, and so that just made me even more enthused to lure you into the TCA Web, and I'm so glad that you are here with us today.

5
00:01:08.360 --> 00:01:19.979
Jim Pickett: So a little bit about my story. Here's my, abbreviated CV. Don't worry, we weren't going to go into deep detail on all of this, but I just wanted to share a little background.

6
00:01:19.980 --> 00:01:29.730
Jim Pickett: about myself. I graduated from high school in 84, went to college that year. It's the same year I basically kicked the closet door down.

7
00:01:29.800 --> 00:01:53.879
Jim Pickett: I was not… while I was a good student in high school, I wasn't a great student in college. I changed my major every semester, and then I finally dropped out to explore a fabulous career of waiting tables in Chicago. That's what I started to do. I worked at some fancy hotels and a number of fine dining Indian restaurants.

8
00:01:54.280 --> 00:02:02.120
Jim Pickett: And I ended up working… well, I… a great thing that happened to me was I got fired for insubordination.

9
00:02:02.120 --> 00:02:11.130
Jim Pickett: Imagine that. And, that led me on another path. I started writing for a magazine, a gay magazine in Chicago.

10
00:02:11.130 --> 00:02:31.319
Jim Pickett: That was weekly. I became the editor and sold ads and stuff for it, and during that time, in 95, I seroconverted. So, I was sexually active and out there on the scene for 11 years, and stayed HIV negative that whole time until 95, when I tested positive.

11
00:02:31.830 --> 00:02:45.489
Jim Pickett: And that changed my trajectory. I was working for this magazine, and I was writing, and I'll show you a few images in a moment, but I was writing a lot of sort of nonsense, silly stuff, character stuff.

12
00:02:45.570 --> 00:03:03.480
Jim Pickett: covering the club scene, and there's some relatively serious stuff, but I wasn't writing anything very personal. And a couple years into my diagnosis, I decided to start writing a column called Sick, a body of work in progress that

13
00:03:04.110 --> 00:03:13.439
Jim Pickett: I wanted to help chronicle my own story living with HIV, and starting on meds, and having the experience of,

14
00:03:13.440 --> 00:03:31.130
Jim Pickett: the meds working on paper, but having, incredible side effects. I was just really sick with nausea and diarrhea. How pleasant is that? For, like, 2 years. And so, sick was a way of kind of addressing that, and

15
00:03:31.130 --> 00:03:43.370
Jim Pickett: starting that… writing that column, and kind of bearing my truth there, the schizophrenic truth of what it was for me, kind of led me into some other work, which I will describe in a second.

16
00:03:43.370 --> 00:03:53.580
Jim Pickett: So, gotta start with the baby picture. This is my dad, and you may recognize that other little cherub there a few years ago, 1966.

17
00:03:53.810 --> 00:04:18.420
Jim Pickett: And here's a couple of covers from the magazine that I worked for. It was a weekly, it was back in the heyday of the zines in the 90s in Chicago. And as I mentioned, I tended to write a lot of silly stuff, so I wrote a character named Miss Margie, who was sort of my… she was a waitress and lifelong waitress and celebrity confidante.

18
00:04:18.899 --> 00:04:41.440
Jim Pickett: and my alter ego, who was also obsessed with, poop stains. So, that's sort of my level of humor, right? So that is, I call them, I wrote for the magazine, and I also wrote, I wrote the text for a silly comic strip called, The Adventures of Bottom Boy, who was a superhero bottom.

19
00:04:41.440 --> 00:04:50.159
Jim Pickett: from Chicago, the city of Broad Bottoms, and so you… again, you can see sort of my very adolescent and juvenile humor, but it was great fun.

20
00:04:50.180 --> 00:05:00.309
Jim Pickett: But I… during that time, I really realized, like, I needed… if I was to be a real writer, I needed to… to explore the hardest thing that was happening to me, and that was being positive.

21
00:05:00.560 --> 00:05:04.880
Jim Pickett: So I'm gonna… Let's see what's happening with my slides.

22
00:05:07.350 --> 00:05:29.190
Jim Pickett: Okay. Oh, and there's me in the club picture, lovely. So here is, Sick. This is… it was, illustrated by an artist that we worked with, and this is one of my very first columns. This column led me to also writing a column for Positively Aware, which still exists, which is a

23
00:05:29.190 --> 00:05:41.179
Jim Pickett: global, but really national magazine, based out of Chicago. I started writing a column called Picket Fences, which was essentially a version of SICK.

24
00:05:41.350 --> 00:06:05.509
Jim Pickett: It was, following my own experiences, with, HIV and meds, and this column, you can see, was, a few days after my 35th birthday, so this was quite some time ago. I'm 60, so do the math, and I had been off of meds for a couple of years. I actually… or about a year and a half, I took a…

25
00:06:05.510 --> 00:06:25.190
Jim Pickett: a drug holiday at that time, because the meds had just been too much for me. And at the time, people were actually doing stuff like that, very different times than we are now. So I was able to really share a lot of my personal stories, and this, led me to working for,

26
00:06:25.860 --> 00:06:38.809
Jim Pickett: the Chicago Department of Public Health, which in the late 90s and early 2000s, in partnership with the Illinois Department of Public Health, and I see some folks from there on the call, hello, hello,

27
00:06:38.920 --> 00:06:44.569
Jim Pickett: Who, we… We got funding together to…

28
00:06:44.570 --> 00:07:08.759
Jim Pickett: tell the stories of people living with HIV from actually 13 states in the Midwest. And I was a lead writer on this project, and got to interview and tell the stories of so many really interesting people. And the whole idea here was to tell… was to use very personal, individual stories to illustrate

29
00:07:08.760 --> 00:07:23.499
Jim Pickett: the needs of people living with HIV, both in terms of funding and programs and resources and the kinds of things that were of concern to people living with HIV, to give, heart and, to…

30
00:07:23.790 --> 00:07:40.109
Jim Pickett: create some heart with the statistics, right? Statistics only tell a very small part of the picture. You need that personal story to really help people understand, and hopefully to galvanize people. So, the Faces of AIDS attempted to do that.


31
00:07:40.450 --> 00:07:46.590
Jim Pickett: did stories from all over the Midwest, as I mentioned, and there was also a travel documentary.

32
00:07:46.590 --> 00:08:01.870
Jim Pickett: that I had the opportunity to travel around the entire country with… in various exhibits. We had over 100 portraits of people living with and impacted by HIV with their quotes, and we brought the book, and we, would engage people, and so…

33
00:08:02.590 --> 00:08:24.710
Jim Pickett: we did this… we did… I did exhibits in a mall in Oklahoma, a church in Memphis, a student union in Wyoming, which was a little bit outside of the Midwest, but we kind of traveled this all over, really to help people, to hear stories and share stories, and to use that to push the movement forward, so…

34
00:08:24.710 --> 00:08:49.129
Jim Pickett: I just, as a prelude to everything we're going to be talking about today, I wanted to share kind of where I've been, and how writing and telling my story led me into this work, because quite honestly, when I dropped out of college to be a fabulous waitress, I didn't really know what the hell I was going to do for my life, but I certainly didn't think I was going to be working in public health.

35
00:08:49.250 --> 00:09:11.860
Jim Pickett: I certainly didn't think I was going to be a research advocate focused on science. I hated science in high school. I was not great at it, and I'm more of an English major, theater major, comms, that kind of thing. And so, to be doing this work, it all really led from telling my story, and also

36
00:09:12.140 --> 00:09:23.069
Jim Pickett: recognizing in these projects I've been able to work on the power of giving platforms and creating space for people to share their own stories.

37
00:09:24.150 --> 00:09:36.690
Jim Pickett: And I have to share a little bit more, you know, I married my best friend in 2017 after being together about 10 years, so that was us going to marriage court a couple days after Christmas that year.

38
00:09:36.690 --> 00:09:50.530
Jim Pickett: And, there, again, and I just wanted to share this picture because Kevin is wearing, one of our Prep for Love t-shirts, and it was a campaign I worked on in the mid-20-teens, so pretty cool.

39
00:09:50.880 --> 00:10:15.620
Jim Pickett: And just a final thing, just to show you the march of time, is not always, it's sometimes hard to look at, but yes, that is a 20-year difference of what activism has done for me. It's been good. Hey, what's the alternative? I'm glad to still be here. And with that said, I am so delighted to turn over the mic and the

40
00:10:15.620 --> 00:10:16.940
Jim Pickett: the platform.

41
00:10:16.940 --> 00:10:38.410
Jim Pickett: to Oni, who is going to share her slides and take us through, some really interesting discussion, and we hope you will be fully, engaged with us while you do that. So thank you so much, and over to you, Oni. I'll be in the chat monitoring things if you all need anything.

42
00:10:38.410 --> 00:10:39.690
Jim Pickett: I'm here for you.

43
00:10:42.740 --> 00:10:45.560
Oni Blackstock: Thank you so much, Jim. Can you hear me okay?

44
00:10:45.560 --> 00:10:46.840
Jim Pickett: Yeah, you sound great.

45
00:10:46.840 --> 00:10:56.019
Oni Blackstock: Okay, great. Thank you so much, and for sharing your personal story, it's a wonderful… it was very powerful and a wonderful way to start the morning. Can you see my slides okay?

46
00:10:56.360 --> 00:10:58.230
Jim Pickett: Yep, we can. They look great.

47
00:10:58.230 --> 00:11:02.369
Oni Blackstock: Okay, great. Okay, awesome. So thank you, everyone, for joining.

48
00:11:02.780 --> 00:11:05.550
Oni Blackstock: So, we are,

49
00:11:05.570 --> 00:11:21.629
Oni Blackstock: in a moment, I think that demands that we understand ourselves as both inheritors and planters. We inherit the harvest of the seeds planted by those who came before us, and those who planted without knowing, really, what would grow.

50
00:11:21.630 --> 00:11:28.360
Oni Blackstock: And we're planting seeds now without knowing what will bloom. And so today, I'll be sharing a framework,

51
00:11:28.360 --> 00:11:44.209
Oni Blackstock: called the Storytelling Project Model, developed by Leanne Bell, and it helps us understand the different types of stories that circulate around issues of justice and injustice, and how we can use these stories to navigate times like these.

52
00:11:44.210 --> 00:12:02.540
Oni Blackstock: And we know the stories that we tell, they often shape what we believe is possible, who we believe matters, what we believe is natural or inevitable, and we also know that not all stories are equally heard. Many survive only because of

53
00:12:02.540 --> 00:12:18.749
Oni Blackstock: persistence because people and communities refuse to be silenced, and we know that the HIV movement has always planted seeds in challenging times, and some of the stories, are widely known, but some have been buried.

54
00:12:18.750 --> 00:12:32.990
Oni Blackstock: While the stories I'll share are rooted in the U.S. context, I do hope that the patterns they reveal in terms of who gets counted, who matters, those are universal, and those will likely be familiar to you because they exist everywhere.

55
00:12:33.080 --> 00:12:40.960
Oni Blackstock: And just to say, your stories matter just as much, so we'll get to those, too. And again, stories are just one of the ways, I think of

56
00:12:40.960 --> 00:12:54.299
Oni Blackstock: that we find each other, we understand our shared conditions, our interconnectedness, and that we're able to imagine different futures together. So I want to start by telling you, a personal story.

57
00:12:54.720 --> 00:13:10.749
Oni Blackstock: So, so it was about a year and a half ago, and I'm sitting on my bed, it's like the end of the day, doom scroll, on my phone, and I'm on Facebook, and as soon as I log in, I see I have a notification, and I'm like, oh, cool! It says.

58
00:13:10.750 --> 00:13:15.700
Oni Blackstock: Columbus Evans has invited you to join the Evans Family Group.

59
00:13:15.750 --> 00:13:24.929
Oni Blackstock: And Columbus, is the oldest of my mom's four brothers. And, this is really exciting. It's also bittersweet because

60
00:13:24.930 --> 00:13:37.779
Oni Blackstock: My mom died when I was 19, and we were incredibly close, and her death, in some ways, severed the connection that I had to her side of the family, because she was really the glue that held everyone together.

61
00:13:37.780 --> 00:13:46.680
Oni Blackstock: And so now I'm on Facebook, and I realize I'm about to have the chance to meet more family members from my mom's side, and I click Accept.

62
00:13:46.700 --> 00:13:50.889
Oni Blackstock: and go into the Facebook group, and I immediately see this photo.

63
00:13:51.600 --> 00:13:59.230
Oni Blackstock: And my first thought is, oh my gosh, this man looks just like my Uncle Ricky, and Uncle Ricky is one of my mom's younger brothers.

64
00:13:59.310 --> 00:14:13.850
Oni Blackstock: But it can't be Uncle Ricky, because the photo is, like, way too old. But this man is the spitting image of my Uncle Ricky. And I see that this, distinguished-looking couple, they were born, it caption said, they were born in the 1870s.

65
00:14:13.850 --> 00:14:20.729
Oni Blackstock: And I do some quick math in my head, and immediately introduce myself and ask, are these my great-grandparents? And everyone's like, yes!

66
00:14:21.080 --> 00:14:25.020
Oni Blackstock: And I feel this rush of excitement. And then…

67
00:14:25.160 --> 00:14:36.640
Oni Blackstock: it hits me, I'm thinking, wait, they're in, like, they look like maybe they're in their 30s, so this must be the early 1900s. They must be right in the thick of,

68
00:14:37.250 --> 00:14:44.899
Oni Blackstock: of the… of Reconstruction, and that… the backlash to Reconstruction, and my heart drops.

69
00:14:45.260 --> 00:15:09.199
Oni Blackstock: You see, for folks who may… are outside of the U.S, so after the Civil War in 1865, there was this brief period, called Reconstruction that lasted a little over a decade, and it was, like, this fleeting period of enormous social, economic, political progress for Black Americans. So, the first Black senator and the first Black representatives in Congress were elected.

70
00:15:09.700 --> 00:15:20.280
Oni Blackstock: Black communities were thriving, but almost as soon as that progress began to take shape, it was quickly squashed by a violent backlash.

71
00:15:20.280 --> 00:15:41.300
Oni Blackstock: And that backlash was through both legal and extra-legal means. And so the first, picture on the slide on the left, it shows the Black codes were put into effect, and they were basically a series of laws in the South that restricted the rights of formerly enslaved Black people.

72
00:15:41.360 --> 00:15:59.749
Oni Blackstock: these laws were basically intended to maintain a cheap labor force, and basically were slavery by another name. And they allowed Black people to be prosecuted for very minor offenses, thrown in jail, and then leased out to private companies as part of a convict leasing system.

73
00:15:59.750 --> 00:16:06.309
Oni Blackstock: And the second picture, really depicts the extreme violence that Black people in the South,

74
00:16:06.340 --> 00:16:14.790
Oni Blackstock: experience. This was very commonplace violence against individual Black people, communities, institutions, and that

75
00:16:14.790 --> 00:16:30.619
Oni Blackstock: was corresponded with the emergence of white supremacist groups like the Ku Klux Klan, as well as everyday white folks who formed lynching mobs. And then Jim Crow. Jim Crow laws were put into effect, and those mandated segregation in all public

76
00:16:30.760 --> 00:16:39.419
Oni Blackstock: spaces, and they limited the power of Black people to vote. So, what did Black communities do in response to this backlash?

77
00:16:40.430 --> 00:16:44.200
Oni Blackstock: Many fled the south, and they headed west.

78
00:16:44.200 --> 00:17:07.929
Oni Blackstock: they head to the Midwest, where Jim is, the Northeast, where I am, in what would come to be called the Great Migration. And they found out, like, seeds carried by the wind, carried by hope, really seeking safety and opportunity. And this included my great-grandparents, who are in that picture, and my maternal grandfather, my mom's father, who migrated from South Carolina to,

79
00:17:07.930 --> 00:17:09.230
Oni Blackstock: to New York City.

80
00:17:10.490 --> 00:17:13.170
Oni Blackstock: And in these cities,

81
00:17:13.569 --> 00:17:22.819
Oni Blackstock: In these cities, where people started new lives, something really beautiful emerged out of a time of great struggle and uncertainty.

82
00:17:23.160 --> 00:17:38.230
Oni Blackstock: So in New York City, where my family planted roots, sprang the Harlem Renaissance, and that was where Black art and music and literature and politics merged together in ways that were really powerful, and that challenged,

83
00:17:38.230 --> 00:17:48.520
Oni Blackstock: narratives and representations of Black people that were in, sort of, part of the dominant, culture. And it celebrated our humanity and our self-determination.

84
00:17:48.520 --> 00:18:12.930
Oni Blackstock: It also created the founding of the NAACP, or the National Association for the Advancement of Colored People, in response to the wave of the anti-Black violence that I mentioned in the previous slides. And it's now the nation's oldest civil rights organization, really fought through legal means and through advocacy against lynching, segregation, and discrimination, and it still exists today.

85
00:18:13.280 --> 00:18:23.449
Oni Blackstock: And then the earliest Black-led labor movements, that picture on the upper right, those are the Brotherhood of the Sleeping Carporters.

86
00:18:23.450 --> 00:18:35.829
Oni Blackstock: Black workers were barred from joining white unions, so they built their own, and that included the Brotherhood of the Sleeping Car Porters that was founded in Harlem in 1925 by A. Philip Randolph.

87
00:18:35.830 --> 00:18:46.869
Oni Blackstock: And they organized, predominantly Black workforce of the Pullman Railroad workers, and they won a landmark labor contract in the 1930s after 12 years of organizing, so…

88
00:18:46.870 --> 00:18:58.079
Oni Blackstock: The seeds that were planted during the Great Migration made all of this on this slide possible, and this actually grew into the civil rights movement of the 1950s and 60s.

89
00:18:59.360 --> 00:19:03.509
Oni Blackstock: And those same seeds, that were planted ultimately shaped

90
00:19:03.510 --> 00:19:21.620
Oni Blackstock: my parents' lives and advocacy and shaped me, and I think of ourselves as the harvest or the bloom. My mother, with that beautiful afro, despite being born into poverty, being raised by a single mother, on public assistance, she became…

91
00:19:21.740 --> 00:19:39.330
Oni Blackstock: a doctor, even though one of her nun… the nun teachers at her Catholic school, told her that the best she could be was a teacher. Teachers are amazing, but my mom wanted to be a doctor, and she became a doctor because of policies like affirmative action that grew out of the Civil Rights Movement.

92
00:19:39.330 --> 00:19:54.769
Oni Blackstock: And my father, looking, I think, rather debonair, was a Jamaican immigrant and veteran who was able to attend college through the GI Bill, and he was part of the same generation of veterans whose organizing and education really seeded the civil rights movement.

93
00:19:54.770 --> 00:20:06.560
Oni Blackstock: So, their path led me to where I am right now, which is 25 years, it's crazy to believe, into a career that's been really dedicated to HIV, to advancing health justice, and that's taken me…

94
00:20:06.910 --> 00:20:16.740
Oni Blackstock: from Harvard College to Harvard Medical School to Yale, to Montefiore Medical Center in the Bronx, and Harlem Hospital in New York City, and these… both those hospitals.

95
00:20:16.840 --> 00:20:25.789
Oni Blackstock: serve communities in New York City that are the epicenters for the epidemic in our city. And then I went on to the New York City Health Department, where I led our city's response.

96
00:20:25.850 --> 00:20:38.369
Oni Blackstock: And then, created my own organization, Health Justice. And I like to think of my story as a resistance story, shaped by the struggles and efforts of those who came before me, and who didn't know what the future would hold.

97
00:20:38.370 --> 00:20:48.549
Oni Blackstock: But planted anyways, and so the HIV movement, we know, has always planted seeds in challenging times, and I want to show you some of them.

98
00:20:50.900 --> 00:21:05.489
Oni Blackstock: So, and I want to show you these stories through a specific lens. So I mentioned Leanne Bell's storytelling project model, and it helps us to understand, again, different types of stories that circulate around issues of injustice and justice.

99
00:21:05.490 --> 00:21:15.450
Oni Blackstock: And how to use those stories when we're trying to navigate times like these. So, stock stories are the first type of stories. These are stories

100
00:21:15.530 --> 00:21:20.500
Oni Blackstock: That reflect the dominant narrative, that uphold the status quo.

101
00:21:20.630 --> 00:21:27.679
Oni Blackstock: They tell us that the current situation that we're in is natural, inevitable. They ignore, or they minimize.

102
00:21:27.680 --> 00:21:43.860
Oni Blackstock: the ongoing effects of all the isms and phobias that are out there, racism, sexism, homophobia, transphobia, HIV stigma, and they're really the dominant narratives that I think many of us are pushing against in our work. And so we'll just speak very briefly about those during the presentation.

103
00:21:43.860 --> 00:21:45.340
Oni Blackstock: concealed stories.

104
00:21:45.340 --> 00:21:55.069
Oni Blackstock: are the, the next type of stories, and these are stories that are just beneath the surface. These are stories that Bell describes as

105
00:21:55.070 --> 00:22:10.169
Oni Blackstock: They're not so much unknown as they are constantly overshadowed, pushed back into the margins, and conveniently forgotten or repressed. And so, concealed stories, they challenge stock stories by offering

106
00:22:10.170 --> 00:22:29.069
Oni Blackstock: different accounts of reality from communities made marginalized, and we'll spend most of the time that I'm talking on this, and then we'll open it up to everyone for resistance and emerging stories, which I'll describe in a second. And just to say again, stock and concealed stories are two sides of the same coin, with the stock story is a story that

107
00:22:29.070 --> 00:22:38.969
Oni Blackstock: The powers that be want us to believe, and the concealed stories are the real story experienced by people that those in power, try to marginalize.

108
00:22:39.700 --> 00:22:59.440
Oni Blackstock: Resistance stories are the ones that energize us. They are accounts of people, communities fighting back, surviving, and building, despite attempts to oppress and marginalize them, and they show us how others have navigated in moments like this one. And they are also the foundations of emerging stories.

109
00:23:00.200 --> 00:23:18.870
Oni Blackstock: And emerging stories or transforming stories, also known as counter stories, are visions of futures that don't yet exist, and they really describe the futures that we are working to grow, and they guide the seeds that we plant. They point towards action and change.

110
00:23:18.910 --> 00:23:34.619
Oni Blackstock: But they also point back towards stock stories, because Bell, she names this deliberately, cautioning us to be aware of emerging stories' capacity to transform, but to also sort of calcify and harden

111
00:23:34.620 --> 00:23:42.370
Oni Blackstock: Into potentially new stock stories. And she calls us to really stay vigilant, to this, and also to.

112
00:23:42.370 --> 00:23:56.970
Oni Blackstock: keep our eyes out for concealed and resistant stories that haven't yet surfaced. So, the second half of this will be around, you sharing resistance stories and emergent stories from your work, from the HIV movement, from your communities.

113
00:24:00.160 --> 00:24:12.969
Oni Blackstock: Okay, so now to stock stories, really briefly, because we know these. Stock stories basically are, again, they normalize inequity, they ignore it, and they make those who live with it feel like we are the problem.

114
00:24:12.970 --> 00:24:31.720
Oni Blackstock: And again, these are the dominant narratives that are trying to maintain the status quo, and you know these, you've heard them in meetings, on the news, the HIV epidemic is over, these communities are just hard to reach, people need to make better choices to protect themselves.

115
00:24:31.920 --> 00:24:41.229
Oni Blackstock: And each of these erases something that's real, right? The epidemic is over, it erases the 40 million people who are living with HIV globally.

116
00:24:41.470 --> 00:24:48.729
Oni Blackstock: Saying people are hard to reach frames communities as being the obstacle rather than the systems as the failure.

117
00:24:48.800 --> 00:24:59.009
Oni Blackstock: Saying people need to make better choices, again, locates the problem in individual behavior rather than in the structural conditions that place people at risk and make people vulnerable.

118
00:24:59.010 --> 00:25:12.130
Oni Blackstock: And so you know these stories, so we're not gonna… we're not gonna focus on these very much, and we're gonna move to the ones that actually equip us, starting with, those that have been buried, and those are concealed stories.

119
00:25:12.370 --> 00:25:28.319
Oni Blackstock: So let me share a concealed story with you, and some of you may be familiar with this one. I'm gonna actually share four sort of interweaving, brief stories. And so the first one is, again, a little storytelling. About 5 years ago, I'm sitting at this table.

120
00:25:28.320 --> 00:25:37.659
Oni Blackstock: which… this is my dining table, but also doubles as my office. I'm on my laptop, and I was preparing for, a talk on HIV-related inequities, and I was…

121
00:25:38.100 --> 00:25:44.450
Oni Blackstock: beginning to wonder, who was the first person in the U.S. to be identified as having HIV?

122
00:25:44.670 --> 00:25:59.099
Oni Blackstock: And I think to myself, I can't believe I don't know that answer, despite being in this field for so long. And I also couldn't believe that I hadn't looked it up. So I start Googling, and knowing how systems of inequity work, I shouldn't be surprised at all by what I find.

123
00:25:59.100 --> 00:26:15.389
Oni Blackstock: But I'm still shocked, and I remember my chest kind of tightening and feeling this heaviness in my gut as I was looking at the Google results. And the first person identified as living with HIV in the U.S, as some of you may know, was a Black teenager from St. Louis, Missouri, so from the Heartland.

124
00:26:15.420 --> 00:26:32.670
Oni Blackstock: His name was Robert Rayford, and Robert was 16-year-old… 16 years old when he died in 1969, a year after checking himself into a hospital. So he was in the hospital for about a year. And the symptoms really confused,

125
00:26:33.020 --> 00:26:35.239
Oni Blackstock: confused his doctors. He had…

126
00:26:35.280 --> 00:26:45.020
Oni Blackstock: severe swelling all over his body, swollen lymph nodes, he had sores, which end up being Kaposi's sarcoma, weight loss pneumonia, and

127
00:26:45.030 --> 00:27:00.760
Oni Blackstock: very little is known about Robert. The thought he was likely intellectually disabled, and that he lived with his mother and brother on a street in St. Louis known to be a major dividing line between the city's wealthiest,

128
00:27:01.150 --> 00:27:10.139
Oni Blackstock: white residents, and this is supposed to be the building or the location where Robert and his family lived on Del Mar Boulevard.

129
00:27:11.030 --> 00:27:13.620
Oni Blackstock: And so in 1988,

130
00:27:13.660 --> 00:27:29.610
Oni Blackstock: two decades after his death, examinations of his remains would show that Robert died of advanced HIV disease, and because his, the samples were kept, because the doctors were so confused by what this was, and so Robert…

131
00:27:29.610 --> 00:27:35.050
Oni Blackstock: is believed to be the earliest confirmed case of a person living with HIV in the United States.

132
00:27:35.120 --> 00:27:54.740
Oni Blackstock: Yet a decade, you know, after his death, the same disease in different bodies mobilized dollars, research infrastructure, global attention, and Robert's story stayed buried. But just to say his story doesn't start in 1969, it actually starts with where he lived. I mentioned the Del Mar

133
00:27:54.740 --> 00:28:00.149
Oni Blackstock: Boulevard, or Del Mar Divide, as it's also known, where he lived, and that

134
00:28:00.150 --> 00:28:08.340
Oni Blackstock: that Robert acquired HIV at such a young age wasn't just about luck, it wasn't random, that he was vulnerable to HIV,

135
00:28:08.340 --> 00:28:24.019
Oni Blackstock: again, that was structured by… by policies, and so I'm showing you, this map. And so, essentially, policies like racial covenants, so, in this country, and I believe in some places they still exist, when someone is buying a house, there are covenants that are

136
00:28:24.020 --> 00:28:27.950
Oni Blackstock: Connected to property, and there were covenants that,

137
00:28:27.950 --> 00:28:49.689
Oni Blackstock: made it illegal for a white-owned house to be sold to a Black person. So those are the racial covenants, and then redlining, those are policies that essentially marked areas where Black people and other people of color lived as a high risk for any investment. So it was very difficult for people in those communities to get mortgages, and that resulted in

138
00:28:50.240 --> 00:28:58.709
Oni Blackstock: concentration of poverty and widespread disinvestment, and you can see, it kept the areas of north and south of Del Mar separate.

139
00:28:58.710 --> 00:29:15.219
Oni Blackstock: and deeply unequal. So you can see there are disparities in the home values, and in income, in education, in opportunity, and all that shaped the environment that Robert grew up in. And it persists today. So, actually, today, there's, like, a 20-year

140
00:29:15.220 --> 00:29:19.720
Oni Blackstock: difference in life expectancy between these two parts of…

141
00:29:19.790 --> 00:29:28.979
Oni Blackstock: St. Louis, and I always think there's no clearer measure of a community's health and life expectancy, and so this is what these policies do. So…

142
00:29:29.270 --> 00:29:43.259
Oni Blackstock: this is what Robert and his family lived through. And so, a lot of times we think, well, you know, why haven't many of us heard about Robert's story? Why isn't it part of the dominant narrative around HIV? And it's because Black teenagers

143
00:29:43.380 --> 00:29:58.000
Oni Blackstock: in St. Louis weren't who the medical establishment was watching. It's because the origin story of HIV got attached to different bodies with more power and visibility, and by 1988, when that, report came out.

144
00:29:58.000 --> 00:30:11.449
Oni Blackstock: in the Journal of the American Medical Association about Robert's case. The story of HIV in America was already written, and Robert didn't fit, and so his story more or less stayed buried to many.

145
00:30:12.940 --> 00:30:35.560
Oni Blackstock: And so did, the story of Black communities early on in the epidemic. So from the very beginning, Black Americans were disproportionately affected. So it wasn't something that, like, happened as the epidemic evolved. It was a disproportionality that existed, but that was made invisible in the data. And so, sociologist, Kevin Mosby

146
00:30:35.560 --> 00:30:41.000
Oni Blackstock: At Drexel, who wrote this article, The Two Regimes of HIV-AIDS,

147
00:30:41.000 --> 00:30:47.500
Oni Blackstock: the MMWR and the socio-political construction of HIV AIDS as a Black disease, and then,

148
00:30:47.600 --> 00:30:59.139
Oni Blackstock: Terry Wilder, a good friend, interviewed him subsequently after that came out, but Dr. Mosby traced exactly when the CDC became aware of this disproportionate impact.

149
00:30:59.140 --> 00:31:11.319
Oni Blackstock: And when it finally sort of publicly shared it, and those were very two different moments. So, by 1983, the CDC's own data showed that Black Americans made up 26%

150
00:31:11.320 --> 00:31:19.960
Oni Blackstock: of AIDS cases, while representing only 12% of the U.S. population, so that's, like, double the representation in AIDS cases as

151
00:31:20.310 --> 00:31:22.899
Oni Blackstock: Representation is in the general pop.

152
00:31:23.260 --> 00:31:45.959
Oni Blackstock: And the data was there, but the framing ignored it because the narrative at the time was very focused on sexuality, was focused on white gay men. And Michael Gottlieb, who was the doctor credited with discovering the first published cases in the MMWR, those cases from 1981, he recalled in a PBS documentary years later that

153
00:31:45.960 --> 00:31:48.190
Oni Blackstock: It was quote-unquote, no big deal.

154
00:31:48.190 --> 00:32:12.420
Oni Blackstock: in 1981 that the first 5 patients were white, and those were the ones that were included in the MMWR write-up, and the next two were black. He said, we said nothing whatsoever about race. They didn't think it was as salient or important. And also what ended up happening in 83, besides the lack of recognition… lack of recognition of this disproportionality, is that the CDC focused on this categorization of

155
00:32:12.430 --> 00:32:17.079
Oni Blackstock: risk groups, so homosexuals, quote-unquote, heroin users.

156
00:32:17.140 --> 00:32:31.720
Oni Blackstock: hemophiliacs and Haitians, which became known in sort of the popular culture as the 4Hs. And race was really, really absent. And it wasn't until 1986, more than 5 years into the epidemic, that the CDC first

157
00:32:31.760 --> 00:32:43.599
Oni Blackstock: publicly highlighted… highlighted Black Americans' disproportionate burden, and the thought is… what shifted that was, something called the Heckler Report, which was ordered by the federal government

158
00:32:43.600 --> 00:32:57.229
Oni Blackstock: on Black and minority health. It was a task force that wrote about Black and minority health and really brought racial health inequities to the national agenda. And Mosby argues that it's more likely that this

159
00:32:57.230 --> 00:33:16.290
Oni Blackstock: this report, this Heckler report, sort of prompted the CDC to analyze AIDS cases by race the following year. And what's interesting is, despite HIV's, you know, disproportionate impact on Black communities, in this Heckler report that was 250 pages, HIV was only mentioned once.

160
00:33:18.480 --> 00:33:41.980
Oni Blackstock: And so, Mosby actually talks about this era of, this early era of the epidemic as, a regime of exclusion, and then after 1993, when the definition for the… for AIDS changed, when it came to include invasive cervical cancer, which cisgender women were experiencing, and when, it added

161
00:33:41.980 --> 00:33:47.049
Oni Blackstock: CD4 count criterion, so that the threshold of 200

162
00:33:47.050 --> 00:34:00.510
Oni Blackstock: Once that was added, it actually increased the number of AIDS cases across all groups, in particular among Black and Latino people, and it was so clear about the disproportionate impact of this.

163
00:34:00.510 --> 00:34:15.630
Oni Blackstock: that the CDC became more overt in talking about the disparities that existed, and he calls this now the regime of Black American Inclusion. But just hold on to that year, 1993. It's not a coincidence, we're gonna come back to it.

164
00:34:15.639 --> 00:34:23.820
Oni Blackstock: I also want to just spend just some time just talking about the erasure of transgender women, and again, I

165
00:34:23.870 --> 00:34:31.690
Oni Blackstock: don't know everything, so if there are people in the audience who also want to add to this, please, please do. The same surveillance

166
00:34:31.690 --> 00:34:50.890
Oni Blackstock: systems that invisibilize Black people with HIV also sort of operated a parallel erasure of trans women in the HIV data. So, again, in the first MWR reports from 1981, it described 5 cases in gay men of pneumocystis pneumonia.

167
00:34:50.889 --> 00:34:52.699
Oni Blackstock: In Los Angeles.

168
00:34:52.699 --> 00:35:12.819
Oni Blackstock: And those surveillance systems categorize people by sex assigned at birth. So transgender women were not counted as women, or a separate, distinct group. They were likely lumped in with men who have sex with men. And we know that trans-led organizations and community-based programs during this time were building HIV responses.

169
00:35:12.820 --> 00:35:21.010
Oni Blackstock: And to address this impact on the trans community. But, it was not really something that was

170
00:35:21.010 --> 00:35:37.190
Oni Blackstock: spoken about in the CDC, or in research until 1999, when Dr. Turo Nomoto and colleagues in San Francisco, they published one of the first peer-reviewed studies documenting HIV prevalence, specifically in trans women, and what they found

171
00:35:37.190 --> 00:35:44.810
Oni Blackstock: was incredibly alarming. Rates far out exceeding those of the cisgender population.

172
00:35:44.810 --> 00:35:54.709
Oni Blackstock: And so trans communities have been living this reality throughout without a surveillance sort of apparatus, quote-unquote, counting them. And…

173
00:35:54.970 --> 00:36:01.989
Oni Blackstock: I think what is really devastating is that we're now seeing, again, the erasure of trans women, of trans people in

174
00:36:01.990 --> 00:36:17.669
Oni Blackstock: HIV data, at the federal level, which is obviously intentional, for folks who may not be aware, there was an executive order back in 2025 of, in January of 2025, where the CDC removed transgender identity data

175
00:36:17.670 --> 00:36:30.369
Oni Blackstock: from its surveillance system under federal executive order. Last week, I believe, Jim, I think you sent out on the Choice Agenda listserv the 2024 HIV data that the CDC just released.

176
00:36:30.390 --> 00:36:55.229
Oni Blackstock: And it only has sex assigned at birth. There's no gender identity. Trans women are being raised again. We have zero situational awareness at the federal level of the impact of the epidemic on trans people, and this is how concealed stories are made, and keeping this story visible, and through, like, local data collection, grassroots tracking, community documentation, that is resistance. And I think someone…

177
00:36:55.230 --> 00:36:57.280
Oni Blackstock: I can't actually see the chat.

178
00:36:57.320 --> 00:37:02.829
Oni Blackstock: I don't know, Jim, if you can come off… if someone can just read… I think someone just put something in the chat, I just wanted to make sure I know.

179
00:37:02.830 --> 00:37:17.490
Jim Pickett: Yeah, Sony, that was me. And I was just saying, you know, the regime claims trans people don't exist and stop. I mean, in terms of that executive order you mentioned also, it was either the same one or a different one that said there are only two genders.

180
00:37:17.490 --> 00:37:17.830
Oni Blackstock: Yes.

181
00:37:17.830 --> 00:37:22.249
Jim Pickett: Period. We won't accept anything different. Insanity.

182
00:37:22.250 --> 00:37:35.570
Oni Blackstock: Yes, and just to say, like, I know there are a lot of folks that have colleagues at the CDC. This has, I think, been really, you know, difficult, for them, and I don't think people at all… most people do not agree with what this executive order put forth.

183
00:37:35.600 --> 00:37:40.910
Oni Blackstock: But it just speaks to the need for, our own ways of tracking

184
00:37:40.910 --> 00:38:02.679
Oni Blackstock: this important information that is outside of government institutions, because we know, unfortunately, the government is trying to erase people, so we can't rely on the government to continue to provide consistent information. I will say that, just talking to some colleagues who used to work at the CDC, and I know wonderful people who are there now.

185
00:38:02.680 --> 00:38:06.929
Oni Blackstock: This… this data, we can… we can trust it, but again, we cannot

186
00:38:06.930 --> 00:38:17.660
Oni Blackstock: it's… we can't disaggregate it to see the impact of this epidemic on trans… on trans people. We can just look at it, sort of the large numbers. Someone else wrote something in the chat? I can't… can you… can you share?

187
00:38:17.660 --> 00:38:30.079
Jim Pickett: Katya just said, in response to what I wrote, ostrich, head in the sand, if we don't count them, then they magically disappear. They're gone. And then, grr.

188
00:38:30.080 --> 00:38:31.069
Oni Blackstock: Yeah, yeah.

189
00:38:31.070 --> 00:38:33.319
Jim Pickett: I just said, yeah, Skr is right.

190
00:38:33.850 --> 00:38:42.600
Oni Blackstock: Yeah, exactly, they say no data, no problem, right? So, one way to ignore something. So to moving on,

191
00:38:42.970 --> 00:38:51.869
Oni Blackstock: to cisgender women, there's that statement, women don't get AIDS, they just die from it, which really characterized the early epidemic.

192
00:38:51.930 --> 00:39:08.090
Oni Blackstock: And so on January 7th, the CDC, I just have a cutout there, documented the first cases of AIDS in cisgender women in the… sorry, I keep missing MMWR, I realize not everyone might know what this is, the Morbidity and Mortality Weekly Report, which is put out by the CDC.

193
00:39:08.090 --> 00:39:20.530
Oni Blackstock: These were not the first women, likely with AIDS, cisgender women, but they were the first women whose cases were documented. And they were a 37-year-old Black woman, a 23-year-old Latina woman,

194
00:39:20.550 --> 00:39:43.889
Oni Blackstock: in the report, it says they believe that both acquired HIV from their partners. We know that women had been dying, they'd been seeking care, but basically throughout the 1980s, the epidemic was not fully recognized as affecting cisgender women because the case definition was built on what was seen in cisgender men, and women were presenting with different conditions, like invasive cervical cancer.

195
00:39:43.890 --> 00:39:58.990
Oni Blackstock: and pelvic inflammatory disease, but without an AIDS diagnosis, they couldn't access clinical trials, they couldn't qualify for Social Security disability benefits, and they were dying of AIDS while the government refused to count them as having it.

196
00:40:01.480 --> 00:40:05.980
Oni Blackstock: So, what did… what did they do? They organized, they testified.

197
00:40:05.980 --> 00:40:22.600
Oni Blackstock: They disrupted… there was, you know, women in ACT UP, Women's Caucus, they demanded to be counted, to be seen. And in particular, I wanted to highlight one of the women who helped lead this fight, who I didn't learn about until maybe the last, like, 5 or 6 years, and I don't even… I'm like, how did I not…

198
00:40:22.600 --> 00:40:26.090
Oni Blackstock: know of her. And so her name,

199
00:40:26.140 --> 00:40:33.750
Oni Blackstock: And she's right there holding the pelvic inflammatory disease, Tombstone. Katrina Haslip.

200
00:40:34.170 --> 00:40:45.099
Oni Blackstock: And let me go. So, Katrina Hazliff, and some of you may know her, and if those of you don't, she was an amazing human being. She was incarcerated at the All Women's

201
00:40:45.100 --> 00:40:58.919
Oni Blackstock: prison here in New York State called Bedford Hills. She was incarcerated there in 1985 at the age of 26, and while she was there, she worked as a law librarian, and she was also diagnosed with HIV while she was in prison.

202
00:40:58.920 --> 00:41:05.689
Oni Blackstock: And she witnessed the discrimination and mistreatment of her fellow inmates who were living with HIV,

203
00:41:05.690 --> 00:41:17.380
Oni Blackstock: She saw women dying around her, she heard information about AIDS that was wrong or absent, and so along with two other inmates, Kathy Budin and Judy Clark.

204
00:41:17.380 --> 00:41:30.129
Oni Blackstock: They co-founded ACE, which stands for AIDS Counseling and Education, and they essentially built what the system refused to provide. ACE became a model of education, of counseling, that spread across

205
00:41:30.130 --> 00:41:38.700
Oni Blackstock: the country, to prisons across the country. And when Katrina was released in 1990, she didn't stop, so two weeks

206
00:41:38.700 --> 00:41:56.409
Oni Blackstock: After her release, she broke probation to join protesters in Washington, D.C. at the Department of Health and Human Services, and she was there demanding that women be included in clinical trials, that the government recognize how HIV manifested differently in cisgender women.

207
00:41:56.650 --> 00:42:20.010
Oni Blackstock: She also founded ACE Out, which was the sort of outside version of ACE, and that supported women who were formerly incarcerated with navigating HIV services and housing and medical care. And she also served as an advisor to attorney Terry McGovern on her class action suit against the Social Security Administration, because again, women with AIDS

208
00:42:20.010 --> 00:42:30.790
Oni Blackstock: couldn't access disability benefits when the conditions affecting them were not in the AIDS definition. And so she testified before the CDC, she spoke truth.

209
00:42:30.790 --> 00:42:33.999
Oni Blackstock: About what was happening to women, and she refused to be…

210
00:42:34.020 --> 00:42:39.969
Oni Blackstock: invisible, and this is, her quote, which I just found really moving. She said.

211
00:42:39.970 --> 00:42:57.210
Oni Blackstock: She was quoted in the New York Times, she said, I am and have been a woman with AIDS. Despite the CDC not wishing to count me, we have compelled them to. And so I'm hoping this works. I just thought it really great… really important to hear her, words.

212
00:42:58.400 --> 00:43:02.039
Oni Blackstock: Let's see… Can people hear this?

213
00:43:04.070 --> 00:43:05.310
Alicia Diggs: No.

214
00:43:05.310 --> 00:43:05.980
Oni Blackstock: Can you hear it?

215
00:43:05.980 --> 00:43:14.020
Jim Pickett: You know what you need to… when you, if you want to try it again, Oni, when you go at the share button, where you're sharing at the bottom.

216
00:43:14.020 --> 00:43:14.920
Oni Blackstock: Yeah.

217
00:43:14.920 --> 00:43:21.989
Jim Pickett: If you click on that, there's share settings that can, allow you to… it says share sound.

218
00:43:22.440 --> 00:43:23.499
Oni Blackstock: Okay, let me just…

219
00:43:23.500 --> 00:43:25.130
Jim Pickett: To share the sound.

220
00:43:25.130 --> 00:43:26.080
Oni Blackstock: Okay.

221
00:43:28.570 --> 00:43:35.170
Oni Blackstock: That's what I thought I had shared. It says video sharing, screen share… .

222
00:43:35.170 --> 00:43:37.680
Jim Pickett: There should be a little box specific to sound.

223
00:43:37.680 --> 00:43:43.269
Oni Blackstock: to sound. Okay, I'll look at, I'll look, preview available. So weird, I'm not seeing it.

224
00:43:43.460 --> 00:43:49.720
Oni Blackstock: I want… I can stop sharing and try to reshare again. Can I just see if that might work? Sure. Or should we just… okay.

225
00:43:49.720 --> 00:43:50.400
Jim Pickett: Yeah, we have…

226
00:43:50.400 --> 00:43:51.120
Oni Blackstock: Okay.

227
00:43:51.120 --> 00:43:52.140
Jim Pickett: We're casual.

228
00:43:52.270 --> 00:43:53.400
Oni Blackstock: Okay.

229
00:44:04.740 --> 00:44:07.500
Oni Blackstock: Okay, sure sound. Okay.

230
00:44:07.500 --> 00:44:08.399
Jim Pickett: There's a little box there.

231
00:44:08.400 --> 00:44:09.260
Oni Blackstock: Yes.

232
00:44:09.260 --> 00:44:10.419
Jim Pickett: That's all you need to do.

233
00:44:10.420 --> 00:44:11.649
Oni Blackstock: Yes, okay, great.

234
00:44:12.740 --> 00:44:16.590
Oni Blackstock: Oh my god. Okay, allow, yeah, okay.

235
00:44:17.030 --> 00:44:17.989
Oni Blackstock: Bo see this?

236
00:44:17.990 --> 00:44:21.130
Jim Pickett: Yeah, we can see it, or you just want to restart it.

237
00:44:21.130 --> 00:44:22.439
Oni Blackstock: Okay, we'll see.

238
00:44:29.720 --> 00:44:31.640
Audio shared by Oni Blackstock: I'm here because I'm an ex-prisoner.

239
00:44:31.840 --> 00:44:45.189
Audio shared by Oni Blackstock: And I'm also HIV-infected, and I learned that status while being confined. And because I want adequate healthcare for prisoners that I left there, and it shouldn't be a death sentence that they have HIV, I don't want them harassed or isolated as a result of that.

240
00:44:45.190 --> 00:45:04.670
Audio shared by Oni Blackstock: I want education for them, peer education, which includes condom distribution and dental dam distribution. I want Cuomo to acknowledge that he needs that there, and to provide it for them, because the prisoners themselves are taking the initiative to try to change things, and are being harassed and penalized as a result of that. I want them to let out terminally ill individuals.

241
00:45:04.700 --> 00:45:23.599
Audio shared by Oni Blackstock: due to HIV, because that's like double jeopardy, and it becomes a death sentence for those individuals. And if they pose no threat to society, let them out, and let them die in dignity, in hospice, or in the community that they belong to. And I want them to acknowledge that, and to change that. So that's why I'm here.

242
00:45:24.290 --> 00:45:25.659
Oni Blackstock: Okay, so she's…

243
00:45:26.150 --> 00:45:33.890
Oni Blackstock: Yeah, such a powerful, a powerful voice, and I wanted to make sure folks heard that. So…

244
00:45:34.670 --> 00:45:51.139
Oni Blackstock: Okay, so, yes, so on December 2nd, 1992, so Katrina died of complications from… from AIDS. She was only 33 years old, and I think what is, like, just gets me, it always gives me,

245
00:45:51.380 --> 00:45:53.659
Oni Blackstock: Can folks see the slide? I was kidding.

246
00:45:54.060 --> 00:45:58.970
Oni Blackstock: A slide of Katrina? Okay, great. I think there's a comment in the chat. I can't… I'm not able to…

247
00:45:58.970 --> 00:46:00.810
Jim Pickett: And I was just saying, sorry for the…

248
00:46:00.810 --> 00:46:01.830
Oni Blackstock: No, no, no, no, no, it's good.

249
00:46:01.830 --> 00:46:09.290
Jim Pickett: I was just telling, you know, thank you for sharing that. It was really great to hear her voice, and I'm glad we got that working. It was really powerful.

250
00:46:09.530 --> 00:46:28.209
Oni Blackstock: Thank you, and I'll… ACT UP, and hopefully ACT UP is okay with me. I cited ACT UP, but there's a longer video that's, like, 10 minutes long that I can send out to Jim afterwards. There's a link, it's on a… it's on another website, but, it's to, like, 10 minutes of her, and it's just really, really, really moving. So this was just a snippet of that.

251
00:46:28.210 --> 00:46:34.380
Jim Pickett: Cool, we can share that in the follow-up email, so everyone will get that direct link when we send that email out.

252
00:46:34.380 --> 00:46:47.499
Oni Blackstock: Okay, awesome. And so, I think, yeah, this always, like, gets me, like, a month later, after she died, like, everything that she had been fighting for, the CDC, revised the AIDS definition to include invasive.

253
00:46:47.630 --> 00:46:53.139
Oni Blackstock: Cervical cancer, so, you know, and it also… because of, actually, a lot of the work that

254
00:46:53.150 --> 00:47:05.959
Oni Blackstock: She and, many of her… many of those working with her and my advocates did, this expanded definition to include invasive cervical cancer, as well as a number of other conditions.

255
00:47:05.960 --> 00:47:13.479
Oni Blackstock: As well as the CD4 count addition with the 200, sort of baseline threshold, that actually

256
00:47:13.550 --> 00:47:17.340
Oni Blackstock: made even more evident, again, the,

257
00:47:17.350 --> 00:47:37.849
Oni Blackstock: sort of the inequities and the over-representation, or disproportionate representation of Black Americans among people with HIV, and so this is what, again, Mosby calls the beginning of the regime of Black American inclusion, because the disparities were so, so distinct. And Katrina, her efforts contributed substantially to that, so…

258
00:47:38.090 --> 00:47:59.080
Oni Blackstock: She planted seeds, you know, from inside prison, from the streets of… she was a New Yorker, and then she, from the steps of the Department of Health and Human Services in DC, and she didn't live to see, what would bloom, but she planted seeds anyway, and so I think of Katrina's story in some ways as, for many people who don't know what a concealed story, but also a resistant story.

259
00:47:59.680 --> 00:48:19.319
Oni Blackstock: And there are many more stories like her in this work and in your communities. And I think of them are… concealed stories as the roots, or mycelium that are growing underground, and they're hidden, but they're very alive, and they connect to each other beneath the surface. And when we surface them, we discover all these connections.

260
00:48:19.340 --> 00:48:30.000
Oni Blackstock: And that's how consult stories, in many ways, become… can become resistant stories. And so now I want to move on to resistance stories, and this is more interactive.

261
00:48:31.370 --> 00:48:45.189
Oni Blackstock: would love to hear yours. So, resistance stories, just to say, they are accounts of people, of communities, of movements that push back against forces that tried to contain, oppress, erase, marginalize them, and…

262
00:48:45.190 --> 00:49:00.449
Oni Blackstock: Leanne Bell describes these stories, stories that reveal human agency in the face of oppression. It's not just about survival, but it's about active refusal. And there are a few questions that she provides to guide our thinking about resistance stories.

263
00:49:00.450 --> 00:49:07.910
Oni Blackstock: What stories, exist, whether in the past or currently, that serve as examples of resistance, and for us.

264
00:49:07.910 --> 00:49:22.100
Oni Blackstock: in the HIV movement, or in your communities, our communities, what role does resistance play in challenging stock stories about this epidemic, and what can we learn about action by looking at these stories? So these stories are alive.

265
00:49:22.100 --> 00:49:27.329
Oni Blackstock: in all of the work that you're doing in your community, so I would love if we could… maybe we could take a moment

266
00:49:27.590 --> 00:49:47.449
Oni Blackstock: to hear from you, what is a resistance story that you carry from your work? Doesn't have to be anything big. It could be a program that survived, a community that organized when it wasn't supposed to matter, a person who refused to be invisible. So, would love to, hear, or put in the chat

267
00:49:47.630 --> 00:49:53.140
Oni Blackstock: resistance stories that, speak to you about, about, the HIV movement.

268
00:49:56.330 --> 00:49:57.000
Oni Blackstock: Thank you.

269
00:49:57.000 --> 00:50:16.369
Jim Pickett: Tony, so this is a good… certainly, feel free to use the chat, but this is also a great moment to come off mute and speak, and I'm seeing several people in here, at least, who, could be wonderful candidates to share, to talk about that, so…

270
00:50:16.740 --> 00:50:18.260
Jim Pickett: Who's first?

271
00:50:18.890 --> 00:50:20.290
Jim Pickett: Don't be shy.

272
00:50:23.150 --> 00:50:25.190
Jim Pickett: Any story you'd like to share?

273
00:50:27.270 --> 00:50:29.530
Oni Blackstock: I know folks have stories. They have stories.

274
00:50:29.940 --> 00:50:30.890
Jim Pickett: They sure do.

275
00:50:33.800 --> 00:50:37.439
Jim Pickett: And please go ahead and raise your hand if you want to come off mute.

276
00:50:39.040 --> 00:50:40.130
Jim Pickett: And share…

277
00:50:59.560 --> 00:51:02.510
Jim Pickett: We might have to do a little more warming up here, Oni.

278
00:51:02.530 --> 00:51:15.979
Oni Blackstock: I know, I know, I was like, I know, this one I didn't include… we didn't include on the registration. For some reason, I thought it'd be really easy. I thought people were, like, I don't know, would have, you know, ideas, already. I don't know, Jim, if you…

279
00:51:16.610 --> 00:51:17.050
Jim Pickett: Well, you know what?

280
00:51:17.380 --> 00:51:20.460
Jim Pickett: It's really striking me, and I don't… maybe I'm just…

281
00:51:20.860 --> 00:51:24.239
Jim Pickett: while I'm very… I always… first of all… oh!

282
00:51:24.360 --> 00:51:27.989
Jim Pickett: As I'm vamping, I see a hand go up, so I will pause.

283
00:51:28.620 --> 00:51:30.489
Jim Pickett: And Alicia, thank you for.

284
00:51:30.490 --> 00:51:31.300
Oni Blackstock: You're raising your hand.

285
00:51:31.300 --> 00:51:36.450
Jim Pickett: You can go ahead and come off mute, and if you want to come on video, you can do that as well, but go ahead.

286
00:51:36.450 --> 00:51:40.050
Alicia Diggs: Hello, everyone, good morning. I'm not prepared to come off video, but…

287
00:51:40.050 --> 00:51:42.170
Jim Pickett: I'm quite alright, quite alright.

288
00:51:42.170 --> 00:51:59.560
Alicia Diggs: But, just briefly, I will share, and there's so many other advocates who were a part of this, but I was a part of the Presidential Advisory Council on HIV, PACHA, and, you know, when I became a part of PACHA, I…

289
00:51:59.560 --> 00:52:16.089
Alicia Diggs: it was an honor, but honestly, I was like, I don't know what I could bring to this space, because there's so many phenomenal people, so many topics that are already brought up. So, you know, one day in a meeting, it was just like, Alicia, what do you think is missing? And I was like, well…

290
00:52:16.290 --> 00:52:34.670
Alicia Diggs: I don't hear a lot of conversations about HIV and aging, as well as our persons who were, born with HIV are diagnosed at an early age, dandelions. And just fast-forwarding, right before I,

291
00:52:34.740 --> 00:52:37.899
Alicia Diggs: I finished my term with PACHA,

292
00:52:38.160 --> 00:52:48.090
Alicia Diggs: myself, and oh, guys, he's gonna kill me, I forgot his name, because I can't think right now. We were able to

293
00:52:48.090 --> 00:53:12.970
Alicia Diggs: formulate with the PACHA group, our HIV and Aging Long-Term and Lifetime Survivors group within PACHA. So that is, like, a success story for me, being a part of that, and, you know, being able to work with so many phenomenal leaders and make sure that those voices and those topics were brought up. So, as a result of all of that, we had, like.

294
00:53:12.970 --> 00:53:37.849
Alicia Diggs: panel discussion in person in different parts that PACHA went to, and we had, a couple of our dandelions there. We were able to have virtual conversations, but all in all, just to say, Jesse. I had… I'm like, Jesse will kill me. Jesse, my lane, Asian. Jesse and I were the first co-chairs for the HIV and Aging Long-Term and Lifetime Survivors Group.

295
00:53:37.850 --> 00:53:43.019
Alicia Diggs: through PACHA, Presidential Advisory Council on HIV and AIDS. Thank you.

296
00:53:43.810 --> 00:53:48.639
Oni Blackstock: That's wonderful. Thank you so much, Alicia, for, it's Alicia or Alicia? Alicia?

297
00:53:48.640 --> 00:53:49.820
Alicia Diggs: It's Alicia, yeah.

298
00:53:49.820 --> 00:53:53.940
Oni Blackstock: Alicia, okay, thank you, Alicia, so much for sharing that. Yeah, so it's like, you…

299
00:53:53.990 --> 00:54:15.559
Oni Blackstock: you… you spoke up, you… and then you took action, about a topic that you did not see enough, you know, focus or investment in, and so thank you so much for… for sharing that. Other folks, I know that there are other… I saw… Dylan, Dylan Bretz, you're so sweet, you said thank you, Dr. Blackstock, but Dylan, if you have something to share,

300
00:54:15.710 --> 00:54:19.430
Oni Blackstock: Just stories that you carry from your work about…

301
00:54:19.660 --> 00:54:34.339
Oni Blackstock: Examples of… of resisting, of, of pushing forward, of challenging some of the stories that are put out there about the epidemic, about who matters, who counts.

302
00:54:36.210 --> 00:54:39.729
Jim Pickett: And while people are getting… oh, there's a… see?

303
00:54:39.730 --> 00:54:40.330
Oni Blackstock: Because I've…

304
00:54:40.330 --> 00:54:44.830
Jim Pickett: Start to, like, wind up, we gotta… we got… Pam, thank you, Dylan.

305
00:54:44.830 --> 00:54:45.369
Oni Blackstock: Thank you, Delia.

306
00:54:45.410 --> 00:54:49.049
Dylan Brooks: It also helps when you get called out by Dr. Blackstock, so…

307
00:54:49.050 --> 00:54:50.680
Jim Pickett: Yeah, you better answer, right?

308
00:54:50.680 --> 00:54:52.310
Oni Blackstock: It was with, with, with love, with love.

309
00:54:52.310 --> 00:55:04.999
Dylan Brooks: It was a call-in, I understand. So yeah, my name is Dylan, my pronouns are he, him, and his. I was previously a part of the CDC's Let's Stop HIV Together initiative with Dr. Blackstock.

310
00:55:05.180 --> 00:55:12.170
Dylan Brooks: And one of the things that I like to think about consistently is, like, we…

311
00:55:12.300 --> 00:55:36.289
Dylan Brooks: we always talk about, like, these are communities that are quote-unquote hard to reach, when in all reality, like, we have to think about, like, the sacred invitation, and, like, how important an invite is into certain marginalized communities, because, like, my little white gay ass showing up in certain places… I probably shouldn't have cussed, my bad. Showing up in certain places, I know that I'm gonna be hit with resistance.

312
00:55:36.290 --> 00:55:49.010
Dylan Brooks: but if I'm showing up consistently in, like, a volunteer opportunity to begin with, then people start recognizing your face, they know who you are, and then you'll get that invite to work within the community and not…

313
00:55:49.010 --> 00:55:50.120
Dylan Brooks: having…

314
00:55:50.390 --> 00:55:57.040
Dylan Brooks: just one organization be an end-all, be-all, being like, yes, you need to do this. No, get the buy-in from the community first.

315
00:55:57.040 --> 00:55:58.230
Oni Blackstock: Yes, yes.

316
00:55:58.670 --> 00:56:15.889
Oni Blackstock: Thank you, Dylan. Yeah, so just also, like, resisting how, like, we usually… this work typically can happen, where it's just kind of, like, you assuming that you know, the organization knows what's best, and they're going to the community, and you talk about how important it is to cultivate

317
00:56:15.890 --> 00:56:19.519
Oni Blackstock: That trust, and that accountability.

318
00:56:20.320 --> 00:56:35.230
Jim Pickett: And what… and I see Terry's hand up. I just want to say something that's been on my mind the last couple minutes, and just thinking about, where power comes from, and where change comes from. It's so interesting to me that it's…

319
00:56:35.500 --> 00:56:39.150
Jim Pickett: quote, everyday people, it's advocates, it's… it's…

320
00:56:39.260 --> 00:56:56.470
Jim Pickett: that make the real change, that stand up and fight for representation, and fight to be heard, and fight for inclusion, and demand it. It's not, you know… I love people with the letters before and after their names, including you, Oni, right?

321
00:56:56.470 --> 00:56:56.910
Oni Blackstock: Okay.

322
00:56:56.910 --> 00:57:15.730
Jim Pickett: a lot of where the action comes from, where real change, these are people who didn't have letters before and after their name, people who are, like, in the prison system, making change, where they are, standing up and demanding inclusion, and what… so I just want to honor, like.

323
00:57:15.750 --> 00:57:25.320
Jim Pickett: Real, everyday people, and reminding ourselves that we all are experts in our stories, we all have powerful stories to tell.

324
00:57:25.340 --> 00:57:37.270
Jim Pickett: And it's those stories that really are transformative. I mean, of course, with data, with evidence, but data and evidence are sort of nothing without a story to bring it

325
00:57:37.370 --> 00:57:42.189
Jim Pickett: to life, and before I turn it over to Terry, I'll just say what's been…

326
00:57:42.220 --> 00:57:51.829
Jim Pickett: Also discouraging to me in all this time, well, optimistic about our power and our resistance, is just the, you know, how history is so cyclical.

327
00:57:51.830 --> 00:58:03.019
Jim Pickett: So, like, it wasn't that long ago that we finally were able to, like, demand that trans, data was included in CDC reports, that it was collected.

328
00:58:03.040 --> 00:58:18.650
Jim Pickett: We did… so many of us did so much work around collecting gender and sexual identity information, and then to see, like, things just completely crumble so… well, they… I shouldn't say they've completely crumbled, to be just…

329
00:58:18.690 --> 00:58:32.829
Jim Pickett: really attacked in such multifaceted ways, and… and just… and in some parts destroyed so easily. And it's like, oh my god, you know, just…

330
00:58:32.920 --> 00:58:35.949
Jim Pickett: We can't lose sight of our power, we can't…

331
00:58:35.950 --> 00:58:36.580
Oni Blackstock: Yeah.

332
00:58:36.580 --> 00:58:41.299
Jim Pickett: Step back, but it's just, like… marketing right now.

333
00:58:41.300 --> 00:58:57.320
Oni Blackstock: Yeah, no, I think it… I think it's also a reminder that… and many communities and people who are organizers, know this, like, they're consistently doing the work. Like, I think for many of us, it's like, when something happens, we're kind of like, okay, we got this, and then we're kind of, like, complacent.

334
00:58:57.460 --> 00:59:00.689
Oni Blackstock: But we don't realize we have to actually keep on

335
00:59:00.720 --> 00:59:20.539
Oni Blackstock: always kind of fighting and pushing forward because of that… that cyclical… that cyclical nature, and I also just wanted… no, but so I just want to say I totally hear what you're saying, Jim, and I think also, just a reminder, like, even when things seem really good, it's, like, not cause for us to, like, sit back. Like, we still need to, like.

336
00:59:20.540 --> 00:59:23.230
Oni Blackstock: Keep our finger on the pulse, because that's what…

337
00:59:23.230 --> 00:59:31.819
Oni Blackstock: the other folks are doing. They, you know, they are constantly, you know, Project 2025, they've been working on that forever, and you know, they're just…

338
00:59:32.010 --> 00:59:50.059
Oni Blackstock: a steady drumbeat for them, so… and then the other thing I wanted to say about stories, like, stories are our data, right? We kind of think about, you know, quantitative data, but, you know, qualitative data, are, you know, can be stories, and so I always tend to think that, like, when you said, like, we are experts in our own experience.

339
00:59:50.060 --> 00:59:54.899
Oni Blackstock: Yes, and our stories are sort of data about that experience, so I just wanted to…

340
00:59:54.900 --> 00:59:55.470
Jim Pickett: Right.

341
00:59:55.960 --> 00:59:59.780
Jim Pickett: Beautiful. Thank you. Terry, you've been patient!

342
00:59:59.780 --> 01:00:00.400
Oni Blackstock: Yay!

343
01:00:00.400 --> 01:00:13.529
Terri Wilder: Hi, hey Oni. Good to see you. You know, you made me think about this organization that I used to work at in Atlanta, AIDS Survival Project, which unfortunately doesn't exist anymore, and…

344
01:00:13.530 --> 01:00:23.460
Terri Wilder: you know, one of the ways that I felt like they embodied resistance was they had a… board policy.

345
01:00:23.560 --> 01:00:31.180
Terri Wilder: that was a bylaw, actually, that 50% of their board must be living with HIV.

346
01:00:31.330 --> 01:00:42.440
Terri Wilder: And that their board president and vice president must be living with HIV. And while you do not see that anymore at HIV organizations, and

347
01:00:42.570 --> 01:00:51.540
Terri Wilder: I thought it was just such an amazing bylaw that really centered the community from the very, very

348
01:00:51.910 --> 01:01:02.890
Terri Wilder: top of the leadership, and I just kind of miss that grassroots reminder of kind of what our North Star is.

349
01:01:03.070 --> 01:01:20.999
Terri Wilder: And I also just want to thank you for raising up the stories of women in particular, because I think we are often not recognized. Several years ago, I saw a post by a Black gay

350
01:01:21.070 --> 01:01:33.600
Terri Wilder: man who was a journalist and said, you know, nobody talks about the stories of lesbians in the HIV movement, and somebody needs to do their stories, I don't think it can be me. And I was like.

351
01:01:33.600 --> 01:01:45.379
Terri Wilder: well, I work for the body website, I can interview lesbians in the movement, so I did a call, and we did this whole series on, I think I ended up interviewing, like.

352
01:01:45.540 --> 01:01:50.649
Terri Wilder: 8 lesbians across the United States, and we publish their stories.

353
01:01:50.850 --> 01:01:57.630
Terri Wilder: So I… stories are important, you're right. It's a way for us to document our history.

354
01:01:57.750 --> 01:02:04.029
Terri Wilder: you know, at the 20-year mark of, quote, the HIV anniversary, I noticed all these.

355
01:02:04.370 --> 01:02:12.429
Terri Wilder: timelines that were coming out. Women were very rarely mentioned. I honestly got really pissed off about it, and…

356
01:02:12.550 --> 01:02:27.330
Terri Wilder: called one of my girlfriends who's living with HIV and said, let's put together a women's HIV timeline, and let's just try to get this information out, and so I think it's important to document,

357
01:02:27.550 --> 01:02:45.199
Terri Wilder: all of these stories, so if you're working at a HIV organization, if you're volunteering at a HIV organization, just start writing these stories down, and just put it out on social media, or some kind of free blog, because this… this may get forgotten.

358
01:02:45.340 --> 01:02:53.700
Terri Wilder: And people need to know what happened, even, you know, now. It can't just be stories from the past, like, we need to keep documenting.

359
01:02:55.080 --> 01:03:14.689
Oni Blackstock: Thank you so much, Terry. Yeah, so thank you, thank you also, just for all the documenting you're doing through, The Body Pro and the work you do, as I had included, the interview that you did with Kevin Mosby, it's through The Body Pro, and I can't… I think it was maybe Tim Murphy who wrote about Dr. Janet Mitchell, a Black woman doctor at Harlem Hospital, who…

360
01:03:14.770 --> 01:03:29.490
Oni Blackstock: was, just really essential to providing care to people early on in the epidemic. Like, there are just a lot of stories that are just… people do not know about that need to be known, so thank you for what you are doing to make sure those… those, aren't buried stories.

361
01:03:29.670 --> 01:03:35.700
Oni Blackstock: Are there any… does anyone else want to share? And then we'll move on to emerging stories.

362
01:03:40.960 --> 01:03:42.619
Oni Blackstock: Here, there's a quiet group.

363
01:03:43.870 --> 01:03:46.409
Oni Blackstock: Jim, is that okay if we move along to the.

364
01:03:46.410 --> 01:03:48.929
Jim Pickett: Feel free to move on, and there'll still be time to…

365
01:03:48.930 --> 01:03:49.670
Oni Blackstock: Yeah, yeah.

366
01:03:49.670 --> 01:03:51.570
Jim Pickett: Share what you would like to share, y'all.

367
01:03:51.570 --> 01:03:52.260
Oni Blackstock: Okay.

368
01:03:52.600 --> 01:04:04.640
Oni Blackstock: Okay, great. And so, just want to say, though, so Belle, she talks about how resistance stories are the stories that become, like, the foundation for emerging stories, and emerging stories are…

369
01:04:04.640 --> 01:04:14.670
Oni Blackstock: what we, sort of, again, imagine, the future to be, or what our, sort of, the future we'd like our present to be, and…

370
01:04:15.980 --> 01:04:23.220
Oni Blackstock: I think about this quote, which I'll share on the next page here, with… by Octavia Butler, who's the…

371
01:04:23.370 --> 01:04:35.220
Oni Blackstock: great Afrofuturist author, and she talks about when vision fails, direction is lost. When direction is lost, purpose may be forgotten. And, we need

372
01:04:35.260 --> 01:04:49.710
Oni Blackstock: vision, the vision. We need to hang on to that during these times, and often, without a clear, well-defined vision, some of our efforts can often get derailed. The reality is, actually, a lot of times, we don't have time to vision. That's why one of the registration questions was about

373
01:04:49.710 --> 01:05:08.279
Oni Blackstock: you know, what are you working towards? Because we're always so busy in the present and the here and now, but a strong vision is really, can anchor us in why we are doing the work we're doing, and so this is really what emerging stories are about, or also call transforming stories or counter stories.

374
01:05:08.300 --> 01:05:16.870
Oni Blackstock: And Belle, her questions around this, her guiding questions are, what can we draw from resistance stories to create new stories about

375
01:05:16.990 --> 01:05:31.119
Oni Blackstock: A human community where differences may be valued? What kinds of justice-based communities can we imagine and work to embody? What kinds of stories can raise our consciousness and support our ability to speak and act against

376
01:05:31.240 --> 01:05:46.900
Oni Blackstock: injustice. And so before today's webinar, as I mentioned, on the registration page, we asked you to share one story from your community, your organization, or your own work that points towards the future you're working to build today, and would love

377
01:05:47.000 --> 01:05:59.649
Oni Blackstock: To have folks, you know, share… share what you wrote, because we don't get a chance to just, like, vision and dream and think about what the future that we… we would want.

378
01:06:00.630 --> 01:06:02.240
Oni Blackstock: So I'll just open that up.

379
01:06:03.070 --> 01:06:15.850
Oni Blackstock: And we had a lot of really wonderful responses, but would love to hear, like, from folks firsthand, like, what… what is one thing that you're doing, one story from your community or your organization, or your work that points to

380
01:06:15.960 --> 01:06:18.289
Oni Blackstock: This feature that you're working to build.

381
01:06:25.500 --> 01:06:28.340
Jim Pickett: And while people are warming up.

382
01:06:28.530 --> 01:06:32.260
Jim Pickett: Let's see, I say this very slowly, because when I start talking, the hand goes up.

383
01:06:32.860 --> 01:06:38.759
Jim Pickett: But I… I will just say, what I've been… Speaking of Oni is,

384
01:06:39.160 --> 01:06:52.890
Jim Pickett: going all the way back to how we… how the HIV movement started, and in this time, I… I just feel like we're surrounded by fire and ashes, so many things have been…

385
01:06:53.020 --> 01:06:59.839
Jim Pickett: dismantled, or destroyed, or are in the process of. So, as we think about rebuilding.

386
01:06:59.960 --> 01:07:06.609
Jim Pickett: I've been reflecting back on stories of our founding, where, you know, concerned.

387
01:07:06.780 --> 01:07:17.909
Jim Pickett: People of all types, got together, you know, at kitchen tables, and in bars, and in, you know, conf… you know.

388
01:07:17.910 --> 01:07:32.229
Jim Pickett: conference rooms to figure out how to address the HIV epidemic. And we created beautiful programs and structures. At the time, were mostly about helping us die with dignity.

389
01:07:32.280 --> 01:07:45.830
Jim Pickett: Because there wasn't living with HIV, there wasn't aging with HIV, Alicia, or others, right? I mean, it was all about dying, and being able to die with dignity, and have your dog walked, and have

390
01:07:45.950 --> 01:07:57.039
Jim Pickett: food, and have the care you needed, and the supports you needed, the housing you needed, etc. And so we did beautiful work at that time.

391
01:07:57.040 --> 01:08:12.260
Jim Pickett: And over time, and you know, at the time, our federal government in the United States was completely MIA, and if they were around, they were making fun of us dying. They thought it was hilarious, and we were all expendable people.

392
01:08:12.420 --> 01:08:30.279
Jim Pickett: Really, so the communities put together such beautiful responses, and then over time, government got involved, and we became much more professionalized, and bureaucratized, and systematized, and structured, and in some respects, that has

393
01:08:30.300 --> 01:08:32.900
Jim Pickett: Been good, and some may have lost…

394
01:08:33.470 --> 01:08:55.500
Jim Pickett: you know, we have lost some of the threat, I think. We have now so many systems and structures that we're constantly tweaking, but that don't really serve us very well, aren't very humane, don't serve the people who are working in the system, or our insurance system, our healthcare system is all maddening and not designed at all to support people.

395
01:08:55.500 --> 01:09:10.730
Jim Pickett: In true… in truth, so as we're thinking about our previous, you know, as we're thinking about the stories that have brought us to where we are, how do we, like, rewrite… what's the story we're gonna write for the future, and how can we…

396
01:09:10.729 --> 01:09:18.629
Jim Pickett: Take some of the good that we had at the, you know, in the 80s and early 90s, when we were just thinking through things.

397
01:09:18.630 --> 01:09:32.649
Jim Pickett: on our feet, not really knowing what the hell we were doing, but coming up with very community-centered stuff to address and take care of each other. How do we get back to some of that?

398
01:09:32.970 --> 01:09:44.650
Jim Pickett: So I see there's some commentary in the chat, and Melanie, I see you raising your hand, so… so Melanie, unless… Onei, if you'd like to respond to any of that, but Melanie, please feel free.

399
01:09:44.859 --> 01:09:51.759
Oni Blackstock: Yes, sure, no, no, I love… no, thank you all for what you're sharing, and I want to hear Melanie's comments really quickly. I just want to make sure folks see Terry's

400
01:09:51.759 --> 01:10:05.869
Oni Blackstock: comment around really working to get out the stories of older people with HIV. People are often surprised to hear that more than… that 54% of all people living with HIV are 50 or older, so these stories are not being told or highlighted in the press. Thank you, Terry.

401
01:10:05.869 --> 01:10:08.619
Oni Blackstock: Melanie, we'd love to hear what you have to share.

402
01:10:08.620 --> 01:10:26.910
Melanie Reese: Yes, my name is Melanie Reese from Baltimore, Maryland. I am the Executive Director of Older Women Embracing Life, which was… came into being in 2004 because there were no support groups for women

403
01:10:28.040 --> 01:10:31.640
Melanie Reese: Specifically, and then women aging,

404
01:10:31.840 --> 01:10:44.739
Melanie Reese: With HIV. And so, the, acronym for Older Women Embracing Life is OWELL, and.

405
01:10:44.740 --> 01:10:45.880
Jim Pickett: I love that.

406
01:10:45.880 --> 01:10:56.589
Melanie Reese: We got involved in… with… we collaborated with the CREA, and Sisters Together in Reaching, and…

407
01:10:56.720 --> 01:11:16.210
Melanie Reese: other, organizations that were, local and, focused on women and women's health, especially HIV, substance abuse, mental health. And, we advocated for more research for women.

408
01:11:16.370 --> 01:11:25.569
Melanie Reese: more research for women living with HIV, and to extend the,

409
01:11:25.890 --> 01:11:32.819
Melanie Reese: Age cutoffs, because they were in the 50s, they were 59, they were 60.

410
01:11:33.170 --> 01:11:48.590
Melanie Reese: We said that it's got to be pushed out, because we are living longer, and you need to find out information about how HIV is impacting our bodies as we age, and

411
01:11:48.780 --> 01:12:03.319
Melanie Reese: In 2018, we won the Henrietta Lacks Award for collaboration with Johns Hopkins on, cervical cancer, which is the, what killed,

412
01:12:03.840 --> 01:12:06.029
Melanie Reese: Henrietta Lacks.

413
01:12:06.260 --> 01:12:15.870
Melanie Reese: She died of cervical cancer, and it was her immortal cells that went on to do great, things in,

414
01:12:16.120 --> 01:12:21.690
Melanie Reese: In science and research. And, we're now…

415
01:12:21.710 --> 01:12:37.810
Melanie Reese: co-PIs on another, research, project at Johns Hopkins, on, intimate partner violence in, women living with HIV, and,

416
01:12:38.000 --> 01:12:50.299
Melanie Reese: So, we have always been on the cutting edge. Owell is a co-creator of the Maryland Coalition on HIV and Aging, and we held our third annual summit.

417
01:12:50.300 --> 01:12:59.290
Melanie Reese: So, we are always pushing back and looking forward. We work with regular aging agencies.

418
01:12:59.290 --> 01:13:10.919
Melanie Reese: Because they need to know about us living with HIV, and they need to accommodate us, and they need to know we exist. And so, we are continually moving forward

419
01:13:11.730 --> 01:13:23.049
Melanie Reese: Making sure that women are not forgotten, and that we matter, and we need to be seen and heard.

420
01:13:24.600 --> 01:13:36.090
Oni Blackstock: Thank you so much, Melanie, for all your… the work that you've done. You and I were on a panel together with AIDS United, but anyway, I'm just so grateful that you shared the story of the work that you've been doing,

421
01:13:36.420 --> 01:13:43.180
Oni Blackstock: There's something else I was gonna say, I can't… I forgot my train of thought. But, Jim, was someone else… I think someone else also had their hand up.

422
01:13:43.180 --> 01:13:46.729
Jim Pickett: I think, Kim, Kimberly Carlson, there we go.

423
01:13:46.730 --> 01:13:53.080
Kimberly Carlson: Hi there! I'm Kimberly, I'm in Kansas City. I…

424
01:13:53.340 --> 01:14:02.089
Kimberly Carlson: have been volunteering in HIV since… for 33 years now. I started in high school, and then became an HIV vaccine scientist, moved into…

425
01:14:02.210 --> 01:14:11.099
Kimberly Carlson: contraception and researched a lot on PrEP and family planning Title X clinics, worked with the Capacity Building Assistance Provider Network.

426
01:14:11.850 --> 01:14:15.879
Kimberly Carlson: And then… Was…

427
01:14:15.940 --> 01:14:24.890
Kimberly Carlson: managing research for the HIV outpatient study of the CDC, and the hardest thing about that ending last year is that was just a family.

428
01:14:24.890 --> 01:14:38.000
Kimberly Carlson: Of researchers that had been working on that project for 33 years in 8 different cities, and it always reminds me that the community, and even our community here together, it's really the people that keeps this work

429
01:14:38.000 --> 01:14:42.610
Kimberly Carlson: going, and we all love being in community together. We care so much.

430
01:14:42.610 --> 01:14:58.910
Kimberly Carlson: And we're so thoughtful about always looking backwards to where we came from, and honoring those and the foundations that were built, and looking forward. And I've also just rolled off as president of the local AIDS Service Foundation here, and we just did our 38th annual AIDS Walk.

431
01:14:58.910 --> 01:15:04.180
Kimberly Carlson: But we had a meeting last night, already looking forward to the 40th, which is something so…

432
01:15:04.320 --> 01:15:08.559
Kimberly Carlson: exciting to celebrate when you see so few AIDS walks left in the country.

433
01:15:08.650 --> 01:15:24.669
Kimberly Carlson: And it's something to be so proud of, that people still care, that more than a thousand people still showed up this year, which for us, a mid-sized city, is great. And really, we're starting to do planning to interview champions throughout the 40 years to collect those stories.

434
01:15:24.840 --> 01:15:33.879
Kimberly Carlson: of the foundation and the people important to it from the past 40 years, as we continue to think of new ways to engage younger people, which is a definite challenge.

435
01:15:33.930 --> 01:15:49.309
Kimberly Carlson: to people that think this is not an issue anymore, or isn't relevant to them, even though it's mostly affecting communities of color and people in different zip codes. But fresh ideas such as doing murals in, you know, popular bar communities to reach younger people

436
01:15:49.310 --> 01:15:54.439
Kimberly Carlson: In different ways, to always coming up with new, innovative ideas to reach younger people.

437
01:15:54.440 --> 01:16:04.219
Kimberly Carlson: But I just wanted to say, you know, thank you for everyone for the work that you do. This community keeps us going, and the people are the heart of it. So, thank you all for the work you do.

438
01:16:04.640 --> 01:16:23.470
Oni Blackstock: Thank you so much, thank you, and I think something that you mentioned, and that I… now I'm remembering what Melanie mentioned, just about, pushing back and looking or moving forward. Like, I like… I love that, idea, so, just wanted to make sure we lift that up. I think this… did anyone else want to say something, I think?

439
01:16:23.470 --> 01:16:24.359
Jim Pickett: I'd love to…

440
01:16:24.360 --> 01:16:25.080
Oni Blackstock: So sadly.

441
01:16:25.080 --> 01:16:32.630
Jim Pickett: just to share, you know, this idea of using murals and art, we have a project here in Chicago called Prep for Teens.

442
01:16:33.240 --> 01:16:49.570
Jim Pickett: uses, both, illustrative art and performative art, so everything from, like, drawing and painting to voguing to sort of bring forth, to share information about PrEP with other teens and share their story along the way.

443
01:16:49.570 --> 01:17:01.889
Jim Pickett: And it's so powerful. I think, so many… everyone is an artist in their own way, and everyone has creativity if you allow, or you provide opportunities to share, and…

444
01:17:01.900 --> 01:17:20.159
Jim Pickett: And it is a way to sort of re… I think, reinvigorate and to help people have a voice. And I think we talk about aging, not having a voice, and women not having a voice, and trans people not having a voice. Oftentimes, too, it happens with youth and young people.

445
01:17:20.160 --> 01:17:25.699
Jim Pickett: who don't feel like they have one, or they don't know how to share their voice, and I think

446
01:17:25.990 --> 01:17:32.609
Jim Pickett: creative… creativity and arts, for young people, and all of us, actually, are… are conduits to do that, and…

447
01:17:32.630 --> 01:17:48.409
Jim Pickett: Before I ever realized I was an advocate, or even knew what kind of advocate was, I was writing my own story and being… and writing it in a creative way to kind of process my own stuff, so I just wanted to uplift what you were saying there, so thank you.

448
01:17:48.410 --> 01:18:01.019
Kimberly Carlson: And the creative communities are some that were heavily affected by HIV in the early days, and they continue to show up and show support and raise funds for us here, not only actors, singers, dancers, performers.

449
01:18:01.020 --> 01:18:18.560
Kimberly Carlson: artists. Our local performance of Rent, a local theater, raised $16,000 for us this year by just passing the bucket around during Bear. And then we do our own version of Broadway Bears, which is… we have almost 100 dancers, performers, actors, you know, put on almost like an MTV Music Awards-type show.

450
01:18:18.560 --> 01:18:19.990
Kimberly Carlson: Kansas! It's amazing.

451
01:18:19.990 --> 01:18:34.449
Kimberly Carlson: see, you know, just like Broadway Beers, everybody likes to go see a sexy dance fun show, so to continue to activate those arts communities, because they pull different people that might not traditionally go to, like, an AIDS walk.

452
01:18:34.710 --> 01:18:35.800
Jim Pickett: It's so right.

453
01:18:35.800 --> 01:18:38.049
Oni Blackstock: Yeah, that's wonderful, that's wonderful.

454
01:18:38.450 --> 01:18:41.589
Oni Blackstock: Jim, do we have time for one more, and then I'll…

455
01:18:41.590 --> 01:18:43.850
Jim Pickett: Yeah, absolutely, we have… I think there's someone else had theirs

456
01:18:44.300 --> 01:18:46.120
Jim Pickett: I know minutes, but we have time, so let's…

457
01:18:46.120 --> 01:18:46.460
Oni Blackstock: I think.

458
01:18:46.460 --> 01:18:47.290
Jim Pickett: Take us through the rep…

459
01:18:47.290 --> 01:18:55.419
Oni Blackstock: I think Aisha Scott was putting some content in the chat. If you want to share verbally, please do, if someone else wants to.

460
01:18:56.070 --> 01:19:04.570
Jim Pickett: So, Aisha, you would be welcome to come on, live if you want, otherwise I'll point to it,

461
01:19:04.660 --> 01:19:28.250
Jim Pickett: she's both writing, preparing a book manuscript… a book manuscript called Respectability Can't Save You, The AIDS Epidemic in Urban Black America, under contract with Johns Hopkins. Hello! This sounds like a great book, and we would love for you to share this when it's available. And then she also is talking about, she teaches a,

462
01:19:28.250 --> 01:19:32.679
Jim Pickett: a similarly fabulous-sounding course called AIDS, Race, and Gender.

463
01:19:32.700 --> 01:19:48.269
Jim Pickett: in the Black community that crosses a list between health sciences and Black Studies departments. So those are ways she's sharing how she's… how she answers your question, basically. So thank you for that great work, Aisha, and I hope you will.

464
01:19:48.270 --> 01:19:48.980
Aishah Scott: Thank you.

465
01:19:48.980 --> 01:19:50.209
Jim Pickett: Apprised of this.

466
01:19:50.210 --> 01:19:50.600
Oni Blackstock: Yes.

467
01:19:50.600 --> 01:20:08.469
Jim Pickett: your efforts, it's very inspiring, and I think more so now, what's inspiring me about the comment from, you know, from Melanie and Kansas and Aisha and everyone is how we're all continuing, we're persisting, we're resisting.

468
01:20:08.470 --> 01:20:26.560
Jim Pickett: we're not letting the bastards grind us down, right, from Handmaid's Tale. We are standing up and continuing to engage our communities and organizing at the grassroots level, and we see when we do that, people still care, people still are showing up, so…

469
01:20:26.560 --> 01:20:28.640
Jim Pickett: There's a lot here to be hopeful about.

470
01:20:29.650 --> 01:20:49.360
Oni Blackstock: No, so, so true. I think Miriam Caba always, the abolitionist, always talks about, people are in motion. Like, lots of people are like, no one's doing anything, like, no, people, people, a lot of people are moving and trying to do something about what's happening. So, and then Joseph, maybe I'll just read Joseph's comment, and then we'll just move to the final slide, if that sounds okay, Jim.

471
01:20:49.360 --> 01:20:49.970
Jim Pickett: Sure.

472
01:20:49.970 --> 01:20:58.909
Oni Blackstock: Okay, so, Joseph is saying… Joseph's from Kenya, recently joined the, the Choice Agenda Google group, and…

473
01:20:58.910 --> 01:21:20.440
Oni Blackstock: He works in a lab and, health system strengthening with the Department of Health in Houma Bay County, Kenya, one of the counties with the highest prevalence of people living with HIV, and that your work is supporting HIV care and treatment through diagnosis and monitoring. And you've been inspired, okay, by the presentation, the deep engagement,

474
01:21:20.440 --> 01:21:31.609
Oni Blackstock: That is around advocating for equity in HIV care documentation. Thank you so much! Yes, please keep joining. I'm sure… yes, please keep joining. These webinars are really wonderful. And so I'll just,

475
01:21:31.690 --> 01:21:56.360
Oni Blackstock: just say in conclusion, I'm obsessed with this image, clearly, that building emerging stories is, again, it's one way that we navigate these times, and I always think about my great-grandparents planting seeds in hostile conditions, the communities just over time who didn't know what the future held, but still continued, to push forward regardless. They didn't… they didn't know what they were plan…

476
01:21:56.360 --> 01:22:01.349
Oni Blackstock: They didn't know what they're planning, they didn't know if they would see the bloom, the harvest. I think about Katrina Haslip.

477
01:22:01.350 --> 01:22:03.830
Oni Blackstock: Planting seeds in prison.

478
01:22:03.870 --> 01:22:19.660
Oni Blackstock: she never saw 1993, but she planted anyway, and so I want to leave you with, what are you planting? Because I know all of you are doing something, and who is planting with you? And I just want to end with my favorite, obsessed with Octavia Butler, and obsessed with this quote.

479
01:22:19.660 --> 01:22:29.729
Oni Blackstock: There's no single answer that will solve all of our future problems. There's no magic bullet. Instead, there are thousands of answers.

480
01:22:29.730 --> 01:22:40.890
Oni Blackstock: At least. You can be one of them if you choose to be. So thank you, everyone, and thank you again, Jim, for the platform and to be in communication and conversation and community with everyone.

481
01:22:41.720 --> 01:22:55.650
Jim Pickett: And what a beautiful quote to end it on, and so I want to, everyone, give huge thanks to Oni. I could sit and listen to you talk and tell stories and connect the dots for me all day long, all the time.

482
01:22:55.650 --> 01:22:57.059
Oni Blackstock: Stop buttering me up.

483
01:22:57.400 --> 01:23:11.869
Jim Pickett: No, I mean, you know, really, and I've been, like, chasing you now… I mean, not chasing you, but I've been so excited to have you on a TCA webinar for, like, years now, and I just… I think your work is so inspiring and so great, and… Thank you.

484
01:23:11.970 --> 01:23:17.239
Jim Pickett: You're, just… I… I'm a huge fan, so thank you, Oni.

485
01:23:18.570 --> 01:23:37.530
Jim Pickett: You know, we had 141 people register for this, so a lot of people are interested. Clearly, the timing may not have been ideal or opportune for everybody, but we will be sending out a follow-up email that will… we will be sharing Onei's slides, we'll be sharing the recording.

486
01:23:37.530 --> 01:24:02.159
Jim Pickett: And, and of course, you're always all welcome, if you're on the Choice Agenda listserv, to share the seeds you're planting, the seeds you're thinking about planting, people you want to help plant the seeds, do you need people to help with sun, or water, or fertilizer, community? Like, we, you know, the list is very informative, and we do share a lot of news and articles, but we also

487
01:24:02.160 --> 01:24:14.349
Jim Pickett: want to have discussion on there. And now is the time to be thinking about planting those seeds and, you know, taking advantage… while we've had all of this upheaval.

488
01:24:14.350 --> 01:24:34.639
Jim Pickett: You know, Onei mentioned in her opening slides all the kinds of amazing things that happened in American culture and the things that were built by Black communities under the severest of repression. So, amazing things can happen. The Harlem Renaissance happened under extraordinary repression.

489
01:24:34.640 --> 01:24:41.400
Jim Pickett: And here we are again, at this sort of crucible moment, and we can really

490
01:24:41.400 --> 01:24:47.370
Jim Pickett: Take advantage of it, and… and plant lots of delicious, wonderful seeds, and…

491
01:24:47.410 --> 01:24:52.359
Jim Pickett: And with… continue with the inspiring work that all of you continue to do.

492
01:24:52.510 --> 01:25:00.360
Jim Pickett: Day in and day out in times that are not always the easiest, so… so thanks to all of you.

493
01:25:00.520 --> 01:25:14.569
Jim Pickett: That just concludes the webinar. I hope we'll see you in a couple weeks for our transgender-focused webinar. We have lots of other great programs, planned for the rest of the year, so,

494
01:25:14.570 --> 01:25:22.909
Jim Pickett: Stay in touch, stay tuned, and if you have ideas or things you would like to see in terms of a webinar, always feel free to share.

495
01:25:22.910 --> 01:25:23.880
Jim Pickett: Thanks again.

496
01:25:26.400 --> 01:25:27.360
Jim Pickett: Ciao.

497
01:25:27.750 --> 01:25:28.949
Oni Blackstock: Thank you, Jim.

498
01:25:29.320 --> 01:25:32.029
Oni Blackstock: Thank you for creating this platform. Thank you.
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