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Interview with Michelle Katz 

SESSION 1 (5/21/2020) 

 

The following oral history is the result of a recorded interview with Michelle Katz conducted by 

Kelsey Kim on May 21, 2020. This interview is part of the Chemical Entanglements Oral History 

Project. 

 

Readers are asked to bear in mind that they are reading a transcript of the spoken word, rather than 

written prose. The following transcript has been reviewed, edited, and approved by the narrator. 

 

[00:01:25] 

 

KIM:  Today is May 21, 2020. It is 3:05 p.m. This is Kelsey Kim with the Center for the Study 

of Women, and I’m here talking with Michelle Katz. Alright, Michelle. Just to begin, can I ask 

some questions about your background and your childhood? When and where were you born? 

 

KATZ:  I was born in the Bronx, New York. I was born in October of 1976. Did I answer your 

question? 

 

KIM:  Of course! Do you have any siblings? Did you grow up with— 

 

KATZ:  I grew up on Long Island in a relatively small town but very close to Manhattan. So, it 

was an interesting mix between metropolitan but also a small-town vibe. I had an older sister. 

She’s four and a half years older than me. I lived with both of my parents, who moved to the 

town right before I was born. I think a year before I was born. Do you want me to name—how 

much do you want to know? 

 

KIM:  You don’t have to name anyone if you don’t want to, but I am interested in hearing more 

about where you grew up. You said it was a mix of small town and metropolitan, so what was it 

like? 

 

KATZ:  Very insular. In that Long Island and New York in general—the metropolitan area is 

very divided by ethnicity. So, you have towns that are wholly Italian or wholly Jewish. I grew up 

in a very Jewish town. Everyone knew each other’s business. It was probably around 30,000 

people total. But you just knew everyone. It was that kind of thing. Please ask questions. Expand 

on things, and let me know if I’m not—  

 

[00:03:59] 

 

KIM:  Sure! Let’s see. You said you grew up with one sister, is that right? 

 

KATZ:  Yes. One sister. 

 

KIM:  Did you grow up very close?  
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KATZ:  We are very close. We are very close, now. We were back then. Because she’s four 

years older, it was just enough of an age gap where we weren’t in school together much, except 

for elementary school. So during those years, we were extremely close. We had also befriended a 

bunch of siblings that were also in the same grade, so we were all close as friends. Our closest 

friends were also our sister’s older friends.  

 

It was a lot of girls, and we would run around the neighborhood and just bike and walk. We 

didn’t have video games growing up or anything like that. We did watch a lot of television, but 

we also were encouraged to go outside quite a bit. We had a lot of freedom too. Our parents were 

very of the notion of giving us independence early on. So I was off walking to my friends’ 

houses when I was in second or third grade by myself, no problems. As long as we were home 

before dark.  

 

[00:05:13] 

 

KIM:  What did your parents do? 

 

KATZ:  My dad was an attorney, and my mom was a teacher for special needs students. 

 

KIM:  Did you grow up in a house or an apartment or something else? 

 

KATZ:  A really beautiful house, I kind of idealize it to this day. It was a large colonial. It was 

the first house that was originally built on the block. There were a lot of mid-century homes, but 

this house was an old farmhouse that had been converted to a family house. I think it was from 

the early 1900s, if I remember correctly. But everything else around us was more mid-century, so 

it was just a really cool old house. And there was lots of weird stuff in the house too that made it 

even more (unclear). 

 

KIM:  That’s nice. I really do like old houses.  

 

KATZ:  Yeah, me too. I live in (unclear). It’s not a craftsman’s, but it’s got the old details inside. 

It’s like a 1900s house. 

 

[00:06:00] 

 

KIM:  I think as long as they’re not haunted, they’re very beautiful. Speaking of your house, do 

you remember or do you associate any particular smells with your home? 

 

KATZ:  Not really. It’s funny, I was looking at a question—I don’t really associate sense. I do 

have early memories of having issues with sensitivities, random things. One thing in particular, I 

remember being home sick from school one day, and the housekeeper was over. She was 

cleaning, and I started having an intense reaction. I actually called my mom at work, and I was 

crying to her on the phone like, “I don’t know what’s wrong, I just feel burning, and I feel really 

sick. The housekeeper is in here, and I don’t know what’s going on.” Another thing that 

happened to me while I was in my house was that we got a cat. I didn’t realize until I’d gone to 

an allergist for asthma that I was allergic to the cat.  
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There are these little sensitivities and things that weren’t—I don’t like the word “insidious” 

because I love my cat so much, but it crept up on me, these kinds of allergies and sensitivities, 

and I didn’t realize why. We did also have extensive construction during that period. It all kind 

of happened around that time. We had construction done on the house. I was diagnosed with 

asthma. We got the cat. I think that housekeeper memory was from my freshman year of high 

school. So, I really don’t have a scent. That’s really funny. Maybe if I went back into the house 

smelled it, I’d be like, Oh yes, of course. But I don’t. 

 

[00:07:46] 

 

KIM:  When you say it was all around the same time, it would be early high school time? 

 

KATZ:  Middle school, actually, and then high school. So ‘88 through ‘91 was when all that took 

place. 

 

KIM:  What was school like for you? Did you enjoy it? Was it difficult for you? 

 

[00:08:13] 

 

KATZ:  Maybe I painted a picture-perfect portrait of the town I grew up in. I didn’t really enjoy 

that town very much because it was very materialistic and judge-y. I spent a lot of time 

distancing myself from that. I mean, I’m one of maybe a handful of people who left this state 

kind of thing, and I moved to California, and I was like, I’m done. But to be honest, I think there 

were good times and bad times. It was growing up angsty. I was also an overweight kid in 

elementary school, and I think that mentality of being teased followed me through high school. 

Even though people stopped teasing me, I felt like I had internalized a lot of body issue stuff.  

 

What’s interesting is, you think back—I started having these episodes of dizziness and falling 

randomly when I would climb up stairs. All of this is in retrospect after I got diagnosed with all 

my illnesses, where I’m like, Oh yeah, that happened and that happened. I would get asthma only 

after exercising. I have scars on my hands because I was walking upstairs and I dropped a 

Snapple bottle and I fell and I cut my hand. I consistently would cut my hands randomly, like in 

our class using an X-Acto, because I just couldn’t keep my hands straight and things like that. I 

was not a very good athlete at all. That was another thing, I just couldn’t push past a certain 

point. I tried really hard, but I was always accused of being lazy.  

 

I also had a lot of fatigue during that time, I remember, but it was kind of just like, Oh, I’m a 

couch potato. It became my identity, so I didn’t question it. No one really did back then, except 

for my family thinking, “Maybe she was depressed.” Right around my junior or senior year, 

where I was just like, “Mom, I’m trying really hard”—I had a very high IQ score but mediocre 

grades, a lot of Bs. My family couldn’t understand what was going on. They just thought I was 

lazy. And, looking back, I can see how my illnesses influenced my brain in a lot of ways and 

what was going on. They started taking me to psychiatrists and neuropsychiatrists to figure out 

what was wrong.  
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It took them until the end of my senior year of high school to even diagnose me with ADHD, 

which, you know. They put me on medication that—and what’s interesting is one of the 

medications they put me on is used to treat one of the illnesses that I have, off label. So, it was 

like they were treating my illnesses without realizing it. So, it was just tough because I was 

always thinking I wasn’t doing well enough or I wasn’t good at all, even though I was trying my 

hardest. I think I internalized a lot even now into adulthood, just thinking, I’m never good 

enough, I’m not trying hard enough. So that happened. Ironically, when I went to college, I 

started getting straight As. I think the learning environment, but also the medications I was on, 

were finally helping my brain fog and a bunch of stuff that was happening to me. 

 

[00:11:34] 

 

KIM:  Yes, that sounds like it’d be pretty confusing growing up, having people say all these 

things and not knowing what’s going on. 

 

KATZ:  And the other part of it is that girls my age were not diagnosed with ADHD. It just 

wasn’t happening back then. Maybe if I had been born four or five years later, I would have been 

on the way, but it just wasn’t a thing. 

 

KIM:  Unfortunately, I think girls are still under-diagnosed with ADHD.  

 

KATZ:  Because it looks different. Same with autism. Very similar.  

 

[00:12:08] 

 

KIM:  Yes. You said that when you went to college, you started getting straight As. Can I ask 

which college you went to? Or you could just say the general area if you’d rather not disclose it.  

 

KATZ:  Ohio. A liberal arts college.  

 

KIM:  How was your time there? Did you enjoy it? 

 

KATZ:  I did. I really did. And I should say, I didn’t get straight As the first year. It was after 

that I did, because I had to take all the required courses my freshman year. I wasn’t very strong 

in math and science, so that was why. But once I started choosing my own subjects, I was doing 

really well. I loved it. It was such a different experience. I pretty much went running from the 

polar opposite of my childhood, that whole materialistic kind of mentality was actually 

considered very negative. Also, I think things changed because we were in the height of the 

grunge era and grunge, like—materialism was selling out. There was part of it that was also 

like—that particular college is very anti-materialism and anti-establishment. So I was just very 

excited to be around people who thought like me. It was weird, for the first time in my life, to not 

be the most liberal person in the room. That was also kind of an interesting thing because I 

actually learned a lot about myself and my own preconceptions. The concept of institutional 

racism didn’t cross my mind until I went to college, that kind of thing, where you’re just learning 

a lot about people around you. And even the roommate they paired me with—I grew up in a very 

wealthy area, and my roommate grew up with a single mom and had to take out every loan under 
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the book and have a job. It was just really great to be around people that were different, just to 

have that exposure. 

 

[00:14:08] 

 

KIM:  And what was the name of the college again? 

 

KATZ:  Oh, I just said Ohio. I didn’t name— 

 

KIM:  —Oh okay, sorry! I thought I might have missed it with the internet connection.  

 

KATZ:  It was just a liberal arts college in Ohio.  

 

[00:14:18] 

 

KIM:  Okay, awesome. Thank you. You said you weren’t really interested in math and science. 

What subjects did you lean towards? 

 

KATZ:  I leaned towards history, specifically American history, twentieth-century American 

history, and film. I was very involved with it. 

 

KIM:  Then after college, did you start working? 

 

KATZ:  I did. I actually worked a lot through college. I was really a go-getter. I had ten 

internships in college.  

 

KIM:  Oh wow. That’s a lot. 

 

[00:15:05] 

 

KATZ:  Every summer, every winter term, every break. Fortunately, I had the privilege of living 

so close to Manhattan. I could jump on a train and go work in the most amazing companies in the 

world—working at major cable networks or large internet companies, that kind of thing. I was 

pretty early on in doing the internet stuff, like I was coding HTML in ‘94 or ‘95, which was very 

early. Even though it was very simple, not a lot of people knew how to do it. I just used that as 

my calling card, and I got my foot in the door. By the time I graduated, I was a project manager 

at a small startup in New York. That was great because they just sort of saw my resume, they 

heard what I had to say, and they put me right in charge. I was managing my own accounts at 

twenty-one. I turned twenty-two three months into the job, and that’s actually when the company 

was acquired by a very large internet company based here in California. That’s actually how and 

why I came out to California because, on my twenty-second birthday, this company decided to 

buy this small company I worked for and moved me out here. It’s pretty wild. It was a very 

different time. 

 

KIM:  Wow, that is incredible. You’ve been out in California since then? 
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KATZ:  It was so emblematic of the time to just—no, I actually moved around quite a bit. I 

stayed in California until the bust—or, in San Francisco until the bust of 2000, 2001. And then I 

moved. I traveled a bit then went to graduate school in Texas and then came back. I worked for a 

couple of startups, then I started my own company and wound up moving down to Los Angeles 

because my clients were down there. I lived in LA for a couple years. Then my business partner 

and I were just deciding it wasn’t working, so I moved back to New York to try and “settle 

down,” so to speak and with air quotes. Meaning: “Okay, now you’ve lived out your fantasies of 

owning your own company, you’ve done all the things, go work for an internet company. Go 

meet the nice guy. Go marry and settle down.” But life had other plans. I did do that. I did find a 

job that was paying me the good six figure salary. I was dating the right guy. But then I got really 

sick, and everything ground to a halt. But you might want to go back. I don’t know. It’s like I 

said, it’s a very long and unique story. I don’t know if you—what’s your next question? 

 

[00:18:01] 

 

KIM:  You’ve lived such an incredible life. We did talk a little bit about when you were working. 

I am really interested to hear about what you were just saying about when you started to get 

really sick. But before we go there, I was wondering, what was your health like before that 

point? 

 

KATZ:  Great question. It was very, very slow-building, and it was all based on environment, I 

noticed. I’d move into a place with carpeting, and things would get worse. I’d just have these 

little episodes. I needed to have natural light around me. I’d get very depressed if I wasn’t around 

natural light or certain—oh, you know what I forgot to mention? I’m sorry, I started getting 

migraines around that time I mentioned, in high school, and I started reacting to perfume. That’s 

when perfumes started setting me off. Mostly in magazines. I was obsessed with magazines. You 

open up those inserts, and it wasn’t all perfumes, it was just certain perfumes and certain 

colognes. That issue followed me for most of my life, but it wasn’t unless it was really strong 

that it would it bother me. I could recover pretty quickly if I was around something like that.  

 

[00:19:34] 

 

When I went to Texas for graduate school, that’s when I got sick pretty bad for the first time. My 

thyroid just didn’t do well. It started breaking down. I started getting hypothyroidism. I was 

having a lot of issues with temperature, like heat sensitivity. Mold. That was another one. 

Allergies in Texas are really bad, but mine were off the charts. I couldn’t breathe for a lot of it 

through my nose. I had carpeting in my apartment. Just stuff like that. I didn’t know to associate 

those things. I was told I was allergic to dust mites when I was a kid, but I just blew it off. You 

just don’t think about those things, and you don’t associate carpeting with not breathing. I don’t 

know. Unless it was pointed out to me, I would have never known, and I didn’t. 

 

So, during that time with my thyroid, also I started developing symptoms of IBS and issues with 

my pelvic floor. I was just having a really hard time. Then when I graduated—well, I got my 

thyroid corrected, and I finished my master’s. I moved back to San Francisco, and all of my 

symptoms went into remission. It was pretty amazing. I also had really intense insomnia there 

too. I can wholly attribute that to climate and probably hardwood floors. I just felt better in the 
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Bay Area, and I kept coming back to it. I moved here three times. I just knew, in the back in my 

mind and for some reason, I’m attracted to this place. Also because all my friends are here, but 

because I feel better here. So, then I did okay, but when I moved down to LA, I moved into a 

place with carpeting. I started getting really intense—like I’d get the flu, but it would last for 

three weeks. It just wasn’t natural. I was getting sick for longer periods. I started developing 

major food sensitivities, and we couldn’t figure out why. A doctor put me on this random diet, 

and it seemed to help a lot. It was pretty much paleo before paleo existed. Cutting out sugar and 

additives and dyes, that seemed to help so much, especially the sugar. Once I got my blood sugar 

regulated, everything really calmed down. 

 

[00:21:59] 

 

Then I was good again, but then when I moved to New York, I got hit with mono. So, I just kept 

getting—and then that lasted for six weeks, at least. I couldn’t move. I couldn’t walk. I just 

started getting these really mysterious things, then they test—and I wasn’t recovering from the 

mono. And they’re like, “Oh, we tested your vitamin D, and it’s in the single digits. We don’t 

know how you’re even walking right now.” I’m like, “I don’t know, either.” I have a theory that 

I actually had vitamin D issues going back to college because once they put me on the 

supplements, I started feeling a lot better. My mood changed. I was much better. I was always 

happier in Los Angeles, even more so than the Bay Area. The sunshine really helps me a lot. It’s 

one of the major reasons why I live in the East Bay, along with cost and affordability, but I am 

happier in the sunshine. So I did improve.  

 

[00:22:53] 

 

But then, within two years, again, I’d get sick, and I just found myself not being able to walk 

upstairs without being exhausted. A lot of what you hear from COVID patients resonates with 

me so much. It’s like, Oh, I used to be able to walk a marathon, and now I can’t even walk down 

the block without being out of breath. It was like that for me. But interestingly enough, 

subconsciously, I was making accommodations for myself without even realizing. Like, I moved 

out of a four-floor walk up and moved into an elevator building. That seemed to really help. That 

elevator building was one and a half blocks from my office. And after a while, it stops occurring 

to me that this isn’t normal, just because I was not active. I was literally walking a block and a 

half to go to work, coming home, and then laying down on the couch. Because all the stuff that 

happened over twenty years or so at least, it just happened so slowly. It really was insidious until 

the point where I was like, “Wait I’m so sick that I can’t physically go to the bathroom without 

being out of breath. I can’t make food for myself without being out of breath. I can’t go get my 

laundry from downstairs. There’s something really, really wrong with me, and I got to figure this 

out.” In the back of my mind, I was like, “You’ve been sick for a long time. You’ve been dealing 

with these waxing and waning symptoms. Something is definitely wrong.” 

 

And that began this huge quest to figure out what was wrong and seeing dozens and dozens of 

specialists and pointing out weird things that were wrong with me over the course of my life, like 

my hypermobility in my knees and my elbows, and just random things. Like, is this a clue? Is 

this a clue? Is this a clue? A lot of doctors just looked at me like I was crazy, like, Oh, she’s just 

looking for something wrong with her. I actually got notes from my rheumatologist, who by the 
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way misdiagnosed me with psoriatic arthritis, and he said, “She needs a vacation.” Just really 

dismissive stuff all throughout. Then you start going to the naturopaths, who basically—I don’t 

want to make a generalization about all naturopaths—but anyone who doesn’t take insurance has 

financial interest in what’s going on. So, they start trying to get you to take supplements and do 

all these crazy diets. Just really taking advantage and taking blood tests that aren’t covered by 

insurance. They’re not even FDA approved a lot of ways. Doctors wanting to diagnose me with 

Lyme, I’m like I never really—this has been going on since I was a child. This isn’t Lyme. I 

never had a bullseye. I know it’s not Lyme. Just that kind of thing.  

 

[00:25:34] 

 

But even then, I was still working. The company I work for got acquired by a major company, 

and then they had me traveling. I went from a desk job that was a block and a half from my 

house to flying and taking trains every week up and down the East Coast. So that was the 

beginning of the end for me. At one point, I passed out in an airport. A flight attendant took one 

look at—or, the person at the check-in—she’s like, “Do you need a wheelchair?” She saw in 

me—I didn’t have to say a word. I was done, and that’s when I went on leave, because I was 

like, I have to figure out what’s wrong with me. Little did I know, it would take over two years 

to figure out what was wrong with me. I thought we’d finally have time to go to the doctors, and 

they’d figure it out. I lived in Manhattan. I was in the epicenter for amazing doctors and 

specialists. Someone’s got to figure out what’s wrong me. And nobody could.  

 

[00:26:20] 

 

I went to every different specialist at the top of their fields. They all ran bloodwork, and it would 

come back slightly abnormal or normal. And they’re like, “We’re really sorry, we definitely 

believe you’re sick”—so at this point, they believed I was sick—“We just don’t know what’s 

wrong with you. Someone’s going to figure it out. We know someone will.” At that point, I had 

so much clout, and also, interestingly, I was taking my mother with me to appointments because 

I was so brain dead or brain fogged that I couldn’t follow what the doctors were saying, so she 

was taking notes for me. Having my mother there—she’d come in from Long Island—offered 

legitimacy, like she is telling the truth. There’s a third party—and I was old enough where it 

wasn’t Munchausen by proxy. A lot of patients with my illnesses, their parents get accused of 

Munchausen because it’s such a rare disease that the parents often know more than the doctors 

themselves. So if you take a child to the emergency room—there have been reports of medical 

kidnappings, like people being taken away from their parents because the parents are like, “You 

got to run this test. What’s wrong? This is the treatment.” And the doctors look at them like, 

“Oh, they clearly want to make their child sick for attention.” It’s crazy. I know I got a little off 

topic, sorry.  

 

Anyway, I went on leave. I went through this horrific process of going through short-term and 

long-term disability with attorneys. This is outside of the government. This is with private 

insurance companies, so it’s a whole set of issues a lot of people don’t even realize, because 

they’re paying a lot of your salary, and it’s in their best interest to prove you wrong. So if they 

can’t prove you wrong, then they try to prove that you’re crazy. Because most of these policies 

have two-year—basically, codicils in the contract, I don’t know what the word is. Like, the 
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stipulations in the policy that if you have a disease that’s not quantifiable after two years, it’s 

considered psychological. We can only cover you for two years for psychological illness, 

essentially. So if I couldn’t prove that I was physically ill, even though I was, I must be crazy. 

Therefore, we only need to cover you for two years, which is insane. At this point, we needed a 

diagnosis. We’re like, “Okay. chronic fatigue syndrome it is.” There really wasn’t anything else 

that really explained everything that was happening to me. Chronic fatigue syndrome is a multi-

system illness, I believe it’s very real. It’s just not what I had. But it was enough. We just needed 

something to buy me some time to get to enough specialists to figure out what was wrong with 

me.  

 

[00:29:12] 

 

Fortunately, I had incredible attorneys who were like, “Yes, we have dealt with people in your 

situation. Here is a test that actually will physically show you’re sick.” And it did. It was an 

exercise test. They put me on bikes. They showed my output of carbon dioxide. My CO2 max 

levels were that of a person with a major heart condition. It’s like I said, I was walking to the 

bathroom and getting breathless. It was crazy. And it wasn’t due to deconditioning because I was 

up and about before that, it wasn’t that. By the way, even if you’re like the most deconditioned 

person in the world, you don’t get out breath walking into the toilet. That’s bananas. But how do 

you prove that? So, we had these tests. We had major documentation—and, again, all this is 

because of privilege, all of it. I really want to stipulate that if I didn’t have this incredible job that 

gave me this amazing salary—we had to put down tens of thousands of dollars as a—I forgot the 

word for it. This is my brain fogging. When a lawyer makes you put a deposit down? What’s that 

word?  

 

[00:30:24] 

 

KIM:  Is it—oh, shoot, I know this one. 

 

KATZ:  Oh, my God, my whole family, they’re always like—this, again, this is the brain fog. It 

comes and goes. It’s when you have to put a deposit down, essentially. It’s not a contingency. 

It’s the opposite of a contingency because if they worked on contingency, they would’ve just 

taken a percentage of my earnings from whatever payout I got. But this was basically a down 

payment on services before they’re rendered.   

 

So I had to put down like thirty thousand dollars. It was crazy. And I had it because I worked a 

really good job, and I grew up in a neighborhood that gave you the right high school that took me 

to the right college that allowed me to do the internships. All this was because of privilege. No 

doubt. Also, white privilege of walking into a doctor’s office and them not doubting me and 

having the education to sound smart. You know, I’m also a smart person, no doubt. I was born 

smart. But, having all of that like a resume to back up the fact that I’m not making this up, I’m 

not crazy. It’s really something. 

 

After getting the disability, we still continued to go see specialists, but we were kind of going 

through fatigue over it all. And at one point, I randomly started having, what I had deemed, an 

allergic reaction. I didn’t realize what I had been having all along were allergic reactions. But I 
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started having burning in my mouth, and I mentioned it to a doctor who was like, “Oh, yeah, you 

might want to go see my friend who’s an allergist. He’s local, he’s great.” So we go to the 

doctor, and I’m like, “I’m just going to tell you everything that’s happened to me up to this point. 

Maybe you’ve got some ideas because I have some ideas, but I want to hear what you have to 

say.”  

 

[00:32:30] 

 

And I told him my life story. I gave him—at this point, I had all this documentation that I neatly 

organized: I put it all together, it was a couple of sheets of paper, like, here’s the timeline, here 

are the symptoms. At the very end, I told him: “I’ve been hearing about this new diagnosis that’s 

floating around. It’s called mast cell activation syndrome. Have you heard of it?” And he said, 

“Have you been reading my notes?” I’m like, “No.” He’s like, “Well, I just wrote that down.” 

I’m like, “What?” He’s like, “Yes. My granddaughter—You’re very lucky because I know what 

to look for. My granddaughter has everything that you described. She goes to see the one doctor 

in the entire tri-state area.” That’s one doctor in New York, Connecticut, and New Jersey who 

treats this. So, at that point, there are maybe five specialists in the country that treat this. And 

he’s like, “Get on her waiting list and go see her. She’s amazing.” So I did.  

 

For six months, I waited, and I was so happy and elated that someone was taking me seriously. 

The first appointment, she spent four hours with me. We went over everything: full clinical 

history, my dad—my family’s history, everything. Because this runs in families. It’s genetic. 

She’s like, “I think you have four things. I want to run diagnostics to be sure, but I’m pretty sure 

it’s not just one thing, it’s four things.” So I have four separate chronic illnesses, which is why it 

was so hard to diagnose. Because it’s a constellation of symptoms. Yes, they’re all comorbid. 

They all run together. But unless you know exactly what to look for it, you’re not going to see it. 

What’s interesting is, in the last five years since I’ve been diagnosed, there’s been an explosion 

in diagnoses because of social media and the internet. People now know what to look for. 

Doctors are getting trained in this: their medical schools are starting to teach it. We have an ICD 

10 code. It’s very exciting.  

 

[00:33:57] 

 

So, the four diagnoses are as follows: mast cell activation syndrome, which is M-A-S-T cell 

activation syndrome, basically accounts for all of my issues with asthma, IBS, all of these 

allergic reactions and skin issues. I’ve had eczema my whole life, just random things that have 

happened to me. I had varicose veins as a child, just really random stuff. And that’s the chemical 

sensitivity. I forgot to mention that, right around the time I left work, I started realizing that it 

was chemicals and cleaning products that were really starting to affect me. So, I cut out a lot of 

cleaning products. But once I got this diagnosis, I replaced my mattress. I had a bunch of art 

supplies in my bedroom: I took them out. We had the place thoroughly cleaned, using air 

replacement technology, which is just getting all the VOCs out of my house.  

 

Essentially, I felt a lot better. I wasn’t not disabled, but holy shit, all of a sudden, I’m sleeping 

through the night. I had terrible sleep for so many years, like really bad insomnia. I got on the 

right diet, which is a low-histamine diet. It’s not about cutting out specific foods per se, but it’s 
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more about how you prepare food and keeping it fresh and making sure you’re eating fresh food 

all the time. And if you’re not eating it, no leftovers. Put them right in the freezer. Freeze 

everything. That kind of thing. All of a sudden, I just wasn’t as reactionary. It was amazing. But 

in my own home. Every time I left the house, I was still super sick. I’d go to my sister’s house 

for a party, and people would be wearing perfume and I’d be going crazy. And the symptoms 

were really interesting. They’re not traditional, like “Oh my god, I can’t breathe. My throat’s 

closing.” It was acid reflux, headaches, and insomnia. It took me a long time to figure out that 

insomnia was linked to all this. Like, if I’m in a room with a dog, sometimes I’ll just be like, 

“Okay, you’re going have to deal with it. You’re going to your friend’s fiftieth birthday party, 

you’re just going to have to sit up.” But every time I go to a house party with a dog or a cat, I 

don’t fall asleep until six a.m. And that’s after taking massive, copious amounts of medications 

just to get my system to calm down. Just not understanding that chemicals and allergens can 

trigger adrenaline—it just didn’t occur to me.  

 

[00:36:42] 

 

I was told my whole life that I was anxious. I was misdiagnosed with all of these mental 

illnesses. And it just wasn’t true. I was basically being triggered by things that I was being 

wrapped into externally. Because once I got all this stuff under control and started going on 

antihistamines, all of a sudden my life turned around. I’m like, “Oh my god, this is what it means 

to be even and normal.” I was always considered super moody. I couldn’t hold onto relationships 

with men. Just like a whole bunch of stuff I would just feel, and especially with PMS. There was 

just a lot of stuff that was triggering these syndromes that I have been dealt that I didn’t know 

about, I didn’t understand. Until everything became under control with medication, not 

antidepressants mind you, but antihistamines, everyone was just like, “You're a different person. 

You are calm.” I was just always so speedy. And also, because they put me on all these 

medications for ADHD and for depression that I didn’t have. So, I was taking way too much 

serotonin, I was taking Adderall, all these medications that just were basically pumping me up. 

And because I had so much fatigue from these illnesses, essentially, it did help, because I was 

barely dragging through my life and I needed that adrenaline, but it bit me in the ass because it 

really fucked up my system. It really messed me up. I’m sorry I know I’ve gone off on a million 

tangents. I forgot to name the other diseases that I have. 

 

[00:38:35] 

 

Along with mast cell, I also have dysautonomia, as well as common variable immunodeficiency, 

which is a subset of primary immunodeficiency. It’s a disease where your body does not produce 

enough antibodies to fight off disease, which is why I was getting all those viruses and they 

weren’t going away. I kept testing very high for viruses I had as a child in my late thirties, and no 

one could figure it out. They kept testing me for HIV. That’s why they believed I was sick, like, 

“We see your titers are high. You can’t make this up. We just don’t know why.” If they just run 

one blood test—this will do it. For that particular illness, thankfully, there’s a really good 

treatment called immunoglobulin. I receive infusions twice a week of immunoglobulin. Again, 

with all this COVID stuff happening, everyone’s talking about plasma donation. I’m like, I’ve 

been begging you guys for years to donate plasma! Please donate plasma! We need the plasma! 

So I basically am getting plasma donations twice a week, with people’s antibodies, and they 
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really, really help me out. That’s helped a lot with the diarrhea and fatigue. And when I say 

fatigue, I mean that it got me out of bed. I was in bed for two years, and now I’m able to go to 

appointments, you know, that kind of thing.  

 

[00:39:46] 

 

The last one is Ehlers-Danlos syndrome. It’s a connective tissue disorder. It basically means that 

I have faulty collagen. We know it’s comorbid with mast cell, but we’re not sure how and why. I 

have the hypermobile set subset. There really is no treatment for that other than physical therapy 

to help stabilize your joints because it creates muscle, tone in your core. I don’t know if you 

know much about the syndrome, but, essentially, it’s—there are a lot of celebrities who actually 

have it, that have come out with it recently. You’re hypermobile, your joints can bend things 

back. It’s the kind of thing people used to do as party tricks when they were young, but they 

didn’t realize, like, Oh, no, this is something very serious, because it doesn’t get painful until a 

certain point. We can’t figure out how and why it gets painful.  

 

For me, it turned painful after I got mono. I had all this widespread body pain, which is why they 

said I had psoriatic arthritis. It just couldn’t be explained. I was injuring myself so easily. Again, 

couldn’t be explained. But I had all these injuries growing up that couldn’t be explained, and 

everyone just thought I was doing stuff for attention, but really, gym class, especially, was 

torturous. But what fourteen-year-old throws their neck out from sleeping in a weird position, or 

throws their back out? I had back problems all throughout my adolescence, and then we just 

blamed it on having big boobs and poor posture. But really this was what was happening all 

along. I know I’m talking a lot.  

 

[00:41:26] 

 

KIM:  Oh, no! This is really great— 

 

KATZ:  I know it’s a lot, and I know I’ve gone out of order a bit. It’s just hard because with four 

different issues, even though they’re all related, it’s hard. You want to address each one 

individually. So like when I couldn’t remember—like the dysautonomia, for example, was the 

brain fog. It’s why I had issues with temperature control and why, when I entered a room, I 

would just start sweating profusely and my face would turn bright red for no reason. I used to 

joke all the time as a kid, “I’m so out of it.” Like it was some fun, quirky, trendy thing to say, but 

I really was out of it. I couldn’t focus. I couldn’t concentrate. What I didn’t realize is that a lot of 

it had to do with even going from class to class because I would be required to climb stairs in 

between classes, and climbing stairs sets off dysautonomia. So, I’d walk into that class with full-

on brain fog, not being able to focus for twenty minutes until my brain settled down, or my 

autonomic nervous system. So, I’d be missing half the class. It’s just stuff that you only realize in 

retrospect, because it’s so weird and esoteric, like why would you know? Okay, I’m going to 

stop talking. 

 

KIM:  That was really helpful. That was so much information, and it was so wonderful to hear 

you talk about that. I do have some more questions for you, but I just want to check in with you. 

How are you feeling? 
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KATZ:  I’m good. Let’s keep going. 

 

[00:42:52] 

 

KIM:  Awesome. Alright. One thing that I was interested in, after getting the diagnosis with the 

four autoimmune diseases, what was it like for you to finally figure out what it was that was 

going on with you? Like, was there a sense of relief? 

 

KATZ:  Yeah. Before we get to that, I just want to clarify, they’re actually not autoimmune. 

One is a connective tissue disorder. One is an autonomic nervous disorder, and then the other 

two are actually immune disorders, not autoimmune. It’s not my body that’s attacking itself. 

 

KIM:  Oh, sorry. I meant chronic. Sorry. 

 

KATZ:  Yeah. (unclear) with my body. So it’s really common people say it all the time because 

they think—it’s not like my body’s saying, Oh, this is bad, even though it’s healthy tissue, it 

starts baiting it. It’s something else. It’s external issues that are causing me to get sick.  

 

[00:43:52] 

 

Okay, so to get back to your question. Yes, it was a huge sense of relief at first. I was very happy 

and excited. It also validated everything I was thinking. My family was very supportive, but at 

the same time, they were starting to think that this was mental illness. They started talking about 

potentially having me committed, like it was a real (pause) because I would call them screaming. 

I would have these weird episodes of rage. We just couldn’t—it was so irrational and weird and 

crazy, but now I know it was because I was having allergic reactions. And what happens when 

you’re having an allergic reaction is that your body is pumped full of chemicals. It’s trying to tell 

your body, Get out of danger, get out of danger. So that’s what I would do. They couldn’t handle 

it, and I get it. They were all fatigued. They just wanted me to get better, and they didn’t know 

what to do. But, at one point, I was like, “I give up, take me to a psychiatrist,” and that 

psychiatrist told me to take this pill, which caused my throat to close. I told him and he’s just 

like, “Oh, whatever.” He dismissed me, and I’m like, “I’m not going back to you.” Like I got 

anaphylaxis from the pill he prescribed, and he just didn’t seem to care or think it was important.  

 

That was the one time I really doubted myself. I’m like, “I just want this to be over with. Fine, 

prescribe me Prozac, just whatever you need to do. It’s fine.” So there was an intense sense of 

relief, and then anger came in waves. Major anger that took me several months to get under 

handle. Fortunately, the doctor who diagnosed me is so awesome. And she’s also angry on my 

behalf as well as all of her patients because we all have the same story. We were diagnosed as 

bipolar, diagnosed depressed. We were treated with all of these drugs that fucked up our systems 

that really weren’t necessary. In the meantime, we were in life-threatening situations that nobody 

was taking seriously.  

[00:45:55] 
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She has this amazing letter that she wrote for me, it was like ten to fifteen pages. It had all my 

medical records, it had all our findings—and she’s like, “Give me a list of all of your doctors, all 

the specialists you can remember.” I sent her the list, and that letter got sent to everyone. It was 

the biggest, “Fuck you. See, I’m not making this up.” Then, at some point, I was like, “Oh, there 

are other people I want to tell.” So I started calling doctors myself, and just being like, “You 

treated me. Go look at my records. I want you to know I have this because if other patients come 

in with this, you need to know.” I would send emails with a lot of information. I was just on a 

rampage to basically prove everyone wrong because I was so angry at the way I’d been treated. 

As someone who was white and privileged in so many ways, with a brain, being treated in this 

manner, it was just ridiculous. I was told so many times to just take a yoga class or learn 

meditation. In the meantime, I’m literally having anaphylaxis in my body, and no one’s taking it 

seriously. I just wanted—and that was a big takeaway from all this. Anaphylaxis comes in 

different forms. People just associated with your throat closing, but there are so many other 

systems involved. I learned a lot.  

 

Anyway, that anger—I tried to channel it into helping. At one point, I was like, “This isn’t 

helping anyone. Maybe you should start giving back.” Because I did find a lot of information 

online. Once I got diagnosed, I went onto social media. I had these diagnoses. I was like this 

little baby lamb that people helped guide in different ways because doctors can’t be on call for 

you twenty-four/seven. If you’re having allergic reactions multiple times a day, which I was, I 

needed to be able to ask people, “Hey, should I do this or this,” and not bother the doctor for 

small stuff that’s not life or death. Those people really helped me out, so for a good year, year 

and a half, I was relying on people to help me from the internet. And they did.  

 

[00:47:47] 

 

I hate when people joke about Dr. Google because these people know more than most of my 

doctors. They’re experienced patients with rare diseases that have been living with this stuff for 

decades, so they know more. Yes, they do know more, because med students spend a total of 

fifteen minutes, in their entire med school career, learning about what I have. I value their 

opinion, and I just decided to start giving back. So, I did. Once I really had a handle on what was 

wrong with me, the treatments I needed to get better, or just stabilized for that matter, I started 

becoming a resource online for people to come to. I became very active in the Facebook groups 

and things like that. I started helping, becoming more participatory in our—we have in-person 

meetings, support group meetings, so (unclear). Eventually, when I was well enough to get on a 

plane, I decided I really wanted to move back here because I felt better here.  

 

I do feel better here, like physically, I feel better. I’m just in a lot less pain. For me, it was the 

pain of moisture. I needed to be in a dry climate. My nerve pain gets out of control when there’s 

rain and moisture and changes in pressure and things like that. So when I moved out here, I was, 

again, a little bit lost in the woods. I didn’t have any doctors—I knew of one specialist. I didn’t 

have a lot of friends who were single because my friends all got married and had kids. And they 

were very busy with young children who are in elementary school or toddlers, for that matter. 

And I’m like, well, I have to establish a life for myself. So I started a support group back here, 

and that’s how I met a lot of my friends. That’s also how we sourced a ton of doctors. Now 

what’s great is that—I guess my contribution to all this is that because I started the group, we 
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established a network of doctors who are very educated in what we have, in every discipline, that 

we can now send people to and be like, “Oh, you need physical therapy. Go see this guy. Oh, you 

need a cardiologist? Go see this person who gets it, who’s not going to dismiss you, who’s not 

going to think you’re crazy, who really understands there’s something wrong with you, and also 

knows how to treat around what you have.” 

 

[00:49:43] 

 

Because we require different types of anesthetics. There’s a whole—different types of pain 

relief, because of sensitivities, allergies, etc., etc. We need doctors who are educated, and when I 

am with a doctor who isn’t, I bring in a ton of literature. I make the brief, and then I teach them 

because who knows, for the next person coming in. Now, the support group is around a hundred 

and fifty people. It’s just the East Bay. It’s really exciting. We’re all here for each other, 

especially during things like fire season, giving people advice, obviously with COVID, advice on 

resources, and things like that. It’s good. It’s good for new people. Unfortunately, we haven’t 

been able to meet in-person in a while, but hopefully, that’ll change. 

 

[00:50:40] 

 

KIM:  Thanks so much. You were getting at this with the support group, but I was wondering 

how your social life had changed from before getting the diagnosis to afterward. 

 

KATZ:  Well, I lived a very storied life, as you know. And I was on a lot of speed. So I had some 

really good times. I partied a lot. I traveled around the world by myself with a backpack. I 

traveled extensively. I met people from all over the world. I was really extroverted—I could talk 

to a wall. I met a ton of cool people. Recognizing early on, thanks to that small liberal arts 

college in Ohio, I was able to understand the concept of privilege and travel with that mentality. 

So meeting new people abroad was very easy for me, and they also saw it as a refreshing take on 

an American. I had some really good times, but because of all the fatigue, I just stopped going to 

stuff. I was really into networking professionally too because I have all my own companies. I 

went to so many conferences. I was a regular at South by Southwest. I spoke at so many events. I 

was just like a very outward person, and then I disappeared. It was so hard. It was so hard.  

 

Basically, by the time I left work, I had no social life. My boyfriend, the guy that I thought I was 

going to settle down with, broke up with me because I was sick.  People stopped reaching out. I 

have to say, some friends were amazing. That whole adage, “You really know who your friends 

are,” it totally holds up. People did show up for me, but not enough, not in the way I needed. 

And that’s just because people have busy lives, and I can’t expect them to drop everything. 

Maybe if I lived in the suburbs, and people could just drive over and help me. It’s different when 

you’re living in Manhattan. Then when I moved to Long Island, I moved out after six months 

because I couldn’t care for myself. My family basically moved me into an apartment out there. It 

was even harder because everyone was coming—they were going to take the train to come see 

me, and they did, but it was only twice a year. It wasn’t every weekend. It wasn’t once a month. I 

wasn’t going to the bar to meet up with friends. All that fell by the wayside. One friend did come 

through, and he came every two months. I love him for it, and I’ll never, ever take him for 

granted for that. I really appreciate what he did for me. But in general, I was seeing my friends 
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once a year or once every six months, and it’s just very different. A lot of my friends lived 

outside of where I lived, like in other cities, so I would travel to see them. I would come to the 

Bay Area once a quarter at least and spend a week catching up with everyone and hanging out 

and seeing what they were up to. And I couldn’t do that anymore, so it was really hard.  

 

[00:53:49] 

 

And then my lawyers were like, “You can’t be on social media. You can’t publicly publish 

stuff.” Yes, I could be in support groups, but I couldn’t post status updates. Not that I had 

anything to say, mind you, because I was sick in bed, and I was really depressed. I was like, 

“Jesus, like, who wants to talk about the fact that they’re sick and in bed after such an incredible 

life.” But what really struck me the most is that no one noticed I was gone. I was really upset 

about that. I guess that people just like, didn’t—when I stopped showing up in their timelines, 

what were they thinking? I kept thinking to myself, “Do they know that I’m not well? What 

happened? Where?”  

 

[00:54:25] 

 

It was only until I started going back on socials where I was just checking in now. I felt more 

comfortable posting little things, like sharing articles and stuff. Then people were like, “Hey, 

how are you doing? What’s going on?” Then I would be like, “Well, I’ve been in bed for two 

years, and all of this shit happened to me.” And they were like, “Wow, that sucks. I’m really 

sorry.” And I’m like, “Yeah.” I don’t know. It was interesting. I did learn my family does care a 

lot about me, even though I know that they were talking about psychological stuff. They just 

were at their breaking point too. Everyone was very frustrated to see me in this state. I couldn’t 

hold a sentence. I couldn’t talk. I was just not the person they grew up with and not the person 

they knew. I think, for them, once they saw that the treatments, the antihistamines, started 

working and I started getting my brain back—which is ironic because antihistamines make you 

more out of it. I mean, they do. They make me forget words and stuff like that, but my 

personality came back. And they were like, “Oh, this is real.” The proof was not only in a doctor 

saying it, but the treatments starting to work. Then they’re understanding that nobody wants this. 

Nobody in their right mind would choose this disease.  

 

It’s so insidious that you can’t be in public. It’s so ironic that after COVID, now everyone finally 

understands what it feels like to be us because—and we’re all talking about this in groups, by the 

way. Everyone’s saying like, “Oh, I really feel sorry for you that you’re in quarantine for like a 

month. Can you handle it? Because we did it for years.” I wasn’t physically allowed to interact 

with people for two years because my doctor said my immune system was so compromised. Yet, 

he wouldn’t put me on the immunoglobulin. He just was like, “Yeah, you shouldn’t be around 

people.” So I had a caregiver that checked in on me twice a week. My mom came once a week. 

And I saw my sister’s family who lived a mile from me maybe once a month, if that. It was 

insane. I couldn’t hug people. It’s very similar to now. It’s so ironic. Well, I also have a little less 

patience for people than I should. I know I should be more empathetic. But I’m just like, “Deal 

with it.” “You try being locked in your apartment for a year with no social media.” Literally, 

just—I couldn’t read above a seventh-grade level, and I couldn’t watch TV for more than an 

hour before I started getting headaches and stuff. So I was just in my own world for two years, 
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basically just hanging out. It was like being at a meditation retreat or something, but less cool. I 

don’t know. I don’t know. I did learn a lot about myself. 

 

[00:57:03] 

 

So yeah, that’s my answer for that. I will say, the friends that I have now, the new friends as well 

as the old friends, are amazing. The ones that really get it. I’m in an incredible relationship right 

now with a guy who is wonderful and has never judged me, not once, for being sick. Actually, 

the only time we had an issue was over laundry detergent, and after a while he got it. Other than 

that, he’s really sensitive and accommodating, especially to the physical stuff like the fatigue and 

the stair climbing, I can’t climb like lots of stairs. He’s just great. I really credit his mom for 

doing a good job with him. 

 

[00:57:50] 

 

KIM:  That’s so great to hear. I’m really glad you mentioned COVID because a lot of people 

we’ve been interviewing recently have been bringing up COVID, either the similarities that they 

have, that we’re kind of experiencing now being at home, but also some people mentioning the 

health things and some of the concerns they have with all the chemicals going around, with all 

the scented disinfectants and stuff. 

 

KATZ:  Well, I mean, for me, my lifestyle hasn’t changed that much because of all my chemical 

sensitivities. I don’t leave the house that often other than to go out to a restaurant or to the 

movies sometimes. Trust me, going to movies is its own set of horrors because if you sit next to 

someone wearing fabric softener, forget it. My boyfriend, again being very accommodating, we 

have to move seats multiple times. Sorry, that was an aside.  

 

Yeah, so for me, I’m wearing masks when I’m out. This is actually liberating because I was too 

worried or scared to wear masks. I didn’t want to be judged. I didn’t want to be stared at. And 

now I can wear a mask without judgment. Honestly the masks help with the chemical issue, but 

I’m not really going to any enclosed spaces. Because I fear for my health and my immune 

system, not only the chemical sensitivity but the immune deficiency.  

 

I’m being very careful. I get everything delivered. Sometimes the delivery—this has been an 

ongoing issue before COVID. The people who deliver the groceries, sometimes they have scent 

in their car, and then the bags themselves get scent-tainted, and it’s a whole issue. But I have 

whole protocols in place for how I deal with that. I’ve got an insane industrial strength air 

purifier. It’s a pain in the butt. It’s funny, I complain less now than I did before about it because 

I’m just grateful to get food. So I’m not going to complain about this. A lot of my symptoms 

have actually become so much better because I’m not going out. That’s the sad part. I’m actually 

feeling better in quarantine than I did—not this week because of allergies from just pollen and 

stuff. But in general, I have been feeling better because I’m just not exposed to triggers as much. 

That’s just the long and short of it. 

 

[01:00:09] 
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KIM:  I just have—(crosstalk)  

 

KATZ:  (crosstalk)—Sorry, I’m just gonna talk a little bit more about this. I did have to find, for 

physical therapy and Pilates—I spent a year going to different Pilates studios trying to find one 

to accommodate me, and it took me until a year and a half ago to find one. They’re pretty 

accommodating in terms of scent and chemicals, and that’s because the bulk of their clients also 

have issues. They have a scent-free policy. Another reason why I love the Bay Area—people 

don’t wear perfume here as much. They’re more sensitive to—you’ll see a lot of meetups where 

they say this is a scent-free or fragrance-free meetup, and it’s not necessarily for people like me. 

Maybe it’s a queer event, or something like that. A lot of queer events actually are amazingly 

inclusive in that way. I’m not queer, but I’ve noticed that. It’s really wonderful. 

 

[01:01:07] 

 

KIM:  Awesome. I just have a few more questions. Have you ever had any sort of mental health 

counseling either like formally or informally after your diagnosis? 

 

KATZ:  Yes. I was very hesitant for a long time because I was angry at the psychology and 

psychiatry establishment. But when I moved out here, I recognized that I still held onto a lot of 

anger. I also needed help navigating public spaces again because I am able to tolerate things 

more than I did before, but I also recognize that when I start having an allergic reaction, if I get 

stressed, it makes it worse. I wanted to find coping mechanisms and just unpack all of the 

misdiagnoses and the resentment and the anger and just have peace with my childhood, and all 

the naysayers, and the doubt. I needed to build myself up again because I had been told I was 

lazy my whole life. Underachiever. I’m faking it. It doesn’t just go away with a diagnosis. You 

need to really build yourself back up again and realize—and I still go through periods of doubt 

all the time, where I’m like, am I really sick? Or am I just depressed? This is so ironic. But every 

time I get a head-cold or a virus, I immediately think I’m depressed first. I get down on myself 

like, “Why aren’t you getting out of bed today? Why aren’t you doing shit? Why can’t you get 

out of your chair?” Then, a day or two later, I’ll start having a clogged nose or I get vertigo, and 

I’m like, “Oh, you have a virus.” My mind still goes to that place, and it’s just really hard to 

undo.  

 

It’s definitely gotten better. I started to see therapist, and she’s been with me on this journey for 

like, two or three years, every week. We still do it during COVID, albeit online. And it’s been 

really helpful. I feel like I’ve sort of developed my own identity for the first time in my life, 

that’s mine. It’s not based on external factors or external validation. I know that sounds like very 

therapy speak, but really knowing who I am for the first time in my life is so huge. Being able to 

own what’s wrong with me, or not what’s wrong with me, but my physical ailments and how that 

is a part of my identity—don’t downplay it. Be an advocate for yourself and others. I think that’s 

honestly why I’m in this relationship right now because it would have not been possible 

otherwise. I would not able to sustain anything without knowing who I am first. It’s a cliché, but 

it’s true. You really need to be comfortable with who you are as a person before you can enter 

into a healthy relationship with another person. It only took me forty-three years, or I guess I was 

forty-two when we met.  
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[01:04:25] 

 

KIM:  It takes a lot of people much longer than that, so I think you’re good.  

 

KATZ:  Thanks. 

 

KIM:  I just have some final questions for you as an overview. You had already talked about this 

when you were talking about white privilege, but at the Center for the Study of Women, we are 

really interested in understanding people’s experiences intersectionally. Do you think either 

gender, gender identity, or even race has impacted your experience of having chemical illness? 

 

[01:04:58] 

 

KATZ:  Well, it’s interesting. If you’re asking about sex, it definitely would, because women 

have this issue much more than men because of our cycle. If my dad is any indication, he only 

started getting symptomatic in his seventies. So, what does that say? 

 

From a gender perspective, I think it goes both ways. I have cis male friends who have these 

issues who feel emasculated a lot of time, who feel feminine, like they are not treated the same 

way either. I think as women, we have a harder time at doctors’ offices, but men have harder 

times dealing with this stuff in terms of existing in society. Maybe that’s too binary, I don’t 

know, but I just feel like—and I don’t use these terms all correctly, so please correct me if I’m 

wrong. I learn a lot from my millennial friends. Even though I went to this liberal arts college, it 

was twenty years ago.  

 

Anyway, I just feel like your job is your purpose when you’re a guy. And so is—for me, 

personally, I felt that way, and that’s what I felt, like I was no longer part of society, and what 

value could I give back, and where was my identity. But especially for a man. And I see them 

struggling in different ways, and I do feel bad, but I do think that they probably get diagnosed 

faster, I don’t know, or they just get taken more seriously, but it’s really hard to say unless you 

actually talk to them. I don’t want to speak for other people. I just hear that emasculation thing 

quite a bit. We only have two cis men in our support group of about 150 people. That’s crazy. 

Maybe they’re not even reaching out for support. I know there are people that are affected. I’ve 

actually met someone, who—I stayed in his Airbnb because it was fragrance-free, and he 

literally could not fathom the fact that he has some sort of illness, and that this isn’t just 

something that’s just unique to him like, “Oh, whatever, it’s just a thing I deal with.” No, you 

really might want to look into this. You have hypermobility, I can see it. This is something you 

want to check out with because you could get treatments for it. He just wouldn’t participate in 

the process of exploration, so I don’t know. 

 

I’m sorry—(crosstalk) I feel really good about what we’re talking about. 

 

[01:07:47] 

KIM:  I only have one more question for you. How do you think society will view environmental 

illnesses in ten years? 
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KATZ:  I only think it’s going to get more prevalent. What’s interesting, and it’s sad, but a lot 

more people are going to develop ME or CFS-ME as a result—and ME is myalgic 

encephalomyelitis, which is the technical term for chronic fatigue syndrome—because of 

COVID. A lot of people with ME have chemical sensitivity, so you’re going to see an explosion 

of it. Also, our chemical burden is only increasing every year. I always used to say invest in air 

purifiers and masks. I said that before this year and allergy medicine, because it’s only going to 

get worse, honestly. Epigenetics-wise, I’ve done a lot of reading on it. My mother’s eggs were 

developed in my grandmother’s womb, right? So if my grandmother was exposed to leaded 

gasoline in the fifties or the forties when she was pregnant with my mom, that had an influence 

on me because half of genetic code comes from mom.  

 

[01:09:02] 

 

So if we’re all raised with all this plastic and all these VOCs and new cars and new carpets and 

furniture with no regulation, it’s really only going to get worse. So in ten years, I hope there’s 

more understanding. To be honest, I hope there’s more people diagnosed with mast cell 

activation syndrome, so they get treated because I think a lot of people who you’re interviewing 

probably have this illness and don’t even know it. Because there are treatments. There are 

biologic medications. I get an injection every two weeks at the allergist’s office that helps quite a 

bit. There’s a new one that’s in clinical trials right now, phase three, that’s supposed to blow that 

one out of the water. So I really hope that people will be more understanding but also that the 

treatments will have caught up and the diagnosis. The problem is, with all these people learning 

about mast cell online and on Facebook and whatnot, it’s caused years long waiting lists for 

these handful of specialists to see them because there aren’t enough doctors being trained. Med 

schools are starting to catch on. I always say, if I encounter a med student, I’m like, “Go into 

allergy immunology. It’s going to be an explosive field.” This is the one. It’s plastic surgery, but 

allergy and immunology too. These are the fields you want to start in if you really want to do 

well, so I hope it just gets taught more at med schools. 

 

[01:10:28] 

 

KIM:  Awesome, thank you. Those are all the questions that I have. Do you have anything you’d 

like to add or any questions? 

 

KATZ:  No. Like I said, I really hope more people become more aware of these chronic 

illnesses. That they are legitimate. They have ICD 10 codes. They are (unclear). What happens to 

people with environmental illness is criminal. In terms of people, especially those who have been 

exposed to large chemical burns, people who are exposed to chemicals in factories, or things like 

that, and then they’re not taken seriously? Here’s the direct cause and effect. It’s not someone 

like me who’s developed these things slowly over time. Please take people seriously, because I 

just think it’s a crime, the level of gaslighting that has occurred in the last thirty to forty years to 

people who’ve been going through this stuff. I really hope that as we become more inclusive as a 

society that includes creating fragrance-free spaces.  

 

Hotels in particular have become worse for people like me because they now have a marketing 

tactic called “the signature scent.” So each hotel chain now has their own signature scent that 
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they actually pump through the vents into the rooms, into the lobby. At first, it was just the 

lobby, but now it’s going through the rooms so it makes it virtually impossible for us to actually 

stay in hotels, which is crazy. Thankfully we’ve had Airbnb, but how long is that going to last 

with COVID? And even Airbnb, I’ve had experiences where they swear up and down, there’s no 

scent. And I walk in there, and I can’t breathe. My face turns bright red. I start getting hives. 

You’ve clearly used fabric softener on these sheets that have rubbed on this mattress, and now I 

can’t sleep on this thing. That kind of thing. I just want people to be aware that fragrance-free 

should be included as a means of inclusivity. Thankfully, people are getting more aware about 

allergies in general, like food allergies, but fragrance should also apply. That’s it.  

 

[01:12:40] 

 

KIM:  Thank you so much. That was an amazing interview. 

 

(End of May 21,2020 interview). 
 

 


