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Interview with Kyla Schuller 

Session 1 (5/22/2020) 

 

 

[00:00:00]  (Initial phone contact and explanation of the Chemical Entanglements project and its 

processes.) 

 

[00:02:25] 

 

KIM:  Before we begin, can I just ask—your name is pronounced Kyla Shooler (phonetic)? 

 

SCHULLER:  Yes, Kyla Schuller.  

 

KIM:  Kyla Schuller, sorry. All right. I'm just going to say a little introduction before we get 

started, for the tape.  

 

SCHULLER:  Okay. 

 

KIM:  Thank you. Okay. Today is May 22, 2020. The time is 12pm. This is Kelsey Kim, from 

CSW (Center for the Study of Women), talking with Kyla Schuller. All right, Kyla, can we just 

begin, and, can I ask you when and where you were born? 

 

SCHULLER:  Yes. In Chico, California, in the north part of the Central Valley, in 1977. 

 

KIM:  Oh, okay, you're from California?  

 

SCHULLER:  Yes. 

 

KIM:  Oh, me too. Can I ask about your family setup? Did you live with your parents? Did you 

have any siblings? 

 

SCHULLER:  Yes, I lived with both my parents and a younger sister. 

 

KIM:  Oh, how much younger? 

 

SCHULLER:  A year and a half. 

 

KIM:  What did your parents do for a living? 

 

SCHULLER:  My mother was a preschool teacher. My dad is an electrician, for farmers. 

 

KIM:  What was it like growing up in Chico at that time? 

 

SCHULLER:  What do you mean? Anything specific? That’s a big question. 
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KIM:  Oh, yes. We’re curious about what your childhood was like. Were you often playing 

outside? Did you enjoy school? Did you enjoy your neighborhood? 

 

[00:04:13] 

 

SCHULLER:  I see. I lived on the northeastern edge of the Central Valley. It’s agriculture area. 

My neighborhood was on the edge of town. The almond orchards started just three houses down 

from me. I was definitely—not surrounded by industrial scale farming, but right on the edge of 

it. Oh, and then, the first time I remember becoming very sick—and it was never discovered, 

what I had—I was about six or seven. The boy next door was also very sick. I screamed when 

anyone touched me for six weeks and the boy next door had really similar symptoms. He didn't 

grow for another ten years after that. He just stayed the same height that he was at five years old, 

for the next decade. The families speculated that maybe there had been a big pesticide dump or 

something in the orchards, but no one knows exactly what happened. 

 

KIM:  Oh, that's fascinating. Do you remember—or, do you associate—any sort of smells or 

scents growing up with, say, your childhood home? 

 

SCHULLER:  My dad was always remodeling, so there were often smells of varnish, stain, paint 

and that kind of thing. I knew that that kind of thing made me sick at an early age—maybe by 

seven or eight. I didn't know there was such a thing as MCS (Multiple Chemical Sensitivity), but 

I knew that the strong chemical scents made me very ill. They also made my mother very ill. 

 

KIM:  Oh, that's interesting. You noticed it with your mother, first? 

 

SCHULLER:  I noticed it—what did you say?  

 

KIM:  Oh, I just asked if you first noticed that your mother had the same sort of chemical 

sensitivities. 

 

SCHULLER:  I don't know which I noticed first, but we definitely both had it, and I was aware 

of that by the time I was seven or eight. 

 

KIM:  Oh, okay. How did you both handle that? 

 

SCHULLER:  Oh, I would usually just be sick and just kind of lying around on the sofa, or in 

bed for a few days, any time after I came into contact with paint or stain or varnish or something 

like that. My dad was also always doing stuff in the garage and in the house and so it wasn't 

possible for us to avoid it. 

 

KIM:  Oh. You had said that no one could touch, you at one point? 

 

SCHULLER:  When I was really sick, I was just in so much pain—when I became really sick for 

six weeks, when I was around six or seven.  

 

[00:07:26] 
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KIM:  Oh, I see. Was it difficult for you to breathe, as well? Did you get rashes? 

 

SCHULLER:  No. 

 

KIM:  We're also trying to get a whole picture of your childhood and growing up. So, we're also 

wondering—what was school like for you? 

 

SCHULLER:  School was great and easy. It was something that I did well and enjoyed. 

 

KIM:  What were your favorite subjects? 

 

SCHULLER:  Probably all of them, really—anything but math. I don’t really remember. 

 

KIM:  Did you work at all before you went to college? 

 

SCHULLER:  I did, my last couple years of high school. 

 

KIM:  Oh, what kind of job did you have? 

 

SCHULLER:  I helped the secretary in the electrical shop where my dad worked. Then, at 

another point, I worked at the outdoor water parks in town.  

 

KIM:  Oh, okay. What was your social life like during this time? 

 

SCHULLER:  During my teen years? 

 

KIM:  Yes, during your childhood—before college. 

 

SCHULLER:  Oh, it was pretty normal. I saw my friends on weekends. I didn't have any people 

my age who lived in my neighborhood, but I could see my friends on weekends. 

 

[00:08:59] 

 

KIM:  How would you describe your health, growing up? 

 

SCHULLER:  Not fantastic, but not terrible. I had a lot of bronchial infections and throat 

infections. I had my tonsils and adenoids removed when I was in second grade. I had some 

weird, presumably, viruses, when I was in high school—one of which I was really sick for six 

weeks and missed school. It was during high school, but I don’t even really remember it. I 

couldn't even tell you what year it happened. I was really out of it. My mom says I didn't even 

really make sense, at that time. I don't remember it. It was, maybe, my junior year of high school. 

 

KIM:  Can you talk a little bit about your life after high school? I'm assuming you went to 

college, afterwards? 
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SCHULLER:  Yes. I think it’s also important that, in earlier childhood, I had some various 

traumatic experiences—some related to doctors and some related to child sexual abuse. I think 

that plays a big role in my body developing full-on MCS.  

 

KIM:  Oh, yes. 

 

SCHULLER:  I know that Rachel (Lee) said that the questions don't really ask about trauma 

history. Personally, my experience with MCS—and, also, recovering from lifelong MCS—I 

think, trauma history is, actually, really important. I don't think to say that MCS is partly riddled 

with trauma is to say that it's, therefore, only psychological. I don't think it demeans the status of 

MCS. I think it gives us a more complicated understanding of why it is that some bodies get 

thrown into a permanent panic state with very low level chemical stimulation. I think that it's a 

mind and body effect, and that you have to understand all the pieces that go into creating that 

condition. 

 

[00:11:30] 

 

KIM:  Thank you so much for saying that. If you'd like to talk more about that, feel free to, but I 

won't push you to say anything you don't want to talk about. 

 

SCHULLER:  Oh, I'll say more about the trauma theory when we get to how I got over MCS. 

 

KIM:  Oh, sure. To get a general timeline—did you go to college after you graduated high 

school? 

 

SCHULLER:  Yes, right after. 

 

KIM:  What college did you go to? 

 

SCHULLER:  University of Oregon. 

 

KIM:  How was that experience for you? 

 

SCHULLER:  It was great. I liked what I studied, and I also got involved in a lot of activism. 

 

KIM:  Oh, what kind of activism? 

 

SCHULLER:  Mostly feminist activism and anti-racist work and some animal justice work. 

 

KIM:  Oh, okay. Then, what did you do after college? 

 

SCHULLER:  I moved to the Bay Area and I did PR (Public Relations) for nonprofit 

organizations for a couple years. Then, I went to graduate school. 

 

KIM:  What city in the Bay Area? 
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SCHULLER:  Oakland. 

 

[00:13:03] 

 

KIM:  Oh, okay, actually, I'm from Cupertino.  

 

SCHULLER:  Okay. 

 

KIM:  Then, where did you go to graduate school? 

 

SCHULLER:  UC (University of California), San Diego. 

 

KIM:  Okay. Then, you did—I'm guessing—Gender Studies, there? 

 

SCHULLER:  Literature. 

 

KIM:  Oh, okay. You're currently at Rutgers (University), is that right? 

 

SCHULLER:  Yes. 

 

KIM:  At what point did you go to Rutgers? 

 

SCHULLER:  I came to Rutgers for a postdoc in 2010. 

 

KIM:  I noticed, in your pre-interview, you said, 2010 is also when you got diagnosed with 

MCS? 

 

SCHULLER:  I don't remember what I put. That's about the time that I learned the official term. 

I was like, Oh, that's what it's called. I have that. It was a self-diagnosis. 

 

KIM:  Oh, okay. Can you describe what it was like to discover that you had MCS? 

 

SCHULLER:  I knew that I had it since I was a kid. I knew that if I, for example, was doing an 

arts and crafts project—if I used a can of spray paint, I'd be bedridden for two or three days. That 

was something that I had known for most of my life. But, it was helpful—around 2010, I met the 

first other person—besides my mother—who also had that, who became a good friend. She, also, 

is a scholar who has written important things on MCS. Her name is Mel Chen. That was helpful 

for understanding the larger framework. But, also, the framework there was still this idea of—

this is this condition that’s mysterious, and there's no way to treat it. The diagnosis was not 

particularly empowering. I don't know that it really shifted my perception much. It more just 

gave a name to something I understood at the time as being a (inaudible), incurable state that 

made me fragile. So, if anything, the diagnosis was further disempowering. 

 

KIM:  Oh, I see. Have you ever seen any doctors about MCS? 

 

SCHULLER:  At that point? No, not specifically. 
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KIM:  So, you never had any negative experiences with them—for MCS?  

 

[00:15:58] 

 

SCHULLER:  With doctors?  

 

KIM:  Yes.  

 

SCHULLER:  No. Not for that. It also is, just—it was just never that easy to pinpoint what was 

happening. Like, maybe, that thing when I was six was pesticide spray—maybe not. When I got 

really sick in high school, my mom speculated that, maybe, just because a lot of my classes were 

in portable classrooms—but, who knows. There's never anything that gave us a strong indication 

one way or the other.  

 

KIM:  I see. Has MCS ever affected your ability to go to work or school or maintain social 

relationships? 

 

SCHULLER:  I don't know. If those two episodes, when I was a kid, were caused by MCS—

then, yes. I still don't know if they were caused by it. When, in 2013, I became extremely ill with 

what was diagnosed a few months later as Lyme disease, that made my MCS much, much worse. 

Then, I started not being able to—well, one, I could barely walk. And, two, when I was able to 

walk again, I could only get around by wearing a mask. If somebody opened a package of candy 

six feet away from me, I would be nauseous with the smell. I started having a really hard time 

even just being on the street, because of all the scents and car exhaust. I had had a problem 

before, just on a small scale. When I dated anyone, they would have to change a detergent to 

unscented, or I couldn't be physically next to them. But, it was only that level of proximity that 

had bothered me before. That was true starting in high school—anyone that I was physically 

close to, they had to switch to an unscented detergent for their clothes. Sometimes, shampoo was 

hard, too. But, it wasn't until 2013, when I got Lyme disease, that it became to the point where I 

had to wear a mask to be able to go outside. 

 

KIM:  Thank you. Before 2013, when people had to switch detergent, or, maybe, shampoo, to be 

next to were your friends and family receptive of that, or did they push back? 

 

[00:18:44] 

 

SCHULLER:  Yes, they were receptive. Sometimes, in high school, I would have to sit far away 

from people who wore strong perfume. But, that was also not a big deal. Everyone was, just—it 

wasn't a big deal for them just to switch to a different kind of detergent.  

 

KIM:  Since your mother also had symptoms of MCS, was your family—they kind of already 

recognized that, and were familiar with the symptoms and what you had to do to avoid it? 

 

SCHULLER:  My mom did, yes. I think my dad and my sister were more oblivious.  
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KIM:  Oh.  

 

SCHULLER:  She is the one who bought the detergent and soap and did the laundry, so, she had 

already made those changes, for herself, many years before. 

 

KIM:  I see. You have mentioned—you said, you wear a mask in public? 

 

SCHULLER:  I did, for a period in 2013. 

 

KIM:  I'm really glad you brought that up because, actually, a lot of people we've been talking to 

lately—especially because, right now, with all the shelter-in-place and social distancing related 

to COVID—there were several people that talked about feeling uncomfortable wearing a mask in 

public, but then, now, because of shelter-in-place, they feel, actually, more comfortable to be 

able to wear a mask. I was wondering, do you see any similarities, or anything you'd like to share 

about having MCS and what's going on right now with coronavirus—either, sheltering in place, 

or any type of care work involved, or, any kind of similarities or anything you'd like to share 

about that? 

 

[00:20:46] 

 

SCHULLER:  Well, I don't have MCS, anymore.  

 

KIM:  Oh, okay. 

 

SCHULLER:  But, I've been dealing with serious, chronic Lyme disease for the last seven years. 

So, life—pandemic-wise—isn’t quite that different from the life I’ve been living for the last 

seven years. 

 

KIM:  You said that you don't currently have MCS anymore. I'd love to hear how you were able 

to cure your MCS. 

 

SCHULLER:  Yes. I trained myself out of it in 2013, as it was getting so bad, and I wasn't able 

to really go outside—especially because I live in New York, so the density of smells and triggers 

was massive. I just felt it getting worse every day. I had become desperately sick. I couldn't even 

lift a fork. I was so weak. For the first couple of months, I couldn't read, either. Then, I regained 

the ability to read. I didn't yet have my Lyme diagnosis, so all I knew to work with was the 

MCS—in part, because, just before I had gotten sick, my bathroom was renovated. I knew that 

I'd had a lot of chemical exposure. That was the only trigger that I could identify of what had 

happened just before I became too ill to function. I did a lot of research, looking into how people 

were treating MCS, and learning some of the MCS terms, like priming—of how the body and 

brain get primed to respond to ever smaller triggers. And, learned how people were needing to 

live in tents, and got to the point where they couldn’t wear shoes, or reacted very strongly to 

electricity. I've never reacted to electricity, but my mother does—not to the extent that she needs 

to not have an electric refrigerator or that kind of thing. But, it’s like, she walks under power 

lines and all the hair stands on her arms.  
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So, I knew what was a possible future. I was like, “That's not going happen.” I did a lot of 

research and found that one of the theories is that, what happens with MCS is, it originates in a 

limbic system injury—the limbic system being part of the brain that responds to threat and 

trauma. It’s, especially, the amygdala, which is the so-called reptile part of the brain. Basically, 

what happens is the result of trauma—and that trauma can be multiple things. It could be a 

chemical injury. It could be a viral or bacterial infection, or it could be an emotional injury. Any 

one of these things, or any combination of these things, can, basically, throw the body into a state 

of permanent fight or flight. Then, fight or flight overreacts to very small stimuli and produces 

this really strong response, as if the body is being actively injured—because the brain believes it 

receives a stimuli. The original trigger can be emotional, but the brain starts responding to any 

strong stimuli. That stimuli—especially if it’s chemical or scent based, even if the original injury 

didn't originate in chemical stimulus—throws the body into panic state. This is the mechanism of 

MCS. So, the goal is to heal your limbic system so that it no longer overreacts and no longer 

sends your body this message that it is under threat, and no longer triggers this physical response 

of illness.  

 

[00:25:28] 

 

That made a lot of sense to me, because—while I've certainly seen that I have a negative reaction 

to, say, varnish or paint or things that I know are harmful—I also had seen that my mother, for 

example, has the same kind of physical response to fresh cut flowers as she does to varnish. So, I 

was, like, Okay, it's not actually that that scent is harming you, because the body is responding 

the same way to something that is toxic and to something that is not toxic. It’s that something 

gets mixed up in how the body responds to stimuli, and the brain interprets it as if it's a threat—

whether or not the smell is actually a threat or not, in the first place. This is partly why, I think, 

that some of the studies of MCS that kind of discredit it will expose people to stimuli that they're 

not aware that they're being exposed to, and then not have a response. Then doctors are, like, 

Well, see, it's not actually real. It's all psychological. But, that's also not the point. The point is 

that, when the body can sense the stimuli and is aware of it, that's when the brain overreacts. If, 

for some reason, the scent or medication—or whatever it is your body overreacts to—is 

administered in a way that bypasses the regular stimulus route, the body doesn't overreact. The 

problem is not the thing itself. The problem is how the body processes the stimuli. This all made 

a lot of sense to me.  

 

There are two different programs that people have developed of how to retrain your limbic 

system’s response to everyday scent and stimuli. It's a process of—you do, like, sixteen hours of 

training. I did it via DVD. It's also possible to do it in person. Then, you do an hour of practice 

every day, that involves spoken affirmations and actual physical steps you take and a lot of 

positive visualizations, where you, literally, rewire the neuronal connections in your brain that 

your body makes in response to certain stimuli. It's not unlike EMDR (Eye Movement 

Desensitization and Reprocessing), and like PTSD (Post-Traumatic Stress Disorder) training, 

where you, like—say you were in a bad car accident. Whenever you hear the screech of tires, 

your body goes into panic, as if it's in a car accident again. This is the same theory that these 

people use for MCS. Whenever your body smells a really strong scent, it goes into panic and it 

sends your body messages that it’s being harmed. Then, it causes all these physical responses of 

migraine or weakness or whatever your body's own pattern of response is. So, you deliberately 
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retrain that by exposing yourself slowly to stimuli and creating new associations with it. You 

have to do an hour a day for six months. It's not easy. It is a long process of getting your body 

out of that PTSD response. I did it in 2013, and my MCS completely went away.  

 

[00:29:21] 

 

KIM:  Wow, that's incredible. You said it is a long process. Did you find that, after doing it for 

six months—did you feel immediately better? Are there still things that you have to tune up? 

 

SCHULLER:  I felt better in the first three days. I started being able to use hand soap and walk 

without a mask after the first three days. The first three days are the intense period. You do eight 

hours of training a day. To actually create new neural pathways in the brain, it works best if you 

start with what's called massing, which is doing a lot of the work in a compressed time period. 

That makes a much more effective change. Then, also, the other theory in this neuroplasticity-

based brain retraining model is that, the more an experience is soaked with emotion, the more 

likely it is to create lasting neural change, which is why these traumatic events—whether it's 

chemical injury or illness or emotional injury or a PTSD trauma moment—even if it only 

happens once, if it's really saturated with emotion, those neural pathways, formed in that 

moment, become lasting—not permanent. You can undo them—but only by deliberately undoing 

them.  

 

You can use that same principle in reverse. You do a lot of work and you spend a lot of time 

focusing on positive visualizations and recalling—deliberately conjuring sensory states in all 

their visual, sound, scent detail, to try to undo those connections. The first three days of doing 

that made really dramatic effects. I could stop wearing a mask. I could be around people who 

were using regular soap and detergent. I no longer felt like my body was going into absolute 

panic every time I passed somebody with a cigarette, or something. It took longer to get rid of 

the more subtle effects, but they were gone after the six months. The exception is, if I were 

having a bad flare of Lyme or Candida, then it will come back for the duration of the flare—two 

days, two weeks. But then, as soon as the flare calms down, then my body's overreaction to scent 

also goes away again. 

 

KIM:  When you say flare, what kind of symptoms come with having flares? 

 

SCHULLER:  Well, for me, it’s a Lyme flare and it usually means I can't walk and I can't lift 

anything heavier than a fork. I can't really read, and—two dozen other symptoms.  

 

KIM:  You said that you feel like you would consider yourself completely cured from MCS, as 

of 2013?  

 

SCHULLER:  Yes.  

 

KIM:  Have you ever done any advocacy or activism for MCS? 

 

[00:33:00] 
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SCHULLER:  Not specifically. Just telling other friends who have it—trying to suggest to them 

that this model, that sees it as akin to something like PTSD, really works. There's a lot of 

resistance. Also, in the Lyme world—MCS is a common symptom of Lyme. I've done work on 

an individual basis of helping people be aware of these methods. The one that I did is run by this 

woman named Annie Hopper. It's called Dynamic Neural Retraining System (DNRS_. She's 

trained thousands of people in overcoming their MCS. It can be a tough fight. People are very 

resistant to the idea that MCS has a trauma origin. They think that's the same thing as accepting 

that that means that we're just crazy and have a psychological illness. I, personally, think that's a 

really limited understanding. Any kind of serious illness is usually a trauma that happens in all 

parts of our body—including the brain. The framing that Annie Hopper uses is that MCS is a 

brain injury that results in the brain sending the body wrong messages about it being under 

attack, and the brain overreacting to small stimuli. I don't think that's the same thing as saying, 

Oh, this is all in your head—but that can be a hard thing to convince people.  

 

I was surprised, when I talked to Rachel, that this project isn't, at all, even considering trauma 

connections. I, personally, think that we will never get to the bottom of MCS if we're not willing 

to trouble what the medical establishment means by terms like psychosomatic. I think that there 

is no division between the mind and the body, in our persons, in our bodies. Until we develop 

treatment methods that can take a mind-body approach, we're not going to get anywhere. If we 

keep insisting that it’s only physical, then we are actually leaving out one of the only methods of 

healing that has worked for thousands of people. And, it's really disempowering to insist that 

chemical sensitivity is a permanent condition that is ongoing injury and that there is no way out 

of it. That is accepting the chronic state of fight or flight that trauma—whether it’s chemical 

trauma or other kind of trauma—throws us into. The solution is to get the mind and body out of 

that fight or flight.  

 

I think a lot of the MCS activism—whether it's embracing the identity of the canary, or other 

related things—is, actually, just further accepting that state of fight or flight and identifying with 

the state of fight or flight, which just digs you deeper in the hole. I've certainly seen that with 

friends. The more involved they get in that kind of MCS activism, the worse their symptoms get. 

I have been successful in getting a couple other people to try this method, including a friend 

whose Lyme created really awful MCS, to the point that she was living in a van in Joshua Tree, 

because she couldn't be in any settled area anymore. I spent, like, a year and a half seeing if she 

wanted to try this method and she finally accepted it. I sent her my DVDs, and she did it. She 

was able to move into an apartment in Los Angeles, after completing the program, which was 

really encouraging because she had been having to pee outside in the desert and live in a van, the 

prior year and a half. When she took this approach of rewiring the brain’s connection to scent 

stimuli, she was able to move back into a city—which she really loves—for the first time in a 

long time. 

 

KIM:  That’s incredible. It's really wonderful to hear your whole perspective on this. I think it's 

very encouraging to hear what you had to say and how you were able to cure yourself of MCS 

 

SCHULLER:  Yes, and I’m not alone. There are thousands of others of us who have been able to 

do it by taking this neuroplasticity, PTSD approach. 
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KIM:  Yes. You had mentioned that you know several people with MCS. I'm wondering, are 

you, or were you, part of an MCS forum or any type of MCS community? 

 

SCHULLER:  No. 

 

[00:38:44] 

 

KIM:  You would just know people that also had MCS? 

 

SCHULLER:  Yes. Especially once I got Lyme, because in the Lyme world, MCS is rampant. 

Lyme throws the body into a trauma state and becomes one of those traumatic events that 

triggers the body to overreact to tiny stimuli. Lyme is not the only infection that does that. Other 

serious infections that cause serious trauma to the body also do that. I think we're also going to 

see a huge rise in MCS because of COVID. Some people are bouncing back after a month with 

COVID—some are not. Some people are not recovering. I think a lot of that has to do with each 

person's own trauma history. If COVID is the first major trauma—of any kind—you've had, your 

body is much more likely to bounce back. If you have any kind of history of chemical or 

emotional or other biological infection trauma, the more likely—by experiencing another big 

trauma—your body will get thrown into being stuck in fight or flight. It has less resilience to 

bounce back. Again, I think it's curable—but only if we take a mind-body approach that gets the 

body out of a trauma state. It can't be cured just by taking pills or just by finding some biomarker 

or just by some physical intervention, which, I know is—some of the MCS people, that’s really 

their goal—like, if we could find some pill that would get us over this. But, it’s just not that easy. 

It's really about how the nervous system is processing stimuli. That requires a much more 

extensive approach to undo than just by a new medication or something. 

 

KIM:  Actually, I'm really glad you mentioned that connection with COVID, because I actually 

interviewed someone yesterday who said the exact same thing. It was something that I hadn't 

even thought about—that, with COVID, we're going to see more people with MCS. 

 

SCHULLER:  Yes, and chronic fatigue. This program that I did, it's not only for MCS. The main 

people who do it are people with fibromyalgia, chronic fatigue and MCS, because those are all 

similar things. They're all states of the body's dysfunction that it gets thrown into, from different 

kinds of trauma triggers—into chronic fatigue. In that case, the body overreacts to small amounts 

of exercise. That, my body is still stuck in. I haven't been able to undo that, yet. And, chemical 

sensitivity, it's like the body overreacts to scent stimuli, specifically. Fibromyalgia is another 

kind of overreaction to everyday stimuli. Unfortunately, I think, we're going to see an epidemic 

of all three of those things in the wave of COVID.  

 

[00:42:20] 

 

KIM:  You actually made me, also, think of something else. The way that you were able to train 

your body out of MCS, I think, is really incredible. Do you also think that—and this might be a 

loaded question—but, do you also think that there are just, also, too many chemicals in the 

world, and that we should lessen that, as well? Or, would you concentrate more on training the 

body out of this fight or flight reaction? 
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SCHULLER:  I think, both. I think, if we have less—I think, some people are thrown into the 

chronic fight or flight reaction through chemical injuries. Especially, in work. If you have 

occupational exposure from, say, working in a paint factory or being a contractor—any number 

of those things. I use scented soaps, now, but only essential oil-scented. I only use non-toxic 

cleaning supplies, and that kind of thing. I only buy organic. Part of the emphasis of this program 

that I did—the retraining program—is, like, yes, we have learned that these chemicals can be 

really harmful to the body and we just want to continue to avoid them. However, the damage that 

they have done to us isn't irreversible. I think, obviously, in a country like the US, we just have 

almost no regulation of toxicity. I think they are dangerous. I think that, for some bodies, 

chemical exposure is the only traumatic event that they need to throw them into chronic fight or 

flight. I think, at a structural level, we have to change the amount of chemicals that circulate in 

industry. But on a personal level, there is a method of overcoming that. 

 

KIM:  Yes, that's a really great perspective, to come at it from both the micro and the macro 

levels. 

 

SCHULLER:  Yes, exactly. I think true change only can happen if it’s happening both at the 

structural and the individual level. 

 

KIM:  Yes. I just have a few more questions for you. We do have a required question—if you 

have ever received any mental health counseling, either formally or informally, to cope with 

MCS? 

 

SCHULLER:  Not for MCS, specifically, but for the serious illness I developed with Lyme, in 

2013. Yes.  

 

KIM:  Oh, yes, sorry—  

 

SCHULLER:  Which, MCS was a component of that.  

 

KIM:  Was it formal counseling?  

 

SCHULLER:  Yes. 

 

KIM:  Did you find that it helped? 

 

SCHULLER:  Somewhat. 

 

KIM:  Is that something that you still go to? 

 

SCHULLER:  Yes. I, now, have a very different approach. I used to see a psychiatrist. Now, I go 

to a very different kind of therapist.  

 

[00:46:04] 
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KIM:  Oh, I see. Did you find that your psychiatrist or therapist were open to your experiences, 

or, did they discount it, in any way? 

 

SCHULLER:  The first psychiatrist I went to, I thought—I don't know that he was discounting 

my experience, but he definitely did not agree with the alternative medicine approaches that I 

was pursuing for Lyme. He saw how much the neuroplasticity-based retraining did for me, so 

that, he was he was on board with. He agreed with the whole exposure therapy approach that that 

that program took—or, that was one component of its approach. But, he didn't—he was too 

much of a conventional medicine person, for me. So, I switched to a therapist who, actually, her 

whole practice is just Lyme patients, and she has Lyme herself. Lyme causes a lot of psychiatric 

symptoms, because one of the things it does is, it causes brain inflammation. For her, she was 

very familiar with it, because she had some degree of MCS, as did a lot of her patients. 

 

KIM:  Thank you. I know, we talked about advocacy and activism and you said you hadn't done 

any activism regarding MCS, but you did a lot of individual stuff, like getting your friends to try 

the program. Is that right?  

 

SCHULLER:  Yes. 

 

KIM:  I just have a few more overall, concluding questions for you. One thing that we know is 

that, MCS disproportionately affects women. We are wondering—do you think your gender 

identity or race has impacted your experience of having a chemical illness, in any way? 

 

SCHULLER:  I don't know that it’s impacted my experience of having one, but I think that a big 

part of the reason for that skew is that, women experience trauma at four to five to six times the 

rates that men do. I think it has everything to do with the larger trauma history. And, something, 

also, about the way that estrogen, in particular, primes the body to have different kinds of 

reactions to stimuli, which is very poorly understood. 

 

[00:49:04] 

 

KIM:  Yes, definitely. Also, how do you think society will view environmental illnesses or 

sensitivity in ten years? 

 

SCHULLER:  Unfortunately, probably the same as now. Though, I think they're going to 

become only more pervasive, especially because all the kinds of injury—chemical injury, 

infectious disease injury, abuse trauma injury—these things are only, if anything, rising. 

Hopefully, also, there will be greater acceptance of mind-body approaches and a greater 

understanding that, to say something has a psychological element is not to say that, therefore, it's 

all your fault. I think we need a lot of nuance. We need a more nuanced approach to 

understanding what it means to have a mental or psychological development. I wish that MCS 

activism and research was on the forefront of that. I don't think it is, yet. I think it's still in a 

really defensive posture of trying to position MCS people as real victims, as opposed to crazy 

people. I think, if we're going to have any progress, we have to be willing to explore the 

psychological elements, and to develop frameworks of teaching people that just say—that there's 

a brain component is not to say that it's your fault or that you're crazy. I don't yet see MCS 
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research or activists taking that on. For example, the fact that a history of trauma doesn't even 

appear in this questionnaire, which—I asked Rachel about it before, in advance. That makes you 

feel not particularly optimistic. If we're going to get a more sophisticated understanding of MCS, 

it's going to only come through projects like this one. 

 

KIM:  Oh, yes. Thanks so much for saying that. I really appreciate that kind of perspective. 

Actually, I've talked to several people that have trauma, but, I think you're the first person to 

really put it in that kind of framework. I think that's so fascinating and interesting. Do you have 

any questions, or would you like to add anything that I didn't get to? 

 

[00:51:59] 

 

SCHULLER:  No. I think we covered it. 

 

KIM:  All right, thanks. I'm just going to turn off the recorder, then. 

 

[00:54:42]  (End of May 22, 2020 interview) 
 

 


