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Interview of Barbara Njuguna 

SESSION 1 (7/16/2020) 

 

[00:00:00] 

 

YIU:  It's beginning recording. It's July 16, 2020. This is Nic Yiu at the Center for the Study of 

Women (CSW) with Barbara Njuguna at Nickely Challenged. Barbara, can you begin by telling 

me a little bit about when and where you were born? I know you were born in Kenya. 

 

NJUGUNA:  Yes. I was born on January 11, 1991 in Kenya. I think we were born not in the city, 

but this place called Nakuru. It's more the village. 

 

YIU:  Okay. Do you have a concrete memory of it since you moved at nine? 

 

NJUGUNA:  Yes, I have a memory of Kenya. I was there from birth until nine. I know my mom 

was telling me that I was a sick child. 

 

YIU:  Oh. 

 

NJUGUNA:  Yes, I couldn't really drink cow's milk and the doctors there weren't well-versed 

with being allergic to milk. That was one of the issues. The other issue is I couldn't regulate my 

body heat, so when I was really young, I ended up having a seizure. 

 

YIU:  Oh, my. How old were you? 

 

NJUGUNA:  I think I was a toddler. Let's say three to four. Then I would just have heat rashes. 

That was literally—my mom was really scared because—and then the doctor just said when I 

sleep, I need to sleep without any clothes, because I feel like, maybe, the place she was living in 

didn't have air conditioning. I also have problems with heat regulation now, but we have air 

conditioning. But when I was younger, I couldn't regulate my heat. 

 

YIU:  Of course. Tell me about your parents. Do you have any siblings? 

 

NJUGUNA:  I'm the firstborn. The second born is my sister and the third born is my brother. 

Then I have a mom and a dad. 

 

[00:02:20] 

 

YIU:  Oh. You said that your mother called you a sick child—did your siblings have any medical 

history or problems that were similar? 
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NJUGUNA:  Not when I was growing up. My sister—I think it was me and her—we were both 

lactose intolerant, except I think mine was worse than hers. I think she outgrew it and I didn't. 

My brother is eight years younger than me, so I didn't really grow up with him. He was born, I 

feel like, when I was eight, and then a year later, we came to the US. 

 

YIU:  I see. Tell me about what your parents did. 

 

NJUGUNA:  My mom worked for the World Bank. I guess she used to go to work. We used to 

have a house help—that's what we called them. Somebody who helps us. My dad worked for a 

company. We had a chauffeur who would take us to school. 

 

YIU:  I see. That was in Nigeria? Or, in Kenya—sorry. 

 

NJUGUNA:  Yes. 

 

YIU:  How would you identify your class background growing up, given these service help? 

 

NJUGUNA:  Everyone has service help, even if you're poor. It's just the culture. But we were 

upper class. 

 

YIU:  I see. How do you identify, gender-wise and racially? 

 

NJUGUNA:  I am a female. Racially, I would say I'm African because I'm not American yet. 

Yes, so, I would say African. 

 

YIU:  Right. That's so interesting that you said, “not yet.” What do you mean by that? 

 

[00:04:17] 

 

NJUGUNA:  No, I’m in the process of getting my citizenship. It's a whole process–– 

 

YIU:  Oh, I see. Do you currently live with your parents or anyone else? 

 

NJUGUNA:  Nope. Nope. 

 

YIU:  Right. But as a child, growing up, you lived with your parents? 

 

NJUGUNA:  Yes. I lived with my mom and dad and then—well, my mom came to the US a 

year—from eight to nine, we never lived with her because she was in the US for a year, so we 

only lived with my dad and the house help. I lived with my sister, as well, and then my brother. 

 

YIU:  I see. What are your relationships with your siblings and parents now? 
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NJUGUNA:  I talk to my mom on a need-to-talk basis. My dad—I don’t really talk to him. My 

sister—we rekindled our relationship, since a lot of—I don't know if you want to go through the 

backstory, but there was just a lot when it came to what I was dealing with, when I was getting 

acquainted with Multiple Chemical Sensitivity (MCS) because it started with food and then 

metals and then it just gradually went from there. And then I don't talk to my brother. 

 

YIU:  I see. Do you think that your chemical sensitivities affected your relationship with them––

or, better said, their reaction to your chemical sensitivity? 

 

NJUGUNA:  The reason I have the chemical sensitivity is because of my brother. 

 

YIU:  Oh. 

 

NJUGUNA:  He decided not to stop smoking, and I had to. 

 

[00:06:02] 

 

YIU:  Oh, I see. Before we get to that, which, I do want to talk about—it is a smoking sensitivity, 

and—I thought it was when you were twelve? 

 

NJUGUNA:  No, I got nickel when I was twelve. 

 

YIU:  Oh, I see. 

 

NJUGUNA:  The smoking sensitivity started when I was twenty-three. 

 

YIU:  Oh, okay. Okay, let's talk about your childhood home, before we get to there, because I 

want to have a more concrete background in knowing. You said that you moved state to state due 

to housing issues caused by sensitivity. Is that before or after––when you first moved to US? 

 

NJUGUNA:  That was after, and that’s not childhood. 

 

YIU:  I see. 

 

NJUGUNA:  That's college. After college. 

 

YIU:  Okay, so you wouldn't say that there are any smells or chemical products that may have 

caused you signs of sensitivity when you were younger? 

 

[00:07:02] 

 

NJUGUNA:  When I was in the US is when—I used to have eczema as a child, but when I came 

to the US is when my allergies just went out of control. My seasonal allergies are really bad. At 
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twelve years old is when I started the nickel allergy. I had a rash all over my body from—I used 

to play the cello––my jean buckle, my bra, my jewelry. 

 

YIU:  Oh, yes. 

 

NJUGUNA:  Yes. I used to just get really—I had really bad sinus issues. I'm sensitive to 

perfume. I don't really remember that my household, in general, made me—I don't specifically 

remember anything. I just know it got to a point where I couldn't eat the food I culturally eat. 

Like, everyone— 

 

YIU:  Oh, wow. 

 

NJUGUNA:  Yes. My mom used to cook a lot of Kenyan food. We didn't know it was a nickel 

allergy, I just couldn't eat a lot of spices. I used to have acid reflux like crazy. It got to a point 

where I couldn't eat any of my cultural food, and they would have to cook me something plain. 

But that's pretty much it. That was pretty much it—before college. 

 

YIU:  Yes. You were twelve, so that must have been a huge shift in, as you said, your diet and 

your wardrobe, your aesthetics. 

 

NJUGUNA:  Yes. 

 

YIU:  What was your initial impression? 

 

NJUGUNA:  I was a really depressed child. I would wear these hoodies, and I never told my 

mom I had a rash until— 

 

YIU:  Oh, wow. 

 

NJUGUNA:  —she saw—she removed my hoodie or saw me changing and she was like, “Oh 

my god, you have a rash all over your body.” 

 

YIU:  How long was that? 

 

NJUGUNA: 

I think it was six months. My dynamic with my mom, just because of our culture—kids 

are supposed to be seen, not heard. It's not like, “How are you feeling about life?” type of 

situation. 

 

YIU:  Right. 

 

NJUGUNA:  It's just, like, “Just tell me things are okay, and then keep it moving.” I never really 

communicated that much with my mom until she found out some things. I know there was this 
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air of—by twelve to about eighteen—my mom and my siblings—everyone would just make fun. 

They would go, like, “Yes, Barbara, we know you're sick.” They would just, like, “You’re 

complaining about this, you’re complaining about that.” My mom just stopped taking it 

seriously. So, I barely used to go to doctor's appointments anymore. Then, I had to figure it out at 

eighteen. 

 

[00:10:11] 

 

YIU:  I see. It seems like your sensitivity was perceived as something that was a complaint in 

your family. Is that right? 

 

NJUGUNA:  Yes. 

 

YIU:  And, as a child, you haven't been able to receive medical assistance for your nickel allergy, 

up until you were eighteen, you said? 

 

NJUGUNA:  Yes. I had the nickel allergy since I was twelve, but I got diagnosed at nineteen 

because—I don't know. I went to the doctor’s, but it wasn't like—I don't know. I kept 

complaining about gastro stuff, but they wouldn't make a connection it was the nickel allergy 

because I'm on a low nickel diet. My mom just took me to a dermatologist. There was just not 

more research. She was being told what it was, and then there wasn't further research to make 

connections. Every other complaint—other than what the doctors were saying—wasn’t given 

much attention. 

 

YIU:  That must have been difficult navigating school. What was school like? 

 

[00:11:25] 

 

NJUGUNA:  I got bullied at middle school because I was wearing hoodies, but it's also because I 

had a rash all over my body. What else? Yes, school was not fun at all. It wasn’t fun at all. But I 

also got— 

 

YIU:  Because in college—oh, sorry. Go ahead. 

 

NJUGUNA:  I also got bullied for wearing hoodies because I just had a bad view of my body, 

anyway, so I just—and then in high school, I stopped wearing hoodies, but it was really hard to 

cover up––because I have dark skin—my hyperpigmentation. I had dots everywhere for years. It 

wouldn't go away. I would have to wear makeup on my legs when I was wearing a skirt, and try 

to cover some things up. Wearing certain clothes, I couldn't really wear them. I was very self-

conscious about showing my skin. 

 

YIU:  Yes. Is this something that you have worked through since then? How was that experience 

as a teenager—especially as an African woman in the United States? 
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NJUGUNA:  Yes. I don't know. I've always felt othered—in my family, in school. I just got out 

of that type of—well, I'm still working through it, actually, because I'm always othered. But I 

just got out of this shame of it. But in middle school and high school, I was really depressed. It 

just seemed like no one wanted to understand anything. I know at twelve years old it got so bad 

that I ended up not speaking because I was just not being heard. I think it was (unclear), and I 

just stopped speaking. 

 

YIU:  Oh, no. 

 

NJUGUNA:  Yes. 

 

YIU:  That's terrible. Well, I'm glad you're speaking on the issue now because we need your 

voice more than ever. 

 

NJUGUNA:  Yes. 

 

YIU:  I do want to talk about—you said that, when you were twelve—it's, obviously, a very 

tender time, and you were going through these experiences of being othered in both your family 

and in school. Did you have any support network? Was there mental health support, in any way? 

 

[00:13:58] 

 

NJUGUNA:  I know one of the doctors wanted me to go to a therapist. I went to one session, and 

then, I think, it wasn't covered with insurance. Then, my mom said I wasn't going anymore and 

never sought out another therapist that was within the insurance. That's just all she concluded. 

 

YIU:  Oh, wow. Do you currently have mental health support, or that experience 

deterred you? 

 

NJUGUNA:  No, I've tried to have mental health support when it comes to my Multiple 

Chemical Sensitivity. 

 

YIU:  Right. 

 

NJUGUNA:  I've had bad ones. But I have tried. I'm doing coaching, so that's more control 

without self-judgements, and you're not diagnosing me because of my relationship with my 

illness. Just solution. That helps better than going to a therapist. I'm trying to find a therapist 

who's not going to classify—diagnose my relationship with my illness to a mental health 

disorder. Because I have a psych degree, I can see that. Unfortunately, a lot of people can't see 

that. I don't want to do psychology or psychiatry because I feel like they'll just stigmatize me. 

 

[00:15:29] 
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YIU:  Yes. It's interesting that you’ve mentioned the fact that it's almost like an experience of 

dismissal. Has that been your experience with mental health professionals? 

 

NJUGUNA:  Yes. I had one I went to when I was trying to—I was actually applying for ADA 

(Americans with Disabilities Act). That was such a stressful—and we can talk about it more 

later. I was dealing with not touching people because I identified the touch of people with smoke 

molecules really gave me pain all over my body. I went to him and I was like, “I need to be okay 

with myself.” He decided that me not touching others had to do with my issues, not my illness. 

He was like, “It's such small quantities—how are you in pain?” He thought it was psychosomatic 

and I just cut it off. I was like, “This is not why—you're not my doctor. This is not why we're 

here.” 

 

YIU:  Yes. Do you think gender and race have effects on how someone listens to you— 

 

NJUGUNA:  Oh, yes. 

 

YIU:  —and your own body knowledge that seems so wonderful and deep? 

 

NJUGUNA:  Yes. I asked for ADA and I got a different treatment at work than my white 

counterpart. It was the worst feeling I've ever had. So, yes, because I am of a certain color—on 

top of that, even with housing. It's just been a lot on top of having this and also being a person of 

color. It's been a lot to juggle. 

 

YIU:  Yes. I can hear that you are getting emotional talking about this. Would you like to take a 

second or can I ask you more about your experience navigating this as an African woman? 

 

NJUGUNA:  Yes, definitely. You can call me Black, too. That’s fine. 

 

YIU:  Yes, it's also just, how you earlier said you identified with African rather than African 

American, or—but as a Black woman, housing must have been difficult. Have you experienced 

houselessness or housing transitions due to your allergies? And a lack of accommodation? 

 

[00:18:02] 

 

NJUGUNA:  Yes. So, this happened—so, I graduated—when I was in college, I decided to live 

by myself because I knew I couldn't be in the dorms because I had to eat the cafeteria food. I was 

starting the low nickel diet and it got so bad that I would just randomly faint. I was just like, 

“Okay, let me just live by myself.” I didn't have roommates for a while. I had the first smoking 

roommate when I was twenty-two. My skin changed. Then, it just—it was black. It looked like it 

was bruised or something. Then I went to San Francisco for an internship and that's when I had 

another roommate, but it was non-smoking. Something happened with that housing and then I 

moved to another housing and they had dogs and I'm allergic to dogs. So, I had to up and leave. 
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Then I was couch surfing with some friends until I found housing that didn't have any allergens. 

I got into this housing and I told the landlord, “I'm allergic to smokers.” I already knew it was 

because nickel is in cigarettes. Whenever I used to be in my friend's car, and they would smoke 

in the car, I would have headaches, so it was the secondhand. I knew I couldn't live with smokers 

because it just made sense not to live with smokers, right? So, that housing—a roommate came 

in and smoked. It was like—they ended up smoking in the window and then it went all over the 

apartment. I woke up with swollen lymph nodes. I was just, like—yes, so that's what happened. 

They didn't leave, because I was like, “They need to leave. I strictly told you guys, I cannot live 

with smokers.” Then, I ended up going to the hospital because I was just in pain. It just felt like I 

was having a panic—I don't know what was happening. I can't describe it because, I guess, I 

didn't have the language. But I went to the hospital. They diagnosed me with a panic attack. 

 

I came back and then they had another roommate come to the apartment, and then they also 

smoked. The only reason I found that out is because I started analyzing people's habits. He never 

smoked. He would just leave randomly at eleven at night. I'm like, “Where are you going?” He's 

like, “Going to the laundry.” I texted him, I’m like, “I know you smoke. You have smoker 

habits.” He goes, “I'm sorry, the landlord said I can smoke outside.” I had an issue with that 

landlord because they'd been wanting me to get out of that apartment that I had earlier. I think 

they decided to have a smoker in the house because they knew I was allergic to it. I ended up 

going to the hospital again, and they diagnosed me with a panic attack. They gave me tap water 

when I told them I can't drink tap water because of nickel. Then I ended up going home and had 

anaphylaxis. 

 

YIU:  Oh, what a mess. 

 

NJUGUNA:  Yes. That's the San Francisco housing. It gets worse. That's when I decided I can't 

live here. It's just, like, how do I go to work? I'm fighting for my life, and I can't go to the 

hospital because no one is believing me there. I can't really eat hospital food. There's just a lot of 

metal in the hospital. It just messes me up. I ended up deciding to live with my brother and sister. 

I didn't think it would be an issue because my brother has lived with me before and stopped 

smoking. I went to Boston to live with my brother and sister. 

 

YIU:  When was this? 

 

NJUGUNA:  This was—I think I wrote it down. I don't really remember. 

 

[00:22:43] 

 

YIU:  When you were twenty-five, maybe? Well, that's not important. I just wanted to get the 

timeline right. You moved to Boston. 

 

NJUGUNA:  Yes. When I was twenty-four is when I lived with smokers. I think at twenty-five is 

when I moved to Boston. So, twenty-four is the San Francisco smoking issue. Twenty-five is the 
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Boston one––when I lived with my brother and sister. My brother didn't stop smoking. One time 

I ended up sleeping in his bed and woke up in sheer–– pins and needles all over my skin. I told 

him, “I think you need to (not) smoke.” My brother just said, he would have rather me stayed in 

San Francisco and just been in the hospital and not live there. That was what it was. I was there 

for about, I think, four to five months. My sister—so, I can’t eat out, and they just kind of 

isolated me. They would go there, watch movies. I decided to get a job just because my sister 

didn't want—I didn't know what was going on with my body. I just didn't understand. I was 

always in pain. How do I not be in pain? I didn't want to get a job, but she was just like, “I can't 

support you,” so I was—and she's my younger sister. 

 

So, I decided to get a job and, in the interim of Boston, it got to a point where—I don't know 

what it was because—he smoked marijuana, so I think it was laced with nicotine, as well, but 

they both have—I'm allergic to both, now. We’ve confirmed that. And nickel. Putting nickel in 

my body, and this food that has nickel in it, and there's, like, washing clothes that had nickel. It 

got to a point where I would wear clothes, it would get attached to my skin where I would have 

hives, be in pain all day, go to work, come home, have to rip the skin out of my clothes because 

they got so attached to my skin. My skin was almost raw because I couldn't wash my clothes in 

laundry because of the nickel. My immune system was so hyperactive. By five months, my 

parents—my dad was supposed to come back to the US to take care of my brother because my 

brother was sixteen or seventeen. I didn't want to be around another family member to see me in 

pain. So, I up and left and went to Maryland— 

 

YIU:  Oh, wow. 

 

NJUGUNA:  —to find a nonsmoker, with only, like, five hundred dollars. A childhood friend, in 

high school—his room was open and his mom is a nonsmoker. He was like, “Okay, let's start 

over.” I found a job within two weeks and I was fine with that. One thing happened with that 

roommate. She had bipolar disorder. It's very hard to talk to her. She brought gasoline to the 

house—like, just a jug of gasoline. I had anaphylaxis because gasoline has nickel catalysts in 

them. I ended up going to the hospital and—it's not like my throat closed—it was just like I was 

so parched. It felt like everything was going to dry up. Then I had to leave the house because it 

was just like—she would just do weird things, and I couldn't be able to talk to her. I was just like, 

“Okay, I guess now I can't have a smoker and I can't have people bringing gasoline in the 

house.” 

 

YIU:  Yes. 

 

NJUGUNA:  Then, I ended up getting another housing—sorry, this is a long story. I ended up 

getting another housing. The guy was just like, “Yes, I'm a nonsmoker and everything.” I moved 

all my stuff there. Within twelve hours, the landlord came. I went to his room and smoke came 

out of his house. I was just like, “I have nowhere to stay.” 

 

YIU:  Yes. 
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NJUGUNA:  I had my boyfriend—or the guy I was dating, at the time—I tried to call him and he 

wasn't picking up. I ended up taking some Benadryl and falling asleep. I woke up in sheer pain. 

He ended up taking a week out of work and I ended up moving in with him. The problem with 

that is he smokes, too. 

 

YIU:  Oh, no. 

 

NJUGUNA:  I just attract smokers. That’s why I would rather have my own place. But he 

stopped smoking and I stayed with him for a week when he was finding housing because I 

needed to go to work. I was a temp, so I wasn’t going to be paid for the amount of time. He 

ended up finding me a room and we talked to the landlord and put in the lease that it needed to 

be a non-smoking place. He gave me more than half of the rent because I literally didn't have any 

money at this point. Then I moved in there. It was really hard because his parents didn't want me 

to stay. It was just, like, I guess I’ll sleep in the car because I can't really go to a homeless shelter 

because it's the same issue. 

 

YIU:  Yes. 

 

NJUGUNA:  I ended up staying there. We resolved their issues with that. Then the new place, 

where my ex got me the place, a year went and it was fine. Then within a year and four months, 

we got a new roommate. What I started doing is texting the landlord whenever we had a new 

roommate. So, confirm this person is a nonsmoker. They would be like, “Yes, it's non-smoker.” I 

don't know what it was. I sent that email for this new roommate and, I don't know, it was an 

intuition thing. I woke up and I was in pain. I was just like, “Something's off.” I went to work, 

came back, and then I saw the new roommate smoking outside. I was like, “Okay, this is 

ridiculous.” I ended up going to University of Maryland to get a letter from this tobacco thing. I 

ended up going to the consumer to get a letter for this landlord, so I could break my lease. Then, 

that's when I started living alone. It was just, like, I can't live with people. It’s just not working. 

 

[00:29:48] 

 

YIU:  Yes. Wow, what a journey. 

 

NJUGUNA:  Yes. 

 

YIU:  I want to talk more about the failures of, as you said, of how class, race and gender 

intersects. First of all, it seems like this would have taken a lot of money to move around. 

 

NJUGUNA:  Yes. 

 

YIU:  Your first month, last month, not to mention having people moving your stuff, and the 

emotional stress. 
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NJUGUNA:  Right. 

 

YIU:  At that time, you were working, too? 

 

NJUGUNA:  Yes. In Boston, I was working. 

 

YIU:  Wow. 

 

[00:30:24] 

 

NJUGUNA:  I was a temp because I was moving a lot, so it was just––by the time I could be full 

time, something happened in my life and I had to move again because I didn't have proper 

housing. 

 

YIU:  Right. You said that you had a psych degree. Was that the last degree you finished? 

 

NJUGUNA:  Yes, at that time, I had a Bachelor's in psychology. 

 

YIU:  When did you first start working? 

 

NJUGUNA:  It was an internship in—unless you classify that as work—I did an internship in 

San Francisco, so that's when this all started, when I was doing that internship. I started a job 

that's not an internship—it was in 2015. I was working in 2014, too, here and there, odd jobs just 

because I wanted to be in the psych degree. But I knew I couldn't, by that point. 

 

YIU:  Yes, of course. During your internship in San Francisco, when you were going through all 

of these housing issues with smoking roommates, how did that affect your work? 

 

NJUGUNA:  The smoking was towards the end, but the housing issue, it affected it because—it 

didn’t affect my performance. I don't know what it is, but I still—I know how to dissociate what 

I'm going through and what I need to do. So, it didn't affect my performance, but it affected my 

relationship with other interns. 

 

YIU:  Oh, can you tell me more about that? 

 

NJUGUNA:  I know one time, it got—whenever my body feels weird, I just go blank. I think I 

look like I'm angry or something.  I get tired, fatigued to a point I'm almost going to faint. I 

remember it was at a meeting and I just looked so low. Everyone was just looking at me weird 

and everyone left. 

 

YIU:  They just left? 
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NJUGUNA:  They just left me. 

 

YIU:  Oh. 

 

NJUGUNA:  I could barely get up. 

 

YIU:  Wow, my gosh. 

 

NJUGUNA:  Right. Then because I was house hopping with one of the interns, I think it just got 

to a point where, even though I was trying my hardest to deal with life, it wasn’t that sustainable. 

We don't talk anymore because, I guess, it's just the burden of helping me. After I stopped living 

in their house, our contact ended. And that was it. Because one time they just said my life 

stresses them out. I was, like— 

 

[00:33:20] 

 

YIU:  Oh, my gosh. 

 

NJUGUNA:  —"Cool.” 

 

YIU:  That's so insensitive. So, it sounds like there are moments where your coworkers are aware 

of your sensitivity. Did you ever express to your workplace what you needed in order to work? 

 

NJUGUNA:  I didn't––no. I didn’t know what accommodations I would need, right? Housing 

was the issue. That's not really a workplace issue. At that point, it wasn't to the point where it is 

now, where I have disability accommodation. Also, I was so new to it so I just didn't know what 

to ask. 

 

YIU:  Yes. Now living with your nickel allergy and your smoking allergy, what is something you 

would ask for if, for example, someone asks you to speak at an event? 

 

NJUGUNA:  Right. Right now, the job I had in Maryland, when I got there, I was a temp. Then I 

worked full time, after that, for about, from 2016—well, I'm still working there—but at the end 

of 2018, it got to a point where, instead of secondhand, it was third hand. The guy I was dating—

we did some experiments where he would smoke and then come over, and then I wouldn't 

shower and see how I would be the next day. Then, he also did another experience where he 

wouldn't smoke and he was around smokers and come over, and I would still have the same pain 

because it would be in his clothes. So, when I was at work, I decided to go to work, shower 

there, and then stay at work. Then, when I came home, I would shower. When I started doing 

that, rather than going to work, staying at work, and then walking at lunch and coming to work—

literally, I would have to go back home because I would be in pain. Isolating those molecules by 

sanitizing myself before I go from outside to a building, and coming home and sanitizing myself, 

works really well, to a point where—but the problem was my coworkers were smokers. I ended 
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up asking for disability accommodation in 2018 to work from home. I'm doing what I can, but I 

can't—when somebody comes to my desk and touches my stuff or touches me randomly, I can't 

avoid that. 

 

[00:36:18] 

 

YIU:  Yes. You said that, in 2018, you asked for disability accommodation. What was that 

process like? Was it long? 

 

NJUGUNA:  It was a nightmare. 

 

YIU:  Yes. 

 

NJUGUNA:  It was such a coercive, manipulative type of process I have ever experienced in my 

life. They knew how hard it was for me to go to work. The reason I decided to ask for the 

disability accommodation, which I wanted to do—in 2017, I decided to get a master's in 

coaching psychology because I knew I wanted to work from home. There was just no way to do 

what I need to do if I'm allergic to people, right? I guess, I'm not actually allergic to people, but 

the people with the smoke molecules. 

 

YIU:  Yes. 

 

NJUGUNA:  We were moving floors. We were on the tenth floor. We were going to move to the 

third floor. The problem with the third floor is there's a terrace. I was just like, the reason I come 

to work is to not have contact with outside. That's why I shower. This is very counterproductive 

with a terrace. I had my boss talk to me, and was just, like, “You have concerns about moving to 

the third floor.” I was like, “Yes, there is a terrace. This is why I come to work and I shower and 

everything like that.” I've also had issues with this boss when it comes to my allergy. We've had 

a confrontation. I used to sanitize my body, with sanitizing spray, so I can go outside and come 

back. I understand, like—but somehow it would just remove some of the smoke molecules, so I 

could go outside in between being in a building rather than barricading myself. 

 

YIU:  Right. 

 

NJUGUNA:  But a lot of people didn't like the smell. He ended up confronting me, telling me 

not to do that. I told him why I was doing that, and he also said he didn't want people to think—

because I smell—for it to reflect on my work. 

 

YIU:  Oh, my gosh. 

 

NJUGUNA:  My boss was very manipulative and coercive, in a meek type of way. You know, 

those people who are not aggressive––they're very nice, but they're very manipulative. That's my 

boss. When I was asking him about disability accommodation, I told him, “What if the third 
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floor doesn't work? What if I go there, I stay there”—which, makes sense, because it's a terrace. 

If you open the door, it's—my work was in DC. “It smells like smoke all the time. So, what if it 

doesn't work?” He said, “You can stay on the tenth floor.” I didn't say anything because for me, 

at this point, I was fed up. I was emotionally fed up. I just wanted to work from home. He went 

to HR (Human Resources) and told them I wanted to work on the tenth floor. I didn't tell him 

anything. I ended up telling him, “Give me some time and space to think about this because this 

is a big decision.” He was like, “No, please give me an answer if this is going to work.” I’m like, 

“This is just a lot.” It was just a lot because I knew I was disrupting the culture of the work. I got 

the disability accommodation paper. I was trying to negotiate with my doctors, who didn't really 

know much about the smoking part, because I was not with the right doctors. I've been suffering 

with it—with my doctors—for years, and they've just not been any help. I was just, like, “Let's 

just try working from home.” In the interim, my boss decided to talk to me about the disability 

accommodation paperwork. I told him, “I got it from HR, I'm just trying to talk to the doctors 

about the right avenue, or the right direction we would need, so my allergy can stop being a 

problem anymore.” He ended up telling me if I was going to work for this company, I was going 

to be on the tenth floor or the third floor. I'm just like, “I can work remotely.” He sat down and 

didn't say anything. He made it seem like I couldn't ask for— 

 

YIU:  Anything. 

 

NJUGUNA:  —to work from home. 

 

YIU:  Yes. 

 

NJUGUNA:  I decided to ignore that. I talked to my doctors and tried to convince them about 

working from home because my inflammation markers were really—really high. They were like, 

“You need to get them down.” I'm like, “Well, I need to stay away from my allergens.” I got 

ADA paperwork to work from home. There was a lot of revisions. My doctor said, 

“Permanently.” They wanted it for six months. I was like, Oh, my gosh. They didn't want the 

permanently—they wanted for six months. Then, after six months, I had to convince my 

neurologist. She wanted it permanently. They were like, “No, let's do a year.” 

 

YIU:  Oh, wow. They were just going back and forth with you. 

 

[00:41:32] 

 

NJUGUNA:  Right. Then, since I was working from home, housing was an issue because I was 

allergic to the air conditioning. It wasn't the internal air conditioning; it was the one in the 

windows. I ended up having sinus surgery— 

 

YIU:  Oh, wow. 
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NJUGUNA:  —because I couldn't—my nose is weird, on top of having allergens. It didn't help, 

so, the two options were to move to a newer building that would be sixty percent of what I make, 

or I would get sinus surgery. I decided to move to Phoenix (Arizona). 

 

YIU:  Wow. 

 

NJUGUNA:  Yes. My master's was in coaching psychology on an online school in Grand 

Canyon University. When I came to Phoenix, I was just, like, “Let me look at apartments and see 

how it is.” The smoking population of Phoenix is completely different from D.C. 

 

YIU:  Really? 

 

NJUGUNA:  Yes. I decided to live in the suburbs. I can't live in the city. I was in less pain, here. 

Also, housing, I needed to be HUD (U.S. Department of Housing and Urban Development) 

smoke-free certified, which means they will—if somebody smokes within the apartment, they 

get fined. I don't have to move because that costs me money. Also, the tenants have to sign an 

agreement, and they usually do a treatment on the apartment before you move in to make sure 

there's no smoke molecules. 

 

YIU:  Wow. 

 

NJUGUNA:  Yes. My rent in Maryland was $1,305. The rent in Phoenix, for the housing I 

needed, with everything I needed—and I'm in less pain—was $850. 

 

YIU:  Wow. 

 

NJUGUNA:  Yes. It was like, my—I'm very analytical, myself—I said, “Oh, this is a good idea.” 

But, it was like, “How do you convince work that you need to move states now?” I didn't really 

tell them. I ended up sending an email to HR about, “Can I live in other states?” They ignored it. 

I was just, like, you know what—and I was having anxiety—really bad anxiety—throughout this 

time. I told my boss three days later—three days before I was going to move to Phoenix. Then, 

HR was scrambling. They asked for two doctor's notes—the doctor's note of me terminating my 

lease because of the air conditioning. Then they got confused. They were like, “I thought it was 

smoking.” I was like, “It's both. I have a lot of sensitivities.” Then, I gave them the other doctor's 

note—when I moved from the last place that had a smoker, I had to get a doctor’s note to break 

that lease. They approved it last minute even though they could have talked to me a month later, 

when I talked to them. That was it. Then the last thing with work is, when I asked for—so, since 

I have a master's in coaching psychology, I thought it would be good to get a manager position. 

The director said I would be great for the position, but he—he doesn't want a remote manager. I 

asked him, “Why do you not want a remote manager?” He was like, because—I don't know—he 

wants somebody to be accessible, and things like that. 

 

[00:45:27] 
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YIU:  Yes. 

 

NJUGUNA:  It was a hard time because I ended up going to HR and telling them, “That's 

discrimination. That's ableism. You cannot have a preference of disability accommodation.” I 

also told them about what my boss said, about me not being able to work with (unclear) 

exchange. They swept it under the rug and told me that isn't discrimination, what my boss said 

about me not working at a company unless I work at a certain floor. They didn't want to 

document what my director said. That's where I’m at with work. 

 

YIU:  Wow It sounds like this workplace is very toxic. What would you describe your current 

role in this workplace as? I know you have to work remotely. 

 

NJUGUNA:  Say the question again. 

 

YIU:  What would you describe your current job at this place as? 

 

NJUGUNA:  I'm a Senior Specialist. So, customer service, account management, things like that. 

 

YIU:  So, you really don't have to be there. 

 

NJUGUNA:  This is tricky, right? I need income, and it's been hard to find a fully remote job. 

I'm trying, but it's been hard. When I go to another company, and I'm qualified, and then we talk 

about remote, even though they say they do not discriminate and they give you 

accommodations—they're going to say no, and not give you the job right away. I don’t know, 

with my circumstance—I've done a lot of coaching on it. As much as it's toxic, it's also up to me 

to strengthen myself to be able to deal with this environment. That's what I've done, just because 

quitting doesn't help my bills. 

 

YIU:  Yes, completely. Earlier, we talked a little bit about when you first discovered your 

sensitivity, which the nickel allergy was at twelve and you described seeing hives and things like 

that. 

 

NJUGUNA:  Yes. 

 

YIU:  When was the first time you brought up sensitivity to your doctors? 

 

NJUGUNA:  Which one? The nickel allergy is the most prominent one because it's not just 

hives. 

 

YIU:  Yes. 
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NJUGUNA:  The nickel allergy is metal and that's the rashes and hives. Then, it becomes food, 

where I will almost faint if I eat out all the time. Then, it's also clothes and products. It's also 

marijuana and cigarettes. I thought the reason I was sensitive to marijuana and cigarettes was just 

because of the nickel allergy. Then, I got diagnosed that I'm also—on top of the nickel allergy—

allergic to marijuana and cigarettes. Sensitivity? I guess, the nickel allergy is a sensitivity. So, 

nineteen, when it came to—I guess, I have more of an allergy background than a sensitivity 

background. 

 

YIU:  Right. Do you only have one doctor that treats both the smoking allergy and the nickel 

allergy? 

 

NJUGUNA:  Yes. 

 

YIU:  Or, is there any treatment? 

 

NJUGUNA:  Yes. I found a doctor who was out-of-pocket. That's why it took a while to get to 

her–– because I knew she was out-of-pocket––but I figured out my budget. She's an integrative 

environmental, chemical sensitivity-ologist. She deals with the root cause––autoimmune, 

different other things. She tested me with the muscle test for other allergens. The problem with 

my immune system is I will be allergic to a couple of things one day, and then a couple of 

months later, I'll be allergic to a new set of things. I'm almost at one hundred allergens or 

sensitivities. She does oral desensitization antigens, or immunotherapy. I take the allergens I'm 

allergic to, each week, to desensitize myself. 

 

YIU:  Oh, I see. When you did the muscle testing positive for chemicals, how did it feel and 

when was that? 

 

[00:50:27] 

 

NJUGUNA:  I did it in 2019. I feel like she's told me—I think it was just a cotton swab of a spit, 

and then she puts it in some machine or something. I did it a couple of times, now, and I just 

mailed her the cotton swab—because my doctor is in DC. 

 

YIU:  Oh, I see. And now you're in Phoenix. 

 

NJUGUNA:  Yes. I believe there's only three doctors who deal with multiple chemical 

sensitivities. I have researched high and low, and I've only seen three. They're all out-of-pocket. 

 

YIU:  Yes. This leads to my question—how do you think class really affects health management 

when someone has multiple chemical sensitivities and/or allergies? 

 

NJUGUNA:  Cloth or cost? 
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YIU:  Class— 

 

NJUGUNA:  Oh, class. 

 

YIU:  —just the cost of it, and class being an access issue? 

 

NJUGUNA:  Right. I think it really affects it because, in Kenya, I was upper class, but here––I 

guess I was middle class with my parents, but without my parents, I was definitely poor. I guess 

my privilege was my degrees. I guess, if you have a different class, you might not have the 

education that you need. For me, I research heavily on trying to find a solution to any problem. 

I've seen a lot of people have issues navigating the multiple chemical sensitivity because they 

haven't gotten a job. So, I think class does play a part because of the education you get. 

 

Also—when you have the chemical sensitivity. Mine was started really late. I started it after I 

had college and job experience. If you start it when you're really young, and you're not able to 

have all those things, then your desirability of how people perceive you in the workplace is 

different. 

 

[00:52:53] 

 

YIU:  That's such a salient point. I've never thought about that, actually. We've talked about 

finding this integrative environmental allergist that you were able to build a trusting and mutual 

relationship with. 

 

NJUGUNA:  Yes. 

 

YIU:  How did it feel when you found this person? Was it different from your previous 

experience with medical professionals? 

 

NJUGUNA:  It was completely different. It was like night and day. 

 

YIU:  Yes. 

 

NJUGUNA:  Because—okay, the first couple of sessions, I was very skeptical. 

 

YIU:  How many sessions are there? 

 

NJUGUNA:  I've seen her since last year. With multiple chemical sensitivities, it’s not just the 

sensitivity. It's all the other medical issues that she's seeing, and then we have to fix it. I'm just 

like, Okay, you cost a lot. It's been since 2019 and I've seen her about—it might be every six 

weeks since 2019? I don't know how many— 

 

YIU:  Oh, I see. Okay. 
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NJUGUNA:  Yes. It's continuous, so I'm going to be with her for a few years. The beginning, I 

was skeptical, like every other person who has bad doctors. I kind of wasn't taking her advice. 

She was patient. She listens. She doesn't judge. Also, she doesn't give her opinions because I 

don't—yes. She's always like, “There's a research article that says this,” and she's willing to 

(unclear).  That's been really good, for a doctor, because a lot of doctors will tell me, “No, you 

don't.” And I'm just like, “Um?” 

 

YIU:  Oh. 

 

NJUGUNA:  Yes. I've had a doctor, with the nickel allergy—I told him I have rashes when I eat 

stuff and he's like, “No, you don't.” I told him, “Then why do I—when I eat high nickel foods—

have a rash?” He googled this drug that you can take and eat out and not have a rash. The 

problem is you have to monitor your kidney and just sign the prescription. I was like, “I am 

never filling this. You literally researched the systemic nickel allergy five minutes and gave me a 

drug that could mess up my kidneys?” No, no, no, no, no. So, it's completely different. 

 

[00:55:24] 

 

YIU:  Wow, I'm so glad you have this person now. I want to talk a little bit about how your 

illness affects your relationships with others. You've mentioned that you have had boyfriends. 

What was it like navigating intimate relationships with folks when you have nickel allergy and 

smoking allergy? 

 

NJUGUNA:  The nickel allergy was food, and my first boyfriend—I've only had two—so, my 

first boyfriend—it started later in our relationship. I couldn't eat out and that made things 

interesting. I would have to cook at home. One time, we were supposed to go to Thanksgiving. 

He decided not to take me because I was just going to watch people eat. So, I had Thanksgiving 

by myself. 

 

YIU:  Oh, that’s horrible. 

 

NJUGUNA:  So, that was one thing. I think we broke up right after. He was also in the army, so 

he wasn’t with me all the time. So, that allergy started—the eating one—was when he went to 

boot camp. That was our first interactions together, and that's how he responded. With the guy 

who smoked—the second guy—just unpacking—because we'd broken up for a year—it was 

really bad. Since he smoked, I was talking to him when I was in San Francisco and he actually 

was helping me as I was transitioning to housing to housing. He was really helpful when it came 

to me understanding my body when there was no test to help me understand what was going on. 

But relationship-wise, he felt that, because he was a smoker, he had to navigate differently 

because, technically, I would be in pain if he didn't change the way he interacts with other people 

and things like that. 
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YIU:  Yes. 

 

NJUGUNA:  When he would be around me, he would have to take a shower. You know how 

when you socialize, you can't really—you go from one person to another? He has to be mindful 

when he comes from his smoking buddies. He can't come to me. He has to shower and come and 

we can hang out. Also, he helped me with my housing. He decided because he's helping me so 

much—and I would say thank you—that I wasn't allowed to have other issues—like, normal 

relationship issues. Because he was doing all these things for my allergy, I'm not really allowed 

to have other things. If I'm having other issues with— communication issues—then I'm not 

grateful. 

 

YIU:  Wow. 

 

NJUGUNA:  He kind of used that to gaslight me, in some ways. Then he would just ostracize 

me, in the sense of, it would be harder for him to hang out with me, so he would hang out with 

me less. 

 

[00:58:53] 

YIU:  It sounds like it's difficult to navigate for the space you need in order to be safe. 

 

NJUGUNA:  Right. So, socializing has been—I'm fine with it, now. But when I realized I 

wouldn't be able to socialize the way I used to, it was really traumatic. It's like, I need somebody 

not to smoke. I guess, with my history, it just seems like, I believed that people wouldn't do 

things for me. But, innately, I wasn’t able to socialize that much because I was dealing with all 

these other things, and the people I had in my life were not that great. I guess, I was just getting 

what I was being given. I didn't have the mind there to look out for other people, and things like 

that. 

 

YIU:  Right. Did it affect your friendships at any point? 

 

NJUGUNA:  Oh, yes. Yes. In college, when I wasn’t going out to the cafeteria and eating out 

eighty percent of my friends went away. 

 

YIU:  Wow. 

 

NJUGUNA:  Just because—you know how college is. You go out to eat. I didn't mind going, but 

people just don't like you watching them eat. I'm just like, “It's cool. I just want to hang out.” I 

feel like people are always like, “You should feel bad.” I'm like, “Look, it's life. I literally just 

want to do the same activities—I just can't eat out.” 

 

[01:00:33] 

 

YIU:  And you’ve explained to them why, and they are still just so—? 
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NJUGUNA:  Their thing is like, “You're making me uncomfortable.”  

 

YIU:  How is this about them right now? 

 

NJUGUNA:  Right. Right. That was with college. With work—because it's both eating and the 

socializing—so, I wasn't able to eat and work—you know how work socializing is? I wasn't able 

to eat anything since I've been in this company. The way they would accommodate me is, they 

would write me a check of the monetary value—well, I asked for it—of the free food they were 

giving people. I was, like, “If you're not including me, I'll include myself.”  

 

YIU:  Yes. Wow. But they've not been able to offer you alternatives, other than that? And you 

would have to ask for it. 

 

NJUGUNA:  Well, there is no way—no, they wouldn't offer. My thing is people are not going to 

offer to accommodate you. Maybe other people have other experiences. In my experience, I'm 

the one telling them, “This is what I want. This is the equivalent of my accommodation.” A lot of 

people are just like, “I don't have to deal with it, so I don't.” They don't think of alternatives. 

 

[01:01:54] 

 

YIU:  Yes. I want to talk a bit about your friends. Do you know anyone who also experiences 

nickel or smoking allergies? 

 

NJUGUNA:  Well, it's not like friends, friends. Because of my blog, I know a lot of people. I 

have somebody who does a blog, as well as me. She has the nickel allergy, Lyme, fragrance 

allergies—so, she has Multiple Chemical Sensitivity. She deals with it completely different than 

I do. Our relationship is strained a little bit, because—I don't know. I feel like, she has help from 

her parents and stuff, and I don't. I feel like because I'm still moving ahead—I don't want to feel 

like, because I'm—it's not like I'm better. It's just because I'm still moving ahead and still going 

around my barriers, it’s had really a lot of strain in our relationship because I tried to find 

solutions and she just wants to complain. I don't have time to complain because—for me, I feel 

like, if I complain, then—I don't have room to complain because I have to advocate for myself. I 

don't have anyone else who is doing it. 

 

YIU:  Tell me a bit about your blog and how you feel finding a community of people who, now, 

access your blog. 

 

NJUGUNA:  It was really good. When it wasn't smoking (before developing the smoking 

allergy), I felt heard, and everything like that. I have a Facebook group. I like helping other 

people not to have a hard time like me, because, I'm nineteen, my parents went back to Kenya 

and I had to put myself on a diet and research everything myself. When the smoking sensitivity 

came, I really became really lonely because my community—there's an array of people. You 
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either have a nickel allergy when it comes to metal, and then you have a nickel allergy when it 

comes to food and then products. Then, you have a nickel allergy when it's airborne, like, 

gasoline or smoking and stuff. The airborne part, which is usually multiple chemical 

sensitivity—that's one percent within the nickel allergy. So, working with other nickel allergy 

influencers has been really lonely because a lot of them, it’s just metal contact and food. I'm the 

only one who's allergic to every aspect of the nickel allergy. I'm a minority within the minority 

of that group. I like to be a voice for the people who have not been heard because there's no one 

else who talks about all the other aspects of the nickel allergy. 

 

YIU:  So, Barbara, your blog is called Nickely Challenged. 

 

NJUGUNA:  Yes. 

 

YIU:  How did you begin to start this blog? What compelled you to create something? 

 

[01:05:17] 

 

NJUGUNA:  When I was started my nickel allergy, I was nineteen. I didn't really have support 

from my parents, or my sister. I was just, like, You know what, I'm just going to write my story, 

and maybe somebody else can connect. That's what happened. I just felt like no one understood 

what I was going through. I just wanted to make connections where people understood what I 

was going through. 

 

YIU:  You mentioned that one thing that you had to do on your own was to go on a low nickel 

diet. 

 

NJUGUNA:  Yes. 

 

YIU:  What was that process like? Was it a process of elimination? How many things did you 

have to readjust in your life? 

 

NJUGUNA:  The low nickel diet has been different in different variations. When I started, I only 

knew I was allergic to the nickel allergy. I ended up researching nickel in foods and found an 

article from Hershey, Penn State (Penn State Health Milton S. Hershey Medical Center) or 

something about foods with high nickel. Then, I eliminated those high nickel foods. Then I 

started cooking everything from scratch. I changed my pots and pans. Then I found out that the 

tap water was making me fatigued, so I had to switch to bottled water. It was a lot of research, 

when you're starting to understand which food. Last year is when I went a step further. I started 

sending things to the lab because the FDA (U.S. Food and Drug Administration) doesn't require 

people to test for nickel, but there is nickel in every food. Since I have to do keto—I have to do 

low carb and nickel because I have Candida, which is probably why I have all these sensitivities. 

I can't balance the two very well, so I started sending things to a lab. Now I'm starting a meal 

planning service where everything is lab tested. 
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YIU:  Oh, wow. 

 

NJUGUNA:  Yes. That's the other version. I didn't need to do that in the beginning. Now I need 

to do that now. 

 

[01:07:39] 

 

YIU:  In your blog, Nickely Challenged, do you consider that blog as activism or community 

organizing? What would you call it? 

 

NJUGUNA:  It's activism, community organizing, and it's also going to be a service. It’s going to 

be three. 

 

YIU:  Can you tell me more about how it's going to be a service? 

 

NJUGUNA:  Right. I'm still in the research phase. We are now—well, not we—me. I am now 

going to test everyday goods and have it there for the public so they know which of the foods, 

when they go to the grocery store, are low in nickel. They do that in Italy already. They're not 

doing that in the US. 

 

YIU:  Oh, really? 

 

NJUGUNA:  They’re not doing that in the US. They have a Nickel Directive, there. Yes, it's 

going to be a service, after I get with lawyers and stuff. Because for my own diet, I have to list 

my macros for keto, and I also have to figure out the nickel and be under 150 micrograms of 

nickel a day, or I'm going to have a rash everywhere. So, I had to build a system to look at my 

meals, and I was, like, “Okay, well, people would love this.”  

 

YIU:  Yes, that's amazing. I want to ask you—because it's almost an hour and a half now—are 

you doing okay, energy-wise? 

 

NJUGUNA:  Yes, I actually did it for two hours so, I don't know how long you want to go. 

 

YIU:  Yes, okay. Well, I just wanted to check in and see if you needed a break. What was your 

most––proudest achievement? You've achieved so much. 

 

[01:09:37] 

 

NJUGUNA:  I know it’s weird, but not caring what people think. I think, as much as me, 

jumping from house to house and dealing with my work right now—and still dealing with 

them— and finding a database for my meals, and finding a doctor—even with my doctor, it's not 

like I'm taking her lead. I'm also leading her to help me. One thing I had to unpack was, I really 
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cared about how people perceive me. With my family, I really care. I wanted them to help me 

and I wanted to be amicable. Then with work, I wanted them to see how much pain I was in. 

Well, it's not that. I had a lot of anxiety and I have mental health help. But, just unpacking––not 

putting an emotional attachment on how people perceive you, and just on the solution, has 

helped tremendously on not staying in that stagnant, being-in-pain type of environment. 

 

YIU:  Right. Yes, it sounds like it was a long process of changing your lifestyle and then, also, 

readjusting when you realize what are your new allergies because you said that it's constantly 

evolving and shifting. 

 

NJUGUNA:  Yes. 

 

YIU:  Between the meal plan services and all of these things that you need to do in order to keep 

up, do you find that it poses a financial burden? 

 

NJUGUNA:  Yes. But—I don't know. Yes. The way I combated that was—the reason I moved to 

Phoenix was because of the— 

 

YIU:  The rent? 

 

NJUGUNA:  Yes, the rent. It made more sense because I knew I had to be with the doctor I'm 

with right now. So, that's how I cut costs. 

 

YIU:  Right. 

 

NJUGUNA:  The other thing is, unfortunately—I don't know if everyone is capable of this—but 

I knew, from the beginning, if I'm going to tell people I'm sick, I need to do ten times better than 

my colleagues. So, I do fifty to seventy percent more performance with everything I go through. 

I know I have to maintain that to get the same pay.  

 

YIU:  Yes. 

 

NJUGUNA:  And to get the accommodations because people seem to think it's a choice, right? I 

have to always correct them. It's not fair. I'm not saying it's fair. It's not a financial burden 

because I can afford it. But I have to do overtime and I have a second job. I would love to get rid 

of my student loans, but it just seems like my medical expenses—which are ten thousand a year 

on top of all these other things I'm doing—I have to juggle being human and having debt and 

medical expenses. So, yes, but I'm trying to find ways to make more money, where I have more 

control of my income rather than other people telling me what I need to make. But that's also a 

learning process. 

 

[01:13:22] 
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YIU:  Yes. You mentioned this phrase, earlier, that you have to feel like you're being human 

while managing debt. In an idealistic world, let's say, how would things change? And what are 

some steps that you believe we could take collectively to make this experience less of a burden 

for people, financially? 

 

NJUGUNA:  I guess, it's different avenues. So, housing. Housing is hard because—I don't know 

about the fragrance one, but for the smoking, if the HUD free certified smoking would be the 

same price as a normal housing—that would be one thing. For work, having remote access 

would be good because the pay I'm making right now—I know if I didn't have this allergy, I'd 

make thirty thousand (dollars) more. Without—there not being a bias on people being remote, 

and there not being a bias—with work, there to be accessibility, and if somebody says they have 

a disability, not there to be a bias. I don't know how to fix that. 

 

YIU:  Right. 

 

NJUGUNA:  Hospital-wise, there needs to be more training on sensitivities in ER (Emergency 

Room) because me going to the ER is almost a death sentence. I'll come back with somebody not 

being able to help or listen to me, and just put something I'm allergic to. What else? What other 

areas are there? Oh, yes—with doctors, there needs to be insurance for multiple chemical 

sensitivity. 

 

YIU:  Right. 

 

NJUGUNA:  I understand—I don't know. It's just, really, for me to get the care I need—I know 

I'm of privilege because I can afford it. I don't have a family. There's a reason why I don't have a 

family and all these other things because I was, like, I need to deal with this first. For me to get 

the care I need, I have to pay out-of-pocket, on top of not being able to make the money I need or 

what I'm qualified for, as well as, my housing is a lot of money. On top of that, all my 

products—food, everything—is special. It costs ten times more. 

 

YIU:  Yes. 

 

NJUGUNA:  Oh, and, the last thing is, if HUD could prioritize—you know how they give 

special housing to people? 

 

YIU:  Right. 

 

NJUGUNA:  If they could prioritize people chemical sensitivities because they prioritize people 

who are women and children, but they don't prioritize illnesses. That would have helped a lot 

because I can't go to a homeless shelter if I am out of luck. 

 

[01:16:52] 

YIU:  Yes. You mentioned that your experience of doctors has not been ideal. 
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NJUGUNA:  Yes. 

 

YIU:  After finding this doctor, do you find that you have a better sense of your body? Or, do 

you feel like you've always had a sense, and now having access to this doctor allows you to 

develop a treatment plan, for example? 

 

NJUGUNA:  Well, the doctor—when it came to my sensitivities, I knew what they were. The 

cause, I didn't know. So, I have a sense—better—on the cause. We're still trying to figure if it's 

even curable, but the cause and the treatment plan was more clear. But I decided to research 

branches of medicine. I decided to stop doing conventional and go into integrative and functional 

because that's where I was getting more—even without an allergist, even just a normal family 

medicine doctor—that's where I was getting more answers on other things that could lead to 

allergies and sensitivity. 

 

YIU:  So, integrative branch of healthcare has been most helpful for you. Why do you think that 

is? 

 

NJUGUNA:  Because they look at your gut. I started doing this test called GI-MAP 

(Gastrointestinal Microbial Assay Plus), where they analyze your microbiomes, and I had leaky 

gut. My gut was inflamed. I had H. pylori (Helicobacter pylori), and C. diff (Clostridioides 

difficile) and stuff like that, which exacerbates allergens. My doctor doesn't say this. I'm like, 

“You know what, I'm budgeting this every year, so I can look at my microbiomes because they'll 

affect what I'm going to eat for the year.” Fixing my leaky gut, which, we just fixed—it was a 

year of fixing it—helped my allergies just tremendously. I'm not really having rashes like that. 

My fatigue is less to none. 

 

YIU:  Wow, that's amazing. 

 

NJUGUNA:  Yes, but conventional (doctors) give you meds. 

 

YIU:  Right. 

 

NJUGUNA:  They don't look at your microbiome. I had to research how your gut is connected to 

allergens and just become my own doctor. I needed to find the people who could help me. I 

always tell people, “Go to integrative or functional,” even if—because some functional primary 

doctors take insurance. You'll get more answers there, and then you can build yourself up to an 

allergist. 

 

[01:19:44] 

 

YIU:  I see. Wow. You have so much knowledge on navigating the healthcare system. This is so 

useful. 
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NJUGUNA:  Yes. 

 

YIU:  It seems like writing is certainly one of your creative outlets. Do you turn to creative 

outlets for coping with your illness? 

 

NJUGUNA:  I don't know if it's creative. I do a lot of research. 

 

YIU:  Yes. 

 

NJUGUNA:  I don't know if it's creative. I do research, but also I like creating solutions–– a 

system that—okay, one thing I want to do is, you know how you go to an app and you look up 

all the foods you're going to eat? 

 

YIU:  Yes. 

 

NJUGUNA:  So, creating an app for nickel and all the other dietary things because not one 

person is allergic to one thing. I like creating solutions. I'm more techie and more research-

oriented. I find that fun more than—and it helps me feel like I'm progressing and making a 

difference. I don't like feeling stagnant in my own circumstance. 

 

YIU:  That's beautiful. You mentioned earlier that you're working on a food testing series. Is 

there any other activism project that you're currently working on? 

 

NJUGUNA:  Activism project? Yes, I am. I am also creating a course on how to have a nickel 

allergy successfully. 

 

YIU:  Oh, wow. 

 

NJUGUNA:  It's like a step-by-step on metals, foods, socializing—because some people can't eat 

out. They remove it because of the metals cooked, so they can't eat out. Doctors. It's just going to 

be a step-by-step guide of everything I went through, and solutions. I'm going to partner up with 

doctors and experts. 

 

YIU:  Wow, that sounds beautiful. 

 

NJUGUNA:  Yes. 

 

YIU:  It's like a guide of surviving this world. 

 

NJUGUNA:  Yes, we all need it.  

 

[01:22:05] 
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YIU:  Yes. I know that your blog is not something that you started when you were younger. Was 

advocacy or activism something that you've always thought about and engaged in––before 

becoming affected by your allergies? 

 

NJUGUNA:  Yes. I always wanted to do psychology because I really liked helping people. I've 

always liked helping people. But every single time I did psychology it went with my allergy 

because there was a gap in the market. Yes, I've always wanted to help people. When I was in 

high school, I would work with kids with learning disabilities. 

 

YIU:  You’ve always had an inclination to help. 

 

NJUGUNA:  Yes. 

 

YIU:  I see. I want to ask for an overview after we've talked a bit about your experience now. 

How have your illness and sensitivity affected your life the most from your personal experience? 

 

NJUGUNA:  Socializing. I feel like you just have to look at life differently. I know I'm going to 

be more isolated than most people. Or I can choose to be in pain and socialize. I choose to be 

more isolated. It doesn't make sense to me to socialize and be in pain. So, that's one thing. I know 

a lot of people struggle with the aspect of not being able to see their family, and only—because, 

for me, it got to a point where I was only touching somebody twice a year because I could only 

trust my sister and she would only come once. Then, I guess, my ex came one other time. I had 

to just unpack touching and socializing and internalize how to have a safe space within myself so 

I didn't feel a lack. The socializing aspect has helped me understand my attachment to people, as 

we are socialized creatures, and how to un-attach myself from wanting to socialize that much. 

 

YIU:  So, what do you turn to now that you can't socialize as much? What are some things that 

you do? 

 

NJUGUNA:  Before, it was—I really didn't want to be alone. People really don't like just being 

isolated. I kind of just unpacked the reason why I didn't want to be alone. I just didn't have a 

good relationship with myself. I've been trying to repair that. It doesn't matter if I socialize or 

not. I don't feel lack, if that makes sense. 

 

YIU:  It’s reorienting your sense of it? 

 

NJUGUNA:  Right. Yes. Before, I had this need to be helped—which is understandable because 

you're very helpless in this situation. And this need to be seen. Then I had to turn it around. I use 

Byron Katie––The Work (of Byron Katie)–where you turn around your perspectives. It would be, 

like, how do I see me in this situation? Then I would do the things that would help me see me in 

this situation. My brain would still be seen, but your brain doesn't know the difference between 

another person seeing you and you see yourself. I tried to use that type of mental health, where 
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you're filling in the gap you're feeling—or the lack you're feeling—rather than waiting for 

somebody else to give it to you because I didn't have time. I would have waited for years for 

anyone to help me. 

 

[01:26:19] 

 

YIU:  That's beautiful. I know we've discussed this a little bit throughout our interview, but as an 

overview, how do you think your race and gender identity impacted your experience of illness? 

 

NJUGUNA:  Yes, my race always has impacted me, fully. I know when I tell people about what 

I'm going through, it's less believed. I can't really pinpoint the race par, because there's never 

been the same example with somebody who's a different—like, white. But I know with work it 

was very evident because I'm black and a woman and somebody else was white and a woman, 

and they didn't get the same treatment as me. It got to a point where they felt like I was lying. I 

had to do all these things that my co-workers weren't doing—give them metrics my co-workers 

weren't giving. I'm just looking at them, like, just because I'm working remotely? I'm so 

confused. 

 

YIU:  Yes. 

 

NJUGUNA:  That's one time where I was like, Oh—because the white counterpart was like, “I 

think it's because of your race because I've not been treated that way.” That's when I was like, 

“Oh, it's because of my race.” I know it's my illness, but it's also like I'm less believed because 

I'm Black. 

 

YIU:  Yes, and earlier you even mentioned—I wrote it down—that your coworkers assumed you 

were looking like you were angry when you were, in fact, tired and needing to collapse. 

 

NJUGUNA:  Yes. 

 

YIU:  So, this assumption of anger that's associated to Black women is—it seems like a trend. 

 

NJUGUNA:  Yes, and I'm very direct, too. I don't like to beat around the bushes. If something is 

happening, I'll let you know. It's tricky, but that's the only—well, that one and, also, the one with 

my work asking for disability accommodation has been the most evident, which is annoying. 

 

YIU:  Yes—to say the least. 

 

NJUGUNA:  Right. Yes.  It’s like, “Could you add more to my plate, please?” 

 

[01:28:47] 
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YIU:  How would you say that your views on your illness have changed over the years, since 

you were twelve, finding that you have a nickel allergy? 

 

NJUGUNA:  Yes—completely different. When I was younger, I wished I was healthier. Okay. I 

was just like, I wish I could eat out. I tried to. It was like an abusive relationship with food, 

which, I feel like they need to put in eating disorders—people with allergies. I would actually, 

like—when I was in San Francisco—because I wanted to fit in—I ended up eating out for three 

months and then I ended up fainting. 

 

YIU:  Oh, no. 

 

NJUGUNA:  Yes. I knew I was allergic to things. I knew the protocol I had to have. I kind of 

just did—to fit in—and everyone was receptive. But then when I was on the diet, people weren't, 

so it just seemed okay to cheat. Then I got the consequences later. The same thing happened 

when I was at work when I was not really advocating for myself to work from home. Now I feel 

like I have a better—well, I have a more positive outlook on my illness. I don't feel like it's a 

burden. It is what it is, right? And, the socializing—having to advocate for myself was an issue, 

but now I feel like it helps me be able to strengthen being there for myself. Since I was a young 

child, I just was never there for myself. I was always depressed, which you're not there for 

yourself when you're depressed. Whatever was happening, I was never on my side. 

 

YIU:  Yes. Wow, it sounds really powerful—the transition from—validating yourself, since 

there were so many sources that were just not believing you. You believe in yourself that you're 

not a burden. How would you––I feel like, in your blog, you teach others about that. 

 

NJUGUNA:  Yes. 

 

YIU:  Would you say that is one of the most important lessons you've learned? 

 

NJUGUNA:  Yes. Don't wait for permission. When you wait for people to see you, to be there, 

to know that you're right—always give yourself things that you want other people to give you. 

Then when they give it to you, then, it's not like you were lacking it. My mom, since COVID-19, 

was like, “Oh, I'm now starting to believe that it was really hard for you to have this allergy.” 

You can't—and, I'm just, like, “What?” I'm just laughing because I'm just like, I've had this 

allergy—well, the socializing aspect—since I was twenty-four. I'm twenty-nine. This is the first 

time she's tried to empathize or tried to see how bad it was. My mom is the kind of person—she 

has to live something before she empathizes, which is a downfall, for her part. I mean, if you live 

like that, then you won't really ever understand your children. I didn't wait for my mom to listen 

to me or help me. I just did it myself. That's why I'm where I am. It's still a work in progress, but, 

I feel like I'm better off. 

 

[01:32:43] 
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YIU:  That's beautiful. How would you hope this society will change their views? It sounds 

like—you've used words like isolating and dismissing. How would you hope the society will 

change their views in ten years? 

 

NJUGUNA:  It’s kind of hard, because I always focus on me changing myself. I think society is 

in the process to change it just because they're dealing with COVID. It's almost the same thing 

that anyone with chemical sensitivity is dealing with—the socializing aspect, and staying away 

from people, kind of thing. I feel like giving people the benefit of the doubt would be a good 

thing rather—and, also, be neutral and not have to give your opinions about things you don't 

know. Not always saying somebody is lying or—just not be self-centered. I feel like a lot of 

people act like us—people with Multiple Chemical Sensitivity—are putting a burden on them. 

Sometimes it's just, like, Oh, my god. If they could change that, that would be great. The other 

thing is––one thing I've learned is, I think a lot of people want freedom in choosing how to 

navigate somebody with the multiple chemical sensitivity, but they don't care that the person 

with the multiple chemical sensitivity doesn't have the freedom to choose their sensitivity, right? 

I was telling my sister about this—there's an imbalance. If I don't have a choice but to socially 

isolate, but you want a choice—you want to have a choice in accommodating me. Just give up 

your choice because I don't have a choice, right?  

 

YIU:  Yes. 

 

NJUGUNA:  Don't have an ego on the type of accommodation you can give me when I don't 

have a choice about my own illness. 

 

[01:34:52] 

 

YIU:  Wow, thank you so much. I feel like you've given me so much in just thinking through. 

The don't-wait-for-permission part is just radical and powerful. Thank you for that. Barbara, are 

there any questions I haven’t asked today that you would like to put on the record? 

 

NJUGUNA:  Give me a second. The other thing is position yourself. Position yourself with 

people who are for you. Like, for me, with remote. With me having to be strictly remote because 

of the smoking sensitivity, I've started putting myself in remote communities and getting a 

remote career coach, so I'm able to get a job that is remote rather than trying to be in spaces that 

only include you and convince them that you need to be remote. That's more of a tougher effort. 

Just—position yourself where you don't have to explain yourself—has been, literally, the best 

thing. 

 

YIU:  Wow. I really love that because it's also self-advocacy, right? 

 

NJUGUNA:  Yes. 

 

YIU:  Thank you, Barbara, for your time today. Is there anything that I have missed, just in case? 



33 
 

 

NJUGUNA:  No, that's it. 

 

[01:36:19] 

 

YIU:  Okay. Well, thank you so much for your time. I have sent out the legal agreement already, 

in the mail, so you should receive it within the week or so. If you haven't received it, I will email 

in a week or so to check in, and I can just resend it if it is lost in the mail. Thank you again for 

your time today. You've just told your story so clearly, and your critique is powerful. 

 

NJUGUNA:  Yes, thank you. Have a nice day. 

 

YIU:  Have a wonderful day and take good care. 

 

NJUGUNA:  You, too. Bye. 

 

YIU:  Bye bye. 

 

(End of July 16, 2020 interview) 

 


