Interview Transcript
Kimberly Weeks (00:00)
Welcome and thanks for listening. My name is Kimberly Weeks, and today I am joined by Micaine Seeley, who will be sharing his personal experiences living with chronic inflammatory response syndrome, commonly known as SERS, and the profound impact that housing conditions and environmental exposures have had on his health and quality of life. Micaine's journey includes years of navigating complex and often misunderstood health challenges, including chronic fatigue, cognitive difficulties, and environmental sensitivities associated with water damaged buildings and indoor environmental exposures. Through his lived experiences, he has gained valuable insight into the connections between housing, physical health, mental health, and overall well-being. The purpose of this conversation is not only to share one individual's story, but also to increase awareness of how environmental conditions can influence health outcomes and to highlight the importance of considering housing environments within holistic and person-centered approaches to care. Micaine's experiences provide a powerful example of why healthy housing matters and why environmental factors should be considered as part of comprehensive health and mental health assessment. Thank you, Micaine, for joining us today and for being willing to share your story.
Micaine Seeley (01:18)
Thanks, happy to be here.
Kimberly Weeks (01:19)
Can you tell us a little bit about yourself and your health journey?
Micaine Seeley (01:24)
My health journey started in 2009. Pretty ordinary person before that, nothing really remarkable, and then started feeling very fatigued, a lot of brain fog, and it pretty much hit me overnight, went from running to where I couldn't run the next day. I could barely even walk upstairs. I would read books every week. I would try to go through a book and then I was so brain foggy I couldn't read or comprehend. And just kind of lived with the condition until around 2019. I discovered CIRS and thought, wow, that sounds really similar to my symptoms. And so then did some testing after that to kind of validate CIRS, which is an immune issue that's the result of being exposed to water damaged buildings. So, I figured out that that was the cause and then have been working with that as a treatment protocol ever since then.
Kimberly Weeks (02:24)
So, can you tell us a little bit more about what your life was like before you became ill?
Micaine Seeley (02:29)
Well, coincidentally, before I became ill, I was kinda at the peak aspect of my health. So, I had been dieting and eating certain foods that I thought were healthy, had a a very good body weight, I was working out a lot and I was able to run every night and also lift weights. And I was in my twenties, so the age was a a factor as well. And then, after that, everything went drastically downhill almost like I felt like a seventy year old.
Kimberly Weeks (02:59)
So you've been experiencing symptoms now for
Micaine Seeley (03:04)
Seventeen years.
Kimberly Weeks (03:05)
Seventeen years. Okay. And so when you first started experiencing symptoms, what did you think it was? What did you do? Did you think it was your environment, or what did you think was going on?
Micaine Seeley (03:18)
I had no idea what it was. And so I just kind of turned to people that I would assume were like experts in the field and they didn't really know because I seemed like a healthy young person in their twenties. And some people had hypothesized maybe it's depression, but then you know, you don't have the heart racing and the fatigue and all these other aspects that go into it. and then the other thing that was a hypothesis was I had pretty high mercury levels because I was a pescatarian at the time. So, I ate a lot of fish. And so I had kind of just thought it was that, because there was no other potential solutions or no other potential answers to what it was.
Kimberly Weeks (04:02)
So, as far as the symptoms you started experiencing, how did they affect your daily life?
Micaine Seeley (04:09)
Well, when that happened, basically everything that I did before stopped. So, I no longer read books, I no longer worked out, I no longer could run, I couldn't really function, because there is the cognitive aspect and the fatiguing aspect and the combination of the two were basically disabling.
Kimberly Weeks (04:31)
So, everything that you had known previous to getting this illness kind of just completely went away. Like your entire life was flipped upside down, but you had no idea what was going on. Something was wrong.
Micaine Seeley (04:44)
Yeah. Correct. It was an existential crisis.
Kimberly Weeks (04:49)
Okay. And so it affected your ability to work. It just impacted all of your daily living activities. So then, eventually, you started to learn about chronic inflammatory response syndrome CIRS. So maybe give us a little bit of insight as to how that happened for you.
Micaine Seeley (05:09)
Because health was now a priority in my life, I was learning quite a lot about it. And I had to come across a podcast where the doctor that was talking in the podcast had come down with a condition that she called CIRS, and it mimicked mine almost to the tee. So, that was when I first heard about it and then started to explore some of the topics that were discussed in that podcast.
Kimberly Weeks (05:36)
And then, once you had an idea of your symptoms matching this illness, how long did it take for you to get more answers about what was actually causing your symptoms and how did you make that connection to your environment?
Micaine Seeley (05:52)
Well, it was pretty immediately because one of the things that you do is you do a genetic test to see if you're susceptible. So, the genetic test showed that I had the like worst susceptibility. I think it's two to three percent of the population has that particular gene. So that was pretty confirmatory. And then I had to learn about all the labs and it's very complicated. There’s a whole group of labs that you have to do. And some of those labs have to be done at specific hospitals that can process that particular lab. So, it took another two years maybe to figure it all out because it was a lot to learn.
Kimberly Weeks (06:33)
And what's the test? Can you tell our listeners what test you took to find out that you had that gene and what the gene is called?
Micaine Seeley (06:42)
Yeah, so those are an HLA test. So, that can be ordered off of Life Extension or HumanBiomics also has it and that tells you what haplogroup your immune system is. And there's particular phenotypes that are more susceptible to this condition than others. And then after you do that there's a cluster symptom checklist. So, you can go through all your symptoms and see if the each cluster would add up to where you could be potentially diagnose. And then there's a visual contrast sensitivity test. And what that looks at is you look at a screen and you try to pick out different variations in gray and black lines and the reason that is diagnostic is because if people have inflammation going on from this process, it will cause the veins and the arteries and the eyes to constrict and they wouldn't be able to see the contrast. But there's other conditions that can potentially cause that too. So, then you have a whole host of blood markers that you can look at. So, there's some inflammatory blood markers, and that would be like MMP9, matrix metalloproteinase nine. There's also TGF beta one, transforming growth factor beta one. Those will be elevated with CIRS. C4A is the part of the complement immune system that will also be elevated. So, those are the inflammatory aspects of the condition. And then you have the part, kind of on the opposite end, the things that become lowered from inflammation. And that would be a vaso[active] intestinal polypeptide. And luckily, when I had first got sick, a doctor did do that test and it was low, but they didn't know that it was an indication. And, unfortunately, like the VIP testing nowadays isn't very good, isn't very reliable, but it was when I first got sick. And there's another peptide that becomes low. It's a alpha-melano[cyte] stimulating hormone, it's MSH that also becomes low. And then you can look at, because it's kind of screws up the whole HPA, the hypopituitary adrenal access, you can look at adrenocorticotropin hormone and cortisol and seeing if there's an imbalance there. And then antidiuretic hormone and osmolality and see if there's something being screwed up there. So, you do all of those tests to see what the body's doing and, usually, what you see is very high levels of inflammation with the TGF beta 1, MMP9, and then C4A, and then low levels of anti-inflammatory neuroregulatory polypeptides like VIP and MSH. So, those are what's called proteomics, which is looking at little proteins in the blood. And then there's transcriptomics. So, there's been more recent developments where they look at the little molecules that are sent out by the cells that determine what the cell is kind of trying to do or wants to do and that would be kind of looking at epigenetics and there's a GENIE test that can also add confirmation to the CIRS diagnosis. And then there's also finally you can look at brain changes because the brain fog aspects of the condition manifest in certain areas of the brain being either swollen or atrophied. And so there's a NeuroQuant MRI that basically takes a bunch of little pictures of the brain to determine the hemispheres of the brain and the sizes of the certain aspects of the brain. And there's a particular fingerprint associated with the condition. So, that can be diagnostic as well.
Kimberly Weeks (10:27)
This is so much information, and I can only imagine to someone listening right now, it might seem really overwhelming, but just to remind everyone that Micaine has been doing this for 17 years. And so, he has now become an expert about CIRS. So, let's back up a little bit and maybe just explain CIRS to someone who's never heard of it.
Micaine Seeley (10:52)
Well, CIRS stands for Chronic Inflammatory Response Syndrome. And the name is pretty good as a descriptive. So, there's something that a person is exposed to. And in CIRS, there's a whole list of potential biotoxins. They can come from lionfish or certain spiders, but they're these small little toxins that come from our environment. And those are acting as an antigen. And people with SERS have a genetic predisposition to not make an antibody to that antigen very good. So, they have antibody presentation issues. And if you can't make an antibody and get that thing out of your body, then it's going to stay in your body and cause a lot of inflammation. Now there's a few different phenotypes of SERS. For example, there's a Lyme phenotype of SERS, post Lyme. There's also pfiesteria, which is a dinoflagellate that grows in the ocean that can cause it. And then there's CIRS water damage building, and there's a whole host of things in water damage buildings that can act as those biotoxins that can cause chronic antigen stimulation and then the body reacts in a chronic inflammatory response way and, at first, it's like an inflammatory reaction but as it continues it can cause downstream what's known as hypometabolism where your entire energy system of the cell is altered and that's what causes the chronic fatiguing illness. So, it's very much a chronic fatiguing illness with all kinds of different symptoms that could come into play, but it's chronic fatiguing and usually that is what also creates the brain fog and the issues with cognitive aspects as well.
Kimberly Weeks (12:46)
What are the most common misconceptions about CIRS that you have seen the most?
Micaine Seeley (12:53)
The most common misconception is people think it's an allergy and that is a different type of immune mediated reaction, where this is a innate immune system reaction. It's definitely not an allergy. That's a different part of the immune system where CIRS is the innate immune response. So, that would be the biggest misconception.
Kimberly Weeks (13:18)
Okay, so it's not an allergy. So, looking back, what role did your housing environments have in your health?
Micaine Seeley (13:27)
The roles are drastic. And it was kind of interesting when I discovered what the issue was, because I was able to kind of look back at all the places I had previously lived and realized why I would feel terrible in some locations and much better in another. So, for example, luckily, after I got sick, I had moved into a new apartment, and the previous place was really water damaged and really terrible. And I had also started the paleo diet at that time. And I thought, oh my gosh, the paleo diet is the most amazing diet ever. but it was actually the brand new apartment. And then, when I moved out of that apartment into another water damage building, I declined massively and had a lot of relapses and never really put two and two together. But, once I figured out CIRS and was able to really pinpoint what it was about housing locations that was making me sick, I was able to control those housing situations to really drastically improve my health, and the results were day and night.
Kimberly Weeks (14:38)
So, were there signs of water damage, mold, or poor indoor air quality that you can now recognize as being important that back then how you were saying you didn't really know what was going on? Can you share about that experience?
Micaine Seeley (14:56)
Yeah, so a lot of the environments I was able to determine if there's mold based upon visual mold growth or if a place had a bac a basement and it smelled super musty. That was an indication. And then once I learned about CIRS, I was able to do environmental testing of locations. And then that was a lot more helpful because sometimes you can't visually see the mold so you have to actually test for it.
Kimberly Weeks (15:27)
So then, how did your symptoms change when you spent time in different living environments?
Micaine Seeley (15:35)
Well, one of the things that was revealed when CIRS started to look at the genomics, they found that the mitochondria would go in this hypometabolic state. And then, if you got out of exposure, that hypometabolism would go away. And so hypometabolism, just think of the most crushing fatigue that you ever have, and then it residing. So, the difference could be as drastic as being bedridden one week and being able to go for a walk, you know, maybe about a month later after some recovery, but even as soon as two weeks could make that drastic of a difference.
Kimberly Weeks (16:15)
What challenges have you faced when trying to identify safe places to live?
Micaine Seeley (16:21)
The expense of it and how many places are badly maintained and water damaged. So, the combination of the two makes for very big challenges.
Kimberly Weeks (16:35)
Do you know any statistics on that that you could share with people?
Micaine Seeley (16:41)
Yeah, I came across a citation from Dr. Richie Shoemaker of survivingmold.com. He's the doctor that discovered CIRS and has made all the publications about it. And it referenced in one of his publications about 80% of buildings have had or are water damaged. And one of the downsides with CIRS is, even if there isn't active water damage right now, because there was water damage in the past, it had grown a bunch of microbial harmful particles that were all in that building. And unless that building is remediated, they're still stuck in there. So, it can still make someone sick, even if that building isn't actively water damaged at the moment.
Kimberly Weeks (17:22)
This sounds like a very challenging illness. And it is directly related to environmental exposures. And so, that being said, how did these exposures in your environment affect your mental health and your emotional well-being? Because we know it affected your physical health because you said that you had a lot of fatigue and brain fog and cognitive stuff that was going on.
Micaine Seeley (17:44)
Well, one of the interesting findings, and I can attest to that, I really never had a lot of trauma growing up, but I felt like the condition traumatized me. And, one of the things that was being seen is the PTSD gene, FKBP5, I believe, was being turned on in people. And, so, my FKBP5 gene was actually turned on when I was exposed. And so my stress levels were through the roof  and, because inflammation does cause depression, and depression is potentially a result of inflammation, it can lead to depression. For me, one of the biggest was anxiety. So, that's how I know if I'm being exposed is because I'll be incredibly anxious. And then, if I get out of that environment, that anxiety will just go away. So, I had chronic anxiety for I think about 12 years until I got into a safe living environment. And then, all of a sudden, it just went away overnight almost within about a week or two of being in a different environment. I've heard anecdotes from people that have CIRS where they have a safe home, but the place where they work is contaminated. So, when they go into work and come home, they feel incredibly stressed and even suicidal. And they'd had to either stop with that job or find a way to work from home. And then, when they were out of that environment, those suicidal thoughts went away. So, it can very much directly impact a lot of mental health diagnoses that may actually be a misdiagnosis with CIRS or CIRS is causing those mental health diagnosis.
Kimberly Weeks (19:31)
So, what was it like to realize that your home, the place you were living, and a space that is supposed to be safe, was actually contributing to your illness?
Micaine Seeley (19:41)
Well, I was pretty young, but it was still overwhelming and I can only imagine, if people are older and it's gonna be more difficult to move, they're tied to a place because there's a mortgage or there's so many factors that could really make it difficult to actually get out of a home that's making you sick. And so, for me, it was absolutely overwhelming. And I could only imagine what it could be like for other people because it was relatively easy for me to get out of that environment.
Kimberly Weeks (20:14)
And then, once you got out of the bad environment, what happened when you moved into a cleaner environment that was less contaminated?
Micaine Seeley (20:24)
I almost felt like I had a full recovery. There was still a cognitive issue that as far as the brain fog was always there, but my physical health, my mental health really improved. My physical health, depending on the environment, I've almost got it like up to 90% back. With CIRS, part of the treatment protocol is you have to administer a peptide that is low because of the condition called VIP. And that gives you the restoration of the cognitive symptoms as well. But I have yet to be able to take that full treatment.
Kimberly Weeks (21:05)
Why is that?
Micaine Seeley (21:08)
Because it's very hard to find a safe environment. and then it's very hard to keep a safe environment. So, I tried taking it twice, but one of the things for it to work is you have to be in a safe environment. Otherwise, you could take this very expensive peptide, which is the other limiting factor of why I haven't been able to take it. and you don't want to waste that money. So, you wanna make sure you're in a good environment and it's very hard to keep a safe environment.
Kimberly Weeks (21:41)
So, in your recovery process, healthy housing has been of utmost importance. So, what features do you now look for when you're evaluating a home or a living space?
Micaine Seeley (21:53)
Well, the first thing I think is the easiest is you can just use smell. So, if you walk into a house and you smell any type of musty smell, you know that's immediately eliminated. After that, you can look for crawl spaces, attics, and basements, because those are always potential contamination issues. Like basements are almost a given and crawl spaces are also a given.
Kimberly Weeks (22:20)
Why are basements and crawl spaces almost always a given?
Micaine Seeley (22:25)
Well, because they're dug into the ground and the ground has a lot of water and the water can permeate through the cement and grow these little bacteria is called actinomycetes, actinobacteria, I think they're it's better to be pronounced that way. It's more scientific. And they will kind of grow and feed off of the high alkaline cement. And that moisture, it just creates a perfect environment. And they're actually the ones that will produce that musty smell. And crawl spaces, it's very similar. It's a big open dirt space. And a lot of times the water from the ground can seep in there and create the perfect microbial growth for the things that would make people sick.
Kimberly Weeks (23:16)
And, when we talk about water damage, not just in a basement or crawl space from coming through the ground, but we're talking water damage like rain, a roof leaking, or plumbing issues. Can you talk about what kind of water damage homes could experience that could lead to mold growth and bacteria growth that would contaminate the house?
Micaine Seeley (23:41)
Yeah, so there's lots of areas where water intrusion can occur around window frames, around the roof if it's not sealed properly. There's lots of potential areas that can be a source for water intrusion. One tip is using an infrared camera and going through the house and you can actually see the water if it's pouring into the walls because it will be a cooler temperature than the rest of the house. So, under those window seals you can potentially find leaks. And with plumbing is risk for things like endotoxins. So, a lot of times, if plumbing's not glued properly or if people didn't use the proper pipes and sealants, then they can leak as well noxious gas and fumes into the home and make people sick too.
Kimberly Weeks (24:37)
So, what advice would you give someone who suspects that their housing environment could be affecting their health?
Micaine Seeley (24:45)
One thing that could be done is maybe like a little sabbatical, try to find an Airbnb or even camping for a week away and see if you feel better. And then you can get an idea that it is potentially that house. There's also environmental testing that can be done. But they also would want to determine if they are potentially susceptible to water damage building making them sick. And that would be the genetic testing and then some of the blood labs that can be done to determine if they are potentially being affected by that house.
Kimberly Weeks (25:28)
So, what advice would you give mental health clinicians who are working with individuals experiencing symptoms like the ones you're describing?
Micaine Seeley (25:40)
I would say that the main thing is just to kind of consider that this could be one of the factors that's causing a client to feel absolutely miserable and there is a potential solution where that person could potentially get their life back. It may, of course, not be everybody, it may be a select few group of people, or maybe a lot of their clientele because of like observational bias. But just be aware that that is potentially a factor. And not everybody is going to be willing to leave their home. Not everybody wants to leave their home, but some people are willing to do whatever it takes to feel better. And if I knew years ago that all I had to do was like get out of that environment, I would have definitely done that myself, personally.
Kimberly Weeks (26:33)
So, based upon what you've shared today, Micaine, obviously CIRS has affected your physical health and your mental health. And so you've been seen by a lot of healthcare professionals over 17 years. So, were there any times when you felt misunderstood or dismissed by any of the healthcare professionals that you saw?
Micaine Seeley (26:56)
Yeah, I actually developed a really negative opinion of healthcare when I first got sick because no one really took it seriously. And I was almost like gaslit. And it was probably just a really bad experience, and maybe not every doctor is like that. So, I probably neglected other parts of my health because I had such a negative experience with doctors that I didn't even want to go to a doctor after that.
Kimberly Weeks (27:26)
I think you're not alone in that. I think a lot of people feel that way. And, what's missing is support. I'm wondering what kinds of support have been the most helpful during your personal journey.
Micaine Seeley (27:39)
Yeah, it's challenging because CIRS is not a very well-known illness, some people will think it's made up. Some people will think maybe you're a hypochondriac or something. And, those kind of people aren't that helpful. It can make you almost a little bit resentful and cause its own type of mental health challenges because of that. But, for the people that do have your back, you know, that is like priceless. Yeah, And then there's also a lot of resources out there in the CIRS community that can be very helpful. But, one of the most helpful things is proving to yourself that this is a real thing. So, blood labs, blood testing, and environmental testing to show you yes, that home is for sure water damage. And all of those things are very comforting. I remember when I got my MRI done and it showed the fingerprint of CIRS that it was a very emotional day because it was like, this is real, this is true. You know, there it was. 
Kimberly Weeks (28:48)
It was validating.
Micaine Seeley (28:52)
It was validating. Yeah. I can't have these blood labs showing me the same thing. I can't have transcriptomics showing me the same thing and genomics and the MRI and the genes and they're all pointing to one direction. So, all of that is very helpful as well, especially if someone needs have that validation and to be reassured that it's actually a thing.
Kimberly Weeks (29:16)
So, what do you wish mental health professionals specifically would understand about environmental health and housing conditions when working with clients?
Micaine Seeley (29:28)
That environmental health and housing conditions could potentially lead to a lot of mental health issues and knowing that could potentially help with some of those.
Kimberly Weeks (29:40)
How many people could potentially be impacted by Chronic Inflammatory Response Syndrome?
Micaine Seeley (29:45)
So, if you look at the genes that could potentially cause it, it's up to 25% of the population. Now that doesn't mean that 25% of the population will have it. Just means that twenty five percent of the population has the genes to be potentially impacted by CIRS, that doesn't mean that they are. There usually has to be some priming event, like an inflammatory event, sepsis, having COVID, certain things like that. So, nobody really knows. There's not large populational studies to determine how much of the 25% has CIRS, just we know that one in four people has the potential to get the condition. But we're not sure how many people actually have it.
Kimberly Weeks (30:32)
Even if people don't have the condition or the gene, they can still be impacted by a contaminated living environment, right?
Micaine Seeley (30:43)
Yes, it may not be to the same extent, but there's a lot of things that are unhealthy about you know, unclean air is kind of like having unclean water. It can lead potentially to a lot of negative health consequences in the future.
Kimberly Weeks (31:00)
So, how do you think your life would be different today if someone had recognized the connection between your housing environment and your health years earlier?
Micaine Seeley (31:08)
Potentially, in an ideal world, I would have been able to get out of the housing and I would have been much younger, had more resources, had more opportunity to get into safe housing, and then could have started treatment earlier and corrected the condition early on and the sooner you correct the condition and soon as you do treatment, the better off you are because the longer you're sick, there's this term called sicker quicker. So, the longer you're sick, the quicker you react to the presence of the things in the water damage building that make you sick. So, it definitely could have been incredibly helpful for my health journey.
Kimberly Weeks (31:54)
If you could leave listeners with one message about healthy housing and health, what would it be?
Micaine Seeley (32:02)
That I wouldn't believe how drastic of a difference it makes unless I experienced it. So many people may not make the assumption that it would have as big of effect as it potentially could have. And I never personally would have believed it. So, just that it can be that big. It can be that drastic of an effect.
Kimberly Weeks (32:25)
That's a really good point. Thank you so much, Micaine, for taking the time to share your story today and provide us with insight. This has been really helpful, and I appreciate your time today.
Micaine Seeley (32:42)
Thank you.
