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ME, MOM AND THE MONSTER

			Our Dance Through Huntington’s Disease

			Written by Corinne Brown

			In Praise of Me, Mom & the Monster:

			“Corinne has the rare ability to speak with raw honesty from the perspective of both mother and loving daughter. She does this with unflinching self-awareness, sensitivity, searing vulnerability, unvarnished honesty and with heart-wrenching compassion. A ‘must read’ for all medical practitioners, caregivers, family members and friends of those living with the reality of chronic, disabling medical conditions. The unspeakably dark ‘monster’ of chronic suffering is openly brought into the conversation. This offers us the opportunity to honestly and realistically face our own worst fears and to embrace our humanity together.”

			—Sheila K. Boyce, B.A., M.A. Registered Clinical Counsellor, Certified Trauma Therapist, Certified EMDR Therapist, Certified Mediator and Life and Business Coach.

			

	

“Written from both a mother’s and daughter’s perspective, this book captures the emotional realities of living with Huntington’s disease. It will resonate with anyone supporting a loved one or living in a family affected by serious illness.”

			—Erin Paterson, Public Speaker, Bestselling Author, Founder of Lemonade Press.

			“Corinne’s deeply honest and moving account of the far-reaching impact of Huntington’s disease is not to be missed. Told with remarkable candor and emotional depth, her story—shared in her own voice and that of her mother—offers a powerful, firsthand perspective on the heartbreak and pain experienced by those affected by ‘the monster.’

			Their journey sheds light on the profound toll this disease takes on individuals, caregivers, and loved ones alike. It is a compelling and unforgettable testament to resilience, love, and loss. A must-read for anyone whose life has been touched by Huntington’s disease.”

			—Melanie Huck, M.A. Registered Clinical Counsellor.

			“This book is a window into Huntington’s disease, both from the perspective of the person with the disease and as a family member. It is heartfelt, raw and compassionate. For anyone entering the world of Huntington’s disease, it helps you realize you are not alone on this journey.”

			—Kay Abelson, Health & Life Coach.

			



	

DEDICATION

			For Mom, Mae Brown, who continuously found the way forward and who gave me this story to share.

			For Dad, Gerald Brown, whom I promised I would write a book one day. This was his disease too.

			For all those affected by Huntington’s disease.

			“I have great respect for the past. If you don’t know where you’ve come from, you don’t know where you’re going. I have respect for the past, but I’m a person of the moment. I’m here, and I do my best to be completely centered at the place I’m at, then I go forward to the next place.”

			—Maya Angelou
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Introduction

			This story, as the title indicates, contains three main characters: Me, Mom & the Monster. Me is Corinne, the daughter of Mom. Mom is Mae Brown (nee Hapgood), born on January 29, 1941, on Coward’s Island, Bonavista Bay, NL. The Monster? Well, that is Huntington’s disease (HD), and it is the perfect caricature for how I felt about that horrible beast who barged into our family.

			HD had a tremendous impact on my mother, on all aspects of our family and on the mother-daughter relationship we shared. Unlike my mother, who accepted this was how it was now, I silently raged at the disease, but that didn’t matter to HD. HD does not care because HD is a Monster.

			This is not a self-help, cheerleader kind of story. This is a story of how HD impacted our family and, more specifically, how it dictated the dynamics of our mother-daughter relationship. Once HD is in the family, it is impossible to cut the cord. I am forever tethered to HD because it is part of my life mosaic. Some say I am like my mother—resilient, determined, cheerful—however, I do hope one thing has not been passed on to me: the Monster. I have a 50 per cent chance.

			Me, Mom & the Monster highlights the clinical manifestations of HD in our journey with the disease. While symptoms can vary in their severity from one person to another, the clinical manifestations of the disease occur in all patients but may occur at different ages and different speeds of progression. The disease can also manifest differently in patients. For instance, one HD patient can experience depression where another patient exhibits other psychiatric side effects; one patient can have mild swallowing difficulty compared to significant swallowing difficulty as a key symptom for others. With the progression of these manifestations, patients hit certain life-altering milestones that all lead to an eventual loss of independence.

			We lived with HD for almost twenty-five years, but our story didn’t begin with a diagnosis nor end with a death. HD is a genetic family legacy that knows no boundaries.

			Huntington’s disease is a hereditary, neurodegenerative illness with physical, cognitive and emotional symptoms. Huntington’s disease is caused by a mutation in the gene that makes the protein called huntingtin (spelled differently than the namesake disease, but they are connected). In people with HD, the CAG (cytosine, adenine and guanine) sequence is repeated too many times at the beginning of the gene. That causes cells to manufacture a harmful protein called mutant huntingtin. The mutant huntingtin protein causes certain parts of the brain to die—specifically the caudate, the putamen and, as the disease progresses, the cerebral cortex. As the brain cells die, symptoms will appear in each of the three components (physical, cognitive and emotional).1

			At the time of writing this story, according to the Huntington Society of Canada, “there are no medications to slow or stop the progression of Huntington’s disease. There are specific drugs available to reduce some of the symptoms. Research is being conducted in Canada and globally to find promising treatments and approaches to treating HD.”2

			My experience with this inherited affliction is that it causes pain, anger, sadness, frustration and helplessness for the patient and their family. As is typical of HD, this had a debilitating impact on my mother’s functional abilities that resulted in movement and cognitive interruptions and eventual disconnections. This was accompanied by depression in both her and me. I was also extremely angry. She was not.

			The inspiration for Me, Mom & the Monster arrived with a force at 35,000 feet above the Pacific Ocean as I travelled to Maui in the winter of 2023. Mom had died ten months prior, and I was still in the throes of grief. When Mom died, I thought that was the end of our story and our life with Huntington’s disease, even though I was unaware of my own gene status. I tried to contain my immense grief and to pack HD away, glad to be free of it after almost twenty-five years. I thought that was enough for any lifetime. Our turn was over. Mom didn’t have to struggle any longer, and I didn’t have to continue witnessing the cruelties of this degenerative, neurological, hereditary Monster in her. Its continuous barrage on our family was finally over. Or so I thought.

			Well, like HD does, it had other plans. Packing it away became impossible. In the middle of my journey across the Pacific, my thoughts persistently nagged and gnawed at me until I reached for my carry-on bag and pulled out a pale mauve, flowery notebook my sister Gerri had given me. I opened that coiled book that had the words Get Creative printed on its cover, and I dared to let my heart take me on another journey, a written one that I wanted to share with others. Perhaps those turbulent skies I experienced on that flight were a precursor to the emotional unsteadiness I would continue to find myself in over the coming months.

			Writing a book, especially one about Huntington’s, was the furthest thing from my mind as I looked forward to the magic that is Maui. However, as I’m continuing to discover, the universe works in mysterious ways sometimes, and perhaps, while I was still feeling so vulnerable, it was the perfect time to write. “All I ever wanted was to be a role model for my children” was the first sentence that ran through my mind as I sat there, thinking about my mother. That thought started an onslaught of others, and although I felt something igniting my spark as I scribbled down a few sentences, I doubted I was ready to immerse myself back into HD.

			However, something guided me, and I started putting pen to paper and began to release some of my HD-fuelled demons. As I gained the courage to keep writing and to fully immerse myself in the unfolding of our story, things weren’t as scary as I imagined them to be. After all, I had lived it already and had survived, albeit with battle scars. But scars often come with stories, and I want my scars to speak.

			Exposing and sharing my vulnerabilities and my thoughts and—above all else—thrusting Mom into the spotlight were among the most difficult things I’ve ever done. It was also cathartic as I sat and fully absorbed the impact of our HD tribulations. Thoughts, phrases and scenes arrived in flashes and invaded my incredibly fragile mental space. I wasn’t sure there was room for it. However, it quickly became apparent to me that what was inside my heart and my head needed to find a haven.

			One of my biggest struggles with writing our story was the worry that I was disrespecting my mother by sharing our vulnerabilities of living with HD. Mom was a quiet, reserved, private individual, and I wasn’t sure that exposing the real and raw brutalities of HD would be respectful of her memory. I continuously reminded myself that at the core of Mom’s being was someone who would want our story shared if it helped others. That was the spirit of who she was.

			As I wrestled with my own sadness and agonized at times over my words and thoughts, I recalled my mother and other brave HD patients and other families like ours, and I relied on my heart to nudge me along and quell any doubts about sharing our story.

			The more I gave myself permission to feel and to take the time and space to sit in the pain, anger and grief of HD, the more I wanted to share our journey, and Me, Mom & the Monster became a healing outlet for me. It is my humble hope that our story may help others who find themselves in a relatable situation.

			I don’t share Me, Mom & the Monster because our family is any different from all the other HD families around the world; I share the stories of my mother to showcase her spirit. Other HD patients and their families that I have encountered have this same spirit. HD doesn’t stop them. They continue to live life in their own best way, with incredible spirit, strength and determination in the face of a terrifying diagnosis.

			In the early days of Me, Mom & the Monster, I shared my idea with some of the team at the Huntington’s Clinic at the Centre of Brain Health at the University of British Columbia. The consensus was “Please tell this story; the Huntington’s community needs it.” I kept reminding myself of this and posted those words at eye level where I did most of my contemplation, crying, agonizing, laughing and writing for Me, Mom & the Monster.

			Me, Mom & the Monster is a sad story that intersects with joy, love and hope. To showcase the brutal honesty of what HD means to families, the sadness cannot be disguised or masqueraded. Nor should it be. HD continuously wrapped its claws around our family. It was part of who we were and who we continue to be. It was literally in our DNA.

			I tell our story through my own lens and my own memories. For the most part, from Mom’s perspective, I have taken a creative approach to her thoughts and reactions through the various, monumental progressive manifestations that accompany HD. For other parts, her thoughts and reactions are entirely accurate because I either witnessed them, or we talked about them. Some of her reactions are candid, but, above all else, her resolve to simply carry on and to adapt when HD necessitated never failed to astound me.

			From her diagnosis at age fifty-seven to her death at eighty-one, I never once heard her ask, “Why me?” I never witnessed any rage, anger or frustration that were normal reactions to a diagnosis and life with HD. Mom simply delivered her news to us and her friends and carried on with her life. Her resiliency and “this is how it is” approach allowed her to expertly navigate HD. When I would point-blank ask Mom about HD and how she felt, the thing she consistently said to me was, “There isn’t anything I can do to change it for me, but I hope you kids don’t have it.” At the forefront of her every action and reaction, I believe, were her children.

			I am the third of four children. My older sister, Arlene, my brother Aubrey and my younger sister, Gerri, all felt the impact of HD. We all dealt with it differently and to the best of our abilities. We all loved our mother.

			Although this is the story of me, Mom and the Monster and focuses on my time and experiences with Mom throughout the HD years, my story cannot be told without acknowledging the continuous selfless actions of my sister, Arlene. She was the glue that held us together most times, and she did so much for Mom and with Mom, particularly during the last ten years of Mom’s life. While her geographical proximity to Mom contributed to her unwavering commitment, everything Arlene did for Mom was because she wanted to, not because she felt obligated to. My sister gave so much to Mom and, in turn, to me, and never expected or asked for anything in return. She is, after all, our mother’s daughter.
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			(June 1998–September 2011)

			



	

Chapter 1

			Diagnosis Day

			MOM

			“The results of your predictive testing are here, and they show that you did inherit the gene for Huntington’s disease.”

			When the neurologist says those words to me and my husband, my heart drops to my feet, and I feel my breath leave my body. Although I had tried to be hopeful throughout this whole process, I am not entirely surprised by the outcome. Still, I immediately feel defeated and devastated. My shoulders slump, and I suddenly feel much older than my fifty-seven years. I look at my husband, sixty-eight years old. This is going to tarnish his golden years.

			In the distance, I can faintly hear the doctor say some other words. I can hear a clock ticking, which seems loud to me. My husband is asking questions, but all I can focus on is the irrepressible image of my life unravelling. I wonder what the months and years will bring. When will it start? How severe will my symptoms be? How will my family cope? The annihilating assault of questions press non-stop in my brain.

			The words are out there now; there is no going back. That one devastating sentence will change the trajectory of my life. My first thoughts are of my children—three daughters and a son—not only that they will have to watch the disease progress in their mother, but that they also might have the malicious gene. The guilt is immense, and I feel its monumental heaviness instantly. Please, I pray, don’t let any of them have this. How can I live with the weight of the guilt that they will now be at risk because of my genes?

			I look at my husband, and somewhere off in the distance, I note his pale pallor. We aren’t shocked by the news, but we had been hopeful of a different outcome. We had discussed my getting tested for the sake of the kids. All our children are grown, and three grandchildren are now part of our growing family, too, but we do still have two daughters who haven’t started their families yet, and we feel it’s important to have as much information as possible so they can make their own choices about testing and family planning. Even while I want to give them that gruelling choice, I worry about the guilt each of them might feel if they don’t have the gene, but their siblings do.

			HD is in my family through my mother’s side. Up to this point, my mother’s status had been unknown because she died of tuberculosis when I was two years old. She was twenty-two. I tried to take comfort in the fact that one mystery was solved—if I have the gene, then my mother had it too; that’s how it works. I read all the literature, and I know all about numbers and how the genetic mutation of cytosine, adenine and guanine (CAG) repeats in the DNA segments on a specific part of the chromosome. It’s kind of like a stutter in a specific region of the gene. Typically speaking, if the repeats are less than 36, the diagnosis is gene negative. Repeats between 27 and 35 mean the individual will not develop HD, although in some cases their children may have a small risk of developing the disease. A gene-positive confirmation of repeats between 36-39 means a reduced penetrance rate and a risk for developing HD symptoms later in life, although it’s not certain they will develop symptoms in their lifetime. A full penetrance rate involves a CAG repeat of 40 or more and means the person will develop symptoms in time.

			I hear the neurologist when she says my repeat number. Forty-one. If only it were two less, I think, it would give me a chance—it would mean I was only at risk for developing the disease instead of ensuring the 100 per cent certainty that I will develop symptoms. There will be no reprieve for me.

			Despite knowing the facts about it, my only real-life experience with HD comes from watching my aunts and uncles, and God help me if I turn out as bad as they were. One of my uncles, unable to cope with his diagnosis, committed suicide. My aunt, the one who basically raised me, became violent and aggressive. That’s all I had ever seen of the Devil’s Dance—that’s how some people on our island referred to Huntington’s disease when I was a little girl. Aptly named, in my opinion, because it is linked to something purely evil. Now here I am, designated to keep the uninterrupted dance with the devil going for our family.

			Diagnosed with HD. How’s that for a kick in the teeth, a punch in the gut, a slap in the face? If you’ve heard of the expression “taking the wind out of your sails,” then that’s how it feels. Not only did it take the wind out of my sails, but my sails were destroyed, never to be used at full power again. I feel like a rudderless ship … adrift and floating, tethered to nothing. Hearing the words. Trying to process the words. There’s no undoing them. No turning back. Our Pandora’s box has been opened, and this will now be my lot in life. I know I must accept it because I can’t change it. It’s not like I can lay down and give up, although I feel like doing that at this moment. It is going to take me a while to process this and figure out how to best move forward. I can’t think that far ahead yet.

			Receiving the diagnosis isn’t just about me. It is about my family. As a parent, I feel it’s part of my role to lead the way and to set an example for my children. What would be the point in creating a fuss or falling apart because of my diagnosis? There isn’t anything I can do to change it, so I will accept it because that is my only choice. I’ve always been independent, and I don’t want to be a burden to my children or my husband or for them to feel any responsibility for looking after me. I most certainly don’t want my children to alter their own lives based on this diagnosis. That’s probably the thing I feel most certain about amongst all the other uncertainties that I’m suddenly faced with. I want to be an active part of my children and grandchildren’s lives. I want to help them throughout their lives. I don’t want to be the one who will need to be helped.

			When faced with adversity in the past, I’d remind myself that “it could be much worse,” but this time, I knew it was the worst it could be. The absolute worst. HD is sometimes described as Parkinson’s and Alzheimer’s all in one. A monster of a disease encompassing the motor manifestations of a movement disorder like Parkinson’s, with simultaneous cognitive, psychiatric and behavioural changes of a dementia. It doesn’t paint a pretty picture, but that will be my new reality. This is what I have to look forward to.

			I bring myself back to the doctor’s office and start firing questions at her: “Is this how I will die? What will my symptoms be? Will I realize what is happening as things start to change? How long before I become completely debilitated?”

			“Mae, I understand how completely devastating this diagnosis is for you and your family,” Dr. Ives replies. “As we know, the disease manifests itself differently in the HD population, so there are no concrete answers to your questions. While there are telltale signs and commonalities, the severity and exhibition vary from patient to patient. We will continue to have regular appointments, and I’ll notify your family doctor of your diagnosis. Please know we are here as a support and resource to you and your family.”

			Despair, desperation, death. My mind continues to whirl.

			ME

			There I was. The third of four children. Newly married and moving into our recently-purchased house in Calgary. Working hard to make it a home. I was in love. The future was looking promising.

			“Hi, Mom,” I said into the phone, but didn’t wait for a response. I was too eager to hear something hopeful. “I was thinking about you while you were at your appointment,” I continued. “I’m calling so you can share your good news with me.”

			I’ll never forget my mother’s response: “Corinne, I don’t have good news for you. I have the gene.”

			I was stunned. I dropped the phone and started to cry. My husband came running from the other room, told Mom we would call back and picked me up off the floor. I was in shock. I had convinced myself Mom would be gene negative. I wanted that for her more than anything else in the world. I wanted that for us. I genuinely thought there was no way my mother could be gene positive. She was too vibrant, and I wanted this to be over so we could all move on with life instead of waiting for the shoe to drop.

			I was aware of the HD progression. I knew what was coming, and I knew what her gene-positive diagnosis meant. I was now at risk myself and had a 50 per cent chance of being gene positive. I knew without a doubt that my husband was here “in sickness and in health,” as he was fully aware of the Russian roulette of HD in my family.

			What would happen to Mom? How could this happen to Mom? It just wasn’t fair.

			And so began our journey into HD. Little did I know, it would cross three provinces and span more than twenty-four years. The distance didn’t matter really; Mom and I were always connected in our hearts. I felt that in my soul. Each passing year may have brought more decline, but it didn’t put a dent in the love and connection I felt to Mom.

			Our new reality did, however, sometimes put a dent in my feelings towards others. Within the first few weeks of our diagnosis, a friend said to me, “My mom drove by your house today and saw your mom out in the garden. It didn’t look like there was anything wrong with her.” Instead of being patient with people and trying to be tolerant of their ignorance, I harboured resentment at their insensitivity and kept it all inside as I muttered about their stupidity.

			This is not something that happens overnight or all at once. And please stop looking at her. She’s not a circus show. She’s my mom.

			She never cried, yelled, screamed, became bitter or fought back. She just accepted it. More than I ever would.

			I struggled. I grappled with the reality of it. I cried. I ignored it. I obsessed about it. I tried to be helpful. I got angry. I researched it. I volunteered. I talked about it, sometimes. I harboured some bitterness. I attended a conference or two. I stayed angry. It was deep. Deeper than anything else I had experienced in my life. I was young. I was fucking terrified.

			



	

Chapter 2

			Learning to Dance with the Devil

			MOM

			I remember hearing stories of distant aunts and uncles who were afflicted with the Devil’s Dance—a colloquialism used in some circles to refer to those who were afflicted with HD. They were said to have the Devil’s Dance because of the chorea—a movement disorder causing involuntary spasmodic movements—that looked like an awkward, uncontrolled dance. Chorea is a primary symptom of HD. The Devil’s Dance was whispered about because of the shame, stigma and fear of this disease no one knew much about.

			Times were different back then. There was no genetic testing or genetic counselling. Families just waited to see if symptoms would appear in them or in loved ones. Not much was known about the genetics of this disease or what the probabilities were of being affected if a parent had the disease. All I knew was what I heard about family members being sheltered and, in some instances, locked up so they wouldn’t harm themselves. They were deemed to have the Devil’s Dance, and not everyone behaved the same way. There was shame among afflicted families. There was also incredible fear.

			This was in the early to mid-1900s in a remote community in northeast Newfoundland, where not many people talked about HD. Partly because there wasn’t much known about it, and no one in these small towns knew what to do anyway, especially if the afflicted person had rage tendencies and dramatic outbursts. My aunt Edna, who, along with my aunt Marg, helped in raising me after my own mother died, often became quite violent and would hit her husband, and hit him hard. She was sent away periodically for shock therapy because that was the preferred “treatment” of a disease that no one knew much about. I had an uncle who took his own life after he started exhibiting symptoms.

			I suppose they call it the Devil’s Dance because those who are afflicted can’t keep still, legs going, feet going, torso bending. And the devil part? Well, that probably doesn’t need much explanation or observation. Only the devil could conjure such a tragic infliction. Some days I do feel like I’m in hell, to be honest. Fitting, I suppose. Not like I have a choice to dance with anyone else except with this devil of a disease.

			ME

			The Devil’s Dance. As a young girl growing up, that’s what I remembered HD being called. As far as I was concerned, it was indeed born of something purely evil. I had no idea my own mother would someday face it. That we all would face it.

			As I grew older, I heard more stories of my distant maternal relatives who had HD—five great-aunts and uncles, only one of whom didn’t inherit the gene. The other four weren’t so fortunate. These were the five who lived beyond the ravages of TB, which claimed three other siblings, including my grandmother. The stories of extreme rage and violence scared me.

			Now, with this diagnosis, I wondered if that would happen to Mom too. It was impossible to not think about it. I did a lot of “what ifs,” and while I knew that wasn’t productive or useful, it’s where my brain strayed to most of the time. The turmoil and helplessness raged within me, and I didn’t know what to do other than worry and surmise.

			It was also a delicate dance between acknowledging the disease and trying to live an ordinary life around it. I couldn’t pretend everything was normal—although everything still looked normal. Yet, I couldn’t get swallowed up by HD and all its potential wallops every single minute of every single day. It’s not like I could forget the disease was there; its symptoms would soon serve as grim reminders. But I had to try to find the balance. Some days I could find it, but some days it was unattainable. On the days where I wasn’t completely consumed by the crippling thoughts of HD, I held on tightly, trying to keep my balance. HD was always there, though, on some level, always lurking, and I knew it was only a matter of time before HD would come knocking to stake its claim. A delicate dance, indeed, and not one I particularly excelled at. I desperately wanted to and worked extremely hard to take the lead, but HD had other things in mind.
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