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ONE Bruce: A Love Story

Life is short. Live it to the fullest. Appreciate every moment, every hour, every day, because in the blink of an eye it may be all over.

BRUCE

Before I understood that Bruce’s brain was changing because of a disease, I was mostly just confused. Thank goodness I knew who he was at his core; if I didn’t, I don’t know that I would have been able to stay in our marriage.

I can’t pinpoint exactly when it started, it’s very gray, but at some point, our relationship began to feel off. There were conversations that I recalled differently than Bruce did, and there seemed to be a lot of miscommunications between the two of us. Sometimes I’d think, Is he for real? Is he pretending? Or am I going crazy? The disconnect was subtle but happening more and more.

Eventually, my patience began to run thin. I was often annoyed with Bruce, yet I knew nothing was more important to him than me and our family, so I found his behavior puzzling. But he didn’t mention anything was amiss and his doctors didn’t flag any health concerns with me, so I assumed everything must be okay.

Even if I did go to his doctor, what would I say? I thought. That I was noticing this abstract, intangible difference in my husband? Would they believe me or think I just needed a bitch-fest? (I later learned that a lot of partners/spouses feel this way and it prevents them from talking to the doctor.) I couldn’t really put what I was seeing into words myself, so how could I tell someone else? On top of everything, I was too scared to reach out to other experts or specialists for support because, of course, I wanted to protect Bruce and our privacy.

To say it was a difficult, confusing, and lonely time is an understatement.

Although I was uncertain about what was going on, one thing was clear: This wasn’t typical Bruce behavior. Not only was he a high-performing, high-functioning person, but when we first met, Bruce was the take-charge one in our relationship, and I was happy to follow his lead. He made the plans and ran the ship of our lives. It’s something I found attractive about him from the very beginning.

I MET BRUCE back in 2005 through my personal trainer, Gunnar Peterson. This was at the height of my modeling career, and Gunnar’s legendary workouts at his home gym in Beverly Hills kept my body on point for that job. One day after my workout, I was walking to my car and saw Gunnar in the distance talking to two guys. I waved goodbye. Instead of waving in return, Gunnar yelled out.

“Emma, I want to introduce you to Bruce and Stephen!”

Shit, I thought. I was a hot, sweaty mess and not really in the mood to meet anyone new. But Gunnar was the ultimate connector, introducing everyone around him to one another. I had no choice but to walk over.

After a quick introduction, I shook hands with Bruce and Stephen Eads (one of Bruce’s closest friends and his right hand) and then off I went. Was it love at first sight? No. Not at all. At the time, I was engaged. In fact, I didn’t think much of the interaction. When Bruce and I later discussed that first meeting, however, this was his point of view: When I walked out of the gym, he looked at Gunnar and said, “Who is that?!” Then Gunnar called me over, made the introduction, which he would have anyways, and after I left, Bruce said, “I’m going to marry that girl one day.”

Yes, Bruce’s confidence was next-level!

Over the next six months, Bruce and I ran into each other often at Gunnar’s gym because his training slot was right after mine on the Mondays, Wednesdays, and Fridays when I wasn’t traveling for work, and from our brief conversations, I began to get to know him. Bruce was a nice, considerate, down-to-earth guy who was always curious and asked me questions about my life and career. His interest seemed authentic, never pushy.

One day, I told my mom about seeing Bruce at the gym.

“He’s so nice and really attractive,” I said.

“Emma! You’re engaged to be married!”

“Don’t worry, Mom. It’s just an observation.” The truth is, I wasn’t a Bruce Willis fan per se. Yes, I grew up watching Moonlighting but had seen only one of his movies, Armageddon, when it first came out in the late ’90s. Besides that, I didn’t really pay much attention to him.

A few years went by. I didn’t see Bruce much. During that time, my fiancé and I called off our engagement. He ran a few popular Hollywood nightclubs so perhaps that’s why Page Six in the New York Post wrote about our breakup. I later found out that one of Bruce’s longtime friends, Chris Sileo, had seen the article and told Bruce. That’s when Gunnar called me.

“Can I give him your number?” Gunnar asked. “He’s a really good guy and he’s had a crush on you for years.”

I agreed. I trusted Gunnar and already had a positive rapport with Bruce, so there was no downside.

When Bruce called me and asked me on a date, I told him the timing was off. This was the truth since I was in the midst of packing to move back to New York, had goodbye dinners scheduled with LA friends every night, and just wasn’t in the headspace to go out on a date.

“I get it,” he said.

The next day my phone rang. It was Bruce again.

“Listen, I understand you’re very busy and you must be tired. But can I take you to get a tea?” he asked. “Also, I’m a strong guy. I can help you pack and move boxes.”

He was persistent but charming, and I gave him so much credit for that. I was already having dinner with a friend that night and called her to see how she’d feel if Bruce came along. My thinking was this: At that time, Bruce’s celebrity status meant he couldn’t go out without paparazzi following him and rumors swirling. If he was seen out with two women, well, he’d look like the stud he was, but no one could make up a story about us dating. My friend understood and was fine with Bruce joining us.

So, was it love on our first date (if you can even call it a date)? No. The dinner was okay but definitely not a ten out of ten. Bruce seemed very nervous, bless his heart, and I felt off, too. I just wasn’t in the dating mindset. Still, Bruce was a total gentleman from start to finish. At the end of the evening, he walked me to my front door, asked if he could give me a hug, and we said good night. That was a Friday, and on Monday, I moved back to New York City.

From there, Bruce and I started talking on the phone, at first a few times a week and then daily. Through those conversations I got to know him even more. And I started to like him. Actually, I really liked him. I loved how simple and humble he was, and there was something so nice about getting to know one another through long conversations—it was almost like being a teenager in high school on the phone for hours—very romantic and innocent.

During one of these calls, Bruce invited me to Parrot Cay, Turks and Caicos, for New Year’s Eve, where he’d be celebrating with his three daughters, his ex-wife Demi, her then-husband, and some friends. Now, a trip with his children, ex-wife, and ex-wife’s husband seemed like a lot to handle when we’d never really spent any time together. Plus, I’d already made plans with my best friend Ali for New Year’s.

“I can’t make it. But let’s catch up when you come to New York in January,” I told Bruce, who was bicoastal at the time.

“Why don’t you just bring your friend?” he urged. “I’ll send my plane to pick you up in St. Barts. You can stay with us and have your own private villa. Four bedrooms.”

“That’s so generous. Thank you,” I said. “But our plans are cemented.” I meant it and didn’t even consider changing them. That is, until I told Ali about Bruce’s invitation.

“Emma, are you nuts?” Ali said. “You play everything so safe all the time. You’re single, he’s single. This guy has been jumping through hoops every step of the way and you are declining his offer so you can stay in your comfort zone? He’s sending us a jet, giving us our own villa, and his family is there. Clearly, his intentions are good. We are going, and you need to loosen the hell up!” Yikes. Um, okay.

If it wasn’t for Ali, I would not have fathomed doing something that was so out of my comfort zone. But I did. So the two of us went to St. Barts for a few days and then Bruce’s plane, Jet Bruno (or 400 Mike, as he called it), picked us up on December 28. (I know, I know, fuel emissions, but this was decades ago. I also know it’s extra, over-the-top behavior, but Bruce was always very extra. And it’s part of our love story.)

When we landed in Providenciales, we were taken to the boat dock where Bruce was waiting to greet us, and he whisked us away to Parrot Cay. Once we arrived, he gave us a tour of the island on his golf cart. On our way to the house, we saw Demi. Boy, was I anxious.

“It’s so nice to meet you,” Demi said with the most welcoming smile as she gave me a hug, then Ali. Phew. That was one big exhale. Then we pulled into Bruce’s beautiful compound and saw his three daughters, Rumer (who was eighteen at the time), Scout (then fifteen), and Tallulah (then thirteen). I’d never dated a man with children before, and this was the real cause of my anxiety. What do they think of me being here? I wondered. Are they into it or will this be a source of stress? I was a whole bag of nerves and silently cursed Ali for pushing us into this situation.

But as I got out of the golf cart with butterflies in my stomach, the girls greeted me with open arms. Wide-open arms and huge warm smiles.

“It’s so nice to meet you, Emma. We’ve heard so much about you!” they said.

A second big exhale. (That initial encounter encompasses a glimmer of exactly who those three girls are as people: warm, kind, and accepting. I remember thinking that if I had kids one day, I hoped they would have the same lovely demeanor.) In the years that followed, I learned that the girls just wanted to see their dad happy. They knew having me there was giving him a sense of joy, so they welcomed it.

Up until that point, I knew Bruce in one way from the gym and another way from our long phone calls. That trip showed me yet another side of him: family man. Nothing was more important to Bruce than being a father, and his devotion to his three girls was something I’d never seen before. I didn’t grow up with a dad who was present day-to-day like that. In fact, after my parents divorced, I went years without seeing my father. As I watched Bruce connect with his girls, I thought, That’s the kind of man I envision as the father of my future children.

Bruce also made it a priority to have a good relationship with his ex-wife and her then-husband. Their cohesiveness was unconventional yet beautiful, and it was different from anything I had witnessed to date. I can totally do this, I thought. In fact, I wanted to do it. I wanted to be a part of a family that embraced unity and peace for the sake of their children.

Walking into Bruce’s world taught me a new definition of family and friendship. Is it perfect all the time? Of course not, but it’s human, refreshing, and full of love and respect. I’m eternally grateful to have it in my life. It’s also something ingrained in our young daughters, Mabel and Evelyn. I’m proud they get to witness it and be a part of such a solid and connected blended family.

I left that trip, flew back to New York in love with Bruce, and the rest is history.

On March 21, 2009, we were married in front of thirteen friends and family members on Parrot Cay. Stephen, who was there the first time that Bruce and I met, officiated our marriage. After we said our “I dos,” we all went over to the beach volleyball court to play a few fun and competitive rounds in our wedding outfits. Then we ate dinner under the stars, and because it was so small and intimate, each of our guests had the opportunity to get up and say something. There wasn’t a dry eye at that table; mine and Bruce’s were especially red and swollen. After the toasts, we danced, swam, laughed, and fed each other wedding cake until the wee hours of the morning.

To this day, it was by far the best party I have ever been to with only thirteen people.

OVER THE YEARS, I fell more in love with Bruce. It wasn’t because of the big things, but rather all the little ones.

I loved how Bruce ordered food at a restaurant. He would get a wide variety of appetizers and entrees because he wanted us to try a bite of everything. I loved that anytime we got a bottle of wine with dinner, he’d have our waiter try a glass, too. “This way you’ll know how to describe it to the next customer,” Bruce would say. I loved that he understood the value of a good tip. “Always be generous,” he’d say. “I worked in the service industry and relied on those tips.” In fact, he was the most generous person I have ever met.

I loved that Bruce was a total gentleman. If I got up to use the bathroom at a restaurant, he would stand to see me out. And when I returned, he’d stand again to help me back into my seat. With Bruce, chivalry was not dead. I also loved how he supported the underdog. If a sports team was expected to lose, Bruce would put money on them.

I loved that he was so thoughtful. He’d get me flowers just because and leave Post-its around the house with love notes or words of encouragement.

I loved that Bruce always made sure I was comfortable and warm. Once when I was doing a photo shoot in New York, I called him during a break and mentioned that the studio was chilly. An hour later, a messenger arrived with a cashmere blanket for me and a note that said, “Stay warm.” Having grown up in a single-parent household (and in itchy wool), I was shocked when I saw the price of these luxurious Frette blankets and Hermès scarves. “It’s just money, Emma, and you can’t take it with you,” he would say, a sentiment all the more remarkable considering he was entirely self-made.

I loved that Bruce had long-standing relationships. Several friends from his struggling-actor/bartending days are still very present in our lives, and Lety, the housekeeper he hired when he started earning a bit of consistent money in his late twenties, has worked with him (and then us) for forty years.

Even though Bruce had experienced the milestones of childhood three times over with his older daughters, he embraced Mabel’s and Evelyn’s first words, first steps, first solid foods, and first days of school, among other moments like this, with the energy and excitement of a new father. Our girls felt seen, safe, and loved. “I’m much prouder of being a father than being an actor,” he’s been quoted as saying.

I loved how playful Bruce was with his daughters, especially our two young ones. If he came home and they were swimming in the pool, he’d dive in with his clothes on to get a laugh. His goal was to see our girls happy and having fun. All. The. Time. Let’s just say that if he’d been solely in charge of their lives, they would have had ice cream for breakfast and probably skipped a lot of school so they could sleep in and go to the beach or Disneyland.

Bruce was also our rock during their most traumatic moments. When Mabel fell and broke her jaw the day before her sixth birthday, Bruce held her all the way to the ER and paced outside the operating room until the doctor was done. If he could have been inside supervising the surgery, he would have been. And when Evelyn slipped on the ice in our driveway and split her chin open when she was three, Bruce drove us to the hospital and cuddled her on his lap while they stitched her up. I can’t count how many times he asked the doctor, “Are you sure you numbed her enough?”

I loved Bruce’s authentic passion for his craft and career. It was never driven by fame or money. Okay, well maybe it was a little. He did love a payday. But mostly, it was driven by a love of acting, singing, and playing the harmonica (a skill that he proudly taught himself). The fact that he could make a living from his dream job and provide a wonderful life for his family was a bonus.

I was in awe of the aura around Bruce, one that had nothing to do with his movie star status. It’s hard to put into words, but he seemed to emanate this unique magnetic energy. You could just feel it radiating off him. For example, he would walk into a restaurant or down the street with people’s backs toward him and something would just make them turn around. It was wild to witness but I did, a thousand times over. When you were with Bruce, you felt you were in the presence of greatness, yet he was so simple and warm. He also had the best sense of humor. With Bruce, I was laughing from morning till night.

I loved that Bruce was a calm, sensitive, and tender Pisces. And yet, when necessary, he’d make his presence known and boundaries clear, especially when overzealous fans pushed me or the girls out of the way to get to him. Bruce didn’t raise his voice, but the authority and energy he brought to those moments was something to witness. A Bruce Willis glare would send chills up your spine. His demeanor was soft, but he drew hard lines when it came to protecting his family and our time together.

I loved Bruce’s strong self-confidence (where mine has always fallen short). He didn’t care what others thought of him. “When you lead with integrity and good intentions, you can’t let others’ opinions stop you,” he’d say. In less poetic moments, it was, “Fuck ’em, Emma.” That’s an affirmation I still use today.

When they say opposites attract, it couldn’t be more spot-on than in our relationship. Bruce was a rule breaker, while I’m a rule follower. Bruce was unpredictable, while I like control, a plan, and certainty. Bruce kept me on my toes and showed me how to be nimble, to roll with life’s ups and downs. (Who knew how valuable those skills would become?) He also taught me to be spontaneous, something I still try to embrace for the sake of our young girls. While I’m a worrier, Bruce didn’t waste time on that. He always found joy in life. Bruce believed everyone deserved a trophy, while I’m not quite that soft and am not convinced participation alone warrants a prize. He taught me how to “live it up,” as he would say, and do so to the absolute fullest. Bruce was a leader, and I was very comfortable with his take-charge personality. From watching him, I started to develop confidence of my own.

Most of all, Bruce was my protector. My parents divorced when I was seven and I would go years without seeing my father. It was traumatic to witness my mother go from a stay-at-home mom and wife to someone who had to work three jobs to support us. She always found a way to figure it out, but it was stressful to feel her stress and watch her navigate it alone. Probably because of this, my dream as a little girl was a picturesque life: marry Prince Charming, live in a house with a white picket fence, and have two kids. These things symbolized protection and security. And that was something Bruce gave me.

Bruce always made me feel safe when things felt hard. “Don’t worry, Emma. Everything’s going to be okay,” he’d say when I was stressed or worried about something. Then he’d pull me close, wrap me in his arms, and kiss the top of my head. I would relax my shoulders and melt because I believed him. I could trust him. And he was usually right.

I could go on and on about the things I loved about Bruce and our life together, but what stops me in my tracks is having to use the past tense when he is alive. What a heart-wrenching gut punch. It’s a quiet ache I carry daily.

WHILE THE THINGS that made me suspect Bruce was “off” started so gradually I didn’t consider them symptoms, with more time, it got to the point where they were hard to ignore. I knew something was wrong. Finally, I sought medical advice, and his doctor ordered a brain scan.

Earlier, I had done a deep dive into Google, the only place I could turn for answers because of my concerns about our privacy, and found that one of the best-case scenarios would be a benign tumor pressing against his brain. My hope was that we were going to see the tumor on the scans, it would be removed, and we would go on with our lives. Unfortunately, this was not our reality. The scans showed that parts of Bruce’s brain were changing, which was causing the language shifts and some of the behavior we were seeing.

In early 2022, we received a vague diagnosis of aphasia, a communication disorder that affects a person’s ability to process and express language. While it was better than having no answers at all, it wasn’t enough to explain the changes in Bruce’s behavior. We had been in limbo for too long and the uncertainty took a toll. Chaos was building in our home, and life felt increasingly unmanageable. I realized that to get the right support for our family, I needed to understand exactly what we were dealing with.

Fast-forward to November 2022. We awaited the results of more tests. As we pulled into the parking lot of the neurologist’s office, my hope was that we would leave that appointment with a clear diagnosis.

When we arrived, the nurse showed us to a room and Bruce sat on the exam table. I settled in next to him, my hand resting on his leg. After a few minutes, the neurologist walked through the door. He greeted us and made a bit of small talk. Then he said, “Bruce has primary progressive aphasia, which is a variant of frontotemporal dementia, or FTD.”

From that moment on, I couldn’t hear a single thing. The doctor’s mouth was moving but no sound was coming out. Or maybe there was, but my ears were ringing. My hands tingled and I felt like I was free-falling.

My worst nightmare had come true.

Over the years, I’d heard horrendous stories about FTD. I’d also had doctors tell me about the various types of dementia, and when they mentioned FTD, they’d pause and say something along the lines of “Boy, that’s not the one you want.” Of course, I didn’t know the full scope of it or what those letters stood for; I just knew that all types of dementias were terrible, but I had it in my head that FTD was the worst of the worst.

I had gone into that appointment thinking it would give me some relief. And while, yes, it gave me a little, there was no relief in receiving a diagnosis I didn’t understand and couldn’t pronounce. The only resource I was given was a flimsy pamphlet that the doctor slipped into my hand as we were ushered out of the office with a “Check back in a few months.” What? That’s it? I thought.

After that appointment, a spiral of disturbing, unsettling thoughts filled my head. Still worried about our privacy, I took another deep dive into Google. Turns out Google’s a dark place to look up FTD, the most common (and some might say cruelest) form of dementia for people under the age of sixty. There is no cure or treatment; all you can do is try to manage symptoms through medication.

In that moment, I wanted nothing more than for Bruce to take charge like he used to. I wished he could pull me close, wrap his arms around me, and say, “Emma, everything’s going to be okay. You worry too much.” But there were no more soothing kisses on top of my head and no Bruce to help make my shoulders relax and my fear melt away. It felt like I was stepping into a new reality, uncharted terrain that I wasn’t ready for.

TODAY, I AM navigating this adventure as a single parent, and it’s scary. For someone who likes control and predictability, I am dealing with a disease that is anything but.

I know the details of your story are different, that your loved one is unique, that no two cases of FTD or dementia are alike. I know that no two caregiving journeys are the same either. But what I also know is that we share similar emotions watching our loved ones fade in front of our eyes, a traumatic experience that leaves a hole in your heart.

If you’re picking up this book, I’m guessing it feels like your world just fell apart, too. The path of dementia is not an easy one for you, your person, or your family. But I’m here to let you know that, in time, you will find your footing. You will build confidence. You will get to the other side. You’re able to handle a lot more than you think you can. Your life will take on new shape, dimension, and meaning in this next chapter, but you will find your footing and a way forward. I am telling you this because I’ve been there. You and I are connected by the same unfortunate, unchosen thread, but we are connected all the same.

Bruce is still a part of the fabric of my being and my guiding light, and I use the values we shared and the things he taught me to continue to make the best decisions for him and our family on his behalf and make each day the best it can be. I don’t always succeed, but I try. And I do so with my biggest supporter’s voice in my head: “You can do this, Emma,” he tells me. “And it’s going to be okay.”

I want to be that supporter for you because you can do this, too, and you are not alone. We’re walking this unexpected journey together.






 TWO Making Sense of the Changing Brain

When we let go of what was and learn to appreciate the gifts of what we have now, it will allow us all to find joy and connection together.

TEEPA SNOW, dementia care specialist, consulting associate at Duke University’s School of Nursing, and founder of Positive Approach to Care (PAC)


When I suspected something was “off” with Bruce but couldn’t put my finger on what it was, I went through every possible explanation in my head. Was there a problem in our marriage? Was it Bruce’s sleeping difficulties?

Maybe it was his hearing loss. During the filming of the first Die Hard movie in the late ’80s, there was a scene where he had to fire a gun underneath a table. When it was shot, oddly, Bruce wasn’t wearing any protective earplugs, and he lost a large percentage of his hearing in one ear. When we first got together, this never posed a real problem.

Years later, however, I began to notice him sort of check out if we were at a dinner party or meal with the entire family. He would sit back and let everyone else do the talking without contributing very much. Mind you, when we would get the family together, Bruce was usually the only man at a table full of women, with me, our two girls, and his three older daughters speaking a mile a minute and over each other with excitement. Initially, I thought he was just letting us have our girl time to “yack it up,” as he would say, rather than trying to get a word in. I assumed his hearing loss made it easier for him to melt into his seat with his hands clasped gently on his lap.

But, in hindsight, that wasn’t the Bruce I knew. Especially when it came to connecting with his daughters. Bruce was a family man at heart. Early on in our relationship and before we had children together, he wanted to spend as much time with his older girls as possible. If we were traveling, he was always dying to return home to them, calling the feeling a “gravitational pull,” which always brought him back to his girls. This was something I loved about him. Today, I understand that his checking out at the table was likely due to cognitive overload and difficulty processing conversations, which is common in primary progressive aphasia (PPA), the variant of FTD that Bruce has. It was an early symptom of his disease.

Getting a Diagnosis

Many families spend years living with a lot of confusion around symptoms prior to a diagnosis. From speaking to other care partners, I have learned how subtle (or not so subtle) symptoms of certain forms of dementia like FTD or Lewy body, for example, can rock a whole family system and destroy it. (This is not always the case with certain dementias such as Alzheimer’s, where symptoms like memory issues are more obvious and usually more of a straight line to a diagnosis. Each form of dementia is different, which is why it’s important not to lump them all together.)

For FTD in particular, in those early years, no one suspects the diagnosis because most people have no clue what FTD is. So they assume their person is being rude, apathetic, withdrawn, depressed, irritable, impulsive, or reckless, or they lack empathy—an array of behaviors that seem like personal choices rather than symptoms of a disease. This major shift in behavior, language, and/or personality is frustrating, confusing, and can ruin relationships. FTD is not your doctor’s first or second thought either. Often FTD is misdiagnosed as a midlife crisis, depression, or bipolar disorder, to name just a few, because the symptoms can apply to all those conditions.

Bruce Miller, MD, the leading expert in FTD, distinguished professor of neurology at the University of California, San Francisco, and head of the Global Brain Health Initiative, explains:

Many of the symptoms are very elusive and they are different for each neurodegenerative disease. So, while it may be easier to recognize that a memory problem is Alzheimer’s, it’s trickier to understand that a change in language or personality is FTD or another form of dementia. Most of us think the brain is only important for memory and language. But the brain is also responsible for our social interactions, how we relate to others, and how we nurture and empathize with them.

Most of us don’t know this or anything else about FTD, and all you see and experience is that something is incredibly different with your loved one. Also, if you’re like I was, you may feel strange bringing these things to the attention of your partner’s doctor, especially if that doctor is not your own. Initially, I was uneasy going over Bruce’s head in that way. Something about the morality of it didn’t sit well with me. If you feel that way, too, consider the advice of Yolande Pijnenburg, PhD, a professor of young-onset dementia at Alzheimer Center Amsterdam at Amsterdam University Medical Center in the Netherlands: “If your feeling gets stronger that this change in behavior is something that person can’t help, you have to trust that feeling because you’re actually acting to benefit your partner.”

Subtle changes due to dementia can go on for years, and all that time your person looks fine on the outside. Even more bewildering is that there might never be a moment when he or she expresses concern to you or to a doctor that something is wrong. There’s actually a medical term for this: anosognosia. According to the Cleveland Clinic, anosognosia is a “condition where your brain can’t recognize one or more other health conditions you have. It’s extremely common with mental health conditions like schizophrenia and Alzheimer’s disease. This condition isn’t dangerous on its own, but people with it are much more likely to avoid or resist treatment for their other health conditions.” So if your person isn’t raising his or her hand for help, it’s easy to think that maybe everything is okay. This makes those early stages confusing, and it’s why doctors can easily overlook FTD and other early-onset dementias again and again.

“It can take at least two to three years to get a diagnosis, and in that time, many people are misdiagnosed,” explains Dr. Miller. This delay can be a catastrophe, as families can be completely derailed and dismantled—emotionally and financially—by the personality changes and shifts in their loved ones from their brains quietly dying.

Over time, I began to suspect that the issue wasn’t Bruce’s hearing or a rocky patch in our marriage, and that instinct made me realize that we should go to the doctor. As a result of this experience, I can’t stress enough the importance of trusting your gut when you know something is wrong. Even if test results come back “normal” or a doctor dismisses your concerns, don’t stop pushing for answers. If your doctor isn’t listening, find one who will. You know your person best. Keep advocating for them and yourself.

As I mentioned in Chapter 1, I felt some relief in finding out that Bruce had aphasia and then a year later that he had FTD. I finally understood that those crazy marital issues were not Bruce. Neither were those off moments and subtle shifts in his personality. They were the result of his brain being dismantled, taking part of the husband I knew and loved with it.

You weren’t doing any of this on purpose, I thought as I looked over at him. You were there the whole time.


Why Getting a Diagnosis Is So Important

Through my experience as an FTD caregiver, I met actor Robin Williams’s wife, Susan Schneider Williams, at an FTD event in San Francisco. What she told me really gets to the heart of why obtaining a diagnosis is so important:

Robin’s diagnosis—Lewy body dementia (LBD)—was only made evident during an autopsy when the pathologist revealed the results and described it as one of the worst cases he’d ever seen. Though there is no cure, a diagnosis would have allowed us to seek the specialized medical care Robin needed and certain medications, which can actually speed up the disease progression, would not have been prescribed. We spent a year chasing over forty seemingly unrelated symptoms with a multitude of doctors in a diagnostic game of Whac-A-Mole. As I learned later, all of those symptoms were from the disease, which had infiltrated nearly every region of Robin’s brain and brain stem. For me, knowing the diagnosis for Robin’s brain disease while he was alive would have been far better.



Bruce’s diagnosis was a turning point for me. Most people think that dementia is just Alzheimer’s. But while it’s the most common—and therefore receives all the attention—Alzheimer’s is just one of many types of dementia. And not all dementias are the same. Each one progresses and affects the brain in its own way, meaning different symptoms and treatment needs.

“For example, 25 percent of people have an aphasia that doesn’t develop into anything other than aphasia,” dementia care specialist, consulting associate at Duke University’s School of Nursing, and founder of Positive Approach to Care Teepa Snow told me. “But 75 percent develop dementia.” In simple terms, for Bruce, it started with speech and spread. This is why getting the right diagnosis is so important. Each form of dementia requires different approaches to care, and understanding what you’re dealing with can make all the difference in planning for the future and finding the right support.

With an actual diagnosis of FTD, I was able to get specific and tailor our next steps to Bruce’s needs, which gave me a sense of control and made this journey more manageable. Having the right diagnosis also helped me plan for today and the future. It helped me grasp what FTD does, how it progresses, and what life might look like going forward. It was no longer an abstract idea or a scary, blurry outlook. Well, it was still scary, but the volume was turned down a little bit. Now I had direction.


Different Dementias, Different Symptoms

Many people mistakenly use the terms “dementia” and “Alzheimer’s disease” interchangeably. Dementia is an umbrella term for a range of conditions that cause significant changes in multiple cognitive abilities that interfere with daily life. Alzheimer’s disease is the most common type of dementia and is initially characterized by loss of immediate recall or recent memories, challenges with language processing, and other cognitive changes, primarily due to the buildup of abnormal protein plaques and tangles in the brain. It is estimated that 60 to 80 percent of dementia cases are Alzheimer’s or Alzheimer’s combined with another dementia. Other types of dementia include the following, courtesy of Teepa Snow:

Chronic Traumatic Encephalopathy (CTE)

This type of dementia is triggered by multiple head trauma incidents over time, which cause a buildup of abnormal proteins. That accumulation results in memory loss, aggression, confusion, depression, impaired judgment, difficulty controlling impulses, erratic behavior, suicidal tendencies, anxiety, sleep disturbances, and dizziness.

Creutzfeldt-Jakob Disease (CJD)

A rapidly progressing form of dementia caused by prion proteins, which results in sudden issues with depression, agitation, apathy, confusion, disorientation, memory, vision, hallucinations, and movement.

Frontotemporal Dementia (FTD)

A group of disorders that cause brain cell deterioration in the frontal and temporal lobes. Depending on the specific subtype, FTD can result in personality changes, difficulty with speech production, and other cognitive issues. It can also affect movement.

Huntington’s Disease

This genetic disorder causes an abnormal protein accumulation and resulting degeneration of the central area of the brain. Uncontrolled muscle movement is typically the first symptom, often followed by behavioral and personality changes and cognitive function issues.

Lewy Body Dementia (LBD)

Lewy bodies, tiny spherical protein deposits that disrupt the function of cells throughout the brain, are seen in this form of dementia, causing symptoms such as hallucinations, delusional thinking, sleep disturbances, declined motor skills, difficulty regulating normal physical processes, and unexpected medication reactions. Memory deficits may involve more confabulation than forgetfulness, and there may be periods of typical cognition alternating with declined cognition. Lewy bodies are also present in the brains of those living with Parkinson’s disease dementia.

Mixed Dementia

This involves two or more types of dementia, which scientists are realizing is much more common than previously thought.

Normal Pressure Hydrocephalus (NPH)

This type of dementia occurs due to excess cerebrospinal fluid accumulation in the brain, causing brain ventricle enlargement and damage of surrounding cells. It may result in difficulty walking, loss of bladder control, and cognitive function issues.

Posterior Cortical Atrophy

This form of dementia affects the part of the brain that controls visual processing, causing challenges with reading, depth perception, movement, and other vision-related issues. Memory loss is not commonly seen until later stages of the condition. Hand-eye coordination and the ability to move safely in the world become increasingly difficult.

Progressive Supranuclear Palsy (PSP)

This condition is often mistaken for Parkinson’s but typically progresses more rapidly. Slow or uncoordinated movements are often the first symptoms, as well as difficulty with eye movements, loss of facial expressions, stiffness of the neck or trunk, and falls. Changes in cognitive function, behavior, and memory may also develop.

Vascular Dementia

This form of dementia is caused by changes in the small blood vessels of the brain, resulting in damage to the brain tissue. Hypertension, high cholesterol, diabetes, and smoking are the main risk factors for vascular dementia, which causes cognitive changes, daily fluctuations in ability, and personality and mood shifts.

Wernicke–Korsakoff Syndrome

Triggered by a deficiency of vitamin B1 (thiamine), this form of dementia is most common in those who chronically abuse alcohol or have malabsorption. It often causes impaired memory, lack of coordination, vision issues, and personality changes.

With these wide-ranging descriptions of the various dementias, it is easy to see why it is challenging to know whether a loved one’s symptoms are due to stress, environmental factors, or a condition that is going to change your entire life and the lives of everyone involved.



Research the Diagnosis

Once you receive a diagnosis, you can begin to learn more about what is happening in the brain. A diagnosis helps identify which areas are affected, leading to changes in function. Different regions of the brain control various abilities—some involve memory, while others influence language, movement, decision-making, or emotional regulation. Understanding which areas are impacted can help you make sense of the changes in your person’s behavior and responses.

For example, as Dr. Miller explains, “The frontal lobes define who we are—whether we’re empathetic, whether we respect others, whether we regulate our behavior, whether we can attend properly to what other people are saying. It’s our social brain and this disease attacks the social nature of us—the part of the brain that allows us to love and work with others.”

This means that when the frontal lobes are affected, your person may struggle with impulse control, empathy, or emotional regulation in ways that feel unfamiliar or even hurtful. They might say inappropriate things, lose their ability to pick up on social cues, or react without considering the feelings of others. But recognizing that these changes stem from the disease—not from intent or a lack of care—can help you navigate interactions with more patience and understanding.

An accurate diagnosis also opens the potential for your loved one to participate in research trials and receive treatment that’s appropriate for his or her specific condition and needs. And it helps you find the support that you need. For example, you can now search for a support group with other people who are dealing with the same diagnosis you are.

“There was a twenty-three-year-old son of one of our patients in clinic who was going to an Alzheimer’s support group, but all the other people were seventy, so he hated going,” explains Katie Brandt, MM, director of caregiver support services in the Frontotemporal Disorders Unit at Massachusetts General Hospital, who was a caregiver for her husband before he passed away from FTD. “But then, when he found out that his dad


















	Exploring online resources. Websites for organizations like the Alzheimer’s Association and the Association for Frontotemporal Degeneration offer valuable information and support.

	Connecting with a social worker or nurse in your neurologist’s office. They often have firsthand knowledge of local resources, support groups, and programs that can help guide you in the right direction.

	Joining caregiver support groups. You can connect with others who truly understand the journey on Facebook and in local support groups.

	Listening to podcasts, watching YouTube videos, and following trusted experts on social media. Try search terms such as “caregiving expert” and “dementia caregiving expert.”







	At least two parts of the brain are dying. Different forms of dementia affect different parts of the brain, impacting everything from memory and speech to personality and movement.

	Dementia keeps changing and getting worse; it’s progressive. What works today might not work tomorrow. Symptoms evolve, and care partners must continually adapt.

	It is not curable or fixable; it’s chronic. Unlike a temporary illness, dementia is a lifelong condition that requires ongoing management and support.

	Dementia is terminal and results in death. This is the hardest truth of all. It is a disease that ultimately takes the person’s life.
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