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For My Sisters—Martha, Mari-Luise, and Sue

Big Love



Introduction

“How many times has someone offered you that careless but well-meaning invocation to ‘just be yourself’? Like that is an easy thing to do? Being nobody but yourself is hard in a world where most people would rather you were everybody else. Being like everyone else? Well that’s a low fence.”

—CAROLINE MCHUGH

This winter’s morning, as I write, the sky is a brilliant blue.

I started the day with a yoga class and a little meditation, then drove down to the South Umina beach and took off my shoes to feel the shock of cold sand on my feet. I put my feet in the water and stared out to the horizon, taking it all in. I thought to myself: I live here, I love being here, I am at peace here. I breathed in the sea air like a tonic, knowing I had to get home and write this introduction, and that it would be hard, the home stretch of a journey that I have both loved and hated: loved because it helped me find my voice; hated because it reminded me just how lost I had become.

When I got into the car to leave the beach, a song came on the radio, and as I sang along to what could only be described as a sentimental, passionate, iconic Australian song (“You’re the Voice” by John Farnham), I was overtaken. I dissolved into a weeping mess. There was no stopping the tears, I was crying and laughing at the same time and there it was: “You’re the voice . . . With the power to be powerful / Believing we can make it better . . .” I turned up the volume as loud as I could without drawing too much attention, and as I sang, and cried, and wailed, I felt finally at peace with the story I am trying to tell.

It is the story of my son and me, of failure and disappointment, of success and unbelievable joy. It is the story of wanting to be like everyone else, to hide from the reality of a world that could be cruel and relentless in its discrimination. It is the story of finding my voice and speaking my truth.

For years after Richard was born, I felt a gut punch whenever I witnessed this exchange between a pregnant woman and a curious inquirer:

“Are you hoping for a boy or a girl?”

“I don’t really care as long as it’s healthy.”

The world viewed my son as “unhealthy,” an undesirable outcome for a pregnancy, a terrible tragedy. I found this hard to accept. Very hard. I wondered if other parents who had kids with intellectual disabilities felt the same as I did, so I started collecting stories and, with my friend Cindy Dowling and psychologist Neil Nicoll, had a collection of stories published: Lessons from My Child: Parents’ Experiences of Life with a Disabled Child (titled A Different Kind of Perfect in the US). The stories were written by parents from all over the world whose kids had an intellectual disability, and told of the heartache and sorrow, of the grief and depression that arises when your child is “not healthy.” I was not alone in my despair and frustration, and I was not alone in wanting to change how others viewed our lives. I was so proud that other parents would benefit from our book. But I still hadn’t mustered the courage to tell my own story.

I should have realized that it was going to be tough. Writing about your life means confronting yourself. At times I struggled to continue, and at other times I felt totally exposed and deeply embarrassed by my own past actions and thoughts.

I was also acutely aware that I was writing about my son. I wanted to portray him with as much respect and generosity as possible and ensure that he would not be negatively impacted by the process. I also wanted to be respectful of his dad, and all of the families, friends, and the many other people who have influenced our lives in one way or another. In the interest of privacy, I have either changed the names of or omitted altogether important people in our lives who requested they not be mentioned on paper.

I have laughed a lot, cried a lot, reflected a lot, and occasionally gotten really pissed off. No one has the perfect life. But making your life as perfect as it can be for you is the challenge. For me, it was about embracing my authentic self and letting go of the need to pretend to be anyone else. That took some doing.

We all have the same rights to be respected, to be loved, and to live with dignity. To me, this a story of optimism over defeat, of courage over despair, of love over grief, and of everything in between.

I hope you enjoy it.
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The Opposite of Up

“Babies are bits of stardust blown from the hand of God. Lucky the woman who knows the pangs of birth for she has held a star.”

—LARRY BARRETTO

We had only recently settled into our new home when I learned that I was pregnant. It was shortly after my thirtieth birthday, and I was taken quite by surprise, as was my husband, Graeme. I had never given pregnancy or motherhood much thought. I assumed that I’d focus on my career and that Graeme, who was working from our new home, would renovate the house, and we would get our lives in order and then have a baby—maybe. Graeme was thirty-four and we had been together, on and off, for ten years. They had not all been great years, but when we finally married in 1988, we knew that the next phase of our life needed to come with a change. Two years later we made the move to our new home with a renewed commitment to our life together.

Our old home had been in Marrickville, which was, at that time, about as multicultural as you could get. An inner-Sydney working-class area, Marrickville was full of Greeks, Italians, Vietnamese, and a whole lot more. With my Maltese background I fit right in; with Graeme’s Anglo-Saxon background he wasn’t so comfortable. At least he had dark hair. If you ever saw anyone with blond hair and blue eyes in Marrickville, you could safely assume they were lost. I loved it there. I loved the food, the crazy drivers, the hint of crime and mayhem that was round each and every corner. But our home was small, and Graeme wanted to head back to his more conservative roots.

Sydney’s Upper North Shore was the complete opposite to Marrickville, and I did not fit in. If you ever saw anyone on the Upper North Shore with dark hair and dark skin and who was especially loud, you could safely assume they were lost. Massive trees, beautiful manicured gardens, birds, and nature were in abundance. Well-tended paths were about the only thing that had concrete. Graeme was right at home. I gave myself over to the idea that I could do this, that it would be a new beginning, but I didn’t like that our new home was a long way from the city and my family.

Our new home in Mount Colah was very sweet but needed a lot of work. It had once housed a family of four boys, and their imprint was still there on doorways and walls. The mother of the boys was a gardener, and both Graeme and I loved that our new home had a well-established if somewhat out-of-control jungle of a garden. The backyard was barely visible under a massive kiwi vine that encroached on all aspects of the yard. Somewhere out there was a clothesline, some fruit trees, and a rickety shed.

The house was weatherboard, with charming French windows and doors, but it had the ugliest carpet you’ve ever laid eyes on. Originally a small two-bedroom cottage, the previous family had extended it to house all those boys, and it was now a four-bedroom, two-bathroom home. It seemed like a palace to me—so much space—but it was much too quiet. I was sure if I sneezed, the whole street would hear me. In Marrickville you could hardly hear the doorbell ring with the sound of the traffic and the planes overhead landing at the nearby international airport. I thought I would go deaf from the suburban silence.

This new environment seemed so conservative, so middle-class, so—dare I say it?—Australian. I had never before lived in a community where the local deli sold only mortadella, cocktail sausages, and Spam, and even garlic was seen as something exotic. Now, in the local shopping center, I was perhaps the only Mediterranean. What had I done in moving there?

There was no possible answer; I simply had to embrace the unknown.
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When I became pregnant, I was working at the ABC (Australian Broadcasting Corporation). It was my dream job with my dream team of people. The ABC had opened a number of retail outlets, and I worked in the book-buying division. Each day was full of new books, new ideas, new people. Graeme wasn’t thrilled by how many hours I worked, but I couldn’t get enough of the excitement and energy of it all. It was a truly dynamic place to work, so it was with some sadness that I requested my maternity leave.

By the time my due date neared, my stomach was huge. My niece, Faith, called me “Big Ben.” An ultrasound had indicated we were having a boy, and the name Richard had been decided upon very early in the pregnancy. I would have preferred Sam, but Graeme was adamant it had to be Richard, his own middle name. I had nightmares my son would be called Dick. I also had some girls’ names tucked away, just in case.

I’d decided I didn’t want genetic testing. I was active, healthy, and at my age not considered high-risk. My blood tests came back with no markers for any abnormalities. The only sign something might be amiss was an ultrasound when I was eighteen weeks pregnant, showing that the baby’s arms and legs were at the developmental stage of a sixteen-week pregnancy. I asked the obstetrician why this was. He was very cagey with me but gave me no reason to think there was anything serious we needed to discuss.

No matter. I would love my child regardless. And anyway, Richard was going to fly high. I couldn’t decide whether he would be the next David Attenborough, a brilliant actor like Robert De Niro, or a writer—yes, a writer to follow my passion for literature. Or maybe a talented painter. It was so exciting to think that anything was possible for this little person. I dreamed big.

It had never ever occurred to me that I would have anything but the perfect baby. This baby would grow to be a devilishly cute toddler, a child who would be the most loved student in primary school. My son, my Richard, would power his way through the most exclusive private boys’ school, captain the football team, and lead a successful debating team. Other parents would be in awe of my parenting skills and the solidarity of our family unit. (His siblings being equally blessed.) At his final-year speech night, he would thank his parents for all the support, opportunities, and love we had given him. He would choose either Harvard or Cambridge, and I would visit him often. Neither Graeme nor I had a university degree, something I always regretted. Graeme was much more laid-back about such things than I was. I was always the one who wanted more. I wanted more than I had for my child.

My capacity for daydreaming during my pregnancy was limitless. I once completely missed my train stop, so immersed was I in this fantasy land. These daydreams reassured me the future would be nothing short of brilliant.

One day, lost in daydreams while shopping, I saw a very attractive woman, beautifully dressed and coiffured (unlike me in my enormous maternity ensemble, which included, appropriately and embarrassingly, an elephant-printed pantsuit) coming toward me on the up escalator as I was heading downward. She was chatting to a teenage girl in a private school uniform. Mother and daughter. The daughter I recognized as having Down syndrome.

In that moment, there was a sudden kick in my belly, then another and another, and then a roar of thunder from outside and an almighty bang. An unexpected cyclone had suddenly hit Sydney’s northern suburbs. Roofs were torn away, power lines came down, and cars crashed on the freeways. Everywhere I turned, there was chaos. I looked back at the woman, and she smiled at me as we both held on to the escalator for fear of another thunderbolt. I smiled at her daughter. She didn’t smile back but shyly held her mother’s hand. The kicks from within returned, giving me a start. My hand instinctively clutched my belly. The building shook once more as I approached the car park, thinking still of that mother and daughter. Black clouds covered the sun and then the heavens opened.
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It’s funny how you remember the most innocuous things when your life is about to change irrevocably. Graeme had just put the first coat of varnish on our newly sanded floorboards when my waters broke.

“What? Now? He’s not due for another two weeks.”

“Well, I can’t help it. Your son wants to come out . . . now!”

We both laughed. On the drive to the hospital, I was a little apprehensive about the imminent birth of the little person demanding to come into the world, so I took some comfort from Matt Monro and his golden tonsils, soothing me with “Born Free.” I was thinking about those little orphaned lion cubs from the 1966 film and how cute and cuddly they were. Born free, as free as the wind blows. I wondered if I was going to have a child with a golden mane and a rambunctious personality, and whether he or she might be a little quirky in a delightful sort of way. Neither Graeme nor I appeared to carry a blond gene, so I have no idea why I thought that. We were, however, both a little quirky. Although he had been a public servant for many years, Graeme was really creative. An excellent artist, writer, and quite the handyman and gardener, he was also hugely passionate about steam trains. His fledgling home business was making videos about steam trains. My passion was books: I had worked in bookshops and publishing houses for most of my working life, and loved nothing more than spending hours reading the latest bestseller. And I, too, loved the garden. The joy it brings fills your heart. I couldn’t wait to sit with my little baby in our backyard just dreaming away the days.

At the hospital, pulled back to my present reality, I was not at all happy with my extreme state of discomfort. As we waited patiently with a roomful of other pregnant couples, it suddenly occurred to me that perhaps something was not quite right. “Why are the other women about to give birth looking so relaxed? I am in excruciating pain,” I asked.

Worry passed over Graeme’s face until he offered brightly, “They must be here for the tour of the labor ward.” Again we laughed.

Finally, a pinched-faced midwife arrived and ushered us into a room and looked at me very strangely. I wondered if perhaps, once again, I looked ridiculous in my elephant-patterned maternity outfit. A poor fashion choice, indeed. The nurse stuck a monitor onto my bulging tummy. Heartbeat strong. We were doing fine. Excellent. She was now on Team Richard. Yes! Not only did I want the perfect child, I also wanted the perfect labor.

Time is relative when you are about to give birth to something the size of a watermelon. The amount of time I’d spent in extreme discomfort meant my plans for a drug-free birth were now completely blown out of the water. I found myself screaming at the midwife and Graeme. I even screamed at the cleaner. “Give me the pethidine—now! Hurry up!”

The drugs worked, and everyone calmed. At 9:01 a.m. on Friday, March 22, 1991, Richard Phillip Charles was born.

It happened so fast that both Graeme and the obstetrician missed the birth, and I was instead attended by two midwives. Graeme had ducked home for a bit of rest, and was later bewildered that he had slept through the whole thing. Not ideal, but the important thing was we now had a beautiful baby boy.

When Richard arrived, the midwives took a long time inspecting him. Although we were 90 percent sure it was a boy, I still asked the question “Is it a girl or a boy?” several times over but got no answer.

It was then I started to panic.

“Give me my baby,” I said.

Finally, as he lay resting on my breast, I looked at my tiny little baby and felt the deepest love. Suddenly nothing else mattered. I heard nothing; I was completely focused on this little person who had already stolen my heart. I can still smell him: his newness, his soul, and his breath. What a true blessing it is to be part of that amazing entry into the world. I was in a vacuum of calm and surrender.

“Bernadette, we have to take your baby away and put him under the sunlamp, as he is a little jaundiced.”

“Oh, sorry. What? Oh, yes, he does look a little suntanned,” I replied.

I checked off his fingers and toes and, of course, double-checked that he really was a boy. I inhaled him a few more times and handed him over to the midwife. Having given up on trying to find my sleeping husband, I started calling other members of the family. The room echoed with the news we’d had a boy—not just a boy, but the most beautiful boy ever, I swore. I don’t think in my whole life I had ever felt that euphoric. I sat in bed feeling smug and clever. Three pushes and he was out. He was tiny, sweet, and scrunchy, and he was mine.

Graeme finally awoke and made his way to the room, but Richard was, by now, elsewhere. He was understandably anxious to meet his son. I buzzed the midwife and again an age went past before the delivery room doors finally parted. When I think about that moment, I remember vividly the white light streaming through the windows and the blueness of the sky. I loved those clear Sydney days and always felt happy to be alive on them. There is a calm about that blue.

When the doors opened, they revealed an army of people in white coats accompanied by my two midwives. The looks on their faces caused my heart to skip a beat. The number of medical staff coming into the room now made me anxious. What was wrong? Where was my son? Oh, God, don’t tell me he’s dead. Not my beautiful, precious boy. I couldn’t breathe. I couldn’t speak. I could feel my heart beating so fast and hard, it was deafening. Panic swirled over me in waves. A woman who resembled a humbler version of Morticia Addams from The Addams Family approached the bed. I was sitting upright, and Graeme was in a chair next to me. She finally spoke.

“Hello, I’m Dr. Sandra Grass, and I am one of the hospital pediatricians. I have with me a team of interns . . .”

At this point I had stopped listening, stopped paying attention, and was hoping that Graeme would just take all of them away and go find our baby. I was now convinced our baby had died, and I just wanted to be anywhere but in the hospital. Dr. Grass looked at me, paused, and then spoke.

“We believe that your baby has Down syndrome.”

Thank you, God, thank you, God. He lives. He is alive.

“Oh, thank God,” I said. “Is that all? I thought you were going to tell me he’d died.”

The room became brighter and Dr. Grass laughed. Graeme, however, began to look gray, the blood slowly draining from his face.

“What does that mean?”

I could hear the fear in his voice.

“Well, he has this extra chromosome that will make him a little slow.”

Without any warning, I buckled. I was exhausted, and I came crashing down. I just wanted my baby. That love, that bond, was growing by the minute, and I just wanted to hold him. I was told that the reason for the delay was because the midwives had been uncertain about whether Richard had Down syndrome, as he did not present with all the features. They had not yet met Graeme, and they wondered if my son’s father might be Asian: Richard had the sweetest almond-shaped eyes, which is one of the indicators of Down syndrome. Other features of the syndrome include a fold at the back of the neck, a flatter face (especially the nose), little fingers, a crease across the palm of the hand, and a protruding tongue. Some babies have all of these and some only have a few. The other biggie is weak muscle tone in the baby, and Richard had loads of that.

To add to the mix there are three types of Down syndrome. There is your run-of-the-mill trisomy 21, which basically means you are born with an extra chromosome. So instead of forty-six like most people, people with Down syndrome have forty-seven; they have three of the very unsuspecting twenty-first chromosome. A total of 95 percent of people with Down syndrome fall into this group. That’s why they have that physical sameness about them. The other two types—translocation and mosaicism—make up the other 5 percent and they are rare, as the chromosomes do very odd things. With translocation, which 4 percent of people with Down syndrome have, the twenty-first chromosome breaks off and jumps onto the fourteenth chromosome. It’s so strange to think that all these little parts of cells are just having a bit of fun trying out something new and yet can have hugely significant effects on the baby. More bizarrely, with mosaicism (which represents the remaining 1 percent), some cells have forty-six chromosomes and others have forty-seven, meaning these babies with Down syndrome function at a much higher level than the rest.

I knew none of this when those words “Down syndrome” were mentioned. I just knew at that moment that it wasn’t good news; in fact, it was devastating news.

Once the doctor gave her diagnosis, the midwives finished up the cleaning and swaddling of our newborn, and eventually he was delivered back to me.

The white coats finally left and new phones calls had to be made. The words stuck in my throat. Down syndrome. Although I was relieved that Richard was alive, I was now returning to reality. What did this Down syndrome mean? This was not what I wanted; this was not the future I had so happily daydreamed about.

Tests had to be done to ensure the diagnosis was correct, and although Richard looked a little like my auntie Doris, I remembered the girl on the escalators with her funny little face. I knew there was no need to conduct the tests. He had the signs, but I was probably hoping he had the rarer mosaicism form of Down syndrome. I said more than a few Hail Marys, but when the test did return some weeks later, it showed he had standard trisomy 21 Down syndrome.

In a weird, reassuring way it came upon me that I was always meant to have this child. Although I was struggling to process everything that was happening, I started thinking about what we needed to do. The hospital staff was supportive and kind. My obstetrician, who had turned up only to stitch me up and disappeared again, dropped by to see me.

“Congratulations on your son,” he said. His warmth was genuine. “I know this will be very hard, but I also know you can do this. Take him home and love him as much as you can. It will be all right.”

I thought that was pretty good advice. All you need is love. But it turned out we would need a whole lot more.

The first of my family to arrive at the hospital were my sister Martha and my mother. Martha came with champagne, balloons, and an attitude that said, “We’re not going to let this define him.” My mother picked up Richard and announced he was perfect and a gift from God. She then turned to me.

“You look terrible. Put some lipstick on!”

Mum and I are poles apart when it comes to grooming and fashion. She was still a young woman when she immigrated from Malta; she was twenty-seven years old and had three girls under six. Mum never looks anything other than fabulous. With her hair, nails, makeup, and matching shoes and handbag, she has a real sense of style. Always the fashionista, she expected her daughters to be the same. I, however, was never one for high street fashion. As a teenager, I chose thrift shops for my clothes. I was happy in black: gender neutral and cheap. As an adult, other than my maternity indiscretions, I still dressed in black; the only real change was buying from well-known brands. I rarely bothered with things like manicures, makeup, or facials, but always had excellent hair and dyed it all sorts of colors. Now I found myself propped up in bed, feeling like crap, and apparently looking like it, too, as I pondered the enormity of having a child with Down syndrome. A makeover, in more ways than one, would be in order.

I should look like that woman on the escalator, I told myself, so that I will look normal even if my child doesn’t. I should start buying bright clothes and have my hair cut in a bob and wear the best designer labels so that I fit in, and that will make Richard fit in.

My mind was going round and round, and somewhere in all of this I still had to become a breast-feeding, diaper-changing mum. I needed to have mum-like thoughts. Is he breathing? Has he soiled his diaper? Is he too cold? Or too hot? Is he attaching properly when I feed him? Should I buy one of those baby monitor things?

Graeme’s parents had no other grandchildren, unlike mine, who had three granddaughters already. For my in-laws, Richard’s birth was full of anticipation and expectation. They were so excited. Like me, Graeme, and just about everyone, they were shocked with the uncertainty of the future, but the day our baby was born was nonetheless a day of celebration. Richard was welcomed into the world with excitement.
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Graeme had never been exposed to anyone with an intellectual disability. Later he admitted he’d always wondered why some people with an intellectual disability had a sameness about their appearance. He had no experience to help him understand what this meant for his child.

My exposure to intellectual disabilities began early in life. When I was a young girl, my mother had our best dresses made by a fabulous dressmaker named Josephine. Everyone wanted their dresses made by Josephine, although I was more curious about the whiskers growing out of her chin (and there were many) than her dressmaking skills. Going to get a fitting from Josephine also meant being tortured by Pauline, her daughter, who would scream at me, looked very odd, and didn’t speak. We just knew she was not like the rest of us. To my mother’s credit she would make my sisters and me play with Pauline, and we had to be nice to her. If we pulled faces or were mean to Pauline, we would be punished when we got home. Mum told us Pauline was disabled and had Down syndrome. I didn’t know what that meant. To me, it just meant Pauline was an annoying pain in the butt and I had to play with her. She did make me laugh a lot, though. Eventually, I came to understand her.

When I told Cathy, my best friend from school, that Rich had Down syndrome, she responded with “So?” “So” is such a good word: it challenges one to focus on what’s important. So, what does it mean not to have the “perfect” child? What is this Down syndrome thing?

Even before we left the hospital, I had a visit from two women, Suzanne and Carla, from Down Syndrome New South Wales. They lived nearby and were both mothers of little boys with Down syndrome. Part of me didn’t want to see them at all; it was all too soon. Give me more time, I thought. I’ve got to get my head around all this.

But it turned out to be a worthwhile visit that provided me with a lot of information I needed and went on to answer some, though not all, of my questions. They told me about early intervention programs, health issues that might or might not arise, people’s attitudes. But the one question that I asked was “What will he be like as an adult?” I was asking if he’d able to function fully in this world. The million-dollar question with no answer.

Both women were lovely. They talked about the “new village,” most of which went over my head, but it appeared that they, too, had had to work out this unknown world of disability when their boys were born. Soon after that, I had a visit from a social worker. She told me she’d come to my home for another visit soon. I lay back on my bed trying to sort it all out in my head. I can do this. I can do this. I can. Just breathe. In, out. In, out. Yes, I can.

Down syndrome. In those first days in the hospital I learned a lot, very fast. Some of it made me truly sad, a sadness I had never felt before. It was like having my light and soul sucked out of me, like those Dementors in Harry Potter do. I also learned that there was hope, that there was light, and it wasn’t the end of the world. I also learned about the physical difference of a child with Down syndrome. The capacity for learning was one thing, but the big red light came on with the news that life expectancy for people with Down syndrome was not good, with thirty being the average expiration date. That just about killed me. I could not get my head around this at all.

I would outlive my son. How could that be?

I had nightmares about outliving him. But then I started thinking, in my madness, that this was actually a good thing. If I outlived Richard, then I wouldn’t have to worry about who would look after and care for him when I died. If I outlived him, no one could hurt him; I would always be there to protect my innocent, vulnerable little boy. Insane thinking, I know, but I was so scared.

There was also the news that children with Down syndrome have a higher rate of leukemia, vision impairments, hearing issues, holes in their hearts, thyroid problems, stomach issues . . . Oh, for God’s sake, this was all just too much. He looked so sweet and gorgeous; how could all this risk be hiding inside his DNA?

Although I knew all the health concerns were really important, I wanted to know more about what would be happening to him emotionally as he grew. Could he feel joy and love? Would he understand good from bad? Could he love me? Could he love anyone? Would he feel hurt, hope, happiness? Could he have a sense of humor? I wanted so much for him to have “normal” human emotions. I had no idea what Down syndrome emotions would be like, and no one could really tell me. There is a uniqueness in all of us, but I wasn’t sure that if you had Down syndrome you would have your own personality outside of that.

There was also potential. There was the capacity to learn, there was the possibility of speech, comprehension. Reading and writing were achievable, albeit at a slower pace. I held on to the positive possibilities, but the negative ones made me sick and anxious. I was exhausted. But there was a quiet optimistic voice in my head trying very hard to keep me sane. Sometimes it worked, sometimes it didn’t, but I put on my best face whenever we had visitors come to see the newborn Richard.

As I first sat in the hospital thinking about what this all meant, I made a pact with God. Or rather, it wasn’t so much a pact; it was more of an ultimatum.

Okay, God, here’s the deal. I will always keep going to church, I promise, but you have to make sure that Richard can do the following:

One: He has to be able to speak to me. I want to know who he is, what he thinks, what he needs, and what he loves. I want to hear his jokes.
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