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For J, H, P and J. Without you, I would not be here.
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​​Author’s Note:
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Some of the names were changed in the first edition of this book. The chapters didn’t have names and Josh Morgan was not listed as a cowriter. I have been afraid that anyone would read it.

To honour the person who lived through all this and kept moving forward and was brave enough to share her mental health journey, this new edition fixes what I wish I had done the first time around.

What remains from my author’s note from the first edition still stands. If you are looking for a book about Trisomy 13 being a part of some master plan, this isn’t it.



	[image: ]

	 
	[image: ]





[image: ]


​​




Chapter 1
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There But For the Grace of Gawd

I scheduled my 20-week ultrasound a few days early. My mother-in-law was scheduled to come visit the following week from North Carolina and I wanted to limit the number of people in the room who didn’t like me.

The night before I didn’t give the screening a second thought. When I was pregnant with Henry they found an abnormality and offered us skads of genetic testing and suggested termination but we said no to all of it and everything turned out fine. Maybe the healthy toddler I had running around gave me a little confidence that the medical profession tended to overreact.

The Sandy Hook shooting was all over the news on the drive to the hospital. I looked in the back seat at my precious son and said, “We have everything we need right here in the car Josh. We are unbelievably lucky.”

Our only thought going in was whether we’d find out if there was a boy or a girl on the way. We kept it a surprise on the first baby. He was out for five minutes before we even thought to ask because we were so busy crying and laughing and anxious to hear his Apgar score. The memory of lifting the baby off my chest to see who we were kissing and the medical team yelling “No! The baby is slippery, we’ll check!” still made us chuckle.

Our conversation on that otherwise regular December morning was about how our Christmas might have been small and simple but compared to the parents who planned funerals in Newtown, Connecticut, we were more than fortunate.

As we drove under Tookey’s Bridge on I-295 safely in Portland we agreed to have the doctor put the reveal in an envelope that we would leave closed unless we both decided to open it.
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Chapter 2
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Journal – December 28, 2012

Our ultrasound technician wasn't saying anything during the scan. I was asking what we were looking at and telling her what I had just learned in Biology 101. She had been moving around my belly with the wand for about 10 minutes and wasn't really smiling or responding so I asked if she was seeing ten fingers and toes on there. She zoomed in and showed me the baby's left hand and said, “Yup, there's a little thumb and four fingers...on that hand...” She put her hand on my leg. “I'm going to stop here to go get the doctor. There are some problems with your baby.”

I glanced over at my calm husband who was rolling his eyes. I mouthed “I know right” and shook my head.

"What problems?" I asked.

Before she slipped out of the exam room she slowly and quietly told me there were issues with the kidneys, brain, heart, stomach, mouth, nose, jaw, feet, hands, the nuchal fold at the base of the baby’s neck and the intestines.

I sat there in my paper gown and stared at the wall. I reached for my cellphone to call my aunt Jos back in Newfoundland. She knew we had an appointment and was waiting for the good report. She immediately asked what was wrong. I told her probably nothing. The doctors were just freaking out over nothing just like the last time. I’ll call you back when this is all cleared up.

When the doctor we had never met before came in the room, he stood way too close to me and talked so low I could barely hear him. He said we were probably looking at a chromosomal abnormality for there to be so many issues. I felt heat traveling up my arms and legs. I wondered if he was ever going to try and make me feel better by saying it was all a joke and this wasn’t truly happening. But he didn’t.

I asked Mr. Lab Coat to tell us what the technician had been unable to determine. Were we having a boy or a girl. He turned the machine on and put the wand on my belly and dug it in at a few different angles and told me no, he couldn’t. As he flipped the switch back off, he explained this was normal for babies who had chromosomal abnormalities to have ambiguous genitals. And besides, it was just so early.

He told us our fetus would likely be so delayed and deformed if it did survive that we should consider our options for continuing the pregnancy.

The baby was kicking me while the doctor was talking so I got hung up on the word fetus. We had just seen the cardiac rhythms on the monitor from the beating heart. I made a crack about our expectations for our children and that we didn’t want them to grow up to be doctors anyway.

Nobody laughed.

There was now a genetic counselor in the room along with the specialist and they wanted to keep talking but I didn’t trust either one of them. I waved my arms for them all to stop and asked if we could have some time. I wanted the full report sent to my OB/GYN and we would take some time to talk this over as a family.
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​​Chapter 3
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Serves You Right

I felt a wave of guilt for not staying up all night the night before the screening to imagine all the bad possibilities. I told myself this is exactly what you get for taking things for granted. And for scheduling this when you knew Amelia couldn’t intrude. I remembered every insensitive joke I had ever made. 

When I got dehydrated a few weeks earlier I told someone my baby would probably come out with six fingers on each hand. 

And sweet Jesus when I used to work in the bakery at Dominion years ago and a customer was taking too long coming up with something to write on a baby shower cake, I made a crack to a coworker that I should have written ‘Hope your baby isn’t stillborn.’ 

Ugh and that time Mom had to tell me to stop using the word retarded around my cousin because she had a brother with Down Syndrome. This was all my fault for being such a shitty person.

I don’t recall the ride home. Or sleeping that night. Or going to the airport to pick up my son’s grandmother and great grandmother the next day. We had asked them to stay at a hotel when they booked their flights a month earlier so it was already tense.

They had sent about 40 random unwrapped gifts ahead of time. I wrapped it all and put it under our tree. I assumed they would want to see Henry’s reactions and I wouldn’t let him open anything from them until they arrived.

I asked if anyone wanted a cup of tea and neither of them said yes. In Newfoundland you’d accept tea in your worst enemy’s kitchen and maybe even become friends if they had good biscuits. We don’t speak the same language.

We sat and took pictures while our 2-year-old pulled all the wrapping paper off. Some of the gifts were nice and some of it was dangerous cheap crap that just made me angry. I wanted them to go home.

For some reason the hotel reservation didn’t include their first night in town so we agreed it was easier for them to just crash on the couch. They complained about being cold and there weren’t enough pillows but it was in that Southern way of reassuring you that it was okay while pointing it out at the same time. My mother-in-law mentioned their bad backs but we’re fine, go to bed. We’ll see you in the morning.

Upstairs in our room, I wanted to talk to Josh about how we would handle the next week of waiting for more information while we were entertaining guests. There was no way I could keep up that stupid grin and pretend we were going to have a new baby. At least not the baby they wanted. No, it was time to tell them that my baby was going to have some problems and that we were all going to have to get used to the idea of a child with a cleft lip and special needs.
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​​Chapter 4
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Cleft Palate’s Not So Bad

I used to have a friend whose son and husband had cleft lip and she had told me once about how beautiful the baby’s smile was before the surgery. This was so long before any of this was a factor in my life and I had asked if she was concerned about how he would look when she found out.

Terri told me Ben’s face would literally just open up when he was happy and she almost didn’t want to get the corrective procedure. It wouldn’t have hurt him to leave it alone and she reminded me that her husband had the scar as well and figured he would just look that much more like his Dad so no, she wasn’t concerned.

Ben was 15 when I met him and he was tall, handsome and talented. His twin brother Nate had a job to keep up with him physically and socially. Josh and I were volunteers at a theater where Terri worked and watched her twin boys thriving. They were both lead actors in the theatre productions and Ben even had a girlfriend.

By the time I got pregnant with a baby who had a cleft palate I hadn’t talked to Terri for a number of years but her approach to her son’s ‘deformity’ was inspiring and stayed with me.
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​​Chapter 5
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Where We Go From Here

We sat down for breakfast the next morning with Josh’s mom and grandmother and I started in. Josh was bringing food to the table that we had cooked together in our tiny kitchen and he kept sending me supportive looks over their heads. I didn’t have an ultrasound picture to show them like they had hoped and I explained that we had gone to our appointment but we had some news to share. Josh still wasn’t sitting down so I tried to coach them on the reaction I wanted to see. That we would get through as a family.

And then I told them we had some news about the baby.

My mother-in-law started wringing her hands into her paper towel napkin. My grandmother-in-law kept looking out the window nodding and saying mmm hmmmm. Her head was moving slower than usual and she seemed to be having trouble swallowing her food.

It wasn’t quite what I was hoping for with the no words or emotions so I pushed onward. I explained that we had been offered an abortion but we demanded the doctor never use that word again around us because this baby was a part of our lives and we would love him/her no matter what.

There were tepid nods of agreement. Josh sat down and I kept talking.

We need to keep things normal for Henry since he has no concept of special needs or that this is in any way not what was supposed to happen so if you guys could help us in that way, this will be a normal part of his life and we’ll teach him to stand up for and protect his sibling just like we will.

Stunned silence.

Josh could see that I was out of words. He took over and reiterated what I had said about how we were going to approach the rest of this pregnancy and the tears started flowing around the table. We love you and we’ll do whatever you need and you can get through this. It was heartwarming.

I helped Henry with his breakfast.
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​​Chapter 6
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Low Blood Sugar

By December 31, we had been driving around looking at the same sights and looking for the same antique shops for days. I was delegated to the back seat of our small SUV with one of our visitors and a carseat holding Henry wedged between us. Our other visitor claimed my passenger side seat up front. MeeMaw basically raised Josh so having her up there was really good for them and it was out of necessity more than anything since I was the only one that could fit behind my giant husband’s seat. I stopped going in to the shops with them and instead elected to stay in the truck and blast the music and pretend I was somewhere else.

The conversations were so normal and I couldn’t seem to get hold of a doctor who could prescribe me anything that was effective for nausea and anxiety but also considered safe for a pregnant lady. I felt like everyone was angry at me. Not so much for feeling shitty but for being so selfish that I was asking for relief.

We pulled into a Tim Horton’s parking lot and I just burst out of the vehicle to get some air. I noticed MeeMaw was looking a little piqued and holding a table to steady herself. She was feeling sickly too and we realized we had been driving around for hours without food and her blood sugar was low and she hadn’t taken her insulin. I put an arm around her and said well no wonder we feel like crap, let’s get some food in us.

After we had eaten we headed to the grocery store to get ingredients for the birthday party the next day. I got a recipe from MeeMaw for those tiny baked ham sandwiches my mother-in-law loved and there would be mac and cheese, chocolate cake, rice krispie treats, cocktail weenies...it was going to be very nice. We were going to spend the evening with delicious smells around the house and watch the countdown on television or even drive downtown to see the fireworks. We told Henry the whole world was counting down the seconds to his birthday.

We had invited my police officer friend and her kids over to celebrate with Henry the next afternoon. Coreena Behnke was my self-defense instructor the first time I took the Rape Aggression Defense class and she became my mentor when I took the instructor training. She had thrown a baby shower for me when I was pregnant with Henry and she was more a part of our family than anyone I had hoped to see that Christmas. I felt safe and empowered when she was around and I couldn’t wait to see her.

Around five in the evening, our extended family members decided to go back to their motel room and asked if we could drive them. Henry and I stayed in the kitchen working on the preparations while Josh drove them to Freeport. It was pretty slippery by then so on the way home he got pizza for our dinner. We watched Christmas movies by ourselves and watched the ball drop in Times Square from the comfort of our living room like everybody else who is having a baby who might die and is trying to keep things normal for the little boy who is excited to get his New Year’s Day birthday cake.
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​​Chapter 7
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Henry’s Birth Story

Just before the final push, Dr. Sansonetti asked me to reach down and feel the top of the baby’s head. I had refused the mirror to watch the proceedings and I had been in hard yowling labour for 36 hours. I was exhausted. Josh was exhausted. The nurses had insisted we walk the halls and climb the stairs again and again to keep labour going. At one point they asked if Josh would promise to stimulate my nipples if they left the room. They offered a massage with essential oils and that sounded nice until a nurse that didn’t look all that clean came in with half used bottles of stuff that looked like it lived in her medicine cabinet at home. I asked her to leave.

When Henry arrived Josh cut the cord and the baby was placed on my belly. I managed to keep him there for about 25 minutes with a Neonatal Intensive Care Unit (NICU) team staring at me before they took him from my arms. I asked Josh to go with them while I got cleaned up.

Five hours later I called the NICU to see when my baby would be returned to me. Someone was gone to lunch and the lady on the phone didn’t have time to do the paperwork to release him because she was too busy.

We went to NICU to find my son not only bathed against my written request, but he was also sucking on a pacifier. I questioned the attending nurse and she said “Well he was all covered in that schmook so I cleaned him. And the pacifier stopped the crying.”
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​​Chapter 8
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Birthday Party

In the early afternoon of New Year’s Day 2013, Coreena arrived with her two kids wearing their best Christmas outfits. Charles looked like such a little man with his vest and clip-on tie and Shannen was a tiny princess. They had brought gifts for Henry and a card for us that had a handmade coupon inside for a free newborn photo session. Henry’s package had a John Deere t-shirt that said “Best Big Bro” and I froze for what felt like a very long time. I looked at my friend and mentor who had scratched my itchy nose through a face shield and talked me through my whitest fear during simulation in self-defense class. She knew something was wrong. I shook my head. She took in a fast breath and I saw her eyes get damp. I smiled at her and gestured at the kids playing on the floor and she smiled back as best she could.

I brought out all the food Josh and I had prepared the night before and laid it out on the table and on top of the deep freeze that was also in the dining room. Coreena stood beside me making plates for her kids while my mother-in-law and grandmother-in-law announced they would get leftovers out of the fridge so as not to waste them. The microwave beeped as they reheated food from two days prior and they sat across from me eating stuff I hadn’t had a chance to throw out.

My living room then became an interrogation room as my friend and mother-in-law got to know each other. All of a sudden police work was fascinating and every detail of how we met and how much time we spent together became of utmost importance. Officer Conway had her work face back on when we made eye contact across the room. I knew she had dealt with many similar personalities before so I focused on playing with the kids.

When it was time to go home I helped my mom friend get the kids’ jackets and boots on. I was struggling to find proper parting words so I decided to walk them out. I was standing beside their car when I realized I had not brought a jacket.

As her kids waited in the car, I told Coreena what they had said at the doctor’s office. IF I have made it to term and IF the baby was born alive, the health problems would be almost unbearable and the life expectancy was just a few months. All the markers were there for a Trisomy chromosomal abnormality and we wouldn’t know more until we saw the doctor....the doctor who had delivered my first baby and her two babies that we both trusted. It was a nightmare. Standing there with Coreena the diagnosis felt real and I couldn’t stop crying or hugging my friend. She kept telling her kids to wait one more minute. It was almost good that it was so cold because it kept me present. I was in the presence of someone who was safe for me that would actually comfort me and love my baby no matter what. I needed that.
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