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The Last Breath—How to Tell Your Child His Daddy Died Last Night


 


BY THE TIME THE MORTUARY CAME TO PICK UP MY husband Sean’s body, and after we finally went over all the paperwork, it was almost dawn. Thankfully, our just-turned-five-years-old son Gus was asleep the entire time. I was so worried that he would wake up and wander into the living room and wonder why everyone was there so early… and then cry and watch strangers bring his daddy’s body out of the guest room where he’d slept the last seven weeks of his life and into a waiting black van outside.


God must have answered my prayers, because the house quieted down after most of the family left. I snuck back to our bedroom and crawled into bed next to Gus. I held him tight as I waited for the sun to come up, expecting him to stir any moment. Surprisingly, he slept until well past seven—completely out of the ordinary for him. It was as if Sean kept him dreaming until I found the right words to say. I even fell asleep for a few minutes, hoping as I dozed to get another glimpse of Sean in my dreams. Finally, Gus awoke and immediately sat straight up, like every other morning, ready to jump out of bed and into the day.


I gently pulled him back down and greeted him with my morning kisses. I whispered that I wanted to tell him some news about what happened last night.


He sat still, realizing that my voice and tone sounded serious.


Very softly and slowly, I began, “Remember when we were in Betsy’s [our family therapist’s] office a couple of weeks ago and we talked about what it meant when someone died?”


He nodded yes.


“Well, that’s what happened to Daddy last night.”


Gus stayed quiet and lay very still. I went on to say that it was so wonderful that he was able to say how much he loved Daddy last night before going to bed, because he heard him say it before his heart stopped beating in the middle of the night. That’s why everyone had been coming over to tell Daddy how much they loved him this past week, I explained. “They wanted to make sure that they did what you did, too, before the cancer got worse and made his heart finally stop.” I tried to keep my tone as clear and steady as I could, trying not to sound scared, remembering what Betsy had said about children always taking cues from us, especially in times of confusion or sadness. I’m sure that my voice sounded sad, but I also wanted to make sure that Gus knew he didn’t have anything to worry about… that I wasn’t going anywhere, that I didn’t have cancer, and that he was going to be okay as long as I was going to be okay.


I think Gus was in disbelief, because he turned to me and said, “No, you’re joking, right?”


I shook my head no and said that it was true, that Daddy was not here anymore. He burst into tears and cried and cried. We both cried for several minutes as I tried to comfort him, telling him that we have to be brave as we move forward and that we will be sad because we won’t see Daddy physically anymore, but that we should feel better later knowing that Daddy is not in pain anymore from the cancer.


Gus said, “I hate cancer.”


I said, “Me too, Gus. Me too.” I told him again that even though Daddy wasn’t physically here with us anymore, he promised that his spirit would stay here with us and would always be near. And that if we were feeling sad and missed him a lot, we could just talk to him and we should always remember that he will hear what we say. And if we listened closely and looked really, really hard, we might even hear him or see a message from him from time to time.


Gus then asked me where Daddy was at that moment. I reminded him again of the talk we had in Betsy’s office about what happens when people die. How the funeral home would come after a while to take away the body. I told him that it happened exactly that way. “They came very early this morning when it was still very dark, picked up his body, and drove back to their office so they could get him ready for the funeral at the end of the week.”


“NO!” he shouted. “I wanted to see him! Why didn’t you wake me up?” he asked with more tears flowing. I said that I was sorry for not waking him, but at the time I had decided to let him have his rest, especially since he had said good-bye and good night to Daddy the night before. He wasn’t happy with me and ran out of the room to see for himself. He ran to the guest room where Sean had been staying and stood just inside the doorway, staring at the empty hospital-type bed with the side railings that protected him from falling. I went in, too, and put my arms around him.


He walked in farther and stood in the middle of the room for several minutes, just looking around. He stared at the empty bed and the folded blankets and stacked pillows. Then he turned and looked at me. “So Daddy is really dead?” I nodded yes.


He jumped up on the bed and laid his head down on the unmade mattress and started to cry. I curled up next to him and hugged him. I told him again how much Daddy loved him and that Daddy was going to be with him forever. Even though we couldn’t see him anymore, his spirit was going to be in our hearts forever. I was trying to make Gus feel better, but I was also trying to make myself feel better too.


We sat up on the bed, and I walked him through what happened again. It was the most difficult thing I’ve ever had to do. I held him as I described the two funeral home attendants who arrived shortly after I called them. They were dressed in their dark suits and were professional and very kind. They asked me a few questions and asked a few of the nurse. After I read over some of the paperwork they gave me and signed a few documents, I watched them as they very gently placed Daddy’s body on a little rolling bed. I told Gus how they wrapped him up nicely and securely, then wheeled him out to the waiting van outside. I explained again, simply, how the cancer had finally made Daddy’s heart stop beating, which caused him to stop breathing. And how at that point it wasn’t really Daddy anymore, that Daddy’s spirit had left his body and was now all around us and would forever be with us. And that we must always, always remember that.


I made sure to keep the tone of my voice as reassuring and as comforting as I could. I heard Betsy’s voice in my head: “Remember, Gus will take his cues from you. If you sound terrified or unsure of your and his future, he’ll feel that. So if you sound like everything’s going to be okay, he’ll be less apt to be scared and instead know that he’ll be okay too.” So I made sure not to sound scared. The one thing Sean and I always wanted from the beginning was for Gus to never feel afraid or insecure about his future. I asked Sean to help me do that and prayed for strength that morning. I know he heard me, because somehow, some way, I think I found the right words.


We stayed in the room for another several minutes. I told him one of my favorite “Daddy memories” and asked him to tell me one of his. We shared a laugh as he told the story of his silly Daddy running around the couch, chasing after him, playing Catch-You, the game he named himself.


After a few minutes, I said, “How about some Special K?”


Gus said, “Yeah, I want some of Daddy’s favorite cereal.”


My parents, aunt, and brother were home with us, so they took turns playing with Gus the rest of that day and the rest of the week. I’m not sure how I could have gotten through that day without them.


Those days leading up to the funeral were heavy for me and our family, but we also tried to keep it light for Gus. With their help, I tried to create some moments of happiness for Gus during the somber and emotional days leading up to the funeral. We all worked hard to make him laugh a little every day, just as Sean would have wanted him to. As we planned for the funeral, Gus matured a lot.


There was a question from a couple of family members about whether he was too young to attend the funeral, but I had no doubt about him attending. I reminded them that I, too, had gone to my own (birth) father’s funeral at almost the same age as Gus, and I knew that I would have been angry if anyone had kept me from it. We had been honest with Gus through the previous eighteen months and I wasn’t about to change that now. He walked alongside me and his uncles as we pushed Sean’s casket in church to the altar. He sat up front with me and cried through the services right along with us, but he also laughed too. He sat and listened throughout the almost two-hour service to all the wonderful stories told by his uncles. I made sure to record the event so that Gus could look back on it when he was older and ready to revisit that part of his life. I supposed I might be ready to watch it with him then, if he wanted me to.
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I hope that you will never have to have a conversation like I had with our five-year-old boy that morning. You may be reading this book because either you or someone you know and love has just been diagnosed with glioblastoma or some other debilitating or terminal disease. Perhaps you’ve just lost a loved one.


If you suddenly find yourself in the role of caregiver, especially to someone with a disease like Sean’s and with his circumstances, the statistics are pretty clear, and they rarely lie. The chances of beating such an illness are very slim. Your story will almost certainly not have a fairy-tale ending. But I learned something through the grace of God and the love of family and friends. As the caregiver, even though the outcome may be out of your control, you are the one who decides how this story gets written, and you can, and must, create little miracles along the way.


But please remember never to give up hope. Hope that you will be part of that ten to twenty percent who can survive and thrive. We maintained a sense of hope right up to the end, and I think because of that we were able to live our best lives possible. Maybe even better than if we had eighteen more years together instead of eighteen months.


I am also here to tell you that you are not alone, no matter what, even if you don’t have a circle of family or friends available to you. We can all find our “village” in this world in which we are globally connected through technology. We can find support groups online if we don’t have them in our local community. You would be surprised how your children’s school community is willing to rally around you. If you don’t have your people, you can find them today. And you must, because you need them. You can even find a therapist or counselor online.


The importance of grief counseling for me and my family inspired me to invite therapist Lauren Schneider to contribute her expertise to this book in the Grief Therapist’s Notebook section at the end of each chapter. I am grateful that she generously agreed to do so, and I know that her insights will be helpful to you. But like most such advice, her suggestions and the suggestions I share in regard to what my family experienced are our own and may not be right for you. So please remember that as you walk on your similar but also different journey, you must consult with your own village of experts, including doctors and therapists, to make sure you and your family get the best course of action possible for you.


Four years after Sean’s passing, I am here to tell you something that may sound unimaginable to you right now. Just like I thought it was impossible to find joy in the days when Sean was in the midst of cancer and treatments, I did not imagine that I would one day see this difficult road lead to a beautiful destination. As I write this, my son and I have just returned from a two-week vacation, and for the first time since Sean’s death I had fun like I did when he was alive. Gus and I and my parents took a cruise down the Rhine River, and I felt something I didn’t expect to ever feel again. It took a moment to recognize what it was. I was happy. It was a different kind of happiness, but it was real. Every night in our cabin I thought about what a gift the trip was for all of us, in the same way Sean and I would talk every night before going to sleep, taking stock of the good things that had happened that day. The trip was an amazing experience that I will never forget because it returned me to the joy that I thought had left me forever. It unlocked a door that I hope will keep opening wider each day.


As I reflect on this continuing journey, one thing is perfectly clear. I couldn’t do it alone even if I wanted to, because Sean is always with me. Your beloved will always be with you too.




GRIEF THERAPIST’S NOTEBOOK


Parenting Grief


From the moment a couple first learns of one person’s diagnosis of terminal illness, they are forever changed. If they are also parents, their children, no matter how young, will be changed too.


Studies have shown that following a death, even children as young as six months are able to perceive slight changes in their caregiving environment, and a child at Gus’s age of three when Sean was diagnosed will have been very perceptive to changes in both Maria’s and Sean’s mood, their tone of voice, and their behaviors when they first learned of Sean’s diagnosis of glioblastoma. Although your children may not be old enough or have the life experience to understand all the words you will need to use to share the news about the diagnosis, it is important to explain to them what is happening.


At age three and again in adolescence, children are typically egocentric and may perceive changes in their caregiver as due to some fault or action of their own. Naming the emotion that your child has noticed, such as worry or sadness, as well as explaining the cause for the emotion, will help relieve feelings of guilt or self-blame that even young children may experience. In addition, when parents explain the reason why they feel that emotion, they model for their children how feelings are related to events occurring in the life of the family or their environment. For example, when parents are returning from first learning of the diagnosis, a child will perceive that something is wrong. In a situation like this, one or both parents can inform their child in a direct, honest way. For example:




Mommy and Daddy heard some upsetting news from the doctor today. We found out that Daddy has a very serious disease called cancer. That is why we look sad and worried. No one knows why Daddy got cancer, but it’s not your fault or Daddy’s and we are going to get through this together. If you feel sad, mad, or worried, you can always tell me and I’ll help you feel better.





When a death occurs, it is necessary to help children and teens understand causality, or that there is always a cause when someone dies. No matter what the cause, they should be told the truth in simple, direct language. For example, Gus knew his daddy had cancer and was even familiar with the word glioblastoma. Using the word cancer is actually less scary than saying that the person is “sick,” since everyone, including the child, gets sick. When a death has occurred, and the child or teen knows the name for the cause, it will alleviate the fear that would ensue when another family member, or the child, gets sick with a common cold or flu—that that person will die too.


Many families fear telling their children that their parent has a terminal illness, because they think the child will not be able to handle the news. They may allow the child, even as their parent succumbs to the ravages of their disease, to maintain hope for a miracle to the very end rather than tell them that the parent is dying. Without this knowledge, they don’t participate in the act of saying good-bye, which will be important when they begin their mourning process.


One final reason to share important information such as the name of the medical condition and that death is imminent in an honest and timely manner is that children and teens often overhear conversations that don’t match the information that they’ve been told. This can be confusing and cause them not to trust themselves or others. In addition, when they aren’t told the truth and eventually learn it, they will be angry at those who were not honest with them. As they move into adulthood, their ability to trust others and form intimate partner relationships may be impaired if they have been lied to by the people they’ve trusted most in childhood.


It is always best to avoid the euphemisms for death that adults understand but children may find confusing. In particular, euphemisms for death such as lost, passed, or went to sleep are very common because people fear that the verb died sounds too harsh. In actuality the verb died is less confusing for children since it only means one thing: that the body has stopped working and we will never see the person alive again. It is easy for children to understand the verb died, and when used in a calm, matter-of-fact tone it does not sound harsh or scary for children.


Explaining that “Daddy has died and the cancer made his heart stop working” was age-appropriate language that Gus was familiar with from their family therapy sessions. When having important conversations about death, share the basics and then always ask the child if they have any questions. That way you can determine what other information is age-appropriate for your particular child. As a rule: If the child is old enough to ask the question, then they are old enough to hear the answer.


In addition to explaining what death means, many families choose to share their spiritual beliefs about the afterlife with their children. A parent who believes in an afterlife might add:




Mommy’s soul went to heaven and she’s watching over us now and will always be with us, keeping us safe.





While religious beliefs can be a comfort to adults, because young children live in the present moment they would typically prefer that their person be here now rather than in heaven. Adults who are unsure of the existence of spirits or lack a belief in an afterlife may choose instead to say that the person who died is “always with us in our hearts as long as we love her.”


Even though Gus had been told that Sean’s death was imminent, the news that his father had died was still a shock to him because he didn’t know it was going to happen that day. Gus’s brain needed time to adjust to this information, as evidenced by his comment, “You’re joking.” Even adult brains need time to adjust to the new reality when a death occurs. Early theories of death and dying such as those of Elisabeth Kübler-Ross postulate that the first stage of grief is denial. The griever’s brain needs time to accommodate the information that their person has died and in many cases may not be actively trying to deny it at all.


Typically, children cannot understand the permanence and irreversibility of death until their brain matures around age six or seven. Older children and teens, like adults, while developed enough to understand the finality of death, may be in a state of disbelief for an extended period of time. Teens may choose to actively avoid thinking about death and use their social media, video games, schoolwork, and friends to distract themselves from the reality that their parent has died. Adults may take short breaks from reality by choosing to actively deny it and instead think about it at a later time.


When breaking the news that someone has died, it is important to remember that children will look to you for information about “how” to grieve. You can express your sadness briefly in front of your children rather than trying to hide your pain, so that they learn that it is natural to cry. At the same time, it is important to acknowledge your tears if they see you cry and reassure them that you are still strong enough to care for and keep them safe. Always let them know that it is not their job to care for you when you are sad as well.


It is also very important to allow your children to express their anger without trying to talk them out of that feeling. They may be angry that they didn’t get a chance to see their parent one last time before the burial. When a child or teen is told not to be angry about the death or how it happened and their feelings are squelched or invalidated in this way, they will be reluctant to share their feelings in the future. They may wonder if there is something wrong with them and may experience pangs of guilt. Children and teens prefer it if you allow them to express their anger and respond empathically.


Decisions whether to allow children to witness an ambulance or mortuary removing the body of your loved one from the home are made during a time of crisis. If your child feels angry that they weren’t allowed to be present, apologize, since it is difficult to make decisions that are good for everyone when you are in crisis. Answer any questions your child or teen may have about where your partner’s body was taken and whether it was going to be prepared for burial or cremation. For example:




When Daddy died I was so upset, it was hard to think clearly, so I decided not to wake you up to say one last good-bye. I didn’t realize you’d want to watch them take his body to the funeral home. I understand that you are upset about that and I’m sorry that I didn’t wake you up. We can go to the funeral home today and you can help me choose a casket to bury Daddy’s body in, and we can see his body one more time at the viewing tomorrow, okay?





Most grief specialists agree that participation in the funeral helps children with their grief because it aids in their understanding of death and what happens to the body after someone dies. Even very young children can benefit from participation because it keeps them in close proximity to those they love and with whom they feel safest during a time of instability. Even toddlers can participate in mourning rituals, but they will need another family member or close adult friend to accompany them so that you can stay present for the service. It is advisable never to force anyone to attend who clearly does not want to be there.


Video-recording the service is a way for younger children to experience the service once they are old enough to view the video and understand the contents in a more mature way. Funerals or memorial services are not intrinsically scary events, but adults who’ve had a bad experience at a funeral in their own childhood may be reluctant to include their own child.


Parents can lay a strong foundation for their children to begin their mourning process by sharing the news of a terminal diagnosis in honest, age-appropriate language right from the start. A professional grief therapist can help you cope with all the thoughts and feelings that will arise from the moment of diagnosis onward. In therapy you can be assisted as a couple with your communication and to find the words to express what is needed to your children. You don’t have to do it alone. With the help of your therapist you can break the news, model how to grieve, allow your children and/or adult family members to express the full range of their emotions, validate their feelings, and help your children begin their mourning process with your support and in the best way possible.





SUMMING UP




• Always share important information, like a terminal diagnosis, with children.


• Use age-appropriate language to explain death and the cause of death that is direct, simple, and honest. Answer their questions as best you can.


• Give children an opportunity to say good-bye when death is imminent.


• Include children in planning of mourning rituals in age-appropriate ways.


• Invite them to participate in the mourning ritual so they can stay in the proximity of their family.


• Encourage them to express all their emotions without trying to talk them out of their feelings.


• Model appropriate expression of grief without expecting the child to take care of you, and reassure the child that you will be able to take care of them.
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