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NOW


WHAT... ..                         


�


A Families’ Guide to Living with Terminal Illness and


Anticipatory Grief








                   


The Deepening Shade: Psychological Aspects of Life Threatening Illness - Barbara Sourkes


This book focuses on the impact of living with a terminal illness, how lifestyles are disrupted, and the heightened sense of time and loss of control.  Offers many ideas to help patients and families cope.





How to Help Children Through A Parent’s Serious Illness - Kathleen McCue





Living with Life Threatening Illness - Kenneth Doka





Comforting those Who Grieve - Doug Manning





Good Grief - Granger E./ Webester





I’m With You Now - A Guide through Incurable Illness for patients, Families and Friends - M. Catherine Ray





Resources Adapted From Grief, Bereavement, & Serious Illness Resource Bibliography.  Community Development Project collected by Wanda MacArthur, Nicole Hotson and Shannon Courtemanche
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Introduction


	What is “Anticipatory Grief?”





When a loved one has been diagnosed with a terminal illness, it affects the entire family.  The changes and losses that patients and their families will experience during this time can be extremely stressful.  As families begin to sense all of the potential losses associated with the illness, they may start to mourn those losses.  Anticipatory Grief is a term used to describe the feelings of grief that are associated with losses from the past, losses occurring in the present and the loss of dreams for the future.


When a family member has been diagnosed with a terminal illness, the experience touches a place in all family members, including the children.  Patients and their families will encounter many losses and difficulties during the time between the initial diagnosis of a terminal illness and the patient’s imminent death.  When a loved one has been diagnosed with a terminal illness, families can expect to start to grieve many different types of losses.  For example, families may grieve for the family’s former way of being and remembering the way things used to be.


As adults we have some understanding of loss and grief, having past experiences to reflect on.
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Ideas for Activities
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Creating a Sense of Hope                                                       
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A Final “Check In” for Parents and Caregivers





Page 17 & 18 & 19


Resources                                                             





Resource Page





Sometimes it may be useful to access other supports and information sources.  Contact your local hospitals, schools or look up grief support in the phone book or on the Internet.  These resources are generally a wealth of knowledge.


We have compiled a list of books that will help you and your child understand their feelings around loss and the dying process.   These books are available at most public libraries.  Books may also be available from palliative care resource sites in your region as well as from Caring Connections/Pain & Symptom Management Team.








	Resources for Children:





Aarvy Aardvark Finds Hope- Donna O’Toole 


This is the story of Aarvy Aardvark’s learning about hope and finding strength within himself.  This story touches the heart deeply, and it will help you to heal and grow.





Someone Special is Very Sick: Serious Illness Activity Book - Jim and Joan Boulden
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 Keepsake Book of Special Memories - L. Van Si and L. Powers


This book enables children to take an active role in their own healing.  As it is being worked on, it becomes a special keepsake.





I Know I Made It Happen - Lynn Blackburn


A book about feelings that validate and comfort young children who are fearful that their thoughts, words and actions made someone get hurt, sick or made them die.





The Tale of Freddie the Leaf- Leo Buscaglia


A metaphorical story that very beautifully and gently uses nature and the changing seasons of life to explain how death can be a natural part of living.





Sad Isn’t Bad A Good-Grief Guidebook for Kids Dealing With Loss- Michaelene Mundy





Resources for Adults:





Caring and Coping When Your Loved


One Is Serously Ill - Earl Grollman





Choices: For People Who Have a Terminal Illness, Their Families and Their Caregivers - Harry van Bommel
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How we coped in the past can help us to assist our children during this difficult and confusing time.


Children are curious and need to make sense out of things.  When a family member has been diagnosed with a terminal illness, it can upset the balance of the family.  The roles that individuals play in the family may change.  For example, if it was Mom’s job to drive the children to school, or Grandpa’s job to take the children fishing, they may no longer be able to fulfill those roles; children will question these changes.  You do not have to be an expert to help your child cope.  Children need to know that their world is safe, loving and supportive.  Moreover, children need to know that you are there for them and that their feelings, although different, are very normal.		


This guide will provide you with information to assist you and your family to cope during this complex time.  The guide is practical, interactive, and adaptable for all types of families.  It is our hope that this guide will be of some comfort for you and your family  








                 			�





and they generally know when something is wrong.  


As the adult, you may feel that if you hide feelings from children, you are protecting your child.  This is your chance to exemplify for your child that it is O.K. to feel, and that it’s normal.  Trying to “hold it all together” for the sake of your children is no easy task, and you may be missing an opportunity to model healthy grief and feelings for your child.  Avoiding or silencing the issue will convey a message to your children that their involvement is not important.


Some people find it helpful to access extra supports or educational information to assist them in their own grieving process.


During this time of confusion, your feelings, thoughts, reactions and emotions may be overwhelming, bewildering and often very intense at times.  Who is taking care of you?  Take some time to figure out how you are handling things.  It’s very hard to support other, if you are not a support to yourself


Time to talk about it!


Kids make sense of things by observing their surroundings and talking about and questioning their experiences.  As adults it is important to foster an environment where your children feel safe to talk about their feelings.
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Hope





Creating and maintaining hope is crucial…and be aware that hope, will more than likely change over time.  The hope that a loved one will recover is often the family’s most important.  As adults we may need to shift the focus for our families by beginning to accept some of the realities of the illness and trying to create the best quality we can for our loved one and our children.


Creating hope helps to reduce feelings of helplessness.  A common response of families dealing with terminal illness is helplessness.  Creating new hopes and goals will help to create an increased feeling of control fro family members.
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You and Your Self Care





(	Taking care of yourself is one of the most important parts of this process!  It’s called self care.  It’s checking in with you to see how you are thinking, feeling, coping and making sure you have the supports you need.  As a parent/grandparent/significant adult, you are doing the best that you can for your family in this stressful time.  Allow yourself to be gentle with yourself and acknowledge that you are doing the best you can.


(	Keep in mind too that you are dealing with a lot and you can’t expect yourself to be perfect . . .


 


Expect that . . . 


Sometimes you will be strong and other times you will be vulnerable.


Sometimes you will say just the right thing and sometimes it will come out all wrong.


Sometimes you will laugh and sometimes you will cry.


You are doing the best that you can and that is great.  


You cannot get over it, but you can get through it!


	And it is more than OK to cry . . .
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			How Are You Doing??


A “Check in” for Parents and           Adult Caregivers


When a loved one is diagnosed with a terminal illness, the shock and disbelief can spur on an array of reactions, such as confusion, disbelief, shock, sadness or curiosity.  It is important for you to be aware that you are dealing with an incredibly challenging time that is perplexing and difficult to accept.  Taking care of yourself during this time is crucial if you hope to have the energy to help your children to cope.	


		Children generally learn about expressing emotions and feelings from the adults in their life.  Adults play a big part in shaping their children by role modeling for them.  Children often imitate the behaviors of adults in an attempt to appear all grown up.  During this time, it is important that you are gentle with yourself, recognizing that you are dealing with some very strong and intense emotions.


		Lots of adults and caregivers are tempted to protect children, and pretend that everything is O.K.  You run the risk of isolating your children if you do not talk about it.  In addition, let’s not forget young people are smart
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 During this time . . . Expect the Unexpected


	There are definitely going to be Ups and Downs . . . 





	And every reaction is normal!





	Some possible reactions:


sadness, silence, anger, confusion, frustration, panicking, disbelieving, screaming, clamming up, denying withdrawing








	





Cry for hours and hours and hours . . .





Children want to be close, appear to take on new roles in the family, be affectionate, cheerful and loving.  Children tend to grieve in spurts.  Children may appear to be coping just fine, and then out of the blue display feelings of sadness and grief.





Understanding and supporting your child’s reactions at this time is a positive way to connect your family in these early days of the journey.  Everyone handles things in their own individual way.  Allow your child this freedom and flexibility.
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Encourage Activity to Cushion Intensity





It may be difficult to engage some children in talking about their feelings and this is normal.  





Children often need a task or concrete activities in order to express themselves.  Organizing activities to be done together will foster a connection for you and your children.





Activities that can be made part of a routine can help to promote some stability and structure for children.  Example: reading can be done at bedtime to help children feel safe and nurtured.
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 Some ideas that will help to create memories:





(	Watch videos, draw color or paint together


(	Family Gratitude Journal: Create a family gratitude journal, whereby, family members can write notes to each other about the things they are grateful for


(	Individual Journal: Individual family members can start their own personal journal by recording their thoughts, feelings and experiences


(	Keepsakes: Have a special place like a decorated shoe box or treasure chest where you keep special mementos and keepsakes (letters, photos, etc.)


(	Create photo albums


(	Question Box: Develop a question box for family members to write down questions.  Set aside a time for a “Family Question/Answer Period.”


(	Create a Collage: Cut pictures from magazines, books or the newspaper of favorite memories 


(	Bake cookies


(	Go for a walk or go to the zoo


(	Create with play dough or clay


(	and, of course, do activities that you have done before.


It’s Really about Being Together
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 Some Suggestions





Provide lots of time, and attention.


Share the news and updates with siblings together.  By doing this, you are creating a peer support network for your children.


Pick an occasion to talk when you have the energy to provide lots of time and support.


Turn the TV off


Turn down the ringer on the telephone


Sit together in a safe place.





Children may ask questions for which there are no answers, and those can be difficult to address.  Try being as honest, simple and concrete as you can.  Let your child hear it from the person that loves them the most.  You do not have to be an expert to help your children cope.  Your willingness to be there, to help, to provide safety and security for your child during this confusing time is most important.  They do not need advice or all the right answers; they really need to feel included and be heard.
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Ages and Stages:


A Child’s Understanding





    This is a guide . . . not a rule.





Depending on the age of the child and their past experience of loss, a child will react to this chaotic time in very different way . . .





	Some Common Themes





Fear of Abandonment: When a loved one is diagnosed with a terminal illness, it threatens a child’s sense of security.  Because children look to their parents or significant adults for love, safety and security, it is incredibly important that you reassure children that they will not be left alone.





Need for Structure and Routine: Children respond well to routines as it gives them a sense of safety and control over what to expect.  It is extremely important to maintain (the best that you can) some routine in your child’s life.  Because of the illness, this will not always be easy as new demands on the family’s time will come up, i.e. medical appointments, etc.)
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As much as you can, encourage your teenagers to express their feelings and talk about it.  If the teenager is not opening up verbally, encourage the teen to write in a journal.  Journaling is a safe and private place where they can share all of their feelings.
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Feelings





It is often difficult for children to name the feelings that they are experiencing.  Helping children identify their feelings may help them understand and make some sense out of the situation.  Explaining to your children that there are lots of different emotions they may experience will help them to feel more normal and reduce their anxiety.  This is also a chance for you to demonstrate that adults also experience all different types of feelings and emotions.  You are modeling for your child that having different emotions is a normal and healthy part about being human.





When you have communicated all the concrete details of the illness to the child, (appropriate to their developmental stage) it is time to ask them if they have any questions and how they are feeling about everything
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 Some Tips for the Whole Family





Inform adults that are significant in the child’s life about the situation (teachers, friends’ parents, coaches, clergy, etc.).  Knowing that this is also an outlet will reduce the child’s feeling of abandonment.


The benefits of physical activity and exercise are proven to reduce stress and anxiety for people of all ages.  A simple walk around the block may do a world of good.


Nourish your bodies with healthy food and try to get enough rest.
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 Age’s nine to twelve


	


	Children will now start to understand the irreversibility of some illnesses and have more realistic images


	Worry about pain and suffering of others


	May be secretive


	Start to think more abstractly


	Understand that illness is a universal experience


	Understand the clinical nature of an illness, (that it can be painful for example)


	Understand that illness can result in death


	May act out/rebel against authority


	


Recommendations:





	Give honest, concrete, detailed information and answers to questions about the illness


	Encourage lots of opportunity for kids to ask questions


	Take this time to role model healthy grieving for your child


	Remind children that feelings are a normal, healthy part of being human


Respect the child’s right to have privacy and need to process the situation in their own way and in their own time.
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 Age’s six to eight





	A child’s thinking may flip between concrete to magical thinking and need lots of detail


	Worry about everyone’s mortality (including his/her own)


	Wish for things to be different


	Question an afterlife


	May think of the illness as a monster


	Disturbed sleep patterns, nightmares


	Regress to young types of behaviors, IE, thumb sucking, bed wetting





Recommendations:





	Children respond best to information that is clear, simple and concrete


	Explain the illness in terms of bodily functions and explain what the children can expect to see


	Allow the child to decide their level of involvement


	Normalize and validate the child’s reactions, by explaining that everything they are feeling is normal, and there is no one right way to react


Encourage the child to engage in activity, exercise and play
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Developmental Stages:





Age’s two to five





	See the issue of loss and illness as 				reversible


	See illness as a punishment as a result of 		wrongdoing


	Engage in fantasy thinking


	Might act out/intentionally misbehave for 		attention/throw tantrums


	Thinks the illness is their fault





Recommendations:





	Be concrete, and consistently repeat the 			fact 	regarding the illness (being mindful 		of their level of understanding)


	Try to explain changes in the family as 			they 	happen


	Discuss what the person will no longer be 		able to do


	Continually reassure the child about the 			future
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Adolescents


	There are so many developmental changes going on during adolescence that the diagnosis of a family member with a terminal illness may leave them feeling confused, angry, overwhelmed, let down and abandoned


	May present by shutting down or withdrawing


	Searching individuality and separation


	May use their peers for support more often than adults


	May attempt to control or suppress their outward reactions and feelings and struggle to find a balance between being a part of the family and wanting to exert some independence.





Recommendations:


	Try to involve the adolescent in as much family discussion as possible; they may not take you up on the offer, but don’t stop trying


	Encourage the adolescent to talk to someone and don’t feel offended that it may not be you.  Adolescents will likely confide in their peers


	Be careful not to overload the teenager with new roles and responsibilities
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