D

AN
Childhood Grief

Marcia Levetown, MD, FAAP
HealthCare Communication AssocCs

Mlevetown@earthlink.net %

~——__



Goals for Today’s
Discussion

® Understand of children’s concepts of
and reaction to terminal iliness, dying,
and death

® Understand importance of honest, open
communication w/ children of all ages

® Know how to assist grieving children

® Understand special considerations of
sibling grief



Children Affected by Death

 Annually inthe U.S., ~2.5 million children are
affected by the death of an important adult

e 3/4 of adult deaths are preceded by some
period of declining health requiring
Increasing supportive and comfort care

* An average of 53,000 siblings are affected by
sibling death annually

e 440,000 children are affected by a sibling’s
chronic illness
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Epidemiology

* 51.9% of inner city children will have
experienced the death of a close friend
or relative by age 21 (Breslau 2004)

o 4% of children experience the death of
a parent by age 18 in Western
countries (Harrison and Harrison, 2001,
US Census Bureau 2001)
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Needs of Children Affected
by lliness and Death

 Information

 Inclusion

 Non-abandonment

o Affirmation

 To be allowed to express feelings

“Death ends a life, not a relationship”
S
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Inclusion: Age Appropriate
Caregiving Roles

* Give kisses

 Rub lotion on her feet

 Draw her a picture

e Sing her a song

 Read her a story

 Get her some water

 Help organize her medications
S

\




General Interventions

to be told as simply and honestly as
possible what Is happening

to be allowed be with the ill person, to
have the opportunity to say goodbye

to be encouraged to participate in simple
rituals

to know that whatever they feel is OK

— that feeling angry and upset are a part of
grieving

to be told it's alright to enjoy themselves



Need Reqgular Reassurance

* The death was not their fault
* They are loved, wanted and will be cared for

e Thelir surviving family members are healthy
and are not likely to die until they are much
older

 There will be a time when they will be able to
remember without such hurt
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General Interventions

e Understand that grief starts at diagnosis
« Explain things clearly, early and repeatedly
Do not use euphemisms

SON, I'M NOT SURE HOW

TO SAY THIS, BUT YOUR
GRANDFATHER... UH...
RAN AWAY LAST NIGHT,




General Interventions

« Give explicit permission to express
emotions, provide safe way

e Rules and boundaries must be maintained

 Need reassurances and security,
protection from intrusion

 Need skilled help for severe bereavement
reactions (PTSD after murder, suicide,
etc), persistent school failure, self-
estructive acts, depression




General Interventions

Child will need to review and discuss death with
developmental changes, major life events

Children fear forgetting- keep memory alive, photos,
mementoes

Presents and cards for deceased OK for a while

Acknowledge missing presents and cards from
deceased

Grief peaks at 1 year and wanes, but continues for a
long time




Should Children Go to the
Funeral?

 |nviting a child to attend a wake or funeral
acknowledges the importance of the child’s
grief and relationship to the deceased

* Helps to solidify the irreversibility of death and
brings closure

* Allows role-modeling of grief behaviors
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How to Help a Child Go to
the Funeral

e Explain what will happen, why prior to
going

e A caring, familiar adult, not emotionally
distraught, should accompany the child to
be supportive, answer questions, and role
model expected behavior

 May leave any time if uncomfortable,
bored

e Child’s desire not to attend must be
respected

— Alternatives such as a private time to say goodbye
should be offered but not demanded







Children’s Concepts of Death
< 2 Years Old

« Word “death” has no conceptual meaning

- Death Is not associated with irreversible
separation

« Upset by separation from parents

« EXxpress feelings through behavior
— decreased appetite
— persistent crying, clinginess

— sleep disturbances (10 mo old refused to sleep in
crib), nighttime fears

— hypervigilance
b withdrawal or aggression, tantrums
— regression




Appropriate Interventions:
Children <2 Years Old

Counsel families about the comforting benefits of
affectionate physical contact and other signs of
attentive caring

Gentle touch, cuddling with favorite stuffed toys,
rocking, sucking

Simple rhythmic music
Provide consistency (people, routines), security




2-5 Year Olds



2-5, During the lliness

e Concrete information

— “Benny is very sick and has to go to the hospital,
so Mommy will not be here all the time, but
Grandma Lucy will be here when | can’t”

 Brief, structured visits
e Consistent and reliable caregiver




Children’s Concepts of Death.
Age 2-5 Years Old

 Use language and play to express needs,
feelings

e Do not think logically

e May attribute consciousness to things or
natural events

* “Magical thinking” - events in the external
world are direct result of thoughts, wishes

 Recognize being dead is sad for people
around them, attempt to comfort them (“You
still have me”; “It's OK- she’s with the angels”)




What 1s Dead?

* Do not understand “dead” as irreversible;
often designates other than being alive

* Give specific, concrete information about what
“dead” Is, will need repeating

— Heart stops beating

— Looks like sleep, but very different

— All other parts of the body don’t work

— No cold, hunger, pain, tiredness

— AVOID EUPHEMISMS!!I (long trip, asleep, etc.)




Children’s Reactions to Death,
2-5 Y0

« Self-confidence undermined, world becomes
Insecure. May regress (e.g., tolilet training,
wanting a bottle or pacifier)

o Attempt to reunite w/ deceased during play or
search for them, become more angry over time

o Cannot retain explanations, will ask over and
over again

o 4-5year old boys become violent,
argumentative, violate the “rules” in a bid for
attention from parents

e Children may continue to play as coping
response- revert to usual activities as a
comfort, not as a sign of not caring

* Nightmares, sleep disturbance common




Appropriate Interventions:
2-5 Years Old

* “Nexttime get 2 daddies, in case you lose one” 5y
« Validate the child as griever
 Encourage and respond honestly to questions

« Parents share hurt (controlled), acknowledge
irritability, affirm their love, assure the child they
will gradually get better

« Family acknowledges love will help them through

* Provide safe outlet for angry feelings (kicking
balls, painting, playing with clay, drumming,
screaming outdoors, crying with a loved adult)

L Help with memorials, goodbyes
 Bereavement play groups, art therapy
»e+ Reminisce w/ adults who knew the patient







6-8 year olds: What Helps

During the lliness

Concrete information: Name of diagnosis,
causes, progress, symptoms

How the disease changed the patient’s
appearance, energy level (“Daddy won't let
me sit on his lap; | don’t think he loves me
any more”)

Prognosis when death is approaching
Set a time to talk (bedtime)
Hospital visits

| hands

:pportunity to say goodbye, hug, hold



6-8 year olds

e Understand death 1s universal

 May be highly emotional, anxious, esp when
Info is withheld

e Try to protect adults around them

e Misunderstand cause and effect

— “l prayed my mother would be out of pain the
night before she died-I think | killed her” 7 yo

* Very burdened by perceived causal guilt

Fear rejection by peers

ou can’t go to the father daughter dance
because your daddy’s dead!”




Reactions to Death, 6-8

* Brief intense sadness, anger, then
return to play

* Drop in grades
» Fearful, separation anxiety, sleep
problems

* Desire to die and be reunited (no
nlans)

e Joyous remembrance of good times

“Talking to” the deceased, wearing
their clothes, looking at photos

“Acting out” at home
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What Helps, 6-8

Attend funeral, rituals

Patience with unending, “insensitive”
guestions

Return to school, play (prepare
classmates); help from classmates (bowl
of notes and drawings)

Love notes In lunch boxes, permission to
call home

Praise from family, teachers

Reminiscing about the deceased (may
idealize them)




O0-11, Needs

Detailed, concrete info in small, progressive
doses to give sense of control

Need to be told they did not cause the iliness

Cannot draw inferences from incomplete info
and get frustrated

Can compartmentalize emotional feelings,
but may have outbursts, followed by
embarrassment

anticipate the death, be sad and anxious




Reaction to Death, 9-11

o Sleep disturbance

* Phobias, fears, preoccupation with
ghosts

e Immersion In extracurricular activities

 Messy, stubborn, withdrawn,
argumentative
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What Helps During the
lliness, 9-11

* It helps to have a direct care role, but
not to be inappropriately responsible for

care
* Hospital visits, seeing facilities, talking
to RN and MD caring for patient

 Affirmation that grades slipping is OK
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9-11 What Helps After the
Death

« Participation in funeral, grieving rituals
 Reminiscing, photos, clothes

e Investing energy In activities
 Bereavement groups
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Other Reactions to Death,
6-12 yo

e Physical
— Vulnerable to iliness
— Hypochondria
— Headaches, tummy aches

 Psychosocial
— School refusal, fear of losing other important person
— Lack of concentration, poor grades vs. improved
— Denial
— Possessiveness
— Peer teasing
— Acting out, aggression

|- Protect adults around them, take on “adult”
responsibilities







Children’s Concepts of
Death: Adolescent

e Capable of abstract thought

« Some deeply Iinterested In religious or
philosophical interpretations, seek to know
the meaning of suffering

 Can conceptualize death as universal,
irreversible process

* Able to contemplate own death

— May find this notion anxiety-provoking and attemp
to show they are invulnerable by engaging “death-
defying” behavior




Adolescent Reaction to
Death

e Question own identity, meaning of life- sense of
Impending doom, own foreshortened life

* Interested in afterlife, occult, cultural rites

* Risk taking, substance abuse, weapons

* Reject adult values

 May attempt or be expected to take on adult roles

« EXxpectations of peer support unfulfilled, social
Isolation

—~
E%Bression, anxiety, suicidality, rtuancy




Bereavement Interventions:
Adolescents

« Peer-group intervention, other teens
undergoing similar experiences

— Normalizes feelings

e Journaling, creative writing, music, art

— More likely to be accepted than techniques
which rely on “counseling” from an adult

* Will argue depression/sadness/misery
associated w/ grief is normal, do not need
counseling

* Any reasonable approach that Is
acceptable to the teen and likely to be
effective; method less important than
outcome




Secondary Losses,
Bereaved Children

* Loss of security, self-esteem
* Loss of consistent or usual caregiver

e Loss of remaining parent to grief, new
spouse, work

 If single parent, may go to relatives, social
services

* Loss of income
— Loss of home, friends, school, lifestyle, future




Health Care Provider Role

 Role model adult behavior for family

* Provide advice and language for assisting
child

 Direct intervention with child

e Diagnose pathological bereavement and
refer

 Be aware of community resources In referral
area, practical and emotional assistance
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Grief and Bereavement

e Grievers may not be able to help each
other, may need to grieve independently

* Reliving the death as life events unfold

 (We are grievers too; debriefing and
attending funerals may help)
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HCP Supporting
Bereavement

Continued contact important

— Phone, mail, in-person

— Lack of contact implies lack of importance, feelings of
dismissal

— Continuity of care after death demonstrates to parents that
their child’s life was special and mattered (Heller, 2005)

“Staff who called, sent cards or notes, or helped the parents in some
way even after the death were greatly appreciated; the
manifestations of continuing caring helped some of the parents
death with their loss”. Heller, Solomon, J Ped Nurs, 2005.




Helpful Activities:
Expressing Feelings
Busch T, Kimble CS, 2001
« Drawing of life and death
« Drawing of family grief

e Writing a goodbye letter, picture, poem

* Feelings poster,
http://www.freespirit.com/catalog/item_detail.
cfm?ITEM_ID=29

* Role-playing

 Rainbow jar of regrets, jar of feelings,

gnetic poems




Helpful Interventions:
Commemorating the Deceased

Busch T, Kimble CS, 2001

« Memory collage

— Photos of the deceased and the things he or she
enjoyed doing

« Memory book, scrapbook
— Collect poem, pictures, writing exercises
 Create a newsletter

e Plant a tree
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Bibliotherapy: An
Intervention for Any Age

 Children’s literature for health education including
death and grief
— Excellent introduction to common beliefs and
misconceptions of children of different ages

— Provides useful examples of appropriate language and
concepts to use with a child

* Use of reading materials specifically designed to
help a person cope with difficult situation
— Familiar activity, non-threatening way to begin discussions

— ldentifies with characters, discovers many different
acceptable reactions to a situation




Complicated Grief

* Longing and searching for the deceased

* Pre-occupation w/ deceased

* Purposelessness and futility re: future

« Numbness and detachment from others

 Difficulty accepting the death

* Loss of sense of security and control

e Anger, bitterness

e Outcome: high suicidal ideation, poor health
S
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Special Considerations
for Grieving and
Bereaved Siblings
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Special Relationship

Sibling relationships last a lifetime

Loss of a playmate, confidante, role model,
friend

Share similar histories, loss of a part of
oneself

Maintain bonds by specific actions,
behaviors, may increase as the child grows
older, “carrying” (Devita-Raeburn)-
“bringing forward”

Relive grief at significant life events,
renegotiate the relationship



Factors Affecting Sibling
Adaptation to llIness «ocn 195

* Whether families permit emotional
expression (teach how to disclose in a

non-threatening way), normalize
emotions

 Normalization of role-changes
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School-aged sibs of CA
pts

 More distress than pt in social isolation,
negative feelings w/in the family, parents
overly attentive to ill child, concerns about
failure (older sibs) ciark et al 1979

e 4-6 yo, less adaptive coping than pts,
parents, felt left out spinetta 1981

e 6-12 yo losers when child in pain, ill
(consumes parents, increased sharing and

closeness w/ pt) and when well (catch up in
Raegiected duties)- Spinetta 1981
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Why Is Your Sister Sick?

“She had hurt her leg on the chain of her
bike. She didn’t even notice until |
pointed it out to her. | don’t even ride
my bike anymore. One night | broke the
chain so | couldn’t ride it- | told my

mother it broke by itself. Bobby, age 10,
brother of Cindy, age 14, Osteogenic sarcoma,

amputation Sourkes, 1987
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Determine Theory of

Causation, Correct

* Prevents guilt
* Prevents self-deprivation

 Will need to be repeated as children
revert to their original idea

o lllustrate that simultaneous or
seguential events are not always
causally related
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Visibility of lliness, Treatment,
JeaIOusy (Sourkes, 1987)

 “Trip” to clinic, “treatment” sounds positive
— Accompanying to clinic can help demystify, also
beneficial to meet other siblings
e [fillness has no external manifestations, it
IS confusing

— Drawings (e.g., blood cells in leukemia) can
help

« Altered appearance and being the same
person is confusing

=3ling drawings provide insight regarding

their perceptions




Fears of Becoming lll

e Especially high risk when cause Is
unknown

« Siblings are in similar environmental,
genetic circumstances

e Need reassurance of low risk

* Prevent over-identification w/ pt by
having own activities and relationships
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Gullt & Shame

« Causation of illness

 |nabillity of sibling to participate in fun
activities; ensure this does not prevent well-
child participation

« Shame for being different than other families,
may feel need to hide/ deny the iliness

— Need to be able to discuss feeling with an
accepting and close adult in private










Anger at Parents

e For not protecting the ill child

« For ignoring the well sibling (leaving notes to
parents, “l love you”; “other sibling is bald-
petter come home right away”- 4 yo)

 For favoring the ill sibling

« For foisting adult responsibilities on them too
early, especially care of younger sibs

e Children need an outlet to discuss these
feelings




Interventions to Protect &
Assist Siblings

Martinson, 1971, CA deaths

* Open and frequent communication throughout the
liness

* Direct caregiving opportunities

o Affirmation by HCPs and parents of individual needs
and importance (rarely provided)

— School interventions, continued assistance with homework,
planning for the future (rare)

— Social interaction during and after the death, including with
family

— Funeral attendance




Helpful Interventions

* Private time with a parent
e Continuing usual activities
 Having someone to listen

* Notifying the teachers at school about
the situation

"\
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Impact of Child Death

o Severely disrupts family structure, all need to
readjust

e Family cohesion, communication and support
from extended family & friends determine
how siblings adapt

e Open communication throughout illness and
after the death iIs crucial for successful
adaptation

« Protection of grieving parents and
. AE‘.ET'.‘O ression of own needs IS common

— “It must be very difficult for your parents- they
» need you to be strong”




“Beneficial” Effects

* Improved sense of purpose, improved

oriorities

e |Increased compassion, sensitivity and
affection for others

* |Increased maturity, improved self-concept

* Increased sense of competence in dealing
with adversity
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Factors Affecting Sib
Adaptation to Death sank 1082

 Model of grieving presented by parents

e Quality of marital & sibling relationship
(Crawford 1985)

* Relationship between siblings while alive

« Circumstances of the death
— Force for sickness, stagnation
— Force for inspiration, maturity, creativity
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Adolescent Siblings and
CF Death, Fanos 1991

 Worst impact on children 13-17 v <12, >18

* Global and death anxiety, sleep d/o (90%),
recurrent violent nightmares

* Depression

» Guilt, vague sense of being bad, may
Increase with time, survivor guilt

e Somatization, fear of intimacy, fear of having
an affected child
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Adolescent Siblings and
CF Death, Fanos 1991

e |nterventions:

— Counsel to have empathy for self and
parents

— Pro-active discussions as important dates
occur (child achieves age of dead sibling,
death anniversary)
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Study of Sibling Reaction to
SIDS Death, Hogan, 1994

e 38 children ages 4-11 (avg 6 yo), 3-27
months after the death (SIDS child avg
age 20 w)

e Parent report, using validated measure

« Best functioning families selected by
SIDS referral group
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Study of Sibling Reaction to
SIDS Death, Hogan, 1994

* Depression, aggression, destroys own things

* Nervous/ high strung, easily jealous, clings to
adults, withdrawn

* Did not resolve after 1 year

* Avg scores for boys in range of need for
psychiatric referral




Additional Studies of
SIDS, Parents & Siblings

e Scapegoating of surviving children, blaming death
on them (Cornwall 77, Bluglass 80)

o SIDS grief / anxiety, intrusive thoughts > still birth,
neonatal death. (Dyregrov & Matthiesen, 1987)

« Siblings report fear of disappearing, parental
desertion (Salk 71, Lewak 73)

e Siblings may be angry @ parent for allowing the
death to happen or for being over-protective p
death (De Frain & Ernst 78, Higgins 80)




Other Studies, SIDS Bereave
Siblings’ Reactions

 Anger @ baby for causing the grief (Lewak 73)

« Anger at parent/ baby for terminating the coveted bi
brother/ big sister role (Mandell, McAnulty & Carlton 83)

e Sadness may be so overwhelming that the child
avoids all discussion of the dead child. (Rosen 86)

e Children may avoid discussion of their grief w/ others
fear rejection




Other Studies, Bereaved
Siblings’ Reactions

Mandell, McClain & Reece, 1988

o Study of 45 sibs in 36 families, 70% of kids had
sleep disturbance

e Other problems in other studies report an
Incidence of sxs in 50-80% of surviving sibs:
— social withdrawal
— aggression with peers

— bed wetting, clinging to mother, tantrums, rejection of
mother

— fears of going to bed, nightmares, searching for the
baby

- Persistence of symptoms not documented.




Impact of Perinatal Death on
SiblingS,Leon 1986

e Factors that affect adaptation
— whether the sib was seen
— whether parents deny the pregnancy

— whether the child was jealous or looking forward
to older sib status

— loss of a fantasized companion
— whether honest explanations are given

— Occurs at a time of character development, can
Impact lifelong




Parents Helping Siblings
Leon 1986

» Helping themselves helps their children.

 When parents deny the truth, children feel betlaye
and lose trust; then need to choose to believe wha
they see and hear vs. what their parents say. May
lose faith in both themselves and their parents.

e Other helpful things

— Reassurance that is was no one’s fault, explarsatbout cause
if kKnown, reassurance that it cannot happen tolier sib.

— Acknowledge sadness because they wanted anotefdrahe
whole family, but that the family can love manyldhen all at
the same time, survivor is no less loved

— Have the child attend the funeral.




Impact of Perinatal Death on
Siblings, Leon 1986

& “l killed the baby” (reinforced by scapegoating §eaeting parents). May
feel unlovable and evil.

# “Mommy killed the baby” esp. if denial, self blam&mother,
depression. Parental guilt and depression leads thev/d from
sibs, children feel deprived, angry. If older art@htie parents, can
lead to severe paranoid psychopathology. Angrywstb, fear,
Insecurity.

% “I could die” sense of helplessness and dependgracgntal
anxiety, feelings of inadequacy as parents and-praectiveness
reinforce fear. Can lead to somatization d/o.

% “l will replace the dead baby” to protect parentd ann them back.
Unresolved parental grief more likely w/ survivitvygn, rapid new
pregnancy, replacement child and displacementief.dnability of
Yeplacement child” to compete with the idealizedd:serious
Impact on self-esteem, personal development. Mayywaiout
dying too.




Summary: Keys to Successful
Grieving for Children

e Honest iInformation

« Attention to each child as individually
Important

e Security, Consistency
 Openness to emotional experience
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Websites

Child Bereavement Chatrity,
http://www.childbereavement.org.uk/

Growthhouse,
http://www.growthhouse.org/childgrv.html

SafeCrossings, includes activities:
http://www.safecrossings.org/

Grief resources-
http://www.compassionatefriends.org/




