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Goal: To describe psychosocial support that
will benefit the parent of a child with OMS,
and, benefit the child with OMS in the home
and school setffing.

Objectives:

Parficipant will be able to discuss the
effect of a diagnosis of OMS on a
parent’s life

Participant will be able to explain an IEP
and it's purpose

Participant will be able to identify 1-2
approaches to increase positive
parenting skills




SELF CARE FOR THE PARENT
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Self Care

Self care includes looking at the no
medical traumatic stress on receiving
devastating diagnosis

» \Medical traumatic stress
What is medical traumatic stress
How does it affect some people

How do you address it so it do€
negatively impact your life




Medical fraumatic stress refers to,

ear of the future because the cert
t has been challenged

For some parents the response to their child’s diagnosis may be
medical fraumatic stress






outes 1o the se

' The journey to diagnosis may be traumatic

Opsoclonus myoclonus ataxia is a diagnosis
unexpected and unknown

Words associated with OMS that evoke the st
sense of shock or tfrauma are: Neuroblasto
Tumor, Cancer

OMS is a rare condition

There is a lack of shared public knowledge
OMS

Out-dated knowledge about OMS and I¢
knowledge about new freatments leac
expectations of outcome




ollowing feelings may re
parent’s sense of medical

feelings of safety and security. May cause ted
essness, powerlessness

parent’s response may affect the child, may create
In the child, the child may develop a self-perceg
g disabled. The parent may become over proteciiv

oating feelings of anxiety, anger, depression, gui

dressed this may ultimately lead to ongoing
he parent and a failure to progress thr
opmental stages of independen




eelings ©
suggestions

ad care is an approach to engaging people with
ncident of frauma. It recognizes the presence of tra
s and acknowledges the role tfrauma plays in their life.

ological First Aid: Your perception of how terrible this is, IS rea
OU. Acknowledge your physiological response. Acknowledge
senses

date the shock. Respect the emotional response. Don't allow:
Is to intellectualize it and rationalize it away. Accept grief and
Ty as normal

d friends who can provide empathic listening. Talk abo

ourself to absorb the shock and process fe
we at a high level of anxiety or inhibit
normal trajectory of psychao




Sys’rems of Suppor’r Qnd Care
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Journey th the diagnosis

diagnosis

@ life
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Focus on family values which are
larger than the diagnosis




oping with

Parent reactions: “Trauma brain”- unable fo re
forgetfulness, difficulty problem solving ¢ Emolfic
overwhelmed ¢ Overwhelmed by tasks ¢ Feel he

®» Realistic goals: nothing is too small a goal 1o Sk

®» Reach for the incremental steps of progress =
perfection

» Reduce blame and criticism of self and othe
child

Recognlze negative feelings and frustrati
ease management as normal and i

Barbara Anderson, Ph.D.
Section of Endocrinology Texas Children’s Hospital
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= You are the experi
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Survival questions




val questions

= How have you managed to survive or thrive thu
given all the challenges you have had to conte

= How have you been able torise to the challenges
before you?

= What was your mind set as you faced these diffic

What have you learned about yourself and/
during these struggles?




port questions

Who has given you special understanding, supp
guidance on this journey?

Who are the special people on whom you can de

What is it these people do for you that is exceptic

What did they respond to in you?

Which associations, organizations or groug
pecially helpful to you in the past?




questions

hen people say good things about you, what ¢
they likely to say?

Nhat is it about your life, yourself and your
accomplishments that give you real pride?

How will you know when things are going well in yc¢

at gives you genvuine pleasure in life?
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