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When we donot under s

We make assumptions

Assumptions can become judgment:

Judgments destroy compassior
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Pre-existing Stressors

i Financial Problems

i Work Stressors

i Insufficient Time

i Relationships Problems

i Family Obligations and Responsibllities
i Substance Abuse

i Mental lliness

i Inadequate Social Supports
/’*




New Stressors

r Mourning the | oss of your 7T
caring for your ill child.

;' You arenot the only one r ali

1 Decisions are made about your child, often with limited inpu
from the parent.

1 Living lab result to lab result and treatment to treatment.

rUnexpected reminders of yol
guard.

1 You have to cope with ever)y
1 Each unmet developmental milestone brings more mourning

11 tos 1 sol ati ng; It seems | i
children understand.

i All your resources are taxed; all your gtressors further stres:s
1 1tdés hard to fitake a breakda



Stressors Associated with Hospitalizatiol

i Living in a foreign land.

i Repeated and frequent exposure to the traumas th
other children and families are going through.

u Frequent exposure to trauma triggers.

u Stress associated with communicating/working witl
care providers.

i Environmental stressors.
High level of dependency on others. Am | in Junior
High again?

Unmet home, work and family responsibilities.
Additional financial stressors.
Sleep deprivation.
Information overload.
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Diagnosis

AAustin our first two weeks with vy
were on oxygen. Then we thought you were fine. Then you were vomiting.
days pass. The tests were al/l N aa ta
wWorry. Four more days pass and we
the indicators are a mild case. Three days pass and then what was suppose
hour surgery turns into 9; by hour 7 | wondered if you were even still even a
You were alone with a doctor | don
i n my arms. Ol 6m so, so sorry, o t|
ever imagined. The prognogisiot good’ you have probably a couple of year:

but we really dondot know albagw | doonngd.
my baby to have that. You have to be on TPN to survive. But the TPN will de

yourliveri maybe I n a matter of mont hs,

need a transplant. The outcomes?
rollercoasterridé bl i ndf ol ded. | dondt know
what direction itds going to goeé ¢
news turns i1 nto bad, bad news get s

crying. Part of me truly believes that tomorrow | will wake up from this horrik
ni ght mare. And the part of me that



Acute Stress Disorder

A. The person has been exposed taamatic eventin which both of the following were
present:

(1) the person experienced, withessed, or was confronted with an event or events that
involved actual othreatened death or serious injury, or a threat to the physical integrity
of self or others

(2) the person's response involveténse fear, helplessness, or horror

B. Either while experiencing or after experiencing the distressing event, the individual has
(or more) of the following dissociative symptoms:

(1) A subjective sense oumbing, detachment,or absence of emotional responsiveness
(2) A reduction in awareness of his or her surroundings (egng in a dazeo )

(3) Derealization

(4) Depersonalization

(5) Dissociative amnesia (i.e., inability to recall an important aspect of the trauma)

C. The traumatic event is persistently reexperienced in at least one of the following ways:
recurrent images, thoughts, dreams, flashback episodes, or a sense of reliving the exp
or distress on exposure to reminders of the traumatic event.

D. Marked avoidanceof stimuli that arouse recollections of the traumge.g., thoughts,
feelings, conversations, activities, places, people).

E. Marked symptoms ofanxiety or increased arousale.g., difficulty sleeping, irritability,
hypervigilance, poor concentration, exaggerated startle response, motor restlessness)

F. The disturbance causdsically significant distress or impairment in social, occupational,
or other important areas of functioning or impairs the individual's ability to pursue some
necessary task, such as obtaining necessary assistance or mobilizing personal resourt
telling family members about the traumatic experience«~

G. The disturbance lasts for a minimunRaays and a maximum of 4 weekand occurs withir
4 weeks of the traumatic event.







Typical Responses to a Crisis

i Rage

i Anxiety

i Depression

i Denial

NAustin | canot belil eve t

suppose to be home with me, not in the NICU. | wish |

could make it all better, make it go away, make it the

way 1 t0s suppose to beé a
knowl edge that | canot. I
make 1t all better?cAll I

not right. | exist only in two statéss(fan ness an



NCri si s Mod e

i Disorganized behavior.
i Impaired memory.

i Impaired cognitive processing and
problem solving abilities.

u Extreme emotions



Differing Thinking Styles

i Logical (Treatment Providers)
- Rational
- Practical
- Well thought out
-AFrom the braino

i Emotional (Parents/Families)

- Irrational

- Impractical

- Reactive

-AFrom the hearto
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NCr i si siinM@aaieovith
Care Providers

Frequent recollection of th
effects of the trauma, occur as part of the admission and
treatment process.

A parent os att e mprotest, usitng denia @ric
avoidance, are often challenged when they are working with
medical team.

Uncertainty about who you can trust.

Feeling as if your opinion is under valueteeling as a parent,
that you are not part of the treatment team.

Parents may project past experiences onto current care prov
negatively impacting the current parearegiver relationship.

Parents may be pushed towar
condition, increasing anxiety, denial and rage.
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NA 100 Losse:¢

Ut Loss of t he Anor mal , 0 heal

i Loss of the experiences th
futurei the loss of dreams you had for you child.

i Loss of the normalcy in your life.

i Loss of your own career, your hobbies, your identify of wh
you are and what your family will be like.

i Loss of the sense of security in lifdbad things happen to
other people, not us).

NAustin | had such grand dr
top of your class, athletic, artistic or musical. Now my drea
for you are very different, but just as grand. | dream thaty

can be like other kids eat ice cream, swim in-a pool, go ta
camp or have a sleep over. | dream that you can live your
without much pain, physical or emag aI But most of all,

just dr e t hat yol



Giving up Old Expectations and
Attempting to Creating New Ones.
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Coping: Considering the Impact of
the Child, Parent
and Famil|lyos Pa
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