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When we donôt understand

We make assumptions

Assumptions can become judgments

Judgments destroy compassion



Why Exactly is Having a 

Medically 

Ill Child so Hard?



Pre-existing Stressors 

üFinancial Problems

üWork Stressors

üInsufficient Time

üRelationships Problems

üFamily Obligations and Responsibilities

üSubstance Abuse

üMental Illness

üInadequate Social Supports



New Stressors
üMourning the loss of your ñnormalò child, while simultaneously 

caring for your ill child.

üYou arenôt the only one raising your child anymore.

ü Decisions are made about your child, often with limited input 
from the parent.

ü Living lab result to lab result and treatment to treatment.

üUnexpected reminders of your childôs condition catch you off 
guard.

üYou have to cope with everyone elseôs reactions.

ü Each unmet developmental milestone brings more mourning.

üItôs isolating; it seems like only other parents of special needs 
children understand.

ü All your resources are taxed; all your stressors further stressed.

üItôs hard to ñtake a breakò from it, emotionally and physically.



Stressors Associated with Hospitalization

üLiving in a foreign land. 

üRepeated and frequent exposure to the traumas that 
other children and families are going through.

üFrequent exposure to trauma triggers.

üStress associated with communicating/working with 
care providers. 

üEnvironmental stressors.

üHigh level of dependency on others. Am I in Junior 
High again?

üUnmet home, work and family responsibilities.

üAdditional financial stressors.

üSleep deprivation.

ü Information overload.



The Emotional Impact



ñAustin our first two weeks with you has been such a rollercoaster ride. First you 

were on oxygen. Then we thought you were fine. Then you were vomiting. Two 

days pass. The tests were all negative and they said itôs probably just reflux ïnot to 

worry. Four more days pass and we find out itôs Hirschsprungôs. But the doctor says 

the indicators are a mild case. Three days pass and then what was suppose to be a 3 

hour surgery turns into 9; by hour 7 I wondered if you were even still even alive. 

You were alone with a doctor I donôt know; your life in her hands instead of laying 

in my arms. óIôm so, so sorry,ô the doctor starts... Itôs far, far worse then we had 

ever imagined. The prognosis ïnot good ïyou have probably a couple of years, 

but we really donôt know how long. You have a colostomy ïa bag ïI donôt want 

my baby to have that. You have to be on TPN to survive. But the TPN will destroy 

your liver ïmaybe in a matter of months, likely within a year or so. Likely youôll 

need a transplant. The outcomes? Not good. I feel like Iôm on a horrible 

rollercoaster ride ïblindfolded. I donôt know when itôs going to stop or goé or in 

what direction itôs going to goé or when the bottom is going to fall outé Good 

news turns into bad, bad news gets worse. I feel nauseous all the time. I canôt stop 

crying. Part of me truly believes that tomorrow I will wake up from this horrible 

nightmare. And the part of me that knows that this is reality is completely numb.ò

Diagnosis



Acute Stress Disorder
A. The person has been exposed to a traumatic event in which both of the following were 

present:

(1) the person experienced, witnessed, or was confronted with an event or events that 
involved actual orthreatened death or serious injury, or a threat to the physical integrity 
of self or others
(2) the person's response involved intense fear, helplessness, or horror

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

(1) A subjective sense of numbing, detachment,or absence of emotional responsiveness

(2) A reduction in awareness of his or her surroundings (e.g., "being in a dazeò)

(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 experience; 
or distress on exposure to reminders of the traumatic event.

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

E. Marked symptoms of anxiety or increased arousal(e.g., difficulty sleeping, irritability, 
hypervigilance, poor concentration, exaggerated startle response, motor restlessness).

F. The disturbance causes clinically 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 resources by 
telling family members about the traumatic experience.

G. The disturbance lasts for a minimum of 2 days and a maximum of 4 weeksand occurs within 
4 weeks of the traumatic event.



ñCrisis Modeò



Typical Responses to a Crisis

üRage 

üAnxiety 

üDepression 

üDenial
ñAustin I canôt believe this is happening to you. Youôre 
suppose to be home with me, not in the NICU. I wish I 
could make it all better, make it go away, make it the 
way itôs suppose to beé and my heart aches with the 
knowledge that I canôt. Isnôt a mom suppose to be able to 
make it all better? All I know is that itôs not fair and itôs 
not right. I exist only in two states ïsadness and rage.ò



ñCrisis Modeò

üDisorganized behavior.

üImpaired memory.

üImpaired cognitive processing and 

problem solving abilities.

üExtreme emotions



Differing Thinking Styles

üLogical (Treatment Providers)

- Rational

- Practical

- Well thought out

- ñFrom the brainò

üEmotional (Parents/Families)

- Irrational

- Impractical

- Reactive

- ñFrom the heartò



ñCrisis Modeò ïInteracting with 

Care Providers

üFrequent recollection of the ñtrauma,ò and reminders of the 
effects of the trauma, occur as part of the admission and 
treatment process.

üA parentôs attempts to emotionally self-protect, using denial and 
avoidance, are often challenged when they are working with the 
medical team.

ü Uncertainty about who you can trust.

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

ü Parents may project past experiences onto current care providers, 
negatively impacting the current parent-caregiver relationship.

üParents may be pushed towards ñacceptanceò of their childôs 
condition, increasing anxiety, denial and rage.



Loss and Grief



ñA 100 Lossesò

üLoss of the ñnormal,ò healthy child.

üLoss of the experiences that your child wonôt have in the 
future ïthe loss of dreams you had for you child.

ü Loss of the normalcy in your life. 

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

ü Loss of the sense of security in life ï(bad things happen to 
other people, not us).

ñAustin I had such grand dreams for you. Maybe youôd be at the 
top of your class, athletic, artistic or musical. Now my dreams 
for you are very different, but just as grand. I dream that you 
can be like other kids ïeat ice cream, swim in a pool, go to 

camp or have a sleep over. I dream that you can live your life 
without much pain, physical or emotional. But most of all, I 

just dream that you live.ò 



Giving up Old Expectations and 

Attempting to Creating New Ones.



Coping: Considering the Impact of 

the Child, Parent

and Familyôs Past Experiences



To every relationship 

we bring with us our 

emotional baggage




