
A PIECE OF MY MIND

Entering Data

I’M AT WORK, ENTERING CHART ABSTRACTION DATA INTO A

database. It’s not very difficult; actually, it can be a bit sooth-
ing to enter data. I don’t have to think too much. But en-

tering this kind of data always gives me pause. I’m entering
the data that represent a child, a child who progressively be-
came sicker and sicker, and ultimately—always—dies at the
end. Entering this kind of data makes me feel . . . strange. Sad.
Grateful that I have a healthy child. Aching for the families
that have to go through this. Awed by the folks who work in
this field and do this work every day.

Even after four years, it’s still hard for me to talk about
this study with friends, with family. It’s hard to explain what
I’m doing, and why. The study is called “Toward Optimal
End-of-Life Care in the Pediatric ICU.” The goal of this study
is making the end-of-life experience better for very sick kids
and their families. True, this is a very small minority of kids.
Most kids get sick, and get better. But some kids—55 000 a
year in the United States—don’t. And many of these kids
die in the PICU. So here I am, entering these sad, sad data.

I start out typing in very basic information. The child’s date
of birth. The date he or she entered the hospital. The date
and time that the first vital signs were taken in the PICU. Of-
ten, these children are very young. Often, they enter the hos-
pital soon after birth. These are the kids with very serious birth
defects: problems with the heart, with the digestive system.
Sadly, some of these babies never get to see the world out-
side the hospital. At this point in the data entry, I start to think
about quality of life, for the child, for the parents. Does it make
sense to keep these babies alive for a few months in the hos-
pital? Is a few months of life worth the pain and discomfort
that the baby experienced, the agonized waiting that the par-
ents experienced? No easy answers.

The next page in the packet has information about the di-
agnosis. Often I don’t understand these diagnoses, but some-
times I do. Kids in the PICU tend to have serious diseases. Usu-
ally chronic diseases. Cancer, genetic issues, cystic fibrosis,
muscular dystrophy. Occasionally, there is something acute,
like a car crash, a drowning, a head injury, a fall.

Now I’m typing in information about the involvement of
different psychosocial caregivers, such as social workers
and chaplains. Most of the time, there is documentation
of support being offered to the family by some of these car-
ing people. I can imagine the devastated family being
approached by a social worker, a child life specialist, a
chaplain. “Can I help you? Can I sit with you and try to make
sense of this?”

After that, there is a chart that lists the different family con-
ferences that took place. These tend to follow a progression:

at first, the family and the physicians discuss the prognosis
and decide to continue supportive care. Then, the next day,
or the next week, they consider withdrawing or withholding
treatment. And finally, they decide to withdraw or withhold.
One thing I’ve learned from working on this project is that
the acceptance of a child’s death is a process. Parents need to
see that everything that can be done has been done, and if they
see that and see that their child is still not improving, then
they can start to consider the end of their child’s life.

The next pages deal with all the possible interventions that
a child can have in the PICU: differing types of feeding, hy-
dration, and medications to increase blood pressure; differ-
ent types of mechanical ventilation; and different medica-
tions that relieve a child of pain. Again, this tends to follow a
pattern. The child often receives lots of interventions at first,
and as the days go by, these tend to drop off. But not always.
Some kids receive lots of interventions and medications right
up until the end. But for some kids, everything but the very
basics is withdrawn as they near the end of life. I imagine the
child’s room becoming more peaceful as machines and moni-
tors are turned off, as just the family and the nurse gather
around the bed, waiting for the end.

There is a question called “Ability to Communicate,” and
most of the time, the child in the PICU is comatose. I al-
ways feel relieved at this point in the data entry. At least they
weren’t aware of what was going on. Most of the time, they
weren’t feeling any pain either.

The final page describes the child’s death. Who was with
the child, was there an autopsy, was there a decision for the
child to be considered as an organ donor, did the donation
actually happen. And that’s it. The chart abstraction is over.

No, I wasn’t in the PICU with this family, with these cli-
nicians. I am a researcher, entering data into a database. I
can only imagine the days, the moments leading up to this
child’s death, using the small details I learn through the chart
abstraction. I can only imagine the pain that the family felt,
the sadness of the clinicians. I wasn’t there. But even as re-
moved as I am, I am still affected by this child’s life, and by
his or her death.

Another child has died. Another family is crushed. I exit
the database. And sigh.
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