
A Piece of My Mind 
 
 

‘I Had a baby Sister 
but She Only Lasted 

One Day’ 
 

“We love you, Elisabeth, we’ll never forget you.”  
Five year-old Corey spoke these words to her sister, who 
had been born the night before and now lay dying because 
of severe congenital defects.  Twenty-four hours earlier, if 
you had asked us if we thought a child should see a 
deformed, dying sibling, we would have been surprised that 
the question was even asked.  During the sad 24 hours of 
Elisabeth’s life, Corey taught us a great deal about our own 
feelings and about a child’s capacity to handle illness and 
death. 
 The first indications of problems with the 
pregnancy came after Susan had amniocentesis.  I was 
present for the procedure, and we both were thrilled to see 
our baby waving her hand on the ultrasound screen.  We 
confidently waited to hear that everything was all right. 
 Everything was not all right.  The geneticist had 
found two odd bits of extra chromosomes, something 
neither she nor any other geneticist she consulted had ever 
seen before.  There was nothing on this in the medical 
literature either.  Since the extra chromosomes were in only 
8% of the cells examined, it was impossible to determine 
whether they were fetal in origin.  Even if they were fetal 
cells, there was no way of knowing what phenotypic effect 
(if any) they would have.  The finding was unsettling, but 
there did not seem to be sufficient evidence to justify 
interrupting the pregnancy.  We told ourselves that at least 
we knew all the things that the baby did not have and hoped 
that everything was fine.  We asked to know the baby’s sex, 
and in late July, we told our 5 year-old- daughter, Corey that 
she would get a baby sister.  Corey was not pleased: “You 
guys got it all wrong, I wanted a brother.” 
 Corey is a strong, independent child, and it took a 
while to convince her that you have to take what you get in 
the baby department.  We spoke of the fun of having a 
sister, of teaching her to do things, of having party dresses 
that matched, of being girls together.  We chose the name 
Elisabeth Herriott, a composite of family names.  We did all 
the things parents do to prepare a child for a sibling and by 
fall Corey was eagerly awaiting “our baby.” 

In September, Corey started kindergarten and 
Susan went to bed.   Frequent mild to moderate contractions 
had developed, cervical effacement had begun, and she had 
polyhydramnios, all conditions that make premature labor 
more likely.  Sonography showed that Elisabeth appeared to 
be developing normally, but since Susan was at only 30 
weeks gestation, the obstetrician thought it best for her to 
spend most of her timed at bed rest.  Susan is a university 
professor who has always worked and traveled (sometimes 
with Corey).  Suddenly she was unable to get up to make 
Corey dinner or watch her climb a tree.  She and Corey 
could read and talk and draw together, but Corey would 
speak longingly of the time when mother would “be normal 
again.”  At the same time, Elisabeth grew more active, and 
Corey delighted in feeling her sister’s vigorous kicking and in 
singing lullabies to Susan’s pregnant abdomen. 
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 One Friday in November, Susan went to the 
hospital to have some of the excess amniotic fluid drawn off.  
It showed traces of meconium, evidence that the baby was 
not doing well.  Since it was now only three weeks before 
Elisabeth was due and sonography showed that she was a 
big baby, the decision was made to induce birth.  We had 
chosen an obstetrical group and a community hospital that 
encourage family-oriented birth and allow siblings at 
deliveries.  Corey had asked is she could be present when 
Elisabeth “came out.”  We read and talked about birth with 
her and arranged for her to be present near the end of labor 
and for the delivery if everything seemed to be going well. 

The amniotic sac was ruptured in the late 
afternoon, and by 7 PM, labor had progressed so far that we 
called our friend who was looking after Corey and suggested 
they leave for the hospital soon.  It was a fast but 
uneventful labor until the baby’s heart began to show 
bradycardia, a sign of fetal distress.  The heart tones 
deteriorated rapidly, and Susan was told to push hard, fast, 
and continuously.  Within a few minutes at 8:25 PM and still, 
pale Elisabeth was born.  I saw everything immediately – the 
color was wrong, she wasn’t breathing, her lip and palate 
were cleft, her thumbs were elongated, and her ears were 
low-set.  I felt like I had suddenly hit a brick wall.  Our 
obstetrician gently told us that the baby had a cleft lip and 
palate and that it was possible that there were other 
problems as well.  Elisabeth was whisked to the neonatal 
intensive care unit (ICU), and we sat quietly for a few 
moments, trying to absorb what had happened.  Elisabeth 
was alive, but it was uncertain how long she would survive, 
or in what condition. 
 “Mommy?” Corey's voice could be heard clearly 
from the hall.  “Mommy?”  I was still pale and shaky as I 
went out into the hall to intercept Corey.  She was obviously 
afraid that something might happen to her mother.  
Moments later, she sat on Susan’s bed as it was wheeled to 
another area of the room. 
 After a little while, she asked about her sister, and 
we told her that Elisabeth was very sick.  “I want to see 
her.”  Corey clearly expected to be dealt with in a 
straightforward way.  Kate, our labor and delivery nurse, 
made a quick assessment of Corey’s needs and abilities.  
She suggested that we let Corey see Elisabeth through the 
window in the hall some 15 ft. from her bassinet so that the 
most obvious defects would not he too apparent.  Corey 
looked for a moment then said, “Those wires on her look 
just like E.T.’s before he died.  Is Elisabeth going to die?”  I 
told her all we knew at the time, “Elisabeth is very sick and 
it is possible that she will die.  We don’t know yet how bad it 
is.” 

Before I left, Susan and I went into the neonatal 
ICU with Jeff, our pediatrician, and saw Elisabeth.  Since my 
research is on seizure disorders and Susan’s is on childbirth, 
we both knew right away how much was wrong.  Jeff told us 
he doubted Elisabeth would survive the night.  Together, we 
took inventory of her problems, which included an enlarged 
fontanelle, congenital cataracts, and cardiac and respiratory 
irregularities in addition to the features I had observed at 
delivery.  Later that night, Susan had her bed wheeled into 
the ICU next to Elisabeth’s bassinet, and the two of them 
shared some quiet hours. 
 On Saturday morning, Elisabeth was still alive and 
Corey insisted on seeing her.  “She wasn’t made right, 
Corey.  She’s going to die.”  “I want to see Elisabeth.”  “We’ll 
see what we can arrange, Corey, but her face will look 
strange, it didn’t come together right.” Quietly, Sadly, we 
talked about what Elisabeth looked like, why she would die, 
and how we felt. 

That afternoon, Corey and I met Susan in the 
neonatal ICU.  Corey was given a child-sized cover gown, 
and we entered the small room where Elisabeth now was 
the sole occupant.  The nurses stayed discreetly back, just 
outside the door as we approached Elisabeth.  Corey stood 
on Susan’s wheelchair and looked at Elisabeth, now free of 



wires and tubes.  “Ooo, gross!” she said as she saw her 
sister’s face.  She turned to Susan, “Can I touch her?”  
Susan nodded.  Corey reached inside the bassinet and 
began to stroke Elisabeth’s bare arm.  “Her skin is so soft!  
Look, she has curly red hair!  It’s soft, too!”  Corey turned 
again to Susan and said tearfully, “She’s going to die.”  
Turning back to Elisabeth, Corey began to talk to her.  “Your 
skin is so soft, Elisabeth.  I wish you didn’t have to die.  We 
love you.”  Elisabeth began to move her arms and legs in 
response to Corey’s voice and touch.  Corey turned around 
with an expression of delight on her face.  “She loves me!  
She knows I’m here!”  For a long time, Corey stroked and 
talked with Elisabeth, holding her hand, caressing her hair.  
Finally, it was time to go.  Corey repeated: “We love you 
Elisabeth.  We’ll never forget you.  We’ll never forget you.”  
Behind Corey, we sat in stunned silence.  Behind us, some of 
the nurses wiped tears from their eyes.  How did Corey 
know to say hello.  I love you, and good-bye to her dying 
sister? 
 Corey didn’t want to leave.  “I want to stay with 
Elisabeth.  I want to see Elisabeth die.”  We were shocked.  
See Elisabeth die?  How morbid! “No Corey, we can’t do 
that.  For one thing, we don’t know when she will die, how 
long it will take.” 
 At home that night, as Susan was reading Corey a 
bedtime story, the telephone rang.  It was Jeff.  “Elisabeth 
died a few minutes ago, at 8:30.  I’m sorry.”  We all cried 
together, numb, sad, but also relieved that Elisabeth’s 
discomfort had ended.  A few minutes later the telephone 
rang again.  Elisabeth’s pediatric nurse called to say that she 
had been with Elisabeth as she died, had stroked her and 
talked to her, and that she had let go peacefully.  Suddenly, 
we regretted that we hadn’t been there with her and said to 
ourselves, “Corey was right, we should have been there 
when she died. 

On Sunday morning, the hospital asked me to 
come in to sign the death certificate and make arrangements 
for an autopsy.  Corey insisted ongoing.  “I want to see 
Elisabeth dead.”  We didn’t know how to react to this but 
decided she could at least go with me to sign the papers.  At 
the hospital, Cory bided her time.  She waited until we were 
in the head nurse’s office.  “I want to see my sister dead.” 

The head nurse asked Corey a few questions, then 
spoke to me.  “I just took a course on children and death.  I 
think she should see Elisabeth.  I’m more concerned about 
how you will hold up than I am with her.” 
 The nurse made arrangement to see Elisabeth in a 
small room adjacent to the hospital morgue.  She told us 
that Elisabeth was somewhat blotchy and purple.  Corey 
didn’t seem to be affected by the description.  She simply 
wanted to see for herself. 
 Elisabeth was wrapped in a blanket and set on a 
self in the small room.  Corey was sad and fascinated at 
once.  She reviewed the physical deformities apparent to her 
and remained herself that Elisabeth had other problems she 
couldn’t see and that couldn’t be fixed.  She touched 
Elisabeth several times, repeating that she would never be 
for gotten, that it was very sad that she had died, and how 
much she loved her.  After several minutes we left the room, 
thanked the nurse, and went home. 
 In the weeks that followed, we found that allowing 
Corey to take the lead in what she needed to do with 
Elisabeth, was more valuable than we ever could have 
predicted.  There were no nightmares about a deformed 
baby; the reality had been seen and acknowledged.  The 
misshapen face was only on feature.  Elisabeth also had 
features to love like her soft skin and hair and 
responsiveness to Corey.  We did not have to conceal our 
grief from Corey but could share it. Each of us spoke up 
when we were sad, to be comforted by one of the others.  
At grace one day, Corey said, “God, we are grateful for 
Elisabeth, but we are not grateful for what happened to 
her.” 

 Corey also expressed anger, a normal reaction, 
but sometimes distressingly sudden.  We were very upset 
when a pregnant friend paid a condolence call, only to be 
greeted at the front door by a wordless Corey, who took one 
look at her abdomen and punched it.  We talked to Corey 
about hurt and angry feelings that were real and important 
but could not be expressed through violence.  It got better.  
A few weeks later Corey and Susan saw a friend with a baby 
who had soft curly red hair.  Corey turned away quickly, and 
Susan asked how she felt.  “I feel jealous.” was the reply.  
Words had replaced blows.  Corey also voiced feelings of 
guilt that perhaps a cold Susan caught from her in October 
had hurt Elisabeth.  We tried to convey to Corey that 
Elisabeth’s problems had developed very early and that a 
cold in October could not have caused them. 
 We will probably never know what caused the 
genetic anomalies.  Our own tissue culture results were 
normal.  Since Elisabeth was the first baby identified with 
that particular chromosome pattern, if it is seen again after 
amniocentesis a couple can be told what the consequences 
are likely to be.  With enthusiastic support from Corey and 
excellent odds for a normal baby, we will try again.  Corey 
has plenty of suggestions for the next baby.  “How about 
twins?  Then if something happens, we’ll still have one.” 
 A question might be raised about how much Corey 
really understood about the permanence of death.  We have 
always been very straightforward with Corey.  She was 2 
years old when our pet cat died.  She watched us bury the 
cat, then asked when she would come out again.  When we 
said she wouldn’t, Corey wanted to know why we couldn’t 
take her to the doctor and get her fixed.  By the time her 
great-grandmother died, Corey was almost 4 years old and 
understood that death was irrevocable. 
 Despite experience with more “normal” deaths, 
when faced with the hypothetical question of how to handle 
a child’s involvement in the birth and death of a sibling, we 
probably would have given the conventional answers: a child 
should be told the truth gently but protected from traumatic 
sights and experiences.  Corey taught us a lot about her 
abilities to handle death, about children’s perception of life 
and death, about their needs, and about ourselves and our 
feelings.  She taught us to listen to children more carefully.  
As she put it later: “When my baby sister was born my 
daddy didn’t know how to love her, but I showed him.” 
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