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Being a critical care nurse in a NICU demands that many daily decisions be made. Some 
of these decisions can be relatively routine, but often they involve complex moral and 
ethical concerns embracing the parents as well as the patients. Naturally one makes these 
decisions based on science and medicine, but sometimes there are other less tangible 
factors that may inform decisions, factors that are born of a sensitivity to a situation, a 
sensitivity one develops only after years of compassionate experience. The following 
example will help explain and clarify this point. 
 
On his first day of life, baby S, a full term baby, was transported to us from Rhode Island 
to receive ECMO (extra corporeal membrane oxygenation), heart lung bypass, for severe 
pulmonary hypertension (PPHN) and questionable cardiac defects. He was a second child 
to a married 44-year-old mother, Mrs. S. who had lost her first son at two days of life. 
The first child’s death had been due to severe pulmonary hypertension and a cardiac 
abnormality. Additionally, her first child had been described as an FLK (funny looking 
kid) which in the neonatal world can sometimes mean a genetic disorder; however due to 
his quick and early demise this issue and the cardiac abnormality had not been worked 
up. 
 
Due to the extreme severity of his illness, little baby S was brought to us by helicopter on 
full life supports; transport by ambulance would have taken too long and therefore, was 
not an option. Upon admission, his condition deteriorated and the surgical and medical 
teams quickly opted to place him on ECMO. Despite having see many children placed on 
ECMO, I will never get over the miracle of seeing a dying cyanotic child instantly turn 
pink and stable once on support; once again I saw this miracle happen to baby S. Once 
their boy was stable, the parents were brought in and both saw their pink little baby. 
Although fearful of losing another child, the family felt somewhat relieved to see their 
child was alive and on ECMO. They felt hopeful that the doctors could figure out what 
was wrong and save their child. When the mom left briefly, the dad confessed to me that 
he was scared of also losing this child but was going to put on a brave face to support his 
wife, who had so much hope. I told the father that the team was working very hard to 
help his child. 
 
The next day was spent with many physicians coming around; the medical team, the 
surgical team, geneticists’ cardiologists, all evaluated the baby and offered many tests. 
Repeatedly Mrs. S would not leave her son’s side, told me she was feeling more and 
more confident that the doctors would be able to help her son. 
 
On the baby’s third day of life, Mrs. S told me optimistically that she was sure her baby 
was “going to make it” because he had already survived longer than her first child had. 
On that day the results of many tests also started coming back and they did not look 



good; however the geneticists could not categorize the baby as a syndrome and therefore, 
more tests were ordered. The medical and surgical teams were beginning to feel that the 
PPHN was a primary source because the baby was not responding to treatments. Primary 
PPHN is a devastating diagnosis as there is no treatment. And even more devastating was 
the cardiologists finding of cardiac myopathy and prolonged Q-T syndrome, a life 
threatening arrhythmia. Even if the PPHN was not primary and the doctors could get him 
off ECMO, the baby’s life expectancy would be two years at most due to effect of the Q-
T syndrome. Further those two years would be painful, as the baby would need an 
implanted defibrillator, which would repeatedly fire until it would be no longer be able to 
control the arrhythmia, an eventuality that could happen at any moment. 
 
Now the team was in the anxious position of knowing a devastating prognosis about a 
patient before the family. We had to confront the difficult decision of determining how 
and in what manner to present this information to the family. We engaged in many 
discussions about the ethical and moral issues at stake; for example, if the diagnosis was 
not primary PPHN, would the family want to take their child home knowing that at any 
minute he was going to die? Would they want to have that period of time with him no 
matter how short it might be? Could they cope with seeing their child in pain, especially 
after they had already suffered the tragic loss of their first child? And, of course, our 
foremost immediate concern was to find the most empathic manner of explaining all of 
this to the parents? 
 
While meetings continued to be set up, I maintained care for the baby with the mom 
continually at my side. The situation was pressing. I knew that the father was hiding his 
fears from his wife and now I, as well, was masking my concerns from both of them, 
knowing that the family was about to receive a devastating diagnosis about their son. On 
top of all of that, the baby developed a severe systemic hypertension; the slightest 
stimulation would require that he receive boluses of antihypertensive medicines. As the 
mother started to stroke and talk to her child the alarm for high blood pressure went off. I 
had to respond quickly. Caution would dictate that I explain her son’s hypertension to the 
mother and urge her to stop. Yet, knowing what she had been through with her first son 
and what she was about to go through with this child, how could I stop this woman from 
being a mother to her son? 
 
I quickly silenced the alarm and slipped the medication to the perfusionist to give via the 
ECMO circuit. Mrs. S continued to talk to her son and I kept my eye on the monitor. 
Then she said to me, “I was never able to bathe my first son and I haven’t done that with 
this baby either. I have a baby bath kit with brushes and lotions that I will never get to use 
on him.” Suddenly, I realized that Mrs. S instinctively or intuitively knew the severity of 
her son’s illness. Perhaps, she didn’t know exactly what his specific diagnosis was, but 
she knew he wasn’t going to make it after all. Here her husband and I had both been 
trying to mask our concerns about the baby for her sake, and she evidently was doing the 
same for us! In that split second I had to make a decision. I thought this baby suffers such 
severe hypertension with just noise, how will he respond to a sponge bath? Again, 
prudence might have urged letting the baby lie quietly, but I knew immediately what my 
answer would be. I looked at Mrs. S and said, “you’d better go get the baby bath kit and 



I’ll get the water.” She burst into tears, hugged me and said “thank you”, and went to get 
the kit. I quickly drew up doses of medicine and explained my plan to the perfusionist 
who agreed to help. I’d watch the monitor and tell him when to give the medication. 
 
She bathed, lotioned and brushed her son who miraculously seemed as if he knew what 
was happening. I only had to give the medicine once. Watching her bathe her son, 
knowing his diagnosis, was one of the most poignant and heartbreaking experiences I 
have had in my years as a NICU nurse. When it was over she pulled me aside and said, “I 
cannot even begin to thank you. For a brief moment I forgot all about the equipment, I 
forgot all about the illness. For a brief moment, I truly felt like a mother. You have given 
me a gift so precious, I will never forget you.” 
 
We met as a team and discussed this heartbreaking case and continued to agonize over 
the most appropriate manner to present the painful data to the parents. We then met with 
the parents and presented it to them. Yet, I knew from my experience with Mrs. S and her 
son’s bath that she had already been preparing herself for bad news. In fact, she told us 
that she and her husband had already discussed what they would do if they were 
presented with a dire prognosis. They both had already agreed to withdraw life supports 
on the condition that they be allowed to hold their child. There was not a dry eye in the 
room. 
 
I was not there when they withdrew support the next day, but I was told that baby S had a 
peaceful and dignified death in his parent’s arms. When it was all over Mrs. S turned to 
my colleague and said, “please do me a favor. You must tell Diana thank you. She’ll 
know why.” 
 
All couples who have children expect a lifetime of sharing, caring and being with their 
children. No one can predict, however, how long that lifetime will be. For at least one 
mother whose son was in the NICU, I helped her to be a mother to that son for his too 
brief lifetime. 

 
 


