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In the critical care environment, what begins as cure-oriented and life-

extending treatment may become unsuccessful in overcoming the patient’s

increasingly complex pathophysiology. A case from the neonatal intensive

care unit is presented and used to elaborate upon care transitions toward

palliative and supportive care that can be rendered in the hospital, at home

or in a hospice facility. Successful transitions may rest upon anticipatory

guidance by the primary physician and team, or a consultant, to facilitate

and enable parents and team members alike in addressing the hard realities

that cure, or even successful ICU discharge, is unlikely. A simple

mechanism of addressing and accommodating a family’s wishes is provided.
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Introduction

In the modern children’s specialty hospital, a number of patients
are being treated for complex and often chronic conditions of
childhood for which all that medicine has to offer may prove
inadequate to effect a cure. In many instances, what begins as
entirely well intended and appropriately applied cure-oriented and
life-prolonging treatment becomes unsuccessful in meeting and
overcoming the patient’s increasingly complex pathophysiology.
Within the Neonatal Intensive Care Unit (NICU), this is often
experienced in the context of treating the most immature and
extremely low birth weight infants, or those with complex
congenital anomalies. In these circumstances, care transitions may
take place toward palliative and supportive care in the hospital, at
home or in a hospice facility. Successful transitions may rest upon
the provision of anticipatory guidance by the primary attending
physician, or a consultant, for the parents and other team members
as a disease becomes more complex, and the prognosis for cure or
even successful ICU or hospital discharge becomes increasingly
unlikely. The following case is presented to highlight some of the

nuances addressed that ultimately allowed the transition in care,
and even the child’s death, to be regarded as a success.

Case

Aubrey was born at 37 weeks’ gestation after a pregnancy
complicated by a prenatal diagnosis of a giant omphalocele and a
ventriculoseptal defect. He lived for 158 days, as his mother states
‘in the confines of the NICU.’ Throughout his gestation and
postnatal life in the NICU, Aubrey’s professional and family
caregivers learned together about him, his condition and those
things that they could bring to bear to optimize his care and his
hoped-for survival. Aubrey received assisted ventilation, antibiotics,
i.v. nutrition, and careful medical and surgical management of his
condition. He had surgery for a pulmonary artery band to be placed
to reduce the overcirculation associated with his ventriculoseptal
defect. Interval efforts at enteral tube feeding were occasionally
successful, and he actually breastfed once. Antibiotics were
prescribed for occasional bouts of infection. Ultimately, he received
a tracheostomy. Day in and day out, Aubrey’s family participated in
NICU rounds, contributed regularly to decision-making, and was
kept up-to-date and emotionally supported by an interdisciplinary
team. (Figure 1).

In the last 2 weeks of his life, Aubrey underwent a cardiac
catheterization procedure that revealed fixed pulmonary arterial
hypertension meaning that he would not be able to have his
abdominal wall completely repaired or come off the ventilator.
During the care conference in which this reality was shared with
the family, information was compassionately conveyed and
parental questions were answered, with contributions by his
surgeon, cardiologist, neonatologist, nurses, respiratory therapists,
social worker and clergy. After a seemingly long pause, the
question was asked of his mother, ‘Since we know that Aubrey
cannot survive without assisted ventilationFor life
supportFand will not be able to grow up and become the little
boy we all hoped forFwhat would you like to do with Aubrey
in the days to come to help create the memories that will last a
lifetime for you?’

Without much time for consideration, Aubrey’s mother said, ‘I
have three wishes for Aubrey that I would like to see come true.’Received 11 August 2011; accepted 21 October 2011; published online 17 November 2011
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These wishes were crystal clear and, it seemed, had been present
long before the question was posed. Perhaps the wishes were
engendered by past discussions that had addressed the possibility
that Aubrey might not survive even this long, given the high
morbidity and mortality associated with giant omphaloceles.1 The
wishes may have been hoped for during the past 5 months as
efforts to provide family-centered care for Aubrey, and his family
played out with variable success during any given week. There were
always challenges, decisions and compromises as caregivers
learned together with each passing day. Nonetheless, the mother’s
three wishes came readily with clarity and conviction; a fourth
gained shape with the help of a staunch patient care assistant who
advocated for Aubrey and the family.

Wish one: family and friends at the bedside

‘I’d like to have more than three visitors in his room at one time.
Can we do that?’ Extended family resided both locally in Nashville,
but also 200 miles awayFwhere Aubrey’s parents lived.
Throughout Aubrey’s hospitalization, his mother lived at a nearby
corporate apartment <2 miles away, whereas his father regularly
drove the long trek back and forth to home and work. Aubrey’s
8-year-old big brother was able to make occasional trips to the
hospital and tried to cope from a distance. ‘Sure, we can bend the
rules and allow for greater numbers of family and friends to

visit. In fact, we can relocate Aubrey into a larger private room
that can accommodate more people in our step-down unit.’ This
latter relocation took only a few days to arrange, in the mean time
the NICU staff and leadership welcomed more than three visitors
and readied his current room for wish number two.

Wish two: lying in bed together

Aubrey’s mother’s emotions began to surface and her eyes began to
get misty. ‘Aubrey is five months old, and I’ve never been able to
hold him to my chest and lie in bed with him. I know he’s in the
NICU, but can we get a bed large enough for me to lie down
with him?’ This caught the staff by surprise; nobody had ever asked
about such a thing. One of the nurses noted that it was not so
different from a baby being in a labor-delivery- recovery-
postpartum room, or facilitating ‘rooming-in’ for older children in
rooms with adult beds. Aubrey was on the ventilator by a
tracheostomyFthe respiratory care therapists thought briefly and
replied, ‘No problem, we’ll be careful and support that.’ Will the
bed fit in his current room? Let’s look and seeFit measured fine
in our recently built private room NICU. The team took up the
challenge and within 24 h, mother and child lay together first in
the acute care private room NICU setting, and then in the step-
down NICU for the last 2 weeks of Aubrey’s life. (Figure 2).

Wish three: journey outside for sunshine and breeze

Tearfully and with a thoughtful pause, Aubrey’s mother offered her
third wish. ‘Our son is five months old and has never been
outside. Before he dies, I want him to have the sun shine on him,
and for him to feel the breeze in his hair and on his cheeks.’ It
would be misleading to say that anyone was prepared for such a
request. Aubrey was indeed young, and weighed only six kilograms.
He was ventilator-dependent and had a nasogastric feeding tube for

Figure 1 Aubrey Brown, age 5 months.

Figure 2 Aubrey and his mother.
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nutrition and antibiotics. Aubrey would need to be transported in
an elevator up two floors with oxygen tanks to reach a patio that
had in fact been outfitted with electrical outlets but not gasFand
had never before been used in this capacity. Nobody wanted to be
the one to say ‘no,’ or even ‘I don’t know if we can do that.’
Instead, everyone began to consider, calculate and otherwise
come up with a plan for Aubrey and his family to be able to
make this journey outside. Within the following hours it was
confirmed that such a journey could be accomplished after
a trial run with a ventilator and monitors was performed.
That very evening, Aubrey’s parents took him outside for a
couple of hours.

Wish four: commemorative photography

This opportunity was suggested from some of the staffF‘We can
arrange for some nice photographyFwould you like this done?’
and only became a ‘wish, come true’ upon the urging of a patient
services representative who had been involved in some other NICU
palliative care activities. It was originally an idea that seemed
foreign to Aubrey’s mother. But when the potential value of such
photography was expounded upon and the logistics arranged, it
became a realityFone that Aubrey’s mother and father cherish to
this day.

Of course Aubrey’s mother and the staff had been through
hundreds of photos on her digital camera over the past 5 months.
But the timing, setting and nature of the planned photography
were different. ‘Why don’t you look at when this might be good
for you and your family, and we will make it happen.’ Readers
may be familiar with the generous program of affiliated
photographers who volunteer their timeFNow I Lay Me Down To
SleepFas one such resource that provides beautiful portrait
photography under the most difficult of circumstances.2

As time passed, Aubrey’s family ultimately was called in one
night when he wasn’t doing too well. In the last full day of
Aubrey’s life they originally took him outside in the early morning
to watch the sun rise, expecting the end to come soon. However,
Aubrey allowed them some additional time and what unfolded
became a ‘celebration of life’ in which his parents invited all
caregiversFanyone in the hospitalFwho had ever cared for
their little boy to join them outside for coffee, bagels and time with
Aubrey. It was a warm spring day, with sunshine, a slight breeze
and some occasional clouds. Family, friends and staff took turns
sitting with Aubrey, holding him on a swinging love seat, posing
for photographs and enjoying time together. The celebration
unfolded over 4 hours, with stories, reminiscence and conversation.
As the family considered all that had transpired, and looked at an
increasingly overcast sky, Aubrey was moved back inside to his
large step-down private ICU room. The family received extended
family for the remainder of that day and night and early the next
morning, Aubrey’s mother and father took him back outside. He

was removed from life support as they rocked him, held him and
kissed him goodbye. Aubrey died peacefully in his family’s arms.

The ‘success’ of family–staff partnership

How does one measure the ‘success’ of such family–staff
partnership? One measure of success about such supportive
interventions must surely be the experience shared by Aubrey’s
mother, and echoed by his father.

‘The one thing I can say is that even though I left without my son,
my experience with the hospital and their staff is something that I
will always treasure. In the midst of a horrible tragedy, his end-of-
life care was done right. We were included in all decisions, treated
with respect, considered part of the team and retained a sense of
control in a very out-of-control situation. Extraordinary measures
were taken for us to have the ending we desperately needed. The
end of our son’s life was amazing and beautiful, all due to the
diligence of a team that was willing to think outside of the box. We
were allowed to take Aubrey outside, removed from the sights and
sounds of the NICU, to peacefully and lovingly say goodbye to him.
The hospital is a place that holds tremendous memories for us, but
in the end, that was his home. The staff was his family. They will
forever remain in our hearts as having provided exemplary care for
our amazing little boy.’

‘We were absolutely convinced that the downward spiral Aubrey was
experiencing with breathing, heart issues, infections and emergency
services was moving, with each episode, to an inevitable conclusion
and we just wanted the end to come with dignity, and by God’s
grace and the help of many wonderful staff, it ended with our
wishes being granted at every turn’.

Other indices of partnership might include the fact that after 1 year
had passed, these fine people shared their story at a continuing
education conference with health care professionals learning about
palliative care. Since that time, they have been involved in
numerous teaching and sharing formats with other parents and
health care professionals, and contributed to local advocacy
measures on a family advisory council.

Lessons learned

Admirable strides have been made at anticipating parents’ priorities
and needs, and understanding what matters most to families at the
close of their child’s life in the intensive care unit. Most families
value clinical excellence, the child’s comfort, honest and complete
information, access to care providers, care coordination, emotional
engagement of staff members, recognition and support of the
parent–child relationship, and opportunities to participate in
decision making.3–9 Yet, for any given family, we still need to ask
so that we can customize our supportive interventions and make
happen what matters most to the family before us.10–13 For staff
members, it is useful to know in general what matters to families,
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yet we can never presume to know what any given family needs or
wishes. That would be to cruelly minimize the patient and family’s
uniqueness, and to rob them of the power and complexity of their
own experience.

Aubrey’s story reminds us of the vital importance of simply
asking the family what is important to them, and listening. Amidst
the upheaval and challenges of the NICU where many hopes can
unfortunately not be realized, Aubrey’s story serves as a beacon that
meaningful, memorable gestures can still take root and flourish.
Together with the family, engaged staff members can discover and
make happen those things that are within the realm of possibility.
Although bittersweet, it can be such a relief when staff members
ask of parents, ‘What would you like to do to make these days
special?’ ‘How can we be helpful?’ and ‘What matters most to
you now?’ Being asked such questions can affirm parents and
invite them to open up. Staff members, too, can be moved and
transformed with the shift towards close of life. Such questions
naturally expand the usual scope of NICU conversation beyond
mere information exchange and focus on technology to mutual
reflection, partnership and relational aspects of care. With end-of-
life wishes to fulfill and memories to make, families and staff can
be uplifted and united in their efforts in a curiously energizing and
different way.

When asked, Aubrey’s mother’s wishes came readily with love
and surety.14 It is likely that her wishes were cultivated over time,
yet remained secret, unspoken and unfulfilled. To request such
wishes may have been tantamount to acknowledging that the end
of Aubrey’s life was near. Perhaps it is too much to expect parents
to initiate such conversation, although some do. We learn that
although Aubrey’s mother’s wishes were just below the surface, the
attentiveness and inquiry of the staff seemed a necessary catalyst to
set things in motion. Crossing over the threshold to end-of-life care
can be delicate and uncertain terrain for parents, and the comfort
of staff members familiar with the guideposts can be reassuring.

The wishes for Aubrey were simple, heartfelt and imminently
doable. Sometimes staff members can hesitate or worry that they
may not be able to deliver on a patient or family’s wishes, but most
often these fears are unfounded. To the extent possible, staff
members are encouraged to try pushing past these fears and
inadequacies to begin the conversation with families. Help to lead
the way for families who may be waiting for staff members to
signal that the close of life is drawing near. Some families
intuitively understand this, but others may not and can benefit
from the anticipatory guidance of trusted staff. Offer the family a
platform for sharing their ideas, emotions, needs and vision. Listen
carefully and, if asked, perhaps offer some well-timed counsel,
direction and moral support. Staff members’ willingness to help
shoulder some of the moral burden of the situation and familiarity
with the details and process of end-of-life care can be enormously
reassuring to some parents.15 Remember that the goal is not to be
perfect during such exchanges, but to be present. Staff members’

genuine presence, ability to listen and efforts to make last wishes
come to fruition will be valued and long remembered.

As a whole, the wishes for Aubrey enabled the family to celebrate
and share their little boy, and to introduce him to a bit of the
sweetness of life. With the uphill battle that Aubrey had fought
throughout his young life, it could be argued that he and his
parents deserved these wishes. Visitation policies notwithstanding,
accommodating the rules for the ‘sake of the family’ is simply the
right thing to do. Rolling in a big bed to fulfill a mother’s final
wish to lie with her son seems so pure and tender; it would be a
shame to miss such an opportunity. Similarly, commemorative
photography is well within reach, provides a dignified means to
preserve a child’s countenance, and holds the promise of
immortalizing a moment in time.

And what of helping to assure the timeless gifts of sunshine and
breeze to a baby and his family, for the first and only time?
Aubrey’s story teaches us that a change from the intensity
of the NICU setting, in place and scenery can work wonders, if even
for a bit of time. An overlooked patio became the venue for
Aubrey and his family to celebrate his life and make memories in
the company of those who cared for him and loved him. A garden
spot, a shady tree or even a sunny hospital window alcove can
access the healing and emotional sustenance of nature.
Sharing a simple meal together further united people and
encouraged them to linger to share stories, reflections, laughter
and maybe some tears.

From Aubrey’s story, we learn that fulfilling wishes at the close
of life is deeply meaningful to families but also profoundly moving
and gratifying for staff members. The staff was inspired and
creative in their efforts to fulfill the wishes; one can easily imagine
the smile on their faces and the satisfaction of a job well done. In
the NICU where so many things are not possible, it is uplifting to
families and staff alike to transcend the ordinary and to bring to
life those wishes that matter so deeply and sustain us all.
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