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There are many causes of medical com-
plexity and technology dependence in
children. Traumatic brain injuries are the
leading cause of pediatric morbidity,
although prematurity, genetic diseases,
and other health issues may contribute
to the need for assistive health tech-
nologies (Agostiniani et al., 2014; Erlick
etal,, 2021). Over the last two decades,
advancements in clinical care and
treatments have significantly reduced
the mortality of children with complex
illnesses, also contributing to an increase
in the need for health technologies such
as ventilators and feeding pumps (Agos-
tiniani et al,, 2014; Cohen et al., 2018).
This has changed the landscape of care
at home (Acorda et al,, 2022).

While there are still more nurses and
healthcare professionals who can learn
about the experiences of families who
have a child with medical technology
dependence, we do know that they ex-
perience significant challenges (Nakara-
da-Kordic et al., 2017; Page et al., 2020).
The daily family experience changes
after a child receives a tracheostomy.
After tracheostomy, families must mon-
itor, assess, and interpret their child’s
health responses, make clinical decisions,
and provide physical and emotional
care. Acorda et al. (2022) highlighted
the challenges parents encounter, spe-
cifically around discharge. During the
transition process parents reported
high levels of fear, stress, and signifi-
cantly lower quality of life compared to
parents of healthy children (Acorda et
al,, 2022; Nakarada-Kordic et al., 2017).
Additional research has demonstrated
opportunities to reduce the burden on
families through education, planning,

and supportive care (Acorda et al., 2022;
Akangire et al., 2020; Fernandes et al.,
2023; Nakarada-Kordic et al., 2017; Vo
et al,, 2023). A significant amount of
information and skills must be taught
to the family members at such an emo-
tional period in the family’s life. Nurses
are uniquely positioned to help families
grow in competence and confidence as
they teach them the skills necessary to
go home safely.

This article will highlight an innova-
tive program implemented at Nemours
Children’s Hospital in Delaware to
support the challenging transition for
parents with a medically complex child
needing a tracheostomy.

The process of preparing parents to
manage a child’s tracheostomy outside
the hospital typically takes six to eight
weeks to complete. One of the most
frequently encountered delays during
this time is establishing nursing care in
the home, and this process is therefore
initiated early. Table 1 outlines data sur-
rounding the volume, length of stay, and
potential discharge delays associated
with new tracheostomies placed over
the last five years (2019-2023).

At Nemours, each family is assigned
a primary care team which includes
doctors, social workers, nurses, and a
primary respiratory therapist (RT). This
team will lead and support the patient
and caregivers throughout their training
to provide continuity of care. Each family
is provided with a training manual and
training tracking binder. The primary
team rounds daily with the family to dis-
cuss the child’s medical care and meets
monthly (more frequently if needed) to

provide a more in-depth conversational
environment for the family to ask ques-
tions, voice concerns, and discuss their
child’s progress toward discharge.

Two adult caregivers must complete
training for a ventilator-assisted child.
Having two trained caregivers allows on-
going safety and flexibility in the care of
the child at home. The training consists
of two major components: tracheos-
tomy care and respiratory equipment
education. Nurses provide daily trache-
ostomy education and support, while
the primary RT provides education on
respiratory equipment. Nurses and RTs
work together to ensure all aspects of
care are covered, and parent’s questions
are addressed. Families are provided for-
mal opportunities to receive education
2-3 times a week and are encouraged
to practice their new skills whenever
they are at the bedside. As training pro-
gresses, the care team works to ensure
the caregivers demonstrate competency
in the essential care of their child’s air-
way and technology. Specifically, the
care team ensures caregivers can safely
suction their child’s airway, change the
tracheostomy tube, and perform cardio-
pulmonary resuscitation (CPR). These
learned skills include assessment of the
child’s respiratory status and training
caregivers to respond to their child’s
respiratory needs appropriately. Once
all training is complete, caregivers must
successfully complete Supervised Family
Care (SFC). The SFCis a 24-hour period
when the two caregivers assume full care
for their child in the hospital room. The
SFC provides the opportunity for parents
to take full care of their child within the
safety of the hospital. Finally, upon dis-
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Table 1. Nemours 5-year Data on New Tracheostomies

Year New Trachs Placed Average LOS (days) Delayed Discharge Reason for Delay

2019 35 138 29 Home nursing (13), waiting for bed at facility (14), medical (1), family barrier (1)
2020 31 137 28 Home nursing (18), waiting for bed at facility (7), medical (3)

2021 33 136 21 Home nursing (14), waiting for bed at facility (6), medical (1)

2022 22 143 8 Home nursing (5), waiting for bed at facility (2), medical (1)

2023 25 128 8 Home nursing (4), medical (4)

charge, home care nursing is organized
through the family’s insurance to reduce
the burden on families in the provision of
24-hour care. Optimal home nursing pro-
vides 24-hour nursing for the first three
weeks, transitioning to 16 hours per day
after that, but this can depend on the in-
surance coverage of each family.
Research has shown that it is impera-
tive that nurses listen to caregiver’s input
and concerns with regard to their child’s

care during this time (Acorda et al., 2022).
Families gain strength when nurses rec-
ognize, acknowledge, and appreciate
that their lives will never go back to the
way it was before (Acorda et al., 2022; Na-
karada-Kordic et al., 2017; Rennick et al.,
2019). As caregivers adjust to a’new nor-
mal, nurses need to understand parents’
emotional state and guide their teaching
accordingly. This does not mean going
slowly but guiding the parents with pa-

tience and instilling confidence. Working
as a team and providing complimentary
and consistent teaching are instrumen-
tal in preparing the patient and family
to transition from the hospital to their
home. B
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