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From hospita

to home

A team approach to care for
children with special needs

By Judy Giel, RRT, CRTT
P here is no day more special than
{ the dav a child comes home from
AL the hospital. That day is even
more important when the child has
spent months, perhaps even vears, in
the hospital. For the parent or carcgiver,
bringing home a child who relics on
technology and therapy for survival is
much easier when there is a team
approach to taking care of the child.
Such an approach involves the hospital,
the home care provider, and the family
caregivers. In recent years, advances in
medical technology have made it possi-
ble for more and more children o be
cared for at home ratcher than in hospi-
tals. At the same time, because of the
high cost of inpadent hospiral care, the
home care indusery has seen an increase
in technology-dependent patients being
discharged to the home environment.

In addirion, borh families and med-
ical professionals often feel thar chil-
dren who require life-susmining equip-
ment and services will do bemer ar
home than in a hospital. The American
Academy of Pediatrics” Commitree on
Children with Disabiliries has stared
that home care for technology-depen-

dene children “mav offer the advantages
of supportng the childs growth and
development in a more nurturing family
cnvironment without compromising
comprehensive healeh care deliverad in
a cosr-gffective manner.”

Wich all of this support for gerring
children home, ir is more imporgan
than ever to coordinare care for chil-
dren who are discharged 1o the home
with supportive technology, whether it
involves feeding mibes, catheters,
mechanical ventilarors, monitors, or
other devices, Some conditions may
require the wse of rather simple technol-
ogy for only a shorr time, while others
require lifelong support on more than
one complex dewice,

Helping technology-dependent chil-
dren—and their familist—mmake the
rransition from hospital to home pre-
sents coordination, commumcation, and
education challenges, Providing the nec-
essary toals and education o coordi-
nate the care for the rechnology-depen-
dent child, as well as access o a team

of professionals to help
answer gquestions, helps
redduce families” and med-
ival professionals” frusera-
tion and anxiety and,
st importantly, con-
tributes to positive oat-
comes for the chald.
5. Paul-based Pediarric
Home Service (FHS) has devel-
oped such an approach over the
past 17 vears in greser Minnesora,
The pediarric health-care community,
payers, schools, and families have part-
nered with the PHS stall of respiratory
therapists, nurses, pharmacises, dieti-
rians, social workers, and educators to
create individualized plans of care for
thousands of children with special needs,
The move home from the hospital
requires a coordinated effort by physi-
cians, home care providers, and che
family. The physician must be consuled
regarding necessary changes to che
child’s care plan and must receive reli-
able and omely information o ensure
the child has access to urgent treatment.
The home care providers need o be
trained effectively and demonserace the
proper skills to care for the medically
dependent child. The family relies heav-
ily on both the physician and the home
care providers, In addition to advocat-
ing for the health of cheir child, the
family caregivers also manage the
child’s care. PHS works with other
healdh care professionals, payers, and
family caregivers oo ensure that the
care team effort is well coordinared.

Beginnings

In the early 1990s, Logan, a ventilator-
dependent child, could have faced
ErOwWIng up in an institution rather than
in his home. For his family, physician,
and hospital clinicians, such a future for
Logan was unthinkable. The hospital
team contacted FHS to help coordinace
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with the physician, hospital staff, home-
care nursing agency, and family o bring
Logan home,

Bringing Logan home required
more than exceptional health care,
Many obstacles had ro be overcome
before he could be discharged. FHS
focused on Logan's individual needs by
working closely with the hospital care
team to develop a plan of care,

Because of the highly specialized
midical life-support equipment and
technology required, the plan of care
was designed to cover customired,
hands=on training for the home-care
nurses and family caregivers, A simulat-
ed home care set-up was created in the
hospital so that caregivers could learn
and practice while under the supervi-
sion of the pediatric pulmonologise,
critical care norses, and respiratory
therapists. Key elements of the plan
of care include ensuring the ability 1o
respond immediately to an emergency
and providing rechnical support, cus-
tormized written educational marerials,
amd 24-howr on-call clinicians,

While clinical professionals pre-
pared the “medical home” environment,
emplovees at the Minnesora Depart-
ment of Health and the Deparmmenr of
Human Services worked with the feder-
al government on payment and services.
They helped obrain a waiver that
allowed adequate payment for in-home
nursing, medical equipmene, supplics,
and services thar were paid for in the
hoapital serring bur not o the exoene
required in this home-based model.

In the end, the wam effort was a
success, Logan lived with his family and
progressed to living in 3 group home.
He will always be ventilaror-dependent
becavse of his newromuscular tragma,
kst he has participated in communiny
life ax moemally as is possible with his
disahiliry,

Key components of care
The relationships built in this model
of Bmily-centered home care are the
foundation for taking care of children
with special medical needs. This type
of care requires a dedicared ream rhar
embraces the valee of thinking abour the
possibilities in caring for these unique
children, rather than dwelling on the dif-
ficulries, In addition o this “care from
the heart,” the following factors arc
gasential for successful ourcomes.

Safetv. A care plan focosed on safe
medical care provides the framewaork

for achieving positive outcomes. The
team approach o developing a coordi-
nated care plan begins with the family
and involves the hospiral and health
care providers, payers, and family mem-
bers, as wiell as the patient. The plan
incorporates needed services, such as
pediarric and neonatal respiratory care,
infusion therapy with on-staff registered
nurses and pharmacises, medical equip-
ment and supplics, notrition care pro-
vided by dicrtians, and asthma manage-
ment supervised by respiratory care
practtioners,

Planning for care beging when a
PHS clinician reviews the child’s med-
ical hisrory and current seatus and
assesses the needs of the child and che
Family during a hospiral visit, Once the
equipment, supply, and service require-
ments have been identified, FHS clini-
cians visit the home ro assess the envi-
ronment and ensure safe operation of
medical equipment; safe storage of med-
icatons, supplics, and formula; and
emergency back-up plans for extended
power Failures, severe weather, and
porential commumnity catastrophes. This
informarion is given to the treatng
physician. When the safery 1ssues have
been addressed and resolved o the
physician satisfacnon, discharge plan-
ning can proceed.

Comfort, While assessing the home
for safery concerns, PHS climicians also
cvaluate how to make the child mose
comfortable at home. A natural instinct
is to sct up the child in his or her bed-
room. While this may sound logical, it's
not always the most practcal solution,
Becanse the goal is to fully mtegrate the
child into famaly life, its often best to
sct up the child in the family room or
“zlose to the acton,” especially if
mohility is an issue,

Primary care. Assigning a FHS pri-
meary care clinkcian (c.g., a respiratory
therapist, nuorse, dietivian, or social
worker) to each childs case facilitates
communication, coordinaton and con-
rimuiry of care, and advocacy for the
child. The clinicians work closely with
the family, carning their truse and condi-
dence as 2 consistent and reliable mem-
ber of the care team. Physicians work in
randem with the clinicians.

Insurcrs” care managers have acoess
o the medical rarionale and individoal
roquircments to authorize payment for
care outside the hospital serming, In addi-
tion, they have access oo PHS reimburse-
ment specialists to consulr regarding

payment issucs and 3 knowledgeable
clinician to consult on medical issues.

Education and traiming. As soon as
the home carcgivers are identified, FHS
provides clinical education and hamds-
on traiming on sophistcated medical
equipment, supplies, medications, and
delivery devices. Educational marerials
arc written for the family and other
caregivers based on clinicians” first-hand
expericnce, matching the appropriate
technology to the prescribed plan.
Emergency response procedures and
equipment troubleshooting are prac-
ticed in controlled setmings before the
child i discharged from the hospital.

Technological support. PHS
employees are rained to evaluane
sophisticared medical equipment perfor-
mance on 3 regular basis. Those
involved in caring for special needs chil-
dren have immediare, around-the-clock
access to employees who can answer
questions and address concerns abour
the technology.

Electronic medical records (EMEs).
EMRs enable physicians o access
privacy-protected patient information.
Because caregivers provide patient-
specific details only once, they don't
have o repeat them to each care team
member, The physician has easy access
o this up=to-date information in the
PHS database,

Social sevvices. As part of the
coordinated care plan, PHS social
wiorkers connect families with com-
munity resonrces and help fmilies
MANAEE CTISEs,

Spedal needs, special teams

Caring for children with special ancd
often complex medical neads requires
rreatmient plans specifically designed for
them. The child’s family serves as the
best advocare for health care necessary
to achieve positivee outcomes. FHS res-
piratory therapists, nurses, pharmacisis,
dietitians, social workers, and educa-
tors work with the family, physicians,
and other caregivers to plan the needed
care and acguire the necessary equip-
ment. Fositive outcomes for these chil-
dren are the resule of meoculous plan-
ning. coordinanon, communicanon,
and education—and care thar comes
from the heart.

Judy Giel, RRT, CRTT, i senior pice
president of climical sendces at Pediatric
Home Service. O
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