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When Congress passed the Om-
nibus Reconciliation Act of 1989
(OBRA ‘89),  many state Medicaid pro-
grams faced challenges to implement
expanded home care services for chil-
dren. For example, in Florida, chil-
dren on Medicaid could now receive
24-hour in-home private duty care
funded indefinitely, as long as it was
medically  necessary. Officials devel-
oped policy and employed specialists
to authorize funding for these services.
After some background information.
this paper reviews some of the infor-
mation that Florida specialists evalu-
ate to authorize funding in-home nurs-
ing and aide care.

Care is to be distinguished  from
visits. The latter is when the agency
nurse sees the patient at home, delivers prescribed services, and
then leaves. Care, for Medicaid funding purposes is when the
nurse delivers prescribed services for four or more consecutive
hours. It is funded only for children under 2 1 years of age. Care,
like everything Florida Medicaid funds, must be medically neces-
sary.

Medically necessary services are explained in the Florida
Medicaid Home Health Services: Coverage and Limitations Hand-
book. Cogent highlights are that: a) care be individualized, spe-
cific, and consistent with the illness; b) care not be primarily in-
tended for the convenience of the recipient, the recipient’s care-
taker, or the provider; and, c) the fact that a physician has prc-
scribed care does not make it medically necessary or a Medicaid
covered service. Disagreement and confusion over the meaning
of medical necessity is well-documented.’ Florida’s definition is
one of many. Nevertheless, it is the best we have and it serves as
the standard against which funding for pediatric in-home private
duty care is or is not justified.

Children typically served by this program include infants with
multiple congenital anomalies, genetic defect diagnoses. and pre-
maturity Toddlers suffering long term sequela from an acute in-
fection or near drowning are another group. Other candidates arc
those with severe developmental delay, failure to thrive, muscular
dystrophy, and adolescent accident victims with head or spinal
cord injuries. Decades ago, many children with comparable con-
ditions would have expired or, if they survived, would have been
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institutionalized. Today,
many are going home but
remain in need of care.

Home health services
have been praised as clini-
cally effective and much less
costly than the same services
provided in an institution,
usually a hospital. However,
these accolades and home
health research have prima-
rily concerned services deliv-
ered during intermittent vis-
its and not hours of care. We
simply do not know the long-
term outcomes of 8, 12, or
24 hours of in-home nursing
care delivered for years. We

do know that it is expensive.
Rounded to the nearest dollar, Medicaid pays agencies $10,

$23, and $29 for each hour of aide, LPN, or RN in-home care.
Just a few days of 24-hour care will exceed the Medicaid pediatric
skilled nursing facility payment for an entire month! Within the
author’s jurisdiction, one medically complex child has been rc-
ceiving 16 hours of nursing care seven days a week for more than
six years ($2,576.00  per week at the LPN rate). In FY 1992-93,
Florida Medicaid paid approximately $16 million for in-home
pediatric nursing care: by FY 1995-96, this figure was more than
$42 million. These figures exclude aide care and nursing visit
costs.

Given the changes occurring in both the health and welfare
systems, we can assulne that Medicaid policy will change. We do
not know if in-home care services for children will continue to be
funded without any dollar or duration limits. Given the increas-
ing number of clients with care needs and the increasing costs to
deliver this care, it behooves prescribers, agencies, individual
employees, and families to justify the in-home private duty care
they believe is necessary.

Agencies are expected to contact the Medicaid funding autho-
rizer before starting care and every 62 days thereafter. Informa-
tion evaluated to justify flmding initial and on-going care is typi-
cally obtained by telephone, perusal of the prescription, care plan,
daily nursing notes, and occasionally a home visit. Following are
some suggestions to improve the justification for funding pediat-
ric in-home care and therefore, avoid the external auditors.

The Prescription: There is no substitute for a physician-signed-
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and dated prescription. At a glance, the funding authorizer can
determine if the physician or someone else wrote the level of care
and specified the hours and duration. Some agencies provide
prescription pads that specify care by that agency. This approach
may serve to guide (intimidate?) the family to use that agency.
Families, not physicians or agencies, select the Medicaid certified
agency of choice. Agency prescription pads also substitute the
agency address and telephone number for the physician?. When
the authorizer questions the medical need, she calls the prescrib-
ing physician.

Plan of Care
The Plan of Care: The care plan is typically written on the ubiq-

uitous HCFA 48.5 form. Authorizers like its standard format and
provision for most information on one page. Changes and consis-
tencies over recertification periods can be compared easily. Policy
requires submission of a new plan every 62 days. Because it is a
plan, it indirectly reflects the changing condition of the child. The
clinical condition and any new measures that continue to justify
funding care should be incorporated on this form or attached to it.
This information should be accurate, current, and specific. Care
plan requirements are detailed in the Florida Handbook referred to
previously.

A typical prescription might be for eight to 10 hours of skilled
nursing, seven days a week, for an indefinite duration. The agency
nurse will telephone the Medicaid authorizer with information
about the new client. The agency nurse invariably reviews the
medical diagnoses, surgeries, medications, and treatments. After
listening to the nurse’s sometimes medically complex descrip-
tion, questions often arise in the authorizer’s mind. Why do the
procedures require the prescribed hours of care? Could skilled
nursing visits accomplish the same objectives? Is sufficient infor-
mation provided to justify funding what the doctor ordered? How
much of this care is skilled nursing vs. normal childcare?

When confronted with questions like these, some become de-
fensive. Therefore, the authorizer usually asks “low tech” ques-
tions. How much does this child weigh? Can you please summa-
rize his functional ability as reflected in the activities of daily
living (ADLs)? Weight and ADL information are frequently ab-
sent or inadequately documented on the plan.

Weight loss or weight in conjunction with functional limita-
tions is sometimes given as a reason to initiate care or to increase
the hours. Yet, many agency nurses do not report the current
weight. Some reasons for this frequent oversight may be that
weight is not on the 485 form and hospital discharge policies are
often silent about the need for a discharge weight. The impor-
tance of current and precise weight in the medical management
of many conditions and as an indicator of growth and develop-
ment is well-recognized.2 Technical difficulty of obtaining accu-
rate weight measures is recognized.3  However, if weight is a rea-
son for care, then indicate the current weight on each recertifica-
tion request. Invest in that pediatric scale or communicate with
the physician and write the office visit weight on the plan.

What could be more important than activities of daily living
(ADLs) for children needing hours of nursing care for years? There
is considerable agreement on what ADLs include but less consen-

2 Bradshaw, W., & Lee,A.  (1995). Weighing two weight studies:
Applications for clinical practice. Neonatal Network, 14 (5) 4 I.

3 Hamson,  M. (1991). Weighty concerns. Nursing Times, 87 (42),  40-42.
6 Haley, S.M., Caster, W.J., & Binda-Sunberg,  K. (1994). Measuring physical
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sus on what instruments best measure them4 5 After consulting
the occupational therapy literature, this authorizer consistently
asks about dressing, bathing, and grooming; ambulation includ-
ing transfers; toileting and continence; eating and feeding; and
sleeping. Remember this by the acronym DATES.

Deficiencies in function and ADLs are often used to justify
care rather than visits. An ADL assessment in the hospital may
not accurately reflect abilities at home.6 This is not to suggest an
in-home therapy evaluation or that the nurse uses a specific in-
strument to evaluate ADLs when the prescription is for nursing.
The agency nurse should be prepared to explain age-appropriate
deficiencies. If some of the reasons for nursing are “the child is
awake all night” or “the child is a slow feeder” then be prepared
to provide specifics and explain why it justifies funding a nurse.
Explain why it is a health and not behavioral issue.

Orders and Treatments
Orders and treatments are listed in section 2 1 of the HCFA 485

form. The fewer non-nursing or non-personal care tasks listed here
the better. A clean house and reliable transportation may be im-
portant unmet needs in the home of a medically complex child.
However, non-health care chores should be a minor component of
any plan. Avoid statements such as, provide transportation, do
laundry, shopping, or light housekeeping. Florida Medicaid does
not fund these peripheral activities, and they should not be on the
plan. Ask yourself if $10.00 an hour for housekeeping is accept-
able use of tax money earmarked for health care.

Patient and family teaching is frequently mentioned on the
care plan. When one reads the same teaching statement each re-
certification period for a child who has received hours of care for
years, one wonders if any teaching occurred! Of course, it gener-
ally has. Parents occasionally complain about orienting new aides
or nurses! A periodic statement about what the family caregivers
have learned and can do adds credibility to the subsequent care
plans.

Nursing Notes
Daily Nursing Notes: Medicaid authorizers infrequently re-

view daily notes. However, in cases of conflicting reports among
family members, advocates, and health care providers perusal of
the daily notes is valuable. A parent may report increased epi-
sodes of apnea or seizure activity. The care plan may list 12 medi-
cations the child is receiving. The nurse on the case may report
that the physician prescribed a new treatment every four hours.
All of these claims have been offered as reasons to increase or
continue hours of care.

Independently, apnea and seizures do not justify nursing care.
Cause and treatment of these symptoms are logically addressed
by medicine. If in-home nursing is on-going for a child with these
symptoms, verbal reports of increased seizures or apnea should
be verifiable by reviewing the nursing notes. In the case of one

4 Atchison, B., & Steunhauser, M. (Guest Eds.). (1997). Home health care [special
issue]. The American Journal of Occupational Therapy, 5 1 (6).

5 Wolf H., (1997). Assessments of activities of daily living and instrumental activi-
ties of daily living: Their use by community-based health service occupational thera-
pists working in physical disability. British Journal of Occupational Therapy, 60, (8),
359-364.



child with a history of sleep apnea, the hours were to be reduced
because the child was stable and the parent would not consent for
a sleep study. After the “threat” of reduced hours, the parent re-
ported, and the primary nurse charted, increased periods of apnea.
The primary nurse was methodical in charting the duration of the
apnea, but no intervention was ever indicated. The relief nurses
did not record any apnea. After two months of this consistency, as
evident in the daily notes, the primary nurse was reassigned and
the care was safely reduced.

Discharge orders often continue the hospital treatmentifeed-
ing schedule. Transition from hospital to home for a medically
complex child is a challenge. Why change the frequency of any-
thing when the child is finally stable? Months after the discharge,
the care plan may specify the same treatment frequencies. Daily
notes should indicate if the schedule is followed. One obese child
received a feeding most nights after the change of shift. This had
been prescribed years earlier. Perusal of the daily notes revealed
that when the child had medical needs at that time, she did not
get a feeding. This was a case of the night nurse wanting to do
something for the patient. No feeding or treatment should be
provided at home just because the nurse is present. Frequency
should be based upon medical need; where the assessment is on-
going.

As the above examples indicate, the daily notes can provide
evidence of the child’s condition and; sometimes, inconsistencies
among providers. They should reflect measurement of the prob-
lems identified on the care plan. What are the primary reasons
for the care? If for example, one reason is seizure activity, then
the seizures and interventions should be described each day. The
nurse should receive a report from the caregiver on the previous
shift. If this was a parent or school employee, the agency nurse
should briefly chart that person’s report about the seizure activity
during the previous shift. Activities or measures that show an
improved, changed, or deteriorating condition should be tracked
via the daily notes and communicated to the funding authorizer.

Different physicians may prescribe vastly different amounts
of care for the same child with the same needs. This is apparent

Summary
Remember: (1) Medical needjustifies frequency; not family wish,
nurse convenience, or agency goals. (2) The level and amount
of nursing is dictated by medical treatments, physical care needs,
medications, and monitoring requirements.

The justification tips are simple:
HGet a prescription on the physician prescription pad.

IUpdate  the care plan. Do not just change the dates.

q Describe function i.e.., the activities of daily living (DATES).

q include measurable data about the reasons for the care.

lllndicate what you have taught and what the family can do.

IAvoid listing and providing non-health chores.

when families move among areas and change physicians. Differ-
ent families may require different amounts of medical supports
for the same child. This is obvious when children transfer be-
tween foster care and birth parent care. Because of the unknown
outcomes of long-term pediatric care and the multiple interpreta-
tions of medical necessity, different prescribing patterns are likely
to continue. Until research provides more definitive answers,
business and clinical people need to work together to justify care.

Many people with complex medical needs are not on Medic-
aid or are on Medicaid but are over 21 years old and, therefore are
not entitled to and cannot afford hours of in-home aide or nursing
care. Hopefully, funding policies for long term in-home care will
become more equitable. This means that the laws may change.
Under present law and administrative policy, requests for years of
in-home pediatric care as provided by OBRA ‘89 may be more
carefully scrutinized, Justifying public funding for in-home care
is everyone’s business.

Zolika Heath, RN, Ph.D. is a specialist,for  the Florida Agency
fbr Health Care Administration. Opinions expressed in this ar-
ticle are the author k and not the Agency k.
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