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PUTTING ILLNESS IN ITS PLACE:

Multidisciplinary Care in the National Jewish Pediatric Day Program

Leslie Gavin, Ph.D.

When chroniczlly il! children fail stand-
ard outpatient treatment, are there any ther-
apeutic alternatives? National Jewish has
developed an innovative, medical treatment
program over the past several years to meet
the needs of these youngsters with poorly-
controlled asthma and other chronic ill-
nesses. These children are managed in an
intensive day treatment program that simul-
taneously addresses their medical disorder,
psychologic distress, and family situation.

The National Jewish
Day Program employs 2
team approach to
chronic illness ireatment
that involves parents as
well as the pediatric
patient. The program’s
collaborative design
includes psychosocial
evaluation and interven-
tion in concert with medical assessment and
treatment, This approach enables treatment of
the “whole” child in the context of the family.

The Day Program gives families a unique
opportunity that combines time and struc-
ture to focus on understanding and manag-
ing their child’s flness, This program can
achieve improvements in the difficult-to-
control pediatric patient that are often
impossible in the cutpatient setting, while
significantly reducing the cost of care com-
pared to an inpatient stay.

Who participates?

National Jewish’s Day Program is
designed to accommodate children with
a variety of chronic diseases, including
asthma and other pulmonary disorders,
atopic dermatitis, food allergies, bronchopul-
monary dysplasia, systemic lupus erythe-
matosus, juvenile rheumatoid arthritis, vocal
cord dysfunction, failure to thrive, and other
immune and allergic diseases.

Criteria for admission are well defined,
In general, the program is designed for
families with children who have failed
standard, outpatient treatment. Treatment
failure can be due to a variety of factors
including illness severity, noncompliance,
lack of diagnostic clarity, or family prob-
lems that interfere with outpatient manage-
ment. Many patients have zlready received
extensive outpatient workups that have
fafled to identify why their illness was out

T — of control. In many cases,
The National Jewish Day emotional and family stress
Prngra m emphys ateam complicate the issues of med-

ical compliance and daily dis-

approach to chronic ilN€SS .. 2 gement, This is

treatment that invelves

parents as well as the
pediatric patient.

important, as results from
several studies suggest that
unresolved psychosocial
issues may place a child with
a chronic illness at risk of
having an uncontrolled illness that becomes
life-threatening. The psychosocial issues may
be subtle, such as a difficulty by the parents
ot child in accepting the chronic nature of
the disease or school problems that are sec-
ondary to the illness, or obvious such as
conflicts between parents and child on treat-
ment compliance. In some cases there may
be a more seyere psychosocial problem,
such as anxiety, depression, or oppositional
behavior, that can be addressed during the
Day Program evaluation.

Family involvement is central to the Day
Program. Parents usually serve 25 the illness
managers, but the child must learn the skills
he will eventually need to manage the dis-
ease on his own. Leaming how to define
roles and responsibilities for parents and
children is central to good illness manage-
ment. Having a child with a chronic illness is
an enormaus stress for all family members,
Families that function best under these cir-
cumstances are those that have learned how
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maximize their coping and competency skills, and
this is a major task during the family’s stay.

Treatment goals

Throughout the stay, a primary goal is to provide
state of the art medical assessment and treatment of
chronic illness by a team of experts in allergy, pul-
monelogy, and immunology. The program is also
designed to help families assess how the illness has
affected them and to “put the illness in its place” in
order for the child and family to lead a normal life.
Qther goals depend on the age of the child. For
younger children, a primary aim is to have parents
learn how to become optimal “llness managers.”

opportunity to meet other families with similar situ-
ations is therapeutic, and is another positive out-
come from the program. The affected children,
whose lives are often severely limited by their
illness, can meet other children who face the same
difficulties. Many families report that the Day
Program provided their child with the first opportu-
nity to meet and malke friends with other children
who were like themselves, in a setting that
removed the fear of stigma or ridicule,

Program structure

The National Jewish Day Program was initiated in
July, 1995, when we shifted our focus from long-

term inpatient treatment to more economical outpa-
tient models. The Day Program unit is co-directed -
by 2 pediatric allergist and a child psychiatrist. This
unique administrative structure is reflected in patient
care in that an attending pediatric allergist and child
psychiatrist co-manage the care of each patient.
Other members of the treatment and education team
‘include psychosocial professionals, art therapists,
rehabilitation therapists, speech therapists, and a
pediatric dietitian as needed.

s 101 Older children and
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this by a knowledgeable assessment of the develop-
mental level and emotional readiness of each patient
‘who enters the program. [n general, the program
enrolls patients from infancy to 18 years old,
although young adults up to age 20 can be accom-
modated if appropriate.

Another central goal is to provide personalized
education about all aspects of the disease and its
management, and to develop and implement a plan
for managing the illness at home. Education is a cor-
nerstone of otr program. Children and parents must
learn to understand their chronic illness in order to
take control of the iliness instead of allowing it to
take control of them. They must recognize that there
is no magic cure for the child’s disease, but that
there are ways to minimize its impact. The best way
for them to cope is to become knowledgeable about
the disease, and learn how to manage it effectively.

Having 2 disease under control means that the child .

will miss fewer days from school, have fewer emer-
gency room visits, and require less treatment with
corticosteroids, thereby improving quality of life for
the entire family.

Families who come to the day program often feel
isolated in their home community, and believe that
no one else understands their experience. The

the individual needs of the patient and family. A
decision is then made in tandem with the home
physician and family about which National Jewish
program is best suited to the patient’s needs.
Familiés and children who do not seem to need
intensive observation and milieu-based care may
participate in the National Jewish cutpatient clinic.
Patients who are experiencing an exacerbation of
disease on arrival may need treatment in our
overnight facility until their disease stabilizes and
they are ready for a less intensive level of care and
can participate in the evaliation. '

Once at National Jewish, the patient and parents
meet with the medical, nursing, and psychosocial
team members, who conduct simultanecus evalua-
tions during the first day or two after admission. An
initial psychosocial evaluation is completed, fol-
lowed by ongoing individual and family psychother-
apy as needed. Treatment decisions are made in
consultation with all members of the treatment team.
Clinical review meetings are held every few days for
each child in the program, and a larger treatment
team conference occurs weekly to consolidate input
from all of the professionals involved in a child’s
care and to develop recommendations for home care
following discharge.

The child’s partion of the Day Program involves



self-assessment, treatment, and education, Parents
also participate in a variety of educational programs,
both on their own and with their children. Parents
of older children may be asked to leave thelr chil-
dren during a portion of every day. The message we
want to convey is that they can safely step back
from their adolescent and pursue other activities on
their own. For many parents this may be the first
step they have taken in years toward reestablishing
their own lives.

The balance of the program includes group ther-
apy, rehabilitation therapy, and school. Children in
the day program also enroll in an on-site school that
has a regular enrollment of more than 100 children
with chronic illness. Returning to school is impor-
tant, as many of our patients have missed significant
amounts of schooling due to their illness.

A major advantage of the Day Program is that the
staff can observe patients throughout the day for
several days in succession. This enables the staff to
monitor medication effects, techniques of self-care,
adherence to treatment regimens, family interactions,
and child behavior. Our highly trained staff works
intensively with the patient and family to uncover
aspects of the disease sitvation that cannot be dis-
cemed during brief outpatient encounters. Team
members are encouraged to report their observa-
tions and make recommendations to enhance care
by each discipline.

A typical course of treatment in the Day Program
lasts two to three weelks, but each stay is tailored to
the needs of the patient. Children and parents are at
National Jewish from 8§ AM to 5 PM, Monday
througlh Friday and half day on Saturday. During the
evenings and on Sundays, families are on their own,
which zllows us to assess their integration of med-
ical recommendations into their regular routine,
When they return the next morning, the family is
debrefed by the nursing staff, who will immediately
reinforce or teach ways to improve the medical regi-
men. This daily feedback system allows the atténd-
ing physician to adjust medications and lets the
psychosocial clinicians review behavicral problems
that interfere with management.

During the Day Program, contact is maintained
with the referring physician and any family mem-
bers who did not travel to Denver. As the time for
discharge approaches, team members at National
Jewish contact their key counterparts at the
patient’s home, In addition, videotapes are sent
home with the family to help educate family mem-
bers, teachers, and day-care providers. Extension of
the treatment program from National Jewish to the
home setting is crucial for sustained success.

Case Presentation

Tiffany is a thirteen year old girl with
severe asthma and atopic dermatitis. She came to
National Jewish with her mother from a suburb of
New York, where they had been unable to succeed in
managing Tiffany’s lifelang, chranic illness. Tiffany
had missed 30 days of school in the previous year,
and both her family life and her peer friendships had
suffered due to the restrictions placed on her by her
uncontrolled illness. Her mother complained that she
bore the burden of her daughter’s iliness, and that
she was fired of hearing doctors tell her that she
needed to do something about Tiffany not taking her
medication or doing her skin care propetly.

Tiffany was overweight, and her body showed
side effects of chronic steroids. She was angry and
depressed, and her family complained about her fre-
quent temper tantrums about having to take her
medicine or do her skin treatmens. Tiffany’s home
physician and the family shared the same goals for
their stay, including tapering her off chronic steroids,
increasing her activity levels, reengaging her in
school, and addressing her noncompliance and
apparent depression.

At admission, the family met with the treatment
team, and the home physician was contacted. Goals
were agreed on, and both Tiffany and her mather
began the program with clear expectations about
what they were to accomplish. During the first three
days, Tiffany underwent detailed pulmonary testing
and consultation with the dermatology team. She
met frequently with the nursing staff, and her med-
ical compliance and technigue were assessed. It
was defermined that Tiffany's knowledge about her
condition was poor, and her compliance and tech-
nique were also suboptimal. Her mother's knowl-
edge was good, but significant parent-child conflict
was observed when the pair were together, particu-
|arly during medication times. The psychologist
working with the family thought that Tiffany did
show gvidence of deprassion, and family interviews
(including her father by long-distance telephone)
revealed significant anger and frustration in all fam-
ily members.

Aiter the initial evaluation, Tiffany was immersed
in the education and rehabilitation programs for
both asthma and atopic dermatitis. She parficipated
in an intensive hydrotherapy technigue to treat her
atopic dermatitls, and was rewarded with significant
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improvement within four days. She attended
schoal, where an evaluation was done indicating
that although she was very bright, she was not
achieving her full potential in school. [n psychother-
apy, she and her mother discussed the resentment
that had built up aver the years about responsibili-
ties in the family, and Tiffany agreed to take on
more responsibility for her self-cara in return for
privileges. Over the course of the three week stay, a
corticosteroid faper was begun that was to be con-
finued at home, with specific instructions provided
1o the home physician. Follow-up contacts after dis-
charge revealed that Tiffany was doing weli, and had
returned to schoal full time,

Measuring success

We are in the process of collecting and analyzing
data on the autcomes of our program since it began
almost a year ago, and =t this time the conclusions
are preliminary. As of Febrary, 1096, 130 families
have participated. Our data suggest that fzmilies
experience a significant increase in their ratings of
perceived competence in managing the illness over
the course of hospitalization, including the ability to
detect early warning signs of an exacerbation,
knowledge of what to do in 2 crisis, and how to
manage the daily regimen. An increase in perceived
competence is critical, because a family’s ability to
manage their child's illness en a day-to-day basis
will determine their ability to decrease the unneces-
sary medical utilization that can occur when a fam-
tly feels helpless and inadequately trained to handle
routine health care tasks at home,

Reimbursement

Third party payers have begun to recognize the
value of day treatment. The program at National
Jewish costs about 40% less than similar programs
that involve an inpatient setting. Although some
insurance companies have no mechanism for pay-
ing for medical and behavioral health treatment ren-
dered in this manner, our case managers work
closely with third party payers and insurance case
managers to facilitate the reimbursement process.
Case managers are often pleased to discover our
Day Program option for treating complex patients
who have previously accumulated enormous med-
ical charges without demonstrable improvements in
their medical utilization or quality of life,

Children and families who come to National

Jewish often arrive angry, frustrated, confused, and
fearful, and these feelings are often shared by their
care providers at home. Their distress stems from 2
combination of medical illness, emotional turmoil,
and adverse life experiences. The National Jewish
Day Program places these patients and their families
in a healing environment. The process is designed
so that health care professionals are able to lsten
carefully to families about what they have experi-
enced and incorporate them as partners in tackling
the problems. Children with chronic, intractable ll-
ness that has not responded to care at home may
benefit dramatically from the intensive observation
and assessment provided by our multidisciplinary,
collaborative approach.
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Specific Patient Elements by Disease Category
Pulmonary Patient Condition Elements

Mandatory: 1 and 2
1. The patient has demonstrated instability and variability of medical staus, as evidenced by at
least one of the following:

More than one ICU admission in the past year '
Two or more hospitalizations longer than 48 hours in last 12 months
Number of ER visits in last year >4
FEVlor Peak Flows 75% predicted or less >3 of the last 12 months
Diurnal variability in FEV1’s and Peak Flows of 30% or more
Any intubations in last year
Recurrent nighttime awakening with respiratory symptoms
Sleep disorder, especially with asthma or hypoxic episodes
Hypoxic seizures
Oxygen desaturation at night or with exercise
Metered dose inhaler abuse
2. The patient has been refractory to cutpatient management in the home cormmunity.

Increased frequency of medical intervention over the past year without
improvement

Assessed on an outpatient basis with the determination that the patient’s condition
precludes safe management at a less intensive level of care,

One of the following must be mef in addition to 1 and 2:
3. The patient has an intensive medication regimen with multiple medications or daily treatments
required for illness control.

Bursts of high dose steroids >8 over last year (every 6 weeks or more)
Maintenance oral steroid dose >0.5 mg/kg/day, e.g., >10 mg qgod for infant to toddler,
>20 mg qod for middle age child, 30 mg qgod for adolescent; Any daily dose of oral
steroid
Maintenance inhaled steroid dose >2 mg/day
Failure of high dose oral and inhaled steroid regimen, and consideration for alternative
therapy -(IVIG< Methotrexate, TAQ)
Adverse drug reactions to medications needed for disease control
Daily or alternate day Troleandomycin/Medrol
4. The patient is steroid dependent and necessitates evaluation of steroid requirement and
tapering of steroid therapy.
Requires evaluation of steroid requirement
Requires rapid steroid taper, necessitating close observation
Refractory to steroid therapy, réquiring consideration of new treatment approach
5. The patient has severe steroid side effects requiring intensive physical rehabilitation and con-
comitant reduction of steroid dosage.
Obesity
Cataracts
Bone demineralization
Cushingoid features
Diabetes
Adrenal suppression
Other
6. The patient presents with other diseases complicating medical management, such as diabetes,
sejzure disorder, GE Reflux, hypertension, cardiac disease, or adverse reactions to medications
needed for disease control.
7. Psychosocial Issues: The patient presents with psychosocial issues such as noncompliance and
behavioral maladjustment that affect physical condition, complicate treatment, inhibit outpatient
success and place patient at risk for morbidity and mortality.




Upcoming CME Programs

39th Annual Pedialric Meeting

August 5-8, 1996 -

Aspen, CO

4th Annual Clinical Update on Asthma
October 18-20, 1996

San Antonio, TX

19th Annual Update on Allergy and Clinical
Immunology

February 5-9, 1997

Keystone, Resort, Keystone, CO

For further information on CME programs,
al Nalional Jewish, call 303-398-1000

Medical Advisory Board:

Mark Boguniewicz, M.ID., Willi Born, Ph.D.,
Larry Borish, M.D., Barry Make, M.D.,

and Uwe Staerz, M.D., Ph.D,

Impertant Phone Numbers:

Patient referrals/appointments

Tel: 303-398-1355 or 800-222-5864 X 1355
Fax: 303-393-1183

UPDATE

Office of Professional Education
National Jewish Center for Immunology
and Respiratory Medicine

1400 Jackson Street

Denver, CO 80206-2762

Address Correction Requested

Weekly Education Listings

All sessions are held in Heitler Hall. For more
information, call Lynda Miller at 303-398-1079
Monday; Immunoclogy Course

Tuesday: Rescarch in Progress

Wednesday: Denver Allergy Rounds

Thursday: Pediatric' Grand Rounds

Friday: Pulmonary Research in Progress

Medical Scientific Update, a publication of the contining med-
ical education office at National Jewish, provides informaticn to physicians
about our clinical and research programs in allergic, respiratory and
immune system disorders.

Please send any comments or requests for tapics to Adele Gelfand, Manager of
Professional Education, Nalional Jewish Center for Immunotogy and
Respiratory Medieine, 1400 Jackson Street, Rm M-222, Denver, GO 80206.
We'd like to hear from you. ’

Maving? ‘

Please forward change of address form to us to maintain your substription
to Medical Scientific Update.

Copyright ©1996, National Jewish Center for
Immunology and Respiratory Medicine

Lung Line® 800-222-.LUNG.

355-LUNG (Denver only)

This {ree information service, staffed by highly qualified regis-
tered nurses, answers patients’ questions about respiratory,
allergic and immunologic diseases. Callers are encouraged to
discuss information received with their physicians,

The Physician Line at 1-800-NJC-9555, exclusively for physi-
cizn use is z toll free service that connects you with 2 highly
experienced representative whe can provide information on
National Jewish programs, lahoratory tests and referrals.
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