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Opening the Door Further:
Integrating Students with Complex Health Care Needs

Donna H. Lehr and Pat McDaid

“I have taught fourth grade for the past 18 years and continue to love
the challenges teaching involves. This year a challenge presented itself that
really frightened me. I was told that among my new students for the upcom-
ing year would be a boy who had been seriously injured in an automobile
accident. He had spent much of the past year in our local children’s hospi-
tal recuperating from the injuries. The records indicated that he was very
bright and, with the help of the hospital teachers, had been able to keep up
with school work. Because he had continuing health care needs, his family,
who had lived in a rural part of the state, had moved into this district to be
closer to the hospital.

“I was concerned about this student’s health care needs, including the
need for continuous oxygen to assist him in breathing and the need to be

fed through a tube directly into his stomach.

“When I was told he was going to be in my class, my questions were
endless. Why was he coming to this school? Wasn’t he too sick to come to
school? Since he still had so many medical needs, why wasn’t he in a hos-
pital? Or if not a hospital, why not a convalescent hospital or a nursing
home, or at home?

“Who was going to feed him? An oxygen tank in the classroom?
Could he take gym? What would we do in case of an emergency? What
would we tell the other children? Help! And where was I going to get that
help? From special education?”

Mrs. Philpot, fourth-grade teacher, anywhere in the country

The number of children who are considered to be technology dependent has been in-
creasing (Office of Technology Assessment, 1987). We have known that changes in edu-
cational trends would result in inclusion of students with greater diversity, including those
considered to be medically fragile or having special health care needs (Lehr & Noonan,
1989; Sirvis, 1988). These include children who present medical needs that are more in-
tense than those which have been traditionally dealt with in schools. Our primary focus is
on children dependent on medical technology such as tube feeding, ventilation, suction-
ing, and catheterization.

Donna Lehr is an associate professor in the Department of Special Education at Boston University. Pat McDaid
is a doctoral student in the Department of Special Education at Boston University.

© Love Publishing Company, 1993.
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Since first recognizing the trend in the late 1980s (Coun-
cil for Exceptional Children, 1988; Koop, 1987; Viadero,
1987), we have been discussing the issues related to educat-
ing this population of students in both the professional liter-
ature (Lehr & Macurdy, in press; Lehr & Noonan, 1989;
Sirvis, 1988; Sobsey & Cox, 1991) and in the courts
(Department of Education, State of Hawaii v. Dorr, 1983;
Detsel v. Board of Education, 1987; Tatro v. Irving Inde-
pendent School District, 1984). While specific data are dif-
ficult to ascertain, the numbers of students with complex
health care needs who are being educated in schools are
continually increasing (Lehr, 1990a; 1990b; Lehr & Noonan,
1989; Sirvis, 1988; Sobsey and Cox, 1991; Urbano, 1992).

Mrs. Philpot’s conversation, while fictional, is based on
conversations overheard in public schools throughout the
country. Eighteen years ago, when Mrs. Philpot was study-
ing elementary education in college, the idea of educating
students with complex health care needs was considered
farfetched. The same thing was true when her building prin-
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cipal, her superintendent, and even her school nurse were
educated—and even when the newest member of the fac-
ulty completed his program just 3 years ago.

How did we get to this point of educating students with
complex health care needs in regular schools and why?
What are we doing to assure that the health care, educa-
tional, social, and emotional needs of these student are be-
ing met? We intend to address the questions that many, in-
cluding Mrs. Philpot, are asking.

HOW DID WE GET HERE?
“Why is he here in my class?” asked Mrs. Philpot.

The education of students with complex health care needs
represents yet another step along the road to including all
students in their home school districts and schools with their
brothers, sisters, and friends. This trend can be traced to two
sources. Changes in medical technology are enabling chil-
dren with medical complications to survive newborn or post-
traumatic periods. Sometimes, however, survival is accom-
panied by the ongoing need for intensive health care services
(Lehr, 1990a; Lehr & Noonan, 1989; Sirvis, 1988). A second
source is our generally increasing practice of normalizing
lives for student through the specific practice of including
students with more severe disabilities into general education
settings (Stainback & Stainback, 1992).

These students, like many with disabilities, have fol-
lowed the same course from most restrictive to less restric-
tive educational placements. Initially, all children with
complex health care needs were educated in restricted, seg-
regated settings such as hospitals, convalescent hospitals, or
pediatric nursing homes where qualified personnel could
meet their specialized health care needs. The families of stu-
dents with special health care needs were placed in situa-
tions where they had to keep their children in restrictive
placements, depending on their children’s health care needs,
despite the fact that their children’s educational needs were
often neglected. They had to choose between the medical
and health needs of their children or the educational needs
of their children.

Movement to less restrictive care settings has been
brought about by several factors. Private insurance compa-
nies, eager to reduce the cost of health care reimbursement,
have encouraged home health care of children (Urbano,
1992). At the same time, however, public assistance for
health care coverage (Medicaid) required that children re-
main in hospital or convalescent home settings to receive
funding, despite the fact that hospital-based care was more



costly than home-based care. Changes in funding was forced
by parents. Compelled by the notion of family-centered care
and normalization of life for their child and family, one
family requested a waiver of the Medicaid rules stipulating
only hospital treatment. President Ronald Reagan signed an
executive order granting the waiver. The child, Katie Beck-
ett, was provided with money for health care coverage at
home (Shelton, Jeppson, & Johnson, 1987; Urbano, 1992).

Subsequent programs and policies resulted in an increase
in the number of children previously living in an institution
who could live at home in family settings. However, while
new or revised funding mechanisms have increased the num-
ber of children at home, some regulations continue to be: (a)
restrictive, preventing the movement of children to less re-
strictive settings; (b) difficult to negotiate; and (c) far from
comprehensive in covering all necessary costs (Levy &
Pilmer, 1992).

Continuing along the course to greater normalization and
inclusion, once delivery of complex health care at home was
demonstrated to be appropriate, the next question was
whether the home was the only place the care could be de-
livered. Couldn’t procedures be worked out so children
could take their equipment to school with them? After all,
the equipment had gotten smaller and more portable, and
since the health care procedures could be delivered at home,
they obviously didn’t require the specialized setting of a
hospital for delivery. In many cases, parents were imple-
menting the procedures at home, indicating that the proce-
dure was not that complex. If a parent could do it, couldn’t a
teacher do it (Department of Education, State of Hawaii v.
Dorr, 1983; Lehr & Noonan, 1989)? Or if a child could re-
ceive Medicaid-funded health care at home, couldn’t the
nurse providing the services go to school with the child and
deliver the care there (Golinker, 1991)?

Students with complex health care needs began attending
school. Sometimes they entered segregated special educa-
tional settings, sometimes regular educational classes. While
a greater proportion of students with complex health care
needs also have disabilities requiring special education serv-
ices, not all children with complex health care needs have
special educational needs as defined by PL 94-142 (Council
for Exceptional Children, 1988). In a recent study of a sample
of school districts in California, Lynch, Lewis and Murphy
(1992) reported that, on the average, only 31% of the students
in their district who were considered to have chronic illnesses
were identified as having special education needs. Eighty-
five percent of these students were in regular educational
classrooms and received no special educational services.

Educating students with complex health care needs pre-
sented a great challenge to school administrators (Viadero,
1987). The newness of the situation—the uncharted territo-
ries—facing school administrators created what seemed
like insurmountable issues. The barrage of questions articu-
lated by teachers such as Mrs. Philpot is to be expected.
Few educators have had personal or professional experience
with such health care procedures as tube feeding, suction-
ing, catheterization, and ventilation.

HOW DO WE MEET THE NEEDS OF STUDENTS
WITH COMPLEX HEALTH CARE NEEDS?

“Now that I understand how this student got here,
where do we begin to meet his needs?
I’m not even sure what they are!” Mrs. Philpot.

The goal for children with complex health care needs as
well as all children is the provision of health and a safe en-
vironment in school. While school districts have always
provided school health care services, they have not provided
extensive health care. The focus has typically been on
health education, environmental management, and health
services restricted to accident prevention, first aid and
health screening (Urbano, 1992). For students with complex
health care needs, the standard policies, relating to first aid,
medication administration, immunizations, and school at-
tendance related to contagious diseases, were insufficient to
meet the unique and extensive health care needs these stu-
dents required.

Students with complex health care needs have the same
basic needs as all children. Several other needs exist, how-
ever, that relate to the students’ health care requirements:
These include:

[ the need to be provided with a free appropriate educa-
tional program

[ the need to be provided with an education in the least
restrictive environment '

[ the need to have a health care plan as part of their edu-
cational program

(1 the need to be treated as a child first, then as a student,
and not as a patient

(J the need to interact with other children with and with-
out similar health care needs (Lehr, 1990a, p. 112).

We now have several years’ experience in educating stu-
dents with complex health care needs in schools. We have
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learned something about meeting students’ basic and unique
needs in least restrictive environments. We have answered
the questions asked by Mrs. Philpot concerning conditions for
students with complex health care needs: who should be re-
sponsible for implementing the health care; how do we pre-
pare personnel to implement the care; what is the relationship
between health care and educational service provision and
student transportation (Lehr, 1990a). We have learned that
successful programs develop transdisciplinary teams that are
responsible for developing specific plans to address the
unique health care and educational needs of the students.

TEAM PLANNING AND COORDINATION
“Who’s going to help me figure out the answers?”

Teamwork is the most essential aspect of including stu-
dents with complex health care needs in the public school,
and it occurs long before students ever cross the threshold
of the school building. Mrs. Philpot asked many questions
for which there are no pat answers. It is through a transdisci-
plinary team of professional and family members that many
districts are answering the multitude of questions that arise.

Sobsey and Cox (1991) discussed the rationale for trans-
disciplinary teaming designed to meet the needs of students
with special health care needs in the schools:

Together the parent, nurse, and special educator can
plan, implement, and evaluate the response of the
students with special health care needs better than
each can individually. With full communication and
support of the physician and the school administrator,
decisions can be reached collaboratively regarding
how to modify health care and adapt it to an inte-
grated school setting; when and how to implement
procedures to attain the desired educational out-
comes; and how and to whom to provide training,
monitoring, and evaluation. (p. 181)

The composition of the team, while variable, many in-
clude the parent, the nurse, and special educator. If the stu-
dent does not receive special education services, a regular
educator is a member of the team, instead of a special edu-
cator. When students have special educational needs and are
integrated into general education programs, both teachers
are often included. When students receive occupational and
physical therapies, personnel from those critical disciplines
are also frequently represented.

Initial planning for a child who is transitioning from a
hospital to a school is successfully augmented with hospital

personnel charged with the responsibility of that transition.
They can be invaluable in preparing school personnel, fami-
lies, and students in creating a safe and comfortable transi-
tion for all involved

While the transdisciplinary model is characterized by
shared leadership (Orelove & Sobsey, 1991), typically one
member of a health care planning team assumes coordina-
tion responsibility. In many cases, a school nurse assumes
that role. While that may appear to be a logical choice,
many districts do not have sufficient school nursing cover-
age available to them. In those cases, teachers, social work-
ers, or parents assume that coordination responsibility.

The team’s function is to identify the questions for each
child, to develop sound answers to those questions, and to
develop communication systems for monitoring and adjust-
ing solutions in response to changing conditions. Difficult
questions addressed by the team include identifying health
concerns, determining who is responsible for implementing
what aspects of the student’s care, and identifying the train-
ing needed for responsible personnel.

Decisions regarding health care needs must be based on
information received from the students’ physicians in the
form of specific prescriptions. We recommend that pre-
scriptions include:

(J what health care procedure should be provided

[ the rationale for the procedure

(J the equipment needed

(1 the role of personnel necessary to implement the pro-
cedure and their required training

J implementation procedures

[ frequency of procedure implementation

[ indicators of emergency care

[J physician contact information (Advocacy Incorpo-
rated, 1987)

Many districts recognize the critical role of the family in
determining the health care needs of their child at school.
While written prescriptions and materials are helpful, ulti-
mately it is the parents who can identify the most effective
ways to meet their child’s needs. Frequent ongoing contact
with families enable the exchange of this critical information.

Once the needs are identified, the question becomes who
is responsible for implementing health care procedures—the
school nurse, the teacher, the paraprofessional, or a health
care aide? Issues about this decision focus on the “medical-
ness” of the procedure and, consequently, the question of
who can develop the expertise to deliver the procedure
(Department of Education, State of Hawaii v. Door, 1983;



Detsel v. Board of Education, 1987; Tatro v. Irving Indepen-
dent School District, 1984). Additional concern is expressed
about the role of a teacher relative to students with complex
health care needs (Lehr & Macurdy, in press). Given all the
responsibilities of a teacher, is he or she also responsible for
attending to the ongoing health care needs of students?

Professionals differ in their opinions of who should im-
plement procedures. Some believe the team should have pri-
mary decision-making responsibility to determine the most
appropriate individual to deliver procedures (Sobsey &
Cox, 1991). Others base their decisions on state-regulated
nursing practice acts that regulate the provision of health
care. Still others base the decision on published guidelines
developed by a joint task force represented by the American
Federation of Teachers, the Council for Exceptional Chil-
dren, the National Association of School Nurses, Inc., and
The National Education Association (Joint Task Force for
the Management of Children with Special Health Care
Needs, 1990). The guidelines specify roles and responsibili-
ties for many of the health care procedures that are increas-
ingly being provided in schools. These guidelines are based
on descriptions of procedures and not necessarily on indi-
vidual assessments of the needs of a child, which are often
better determined by a team review of a child’s unique
needs (Lehr & Macurdy, in press; Sobsey & Cox, 1991).

While there are differences of opinion about who should
implement particular procedures for particular students,
there is consensus that this person should be competent and
that training should be provided to a range of personnel to
develop different levels of awareness and skill.

Palfrey et al. (1992) recommended two types of train-
ing—general and child-specific. General training is de-
signed to demystify the student’s health care needs and to
provide sufficient information for those not directly respon-
sible for health care services to respond to emergencies.
Since neither regular education teachers like Mrs. Philpot,
nor special education teachers, were trained in health care in
their preservice programs (and this remains the status quo),
information must be provided to school personnel through
inservice training (Lehr, 1990b). Training of this nature
should be provided to all building personnel, not just profes-
sional staff, and should include secretaries, cafeteria person-
nel, bus drivers, and custodial staff.

Child-specific training is for those who assume health
care implementation responsibilities. Many manuals detail
protocols for implementing health care procedures, but most
teams recognize that reading the manual alone is not suffi-
cient to become competent (Lehr & Macurdy, in press).

Training must be provide by qualified health care profes-
sionals who utilize a competency-based model in which
trainees demonstrate specific skill proficiency during initial
training and at later periodic intervals.

Many teams have organized their own written health care
plans. Similar to an IEP that articulates the ways an individ-
ual’s educational needs will be met, a health care plan spec-
ifies the ways an individual’s health care needs should be
met (Lehr & Macurdy, in press; Palfrey et al., 1992). The
specifics of plans vary, depending on the needs of the stu-
dent. Palfrey et al. (1992) recommend that for each individ-
ual child, they should include the following:

(d a brief health history

(J a specification of special health care needs

(J a statement of the baseline health status

(d a description of the medications and special dietary
needs

(J the transportation requirements of the child’s special
equipment needs

(J a description of possible problems and interventions
and emergency plans for both school and transit

[J documentation of contact with local fire department,
EMT services, and emergency rooms.

A health care plan is more comprehensive than a pre-
scription that focuses exclusively on the health care proce-
dure itself. In the development of a health care plan, partic-
ular attention is paid to emergency procedures, not just
those related to the specific procedure, but also to fires and
other such emergencies.

Communication is key to effective team functioning.
Health care plans that specify certain procedures in writing
do much to assure that critical information is communicated
in a clear manner to team members. Ongoing communica-
tion regarding the effectiveness of the plans is critical, as is
the observation, recording, and communicating of the health
status of the students. Information must be shared between
the home and school, and vice versa, on a frequent and sys-
tematic basis.

EDUCATIONAL NEEDS
“How do I teach him?”

The educational needs of students with complex health
care needs vary, as do the educational needs of all students.
Some require special educational services; others do not.
Some have [EPs; others do not.
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For many students with health care needs, absenteeism is a
problem. They may need to be away for short periods during
the day to receive specific health care or therapies that cannot
be provided in the classroom. Recurring periods of acute ill-
ness may require short term or extended periods of time away
from school. Some students may experience fatigue and re-
duced stamina. Regardless of the reason, educational accom-
modations must be made during those periods of absences.

Most states have regulations governing the provision of
home or hospital instruction for students who cannot attend
school for prolonged periods of time. This form of educa-
tional service is often provided under special education laws
and requires that students with special education needs be
identified before they can receive those services. Students
with complex health care needs who are not also identified
as having special education needs may not be eligible for
home or hospital instruction. A problem may also occur
when regulations require that students miss a minimum
number of school days before home- or hospital-based serv-
ice can be provided. Sometimes home stays are not long
enough to meet the minimum-day criteria; absences may be
brief, but frequent enough to disrupt education. Students
with complex health care needs require flexible systems,
ones that can adjust to the frequently changing educational
needs of the students (Lynch, Lewis, & Murphy, 1992).

Adjustments may also need to be made to the curriculum
in terms of content and instructional methodology. When
frequent absences occur, students, teachers, and families of-
ten feel pressured by the need to “get it all in”—to cover all
the same material as the rest of the class. For some students,
it is helpful to distinguish between the material that the stu-
dent should master and that which he or she will be exposed
to, but not held accountable for learning. While this is a dif-
ficult process, it can result in clarity of focus and relief on
the part of students, teachers, and family.

Modifications similar to those that are frequently recom-
mended for students with special educational needs are used
for students with complex health care needs. Alternative
methods of participating in classroom work are necessary, as
may be modifications of usual assignments. For some stu-
dents, teachers may need to change standard grading policies.

Often, specific instructional objectives are targeted that
relate directly to students’ health care needs. (Lehr &
Macurdy, in press). Some students assume responsibility for
their own health care procedures by indicating the need for
administration of procedures, instructing others to imple-
ment procedures, or learning to self-administer procedures,
such as tube feeding or catheterization.

Emphasis must often be placed on students’ social emo-
tional development. Children with complex health care
needs who are entering school for the first time may have
had their needs met exclusively by adults and had few op-
portunities to interact with peers in a regular school setting.
Children who have ongoing health care needs as a result of
a recent accident or injury may need support to adjust to
their changed health or physical status.

The focus thus far has been on educational accommoda-
tions designed to help the student with complex health care
needs. Many schools recognize the need to educate class-
mates to maximize all students’ educational experiences.
Formal “lessons” to teach students about medical conditions
and the procedures involved in health care delivery are ef-
fective in eliminating fear and uncertainty. Health care ma-
terials included in the curriculum provide ongoing opportu-
nities for increasing students’ general understanding and
sensitivity to students with complex health care needs.
Teachable moments are often the most effective strategy for
meeting students’ urgent need to know!

CHANGING VIEWS OF THE TYPICAL
SCHOOL EXPERIENCE?

“If he needs a machine to help him breath,
isn’t he too sick to be at school?”

Education of students with complex health care needs re-
quires that district personnel change some views, particu-
larly those related to the concept of sickness. The typical
view of a child who requires a respirator, or who must be
fed through a tube, is that he or she is seriously ill. Educa-
tors should be encouraged to develop an alternative view-
point—that these are merely children who eat and breathe
in different ways. In fact, it can be thought that these alter-
native methods of accomplishing functions make the child
well; that without tube feeding, the child would be sick.
This is not to say that children with complex health care
needs do not become ill; they do and sometimes at higher
rates than the general population (Orelove and Sobsey,
1991). The point is that we must begin with a view that the
child is not sick, but utilizes health care support, sometimes
in the form of technology to maintain health.

The term medically fragile is one that must be carefully
considered because of its power in frightening school per-
sonnel. Webster’s defines fragile as “easily broken or de-
stroyed.” Many, however, who work with students who are
the focus of this article remark about the resilience of these



children. Many of these children can be seen as incredibly
strong—survivors of many adverse conditions, who in fact
are not fragile at all, but remarkably strong to be able to re-
bound from periods of acute illness.

Some refer to the students discussed in this article as
chronically ill. We prefer to refer to the students as having
complex health care needs for two specific reasons. First, as
previously discussed, often the children are not ill. They are
healthy because of the health care provided. Second, the
term, student or child with complex health care needs, con-
forms with the preference in the disability field to use lan-
guage that focuses positive attention on the person and not
the disability. Language that emphasizes the support a child
needs, rather than the child’s condition, can affect individu-
als’ views of the child.

Normalization of school life for a child with complex
health care needs is often a function of careful attention to
previously addressed areas: our personnel perspectives; a
transdisciplinary team with a good health care plan; and an
educational program that is responsive to the individual
needs of the student. It is a function of careful planning, sys-
tematic training for teachers, staff, and children, and general
preparedness to meet the needs of each individual child at
school. Often, it is a function of time.

“When I first saw the tube going directly into his stom-
ach I was really nervous. As the nurse was describing
everything to me I just couldn’t get a picture of him in
my classroom or me doing the tube feeding. As she [the
nurse] talked me through it I took a deep breath and
hooked him up. Over time it got easier. Robert has had
his g-tube for almost 2 years now and his feedings are
Jjust as much a part of the daily routine as anything else.
He’s gained weight and he’s so much healthier now.
I’'m actually much more comfortable with giving the g-
tube feedings than I ever was with his drinking by mouth
once his swallowing abilities started to decrease. The
tube is much safer for him and easier for staff.”
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