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Providing Education to Students
With Complex Health Care Needs

Donna H. Lehr

Ever since enactment of the Education for All Handicapped Children Act (PL 94-
142) in 1975, school districts have been opening their doors to students who pose greater
and greater challenges to their teachers and administrators. The newest challenge is that
of providing education to students with complex health care needs (Sirvis, 1988; Viadero,
1987). There has been a long tradition of providing education to students with chronic ill-
nesses such as diabetes, asthma, spina bifida, sickle cell anemia, hemophilia, cystic fibro-
sis, and muscular dystrophy (cf. Hobbs, Perrin & Ireys, 1985; Kleinberg, 1982). But typi-
cally when those students’ conditions progressed to the point that they needed health care
services such as catheterization, respiratory therapy, tube feeding ventilation or oxygen,
they were hospitalized or remained at home and did not attend school. The school(s) usu-
ally made adjustments for their absences or provided home or hospital instruction until
their condition improved.

Now students are not automatically removed from schools for prolonged periods

~when they need complex health care services. After their medical conditions stabilize,
students with chronic illnesses or other complex health care needs requiring specialized,
skilled care, and possibly medical technology to support them, are coming to today’s
schools. Schools may have to take measures to ensure that serious communicable dis-
eases are not spread within the school. The special needs student may require apnea mon-
itoring, tube feeding, mechanical or machine suctioning, mechanical ventilation, oxygen,
or other health care that is different, and often much more complex than the schools typi-
cally have provided in the past.

Kathy, an 8-year-old student, is an example of such a child currently attending a
public school. She was a healthy, normally developing child until age 2, when she wan-
dered out of the family’s summer cottage and found her way to the lake, where she nearly
drowned. Kathy was in a coma for 4 weeks. Upon discharge from the hospital after
regaining consciousness, Kathy was no longer able to walk, talk, or eat by herself.

Kathy has difficulty swallowing and coughing—processes necessary to deal with
food and saliva present in her mouth and throat. Consequently, Kathy cannot eat food by
mouth, but instead is fed through a tube that enters directly into her stomach. Because she
is unable to deal with the build-up of saliva and mucus in her mouth and throat, especial-
ly when she gets a cold, those fluids must be removed frequently by use of a suctioning
machine. The machine has a long tube that is inserted into her mouth, and into her throat,
when necessary, to remove the excessive fluid.

Dr. Lehr is associate professor, Department of Special Education, Boston University. This article is an
adaptation of D.H. Lehr (1990), “Students with Complex Health Care Needs in Today's Schools”, in E.L.
Meyen (Ed.), Exceptional Children in Today’s Schools (Denver: Love Publishing Co.)
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EMERGENCE OF THE NEW
POPULATION OF STUDENTS

Students like Kathy are present in increasing numbers in
our schools. Why weren’t they in the schools before?
Among the reasons are technological advances in medicine,
greater acceptance of the principle of normalization, an
increase in programs for young children and those with
severe handicaps (Lehr & Noonan, 1989), and increased
group care of children with communicable diseases in
schools.

Medical Technology

Improvements in medical technology have had two
major consequences for students who have complex health
care needs. First, children with serious health conditions are
living longer than previously was possible. In the past,
many children born prematurely with low birth weight,
with congenital birth defects, or who acquired injuries after
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birth did not survive long enough to become students as
they are doing now (Lehr & Noonan, 1989). Now, although
they may survive, it is often with continued disabilities,
sometimes very severe. The effort to save all children in
distress has resulted in more students with severe handicap-
ping conditions.

Improvements in medical technology also have resulted
in the development of equipment to monitor and support
these children’s lives. Much of that equipment is now
smaller than in the past, portable, and, in some cases, bat-
tery-operated. This enables children to be much more
mobile than before. Children previously confined to places
with electrical outlets can now move much more freely in
their communities—attend picnics, participate in play-
ground activities, and be transported in family cars and
school buses, making attendance at school possible.

The Principle of Normalization

Changes in people’s attitudes toward the care of individ-
uals with disabilities also accounts for the increased num-
bers of individuals with complex health care needs in the
schools. In the past, the usual practice was to segregate
such individuals from the mainstream of society. Wolfens-
berger’s (1972) principle of normalization called for the
most normal environmental routines for all individuals, to
obtain the most normal behaviors from the individuals. The
philosophy was put into action through the deinstitutional-
ization movement and through the movement to place indi-
viduals with disabilities in the least restrictive placements
appropriate to meet their needs. In the field of education,
the principle of the least restrictive environment , set forth
in PL 94-142, represents an embodiment of this philoso-
phy. The result of all of this is that, now, efforts are being
made to place all students, including those with complex
health care needs, in the least restrictive, most like normal
placement appropriate for each individual student.

Programs for Young Children and Those with
Severe Handicaps

The third reason for the increase in numbers of students
with complex health care needs in the schools is the
increase in programs for very young students. PL 94-142
mandated programs for students to age 5, with incentives
for students down to age 3. The 1986 amendment to that
law, PL 99457, mandates programs to age 3 in all states
receiving federal funds, and further incentives for providing
services to birth. Consequently, we have seen a steady



increase in the number of programs serving young children
with handicapping conditions. This young population of
children has been the beneficiary of the improved medical
technology, and consequently the children who survive
with their birth defects but not without continued disabili-
ties or complex health care needs.

PL-94-142 also requires school districts to serve all stu-
dents including those with the most severe handicaps. This
is the population of students that we see in the greatest
number of those with accompanying medical needs (Hotte,
Monroe, Philbrook, & Scarlata, 1984).

Group Care of Children with Communicable Diseases

Among children with severe handicaps are many who do
not have control of body functions and require care such as
feeding and toileting or diaper changing. Group care of
children who do not control their body functions and who,
as all young children do, explore their environment by
mouthing things, increases the risks of transmitting conta-
gious diseases unless careful attention is paid to hygienic
care of students. Among the diseases of concern are the
common cold, as well as more serious diseases such as
cytomegalovirus, hepatitis, herpes, and a new concern, HIV
infection.

Human immunodeficiency virus (HIV) was simply not
known prior to 1982. Now, it is estimated that by 1992 it
will be the leading cause of mental retardation and the fifth
leading cause of death in children in this country. Although
it has not yet become a frequently encountered situation in
the schools, it is estimated that approximately 3,000 chil-
dren in this country will be affected by it by 1991 (Tolsma,
1988). Although the number of students is not large, and
the disease is not transmitted through casual contact, public
concern over the presence of infected students in the
schools and the deadly consequences of infection require
careful attention to matters regarding their inclusion in
schools.

DEFINITIONS

“Students with complex health care needs” is a term 1
use to describe a specific, yet heterogeneous population of
students. This term may include students who are labeled in
the literature as (a) having chronic illnesses, (b) being tech-
nology-dependent, or (c) being medically fragile. The term
goes beyond that, however, to encompass students whose
needs require delivery of education and related services in
new ways, different from those traditionally provided in the
schools. Use of the term is, I hope, temporary, as service

delivery, after a time, is expected to become more usual and
not as complex. This is not to say that meeting these stu-
dents’ needs will become easy but, instead, that the issues
and practices will become less complex to those involved.

Definitions exist for each of the subgroups comprising
this population. Children with chronic illnesses may have
“conditions such as burns; trauma from physical injuries
that are long standing, such as spinal cord injuries or closed
head trauma; and conditions more classically defined and
as chronic illnesses, such as asthma, diabetes, cystic fibro-
sis and cancer” (Kleinberg, 1982, p. 4). They may have “a
set of conditions that affects one or more body organs and
represents an active disease process. It may last many
months or a lifetime” (p. 4).

These students have serious illnesses that may require
special health care at some times and not at other times.
This can be contrasted with the following definitions of
technology-dependent and medically fragile children who
require special health care continuously.

The U.S. Congress, Office of Technology Assessment
(1987) defines a child who is technology-dependent as;

. .. one who needs both a medical device to compensate
for the loss of a vital body function and substantial and
ongoing nursing care to avert death or further disability.
(-3

The Office of Technology Assessment report continues
its explanation by identifying four populations within this
group: (a) children dependent on mechanical ventilators,
(b) children requiring nutrition or drugs intravenously, (c)
children with the need for daily mechanical respiratory or
nutritional support, and (d) children with long-term depen-
dence on mechanical devices such as apnea monitors, renal
dialysis and urinary catheters, or colostomy bags.

The Task Force on Technology Dependent Children
(1988) has defined a technology-dependent child as one
who:

is a person from birth through 21 years of age; has a
chronic disability; requires the routine use of a specific
medical device to compensate for the loss of use of a life
sustaining body function; and requires daily, ongoing
care or monitoring by trained personnel. (p. vii)

The Council for Exceptional Children uses the term
“medically fragile” to identify a population of students who
“require specialized technological health care procedures
for life support and/or health support during the school
day” (1988, p. 1).
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The last group of students included in this population
termed “students with complex health care needs” are those
students attending today’s schools with serious communica-
ble diseases. Among the diseases referred to are HIV
(AIDS), herpes, and hepatitis. Although many other conta-
gious diseases exist, these stand out because of their severe
disabling consequences.

CHARACTERISTICS OF STUDENTS WITH
COMPLEX HEALTH CARE NEEDS

Students with complex health care needs do not demon-
strate a common set of learner characteristics. The group
includes students with average or above-average intellectu-
al abilities; but others have accompanying handicapping
conditions such as mental retardation or significant neuro-
motor disabilities (Lehr & Noonan, 1989). '

Although students with complex health care needs
demonstrate tremendous variability in characteristics, they
do share the following needs:

« the need to be provided with a free public educational
program

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

« the need to have as a part of their educational program
a health care plan

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

« the need to interact with other children with and with-
out similar health care needs.

ISSUES IN PROVIDING EDUCATION TO
STUDENTS WITH COMPLEX
HEALTH CARE NEEDS

Because the presence of students with complex health
care needs in schools is new, many questions arise for
which there are no clear answers. No federal guidelines
exist, nor are there comprehensive models demonstrating
the best practices. Consequently, program administrators
are making difficult case-by-case decisions regarding how
to serve such children (Lehr & Noonan, 1989). Issues being
addressed include:

» health care procedures to be performed in schools

« responsibility for administering the procedures

« preparation for personnel to perform the procedures

« the relationship between educational and health care
service provision

+ student transportation.

Health Care Procedures Performed in Schools

In the past, students requiring procedures such as tube
feeding or suctioning were routinely excluded from school.
The zero exclusion principle and the least restrictive princi-
ple of PL 94-142 did much to change this automatic place-
ment decision. But considerable variation continues to exist
in these decisions. Children with complex health care needs
are not automatically excluded from educational programs;
however, their placement might be in a hospital, at home, in
a segregated school, or in regular school. Some districts’
policies are to serve all students with any health care needs
necessary, others exclude students who require oxygen or
those with communicable diseases such as HIV (AIDS),
hepatitis, or herpes.

Responsibility for Administration of Procedures

Another issue is that of who has the responsibility to pro-
vide the health care procedures. Does the responsibility
belong to the school district or the family, or other health
agencies? If the schools have that responsibility, who in the
school should perform the procedures? Issues revolve
around the question of what is related service and what is a
medical service, as defined in PL. 94-142.

PL 94-142 specifies that a school district must provide
related services including “. . . transportation, and such
developmental, corrective, and other supportive services . .
. as may be required to assist a handicapped child to benefit
from special education” (Section 1401(a)(17)). Medical
services are defined as “services provided by a licensed
physician to determine a child’s medically related handi-
capping conditions which results in the child’s need for
special education and related services” (34 CFR Reg
330.13(b)(4).

In Tatro v. Texas (1983), the U.S. Supreme Court deter-
mined that clean intermittent catheterization procedures
were the responsibility of the school district as a related
service necessary for the student to benefit from special
education. In three other court cases revolving around the
provision of health care to students, one led to a decision
that the necessary procedures were related services and
therefore school district responsibility (Department of Edu-
cation, State of Hawaii v. Dorr 1983). In the other two
cases, the health care procedures were considered to be
more complex than those typically provided in schools and
therefore not the school districts’ responsibility (Detsel v.
Ambach, 1986; Bevin, H., 1986). Clearly, the courts are
demonstrating differences of legal opinion regarding what



constitutes related versus medical services in their decision
making. Consequently, with the exception on the provision
of clean intermittent catheterization, responsibility for other
procedures is being decided by each school district.

When a decision is made that the school district is
responsible for implementing procedures, the next question
becomes: Who in the district is responsible? Tremendous
variability exists. A student in one school district may be
having his or her needs met by a school nurse, while anoth-
er student, in a neighboring district, may be cared for by an
instructional aide. The primary responsibility for providing
school health services to students traditionally has rested on
the school nurse. Nurses have the responsibility for estab-
lishing policy and procedures, with school administration,
for emergency procedures, medication administration pro-
tocols, safety measures and programs, student/personnel
health services, and health education (American Nurses
Association, 1983). Although many health procedures have
been carried out by school nurses, some of the students
attending today’s schools require procedures that are differ-
ent and sometimes more complex than those routinely pro-
vided. One study indicates that school nurses do not believe
they are adequately trained to implement many procedures
required by students now attending public schools (Hester,
Goodwin, & Igoe, 1980).

Further, nurses are not always available to provide the
needed health care services. In many elementary schools a
school nurse is assigned for as little as one half day per
week. Obviously, this is an inadequate amount of time to
meet the needs of a student who has to be tube-fed daily or
one who requires suctioning hourly. Consequently, class-
room teachers are routinely performing such procedures in
their classrooms (Mulligan Ault, Guess, Struth, Thompson,
1988). Sirvis (1988) has pointed out, however, that in most
cases even the most skilled special education teacher may
be hesitant to provide for students with special health care
needs.

Personnel Preparation for Service Provision

Even though they often do not feel adequately prepared
to implement some of the procedures students require,
school nurses, teachers, or aides may be responsible for
implementing the procedures. Careful attention is being
given to training those involved in the care of this popula-
tion of students. What training should be provided? Who
should provide it? Who should receive the training?

Several organizations are now emphasizing in their rec-
ommendations the need for policies regarding training to

serve students with special health care needs. For example,
the Task Force on Children with Special Health Care Needs
in Iowa (1988) makes specific recommendations for both
preservice and inservice training of all personnel involved
with these children, including teachers, support staff, and
even bus drivers.

Student Transportation

Transportation of students to school becomes another
difficult decision for program administrators. Some stu-
dents with special health care needs must come to school
attached to their portable life-supporting or sustaining
equipment. Some must receive immediate attention in case
of medical emergency. The range encompasses students
who are transported by family members, students transport-
ed by ambulance, and students transported on regular
buses. Students are being transported with only the bus
driver present or, at the other extreme, with a nurse present.
In one case reported, a bus driver, who is alone in accompa-
nying a student to and from school, has been trained to per-
form mechanical suctioning in the event it becomes neces-
sary (Lehr & Haubrich, 1988).

Combining Education with Care

How the health care procedure will relate to education is
another issue of concern. The teacher should view the child
as first a child and second as a student, but not as a patient.
These are children with health care needs. But concern
about the child’s health care can overshadow educational
emphases.

Some students’ education may relate specifically to their
care needs. It may include instructional priorities related to
less resistance or increased participation in their own care.
Or it may relate to increased communication regarding care
needs. At the same time, the students will have educational
needs like those of their peers who do not have health care
needs: the need to learn basic skills and knowledge; the
need to learn to function as independently as possible, the
need to learn to read, write, and do arithmetic. The pres-
ence of students with complex health care needs in the
schools is causing educators to rethink the definition and
purposes of education.

Students with communicable diseases pose some addi-
tional questions regarding the combination of education
and care. Educational institutions are not accustomed to
providing hygienic care for students. Until recently, self-
care (toilet training) and self-feeding were prerequisites for
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admission into schools. Now students who lack control
over their body functions are in schools, and teachers must
pay careful attention to all students, but particularly to
those with communicable diseases. Hygienic care proce-
dures must become routine and unobtrusive to assure that
they do not become the emphasis of, but rather a support to,
the educational program.

Staff concern regarding the presence of a student with a
communicable disease also may interfere with the delivery
of education. The staff must be given information regarding
disease transmission, methods for preventing and control-
ling the spread of diseases when caring for all students. In
addition, maintaining confidentially of information and
proper education is essential to assure that the child’s rights
as a citizen are not violated.

Because no definitive federal or state rules are available
regarding educational service provision to students with
special health care needs (Task Force on Technology
Dependent Children, 1988), services provided to those stu-
dents are variable and inconsistent (Hobbs et al., 1985).
Although variations in services are necessary to meet stu-
dents’ individual needs, these differences must be based on
the needs of students, not on differences in district adminis-
trative resources or interest.

POLICIES FOR SERVING STUDENTS WITH
-COMPLEX HEALTH CARE NEEDS

The first step in developing consistency of services may
be to develop policies. Several groups and organizations
have begun to develop recommendations, guidelines, or
policies to guide administrators in providing educational
services to students with complex health care needs. These
policies address children with special health care needs in
general and communicable diseases specifically.

Children with Special Health Care Needs

The Council for Exceptional Children’s Task Force on
Medically Fragile Students (1988) has developed specific
recommendations focused on nine basic issues:

1." Determining eligibility for special education services.

2. Providing related and noneducational services.

3. Assuring equal access to appropriate educational set-
tings in the least restrictive environment.

4. Promoting a safe learning environment for all stu-
dents and professionals.

5. Assuring that health care services are delivered by
appropriately trained personnel.

6. Establishing support systems for staff, students, and
families.

7. Including appropriate information about students’

specialized health care needs in preservice, inservice,

and continuing education programs.

Providing appropriate and safe transportation.

9. Promoting research that assesses current and future
service delivery models.

®

For each of these points, suggestions are made as to how
they can be addressed to assure that each student with spe-
cialized health care needs receives an appropriate education
program.

Towa became the first state in the country to adopt a
series of policy recommendations for dealing with children
with special health care needs in the schools (Task Force on
Children with Special Health Care Needs, 1988). These
recommendations address the following needs:

1. To resolve issues relative to fiscal responsibility.

2. To involve health care professionals in IEP planning.

3. For statements by the Department of Education
regarding evaluation and assessment practices and
transportation needs.

4. For position papers on placement decision proce-
dures, and service delivery issues including reevalua-
tion, timelines, and care management responsibilities.

5. For the development of technical assistance and train-
ing for school personnel involved in the delivery of
specialized health care for students.

6. The securement of model protocols and instructional
materials for use by school nurses and staff responsi-
ble for providing health care to students.

Children with Communicable Diseases

Of the 59% of the 50 states and the District of Columbia
responding to a recent survey, 70% had policies or guide-
lines regarding communicable disease in the schools (Lehr
& Peppey, 1988). Considerable differences, however, were
observed regarding thoroughness of the guidelines or poli-
cies regarding placement, exclusion, care-providing proce-
dures, confidentiality, and case management.

The American Academy of Pediatrics (1988) has devel-
oped policies regarding infection control of HIV (AIDS) in
schools. Changes in the guidelines reflect changes in our
knowledge base regarding the spread of this infectious dis-



ease. The 1986 guidelines suggested excluding from
preschool settings children infected with AIDS, which has
great care-providing demands. The 1988 guidelines reflect
a modification of those recommendations; these cite the
risk of transmission as being so remote that there is no rea-
son for exclusion.

The Council for Exceptional Children (1989) has devel-
oped a policy statement on managing communicable and
contagious diseases in the schools. The policy emphasizes
the need for case-by-case decision making, education of
students and staff, protection for staff, and collaboration
across agencies in policy development. The CEC policy
statement also emphasizes the dynamic data base, which
requires frequent review and revision of any established
policies. The full text is given at the end of this article.

PROGRAM PRACTICES

Although this area of educational service delivery is rela-
tively new, a number of recommendations regarding pro-
grams practices have been developed by those currently
working with this population of students. Some of these
will be discussed in the following sections. Emphasis is
placed on recommendations relating to program planning,
the development of communication systems, the training of
involved personnel, and family-centered care management.

Program Planning

All students with needs for special education programs
must have individualized education programs (IEPs) under
the law. The same is true for students with special educa-
tion needs who have complex health care needs. For those
students, however, careful attention must be paid to devel-
oping plans that include all of the following (Caldwell,
Todaro & Gates, 1989):

¢ Methods for assuring communication between and
among family, school personnel, and medical
providers.

* Provisions for transition from hospital or home to
school.

+ Identification of resources for technical assistance.

¢ Health care and emergency plans.

* Provision of training and monitoring of education per-
sonnel.

An additional emphasis is that of including IEP objec-
tives that specifically relate to students’ health care needs.
Objectives designed to increase students’ tolerance of, par-

ticipation in, or implementation of the procedures are criti-
cal. Examples of these are given at the end of this article.

The development of health care plans is also an impor-
tant part of comprehensive planning. Health care plans
should include information such as what is to be done, the
purpose of the service, the frequency with which the proce-
dures should be implemented, under what conditions the
physician should be contacted, personnel who should be
involved and the training they should receive, how the pro-
cedures should be implemented, and the equipment needed
(Ferguson, 1988). Procedures to be followed in the case of
an emergency must be included.

Increasing Communication

Students with complex health care needs usually receive
services from a number of professionals, representing a
number of disciplines, usually located at different geo-
graphical locations. For example, a student might attend
school in his or her home community but be under the pri-
mary care of a pediatrician located in the nearest large city,
90 miles away. The student may be receiving physical ther-
apy from the school district, and speech therapy from a pri-
vate clinic in the home community. The students also may
be receiving 6 hours of home health nursing services daily,
by a nurse employed by a private home health care agency..

In this scenario, the student, in addition to being
involved with care providers (natural or foster family or
residential home staff), the teacher, physical therapist, and
two paraprofessional aides in the school, is receiving direct
services from three other professionals. With this many
individuals involved, communication and coordination
becomes a major concern. How can consistent approaches
be developed? How can all be informed of critical informa-
tion?

One person should be identified as the coordinator for
information flow to and from the schools. Often this person
is the parent or the school nurse or the teacher. Caldwell,
Todaro, and Gates (1989) have pointed out that the parent
is most often the person responsible for coordinating infor-
mation between schools and medical professionals. Those
authors also pointed out problems with this model when the
parent’s role as primary liaison is only assumed and not
specifically established, which results in a lack of routine
reporting and selective reporting and the parent making
assumptions regarding what is important. The same prob-
lem may occur, of course, when the teacher’s or nurse’s
role is not made explicit.
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A second set of important factors leading to effective
coordination relates to communication attitudes and specif-
ic skills; communication attitudes such as self-acceptance,
acceptance of others, and empathy have a powerful impact
on the ways in which information is exchanged (Holvoet &
Helmstetter, 1989). Parents who feel that a professional is
not accepting of them or their child are not likely to be
open in their discussions with that individual. The conse-
quence may be a significant barrier to the necessary
exchange of information.

Specific communication skills related to listening, non-

verbal communication and verbal responding are also

essential to assure coordinated care (Holvoet & Helmstet-

ter, 1989). Among the skills necessary in these areas are -

careful, attentive, active listening; careful interpretation of
nonverbal messages; verbal responding such as paraphras-
ing, summarizing, and clarifying. Development and use of
these skills results in increased accuracy of the information
exchanged.

Whoever is responsible for communication coordination
and those who participate in the communication process
have the tremendous task of collecting and transmitting
accurate information to assure coordinated, consistent care
of children. Without this, quality care can not be realized.

Training

Personnel involved in providing educational and special-
ized health care services to students with complex health
care needs must be properly prepared. This is essential in
providing the best possible services to students and also in
reducing the risks for liability. The Iowa State Department
of Education (Task Force on Children with Special Health
Care Needs, 1988) has recommended that preservice train-
ing programs for special education teachers include infor-
mation and training related to:

s Certification in first aid and CPR.

» Physical care, general health and nutrition information,
infection control, skin care, elimination and oral
hygiene, common childhood diseases.

+ Community resources and how to access them.

« The team approach to service provision, confidentiali-
ty, and dealing with sensitive information.

« Effective IEP writing for children with special health
care needs. (p. 7).

The Iowa Department of Education also recognized the

need for ongoing training for teachers currently in the field

and made recommendations for periodic inservice training
on topics similar to those listed.

Additional emphasis must be placed on training staff in
the hygienic care of all students to prevent spread of infec-
tion and contagious diseases. Proper handwashing has been
identified as the single most important procedure for pre-
venting the spread of infections (Silkworth, 1988). Other
essential procedures to learn include the cleaning of diaper-
ing surfaces, instructional materials, and eating/feeding
equipment.

The need for training regarding HIV infection is critical
to assure that school professionals are informed about
transmission modes. Knowledge that transmission does not
occur through casual contact, or through contact with saliva
or feces and urine, will contribute to the acceptance of stu-
dents who test positive for HIV. This knowledge also will
result in school personnel using Universal Precautions in
caring for all students in the school setting. Recommenda-
tions by the American Academy of Pediatrics (1988)
regarding care for students with HIV infection in the
schools are:

1. HIV-infected children who are old enough to attend
school can be admitted freely to all activities, to the
extent that their own health permits. The child’s
physician should have access to consultative exper-
tise to assist in decision making.

2. As all infected children will not necessarily be known
to school officials in high-prevalence areas, and
because blood is a potential source of contagion, poli-
cies and procedures should be developed in advance
to handle instances of bleeding. Such policies and
procedures should be based upon the understanding
that even within an area of high prevalence, the risk
of HIV-infection resulting from a single cutaneous
exposure to blood from a school-aged child or ado-
lescent with unknown serologic status is minute.
Considering such minimal risk, the only mandatory
precautionary action should be washing exposed skin
with soap and water. Lacerations and other bleeding
lesions should be managed in a manner which mini-
mizes direct contact of the caregiver with blood.
Schools in high-prevalence areas should provide
access to gloves so that individuals who would wish
to further reduce a minute risk may opt for their use.
Under no circumstance should the urgent care of a
bleeding child be delayed because gloves are not
immediately available.



Family-Centered Care

Former Surgeon General C. Everett Koop has been a sig-
nificant leader in calling for community-based (as contrast-
ed with hospital-based) systems of services for students
with special health care needs and their families (Gittler,
1988). Strong in his message is the importance of the fami-
ly as central in each child’s life: “The family is the constant
whereas the public and private agencies, organizations,
institutions and individuals that provided health and other
needed services for the child are transitory” (p. 5). The
campaign calls for development of supports to assist fami-
lies in their natural role as the primary providers for their
children. It calls for the development of systems in which
partnerships are formed between professionals and families
in all aspects of planning and service provision (Gittler,
1988).

Throughout the country, many projects are emerging to
develop the necessary supports for family-centered, com-
munity-based care. Programs are incorporating the follow-
ing elements (Shelton, Jeppson, & Johnson, 1987, p. 1):

¢ Recognition that the family is the constant in the

child’s life while the service systems and personnel

within those systems fluctuate.

Facilitation of parent/professional collaboration at lev-

els of health care.

Sharing of unbiased and complete information with

parents about their child’s care on an ongoing basis in

an appropriate and supportive manner. ‘

+ Implementation of appropriate policies and programs
that are comprehensive and provide emotional and
financial support to meet the needs of families.

» Recognition of family strengths and individuality and
respect for different methods of coping.

» Understanding of and incorporating the developmental
needs of infants, children, and adolescents and their
families into health care delivery systems.

» Encouragement and facilitation of parent-to-parent
support.

« Assurance that the design of health care delivery sys-
tem is flexible, accessible, and responsive to family
needs.

Only through this orientation of the child as part of a
family can educators working with families and other pro-
fessionals from a variety of fields develop comprehensive,
effective programs of education and care for children with
special health care needs.

SUMMARY

Providing educational programs in least restrictive envi-
ronments to students with complex health care needs is a
new challenge to public schools. Many questions about the
best ways to meet these students’ educational and health
care needs are still unanswered. Although attention to this
group of students is increasing, much additional work is
necessary. Solutions to these questions and issues are not
simple and cannot be solved by the schools alone. Collabo-
rative efforts among educational and medical fields and
with families are essential.

Dissemination of information and preservice and. inser-
vice training of personnel are necessary to quality programs
that combine education and care. It is also necessary to pre-
vent discrimination against students and spread of commu-
nicable diseases.
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The Council for Exceptional Children’s
Policy Statement on Managing Communicable and Contagious Diseases

Controlling the spread of communicable and contagious
diseases within the schools has always been a problem
faced by educators, the medical profession, and the public.
Effective policies and procedures for managing such
diseases in the schools have historically been developed
by health agencies and implemented by the schools. These
policies and procedures were primarily designed to
manage acute, temporary conditions rather than chronic
conditions which require continuous monitoring and
remove children from interaction with other children while
the condition is contagious or communicable.

The increased prevalence of chronic communicable
diseases such as hepatitis B, cytomegalovirus, herpes
simplex virus, and acquired immune deficiency syndrome
have raised public and professional concern, necessitating
the reassessment of existing school policies and proce-
dures. The Council believes that having a commu-
nicable/contagious disease does not in itself result in a
need for special education. Further, the Council believes
that in developing appropriate policies for managing
communicable diseases, schools and public health
agencies should assure that any such policies and
procedures:

a. Do not exclude the affected child from the receipt of
an appropriate education even when circumstances
require the temporary removal of the child from con-
tact with other children.

b. Provide that determination of a nontemporary
alteration of a child’s educational placement should
be done on an individual basis, utilizing an inter-
disciplinary/interagency approach including the
child’s physician, public health personnel, the child’'s
parents, and appropriate educational personnel.

c. Provide that decision involving exceptional children’s
nontemporary alterations of educational placements
or services constitute a change in the child’s
Individualized Education Program and should thus
follow the procedures and protections required.

d. Recognize that children vary in the degree and
manner in which they come into contact with other
children and school staff.

e. Provide education staff with the necessary infor-
mation, training, and hygienic resources to provide
for a safe environment for students and educational
staff.

f. Provide students with appropriate education about
communicable diseases and hygienic measures to
prevent the spread of such diseases.

g. Provide, where appropriate, carrier children with
education about the additional control measures that
they can practice to prevent the transmission of the
disease.

h. Enable educational personnel who are medically at
high risk in regard to certain diseases to work in en-
vironments which minimize such risk.

i. Provide educational personnel with adequate
protections for such personnel and their families if
they are exposed to such diseases through their em-
ployment.

The Council believes that special education personnel
preparation programs should:

a. Educate students about communicable and con-
tagious diseases and appropriate methods for their
management.

b. Counsel students as to how to determine their level
of medical risk in relation to certain diseases and the
implications of such risk to career choice.

The Council believes that the manner in which policies
for managing communicable and contagious diseases are
developed and disseminated is critically important to their
effective implementation. Therefore, the following must be
considered integral to any such process:

a. That they be developed through the collaborative
efforts of health and education agencies at the state,
provincial, and local levels, reflecting state, pro-
vincial, and local educational, health, and legal re-
quirements.

b. That provision is made for frequent review and
revision to reflect the ever-increasing knowledge
being produced through research, case data reports,
and experience.

c. That policies developed be based on reliable
identified sources of information and principles en-
dorsed by the medical and educational professions.

d. That such policies be written in content and format
to be understandable to a variety of consumers in-
cluding students, professionals, and the public.

e. That policy development and dissemination be a
continual process and disassociated from pressure
associated with precipitating events.

Source: Council for Exceptional Children, 1989, Policies Manual
- (Reston, VA: Council for Exceptional Children). Reprinted by
permission.
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Catheterization: Individual Education Plan (IEP) Recommendations

Level 1 - Total Dependence
Goal: (Self-Help) Maintain healthy urinary status by tolerat-
ing catheterization in a cooperative manner.

Objectives:

» The student’s family will provide, on a daily basis, the
equipment necessary for catheterization, 100% of
time.

» The student will remain still in a lying position while
the assistant performs catheterization in school at
8:00 a.m. and 12:00 noon, 100% of the time.

+ The student will assist in assuming the correct posi-
tion for catheterization when the assistant indicates it
is time for the procedure, 90% of the time.

Level 2 - Direction of Care

Goal: (Self-Help) Maintain healthy urinary status and
obtain maximum level of independence by learning
how to direct care.

Objectives:

 The student’s family will provide, on a daily basis, the
equipment necessary for catheterization, 100% of
time.

* The student will identify equipment needed for
catheterization 4 out of 5 trials.

» The student will be able to verbalize “What comes
next?” 4 out of 5 trials.

» The student will be abie to independently (verbally)
direct the step-by-step prescribed procedure to
include the collection of materials, cleaning, catheteri-
zation, and then clean-up, 4 out of 5 trials.

» The student will be able to state warning signs and
symptoms of problems related to catheterization and
answer related, “What if?” questions, 4 out of 5 trials.

Level 3 - Independent Completion of Catheterization

Goal: (Self-Help) Maintain healthy urinary status through
the independent completion of catheterization.

Objectives:
¢+ The student’s family will provide, on a daily basis, the
equipment necessary for catheterization, 100% of
time.
« The student will identify equipment needed for cathe-
terization 4 out of 5 trials.

» The student will be able to answer questions about
the procedure (i.e., “What comes next?”) 4 out of 5 tri-
als.

« The student will be able to independently (verbally)
direct the step-by-step prescribed procedure for the
collection of materials, cleaning, catheterization, and
then clean-up, 4 out of 5 trials.

« The student will be able to independently gather
equipment for the procedure, 4 out of 5 trials.

» The student will be able to demonstrate on a doll the
step-by-step procedure for cleaning hands and genital
area, 4 out of 5 trials. Note: This may be accom-
plished through the purchase of an inexpensive doll
with a hole cut in the genital area.

+ The student will be able to answer question, “Why are
you cleaning your hands? . . . your genital area?”, 4
out of 5 trials.

» The student will be able to demonstrate placement of
catheter in the doll, 4 out of 5 trials.

» The student will be able to set up for self-catheteriza-
tion and clean self following the prescribed step-by-
step procedure, 4 out of 5 trials.

Male
 The student will be able to hold his penis in the correct
position, clean himself and identify opening, insert the
catheter, and follow the prescribed step-by-step pro-
cedure, 4 out of 5 trials.

Female

+ The student will be able to open her labia, clean her-
self, and identify the urethra, insert the catheter, and
follow the prescribed step-by-step procedure, 4 out of
5 trials. 4

« The student will be able to independently complete
self-catheterization according to the prescribed step-
by-step procedure, 10 out of 10 trials.

« The student will be able to state warning signs and
symptoms of problems related to catheterization and
answer related “What if?” questions, 4 out of 5 trials.

« The student will be able to independently complete
self-catheterization according to the prescribed step-
by-step procedure during monthly observation.

Source: T. Caldwell, 1988, Children with Special Health Care Needs in

School (presentation at Conference Blue Print for Change, Council for
Exceptional Children, Orlando, Florida). Reprinted by permission.
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TRAINING AND RESOURCE MATERIAL

Larson, G. (Ed.). (1988). Managing the school age child with a chronic
health condition. Wayzata, MN: DCI Publishing.
A book designed for all personnel in the schools who work with
students with chronic health conditions; includes practical how-to-
do information on planning and implementing health care proce-
dures.

California State Department of Education. (1980). Guidelines and proce-
dures for meeting the specialized physical health care needs of stu-
dents. Sacramento: author.

A manual including specific information on how to implement spe-
cialized health care procedures in the schools.

Graff, J., Mulligan Ault, M., Guess, D., Taylor, M., & Thompson, B.
(1990). Health Care for Students with Disabilities. Baltimore: Paul
Brookes. '

A manual to provide teachers with relevant information regarding
health-related procedures their students receive.

VIDEO TRAINING TAPES*

CPR and Emergency Choking Procedures for Infants or Young Children.
Introduces and reviews procedures to prevent and provide emergency
treatment. 37 mins. .

Clean Intermittent Catheterization. Includes information regarding bene-
fits of, and procedures for performing, CIC, as well as how to instruct
others. 25 mins.

Home Oxygen for Infants and Young Children. Demonstrates use of three
commonly used home oxygen systems emphasizing precautions for
use. 30 mins. ‘

Home Tracheostomy Care for Infants and Young Children. Reviews physi-
ology of infant airways and procedure for caring for the child with a
trach tube. 40 mins.

Infection Control in Child Care Settings. Addresses necessary concerns
regarding prevention of spread of contagious diseases in group care
settings and provides instruction on effective control techniques. 30
mins.

* The above are available from Learner Managed Designs, 2201 K West
25th St., Lawrence, KS 66046.



