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INTRODUCTION TO CHSC 

SPRING REPORT 

The major theme of this edition of the 
Report is meeting the needs of children 
with special health care needs in schools. 
A growing number of children with long
term health conditions now attend school 
with their peers, and many require medi
cations, complex health procedures or 
other health-related accommodations at 
school and while traveling to and from 
school. Families, educators, health pro
fessionals, transportation personnel and 
public policy makers are still searching 
for ways to assure these children safe 
and educationally appropriate school ex
periences. We hope this edition of the 
Report will provoke careful thinking and 
encourage action on the many concerns 
of these children and their families . 

Thomas S. Hulme, ACSW, Assistant 
Director for Community Support Ser
vices 

Special thanks go to Dennis Hoyt , Pro
gram Assistant with Child Health Spe
cialty Clinics, for the researching and 
writing of several of the major articles 
contained in this issue. 

A Physician's Perspective on 
Special Health Care in School 
by Richard P. Nelson, MD. 

Director, Child Health Specialty Clinics 

Spring 1991 

C hildren with special health care needs attend every school in Iowa and are among 
the students in a majority of all classrooms. Three or four of every 100 school
age children have a chronic illness or disability that affects their daily function 

by limiting activity. Such children may have symptoms of a health condition that persist 
despite the use of medication or other therapy. They may have physical incapacity that 
limits participation in learning tasks and even self-care, including eating and toileting. A 
survey conducted by the Iowa Department of Education and Child Health Specialty 
Clinics at the University of Iowa in 1989 found that almost 600 special health care 
procedures were being performed daily in Iowa schools. 

There are many more children with chronic health conditions who are usually asymptomatic 
and do not have permanent disability, but who need regular medication or treatment and 
who may have sudden, unpredictable medical complications. These children have 
conditions such as asthma, diabetes and epilepsy. 

The Need to Communicate 

Physicians and other health professionals recommend that parents of these children with 
special health care needs share information with school staff to assure that the routine 
needs of their children are met while the children are at school. This requires informing 
the classroom teacher, principal or school nurse about the child's condition, medication 
which the child is receiving at home (especially if side effects might occur during school 
hours), and the significance of potential symptoms. 

A Written Health Care Plan 

Those children requiring care or procedures at school, or while being transported to and 
from school in a bus or van, should have a written plan agreed to by the parents and school 
officials. This plan may be incorporated into an Individualized Educational Plan if the 
child is receiving special education services. Those children not in special education 
should have a care plan nevertheless. The plan should specify what care, procedures and 
medications the child must receive while in school. The person or persons responsible 
for providing these services to the child should be identified. A physician in the 
community familiar with the child's needs should be asked by the parents to be the 
primary contact in the event of illness, health complications or other urgent concerns. A 
protocol for emergency care should be developed for those children whose conditions 
carry a probability of severe complications that may require rapid intervention in the 
classroom or transportation to the hospital. 

( continued on page 2) 

Reprinted from "The Connection Update," Parent-Educator Project, Iowa 
Department of Education, and Drake University, Des Moines, IA. 
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PHYSICIAN'S PERSPECTIVE (continuedfrompage IJ 

Importance of Attending School 

Physicians, educators and parents desire that every child attend school when the child can 
benefit from the learning and social environment of the classroom. The availability of 
medical treatment that preserves or restores function, while not curing the underlying 
disorder, permits many children to live at home and attend school. They do however 
require care and support in both settings. We must work together to assure the safety of 
these children while providing an opportunity for their optimal growth and development. 

SURVEY DOCUMENTS NEED FOR SPECIALIZED 

SCHOOL HEALTH SERVICES 

The Iowa Department of Education mailed a survey in 1989 to 1,636 building principals 
to assess the extent of use of special health care procedures in Iowa schools. Of surveys 
sent, 53% (873 of 1,636) were completed and returned. A preliminary report was 
prepared in February 1990 by Iowa Child Health Specialty Clinics and the Iowa 
Department of Education. Following are major findings: 

1. Forty-two percent of the 461 students identified as needing special health procedures 
were in regular education classrooms. Only 30% were in self-contained classrooms. 
2. Overall, the students required 598 special procedures daily for health-related condi
tions such as asthma, diabetes, cystic fibrosis, cerebral palsy, feeding problems, muscular 
dystrophy, spina bifida, scoliosis, systemic lupus, aplastic anemia, neurogenic bladder, 
severe bee sting allergy, and quadriplegia. Procedures included 

• medications by special routes • bladder catheterization 
• feeding via tube/pump • suctioning of mouth or airway 
• tracheostomy care • oxygen administration 
• ventilator support • monitor use 
• dialysis • insulin pump 
• cardiac pacemakers • nasogastric tube care 
• bronchial drainage • gastrostomy care 
• high tech meds • ostomy care 
• low tech meds • extraordinary physical supports 

3. Forty-one percent of schools had registered nurses available 25% or less of the time. 
Only 14% had registered nurses available greater than 75% of the time. 
4. More than half of all specialized health services were provided by individuals other than 
registered nurses. The study found these services were provided 

• 39% by registered nurses 
• 16% by teachers 
• 8% by parents 

• 22% by paraprofessionals 
• 10% by the students themselves 
• 5% by others (therapist, princi

pal, classmate, personal aide, 
others) 

5. A large number of schools identified a need for assistance in areas of policy and 
procedures, in-service training and resource materials. 

WHO ARE CHILDREN 
WITH SPECIAL 

. ALTH· <Jl~ NEEDS 
. & . 

Children with special health care 
n~s are a diverse group of indi-

. :vJl:lu~s. rrlley mayhave a vari 
m~cal.diagnoses,mcluding as · 
l:liabetes, feeding problems, cerebral 
palsy, sensory deprivation, develop-
mental disabilities, mental retarda-
,1,,iQt,>})emoph . ina bifida 
heallli~related 

A .1988 report, "Recommendations: 
S~tyices for Children with S · 
El;alth Care Need§,'' develo 
the Iowa Department of Educatmn' s 
Task Force on Children with Special 
Heal.th Care Needs, describes these 
ch· ren as "those who require indi-
v . ed healtli~related inte~h-. 
ti to enable participation in>the 
education process. Included with 
thls population are children: 

hose me · 1 condition is 
le or wb, ay requite e 

gency medical procedures; 
• who require the administration 

of procedures during the school 
y which are not considete 
fional; or 

• who are characterized by the qse 
of a particular medical device that 
compensates for the loss of a body 

.. 0ftmction and require subs 
/~Jf'tlal, comple equent he 

care to avert death or further qis
ability." 
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Overview of Issues Related ·10 Children 
with Special Health Care Needs 

in Educational Settings 

The following excerpt is from "Guidelines for the Delineation of Roles and Responsibilities for the Safe Delivery of Specialized Health 
Care in the Educational Setting," May 1990, Joint Task Force for the Management of Children with Special Health Care Needs of
American Federation of Teachers, Council for Exceptional Children, National Association of School Nurses, inc., and National 
Education Association. (Reprinted with permission) 

I 
n recent years advances in health care 
technology and procedures have in
creased survival rates for low birth 

weight infants, children with chronic ill
ness, children with congenital anomalies, 
and survivors of trauma. Higher survival 
rates have led to increases in the number of 
children with temporary or long-term health 
care needs, including technology assistance. 

Before the 1980s, children with long-term 
special health care needs were cared for in 
hospitals. Federal and state policies of 
deinstitutionalization, cost considerations, 
and pressure from advocacy groups paved 
the way for increased use of home health 
care for children with chronic health prob
lems. Estimates of the number of children 
with disabilities and chronic health illness 
vary between 1 % and 20% of the pediatric 
population. Specialists in the U.S. Con-

gress' Office of Technology Assessment 
estimate that 47,000 or more children re
quire technology assistance each year. 

Child advocates support normalization of 
developmental outcomes for children with 
special health care needs, including school 
attendance in the least restrictive environ
ment. Children with chronic health impair
ments are entering school systems in un
precedented numbers and have presented 
unique challenges and opportunities for 
educational policy makers. 

Questions have arisen regarding responsi
bility for health care costs incurred during 
school attendance: "Public schools, pressed 
for funds , may often be reluctant to pay for 
additional full-time nurses and special trans
portation vehicles, and to assume legal 
liability for medical care during school 

l} 

C 

hours. At the time, private insurers and 
Medicaid will seek to minimize their costs 
of serving technology-dependent children 
at home by shifting financial responsibility 
to the schools" (U.S. Office of Technology 
Assessment, 1987). 

There have also been challenges related to 
assignment of roles and responsibilities .... 
Wood, Walker, and Gardner (1986) con
ducted a national survey of state health and 
education agencies to determine the exist
ence of guidelines for select health care 
procedures in schools: (1) catheterization; 
(2) seizure management; (3) medication 
administration; (4) respiratory care; (5) 
tube feeding; (6) positioning; (7) colos
tomy/ileostomy care; and (8) "others" in
cluding allergy shots. Only 6 states had 
written guidelines for all eight procedures, 
and 26 states had either no written guide
lines or guidelines for medication adminis
tration only. As the number of children 
with special health care needs in schools 
increases, the need for greater clarity re
garding role delineation also increases. 
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SPECIAL REPORT 

Families, Educators, Health Professionals Urge Action to 

Improve Health Care in Schools 

by Dennis Hoyt 
Program Assistant 

Child Health Specialty Clinics 

0 
ne hundred thirty-nine persons, including parents, school 
personnel and health professionals, participated in the 
conference "Children with Special Health Care Needs: 

Ensuring Quality Care in School," on October 20, 1990, in Ames, 
Iowa. 

In opening remarks, the director of Child Health Specialty Clinics, 
Richard Nelson, M.D., observed that the quality of health services 
available in Iowa's schools varies greatly from one school to 
another. "We 'd like to see all Iowa children receive roughly the 
same level of [school health] service and not have such tremen
dous differences from district to district, let alone from school 
building to school building." 

According to Nelson, an important missing piece is a set of 
guidelines to promote consistency. "We really don ' t have the 
standards or protocols so that one can expect a child living in 

Attendees participate in discussion at Family Forum II, Ames, Iowa 

northeast Iowa will receive similar kinds of approaches and 
services that a child living in southwest Iowa receives." 

Stephanie Porter, a registered nurse and leader in the national 
school health movement, emphasized the importance of good 
planning, teamwork, and parent participation. "Without planning, 
nothing is going to work," Porter observed. She said parents play 
a vital role in Project School Care, a Boston-based program she 
helped develop. "I hear the word 'partnership' a lot here in Iowa. 
That 's really what's important, that the families are in the forefront 
of what's happening with their kid. Parents are included in all 
aspects of planning. They help to develop a health care plan. In 
fact, some of them have taken the health care plan and written it up 
themselves." 

Project School Care 's consultation team includes a pediatrician 
and registered nurse, a resource many school teams need, accord-

Panel members from Family Forum II 
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ing to Porter. "People sometimes want to have a nurse or 
somebody who comes from somewhere. They want to know that 
they ' re doing it right." She said the role of her consultation team 
has evolved over time. "We are asked to look at educational 
placement of the child in terms of integrating a child into the safest 
setting possible. We have a health care plan that we go by that 
outlines in detail what we want the schools to take a look at. We 
also work as liaison among families, schools, hospitals and 
community providers." 

In other remarks, Nelson said Iowa can expect to see "a slow but 
steady increase" in the number of children in school who require 
special health care procedures, many of whom will be in regular 
education classrooms. "I think this is important, because in the 
minds of many, especially of some administration people, the Family Forum II was sponsored by CHSC, Parent Partnership Project 
problem with special health care procedures is sometimes associ-
ated only with issues of special education." 

Over 50 recommendations for improving school care in Iowa 
resulted from the conference, including the following : 

• Seek state legislation and funding to ensure that nurses are pre
sent in schools serving children with special health care needs. 

• Define in administrative rules the roles and responsibilities of 
school personnel for specialized health care procedures. 

• Develop a weighting system to determine the level of health 
services needed for individual students. 

• Provide in-services on legal aspects and professional practices 
for educators, nurses , other school personnel, and parents. 

• Establish guidelines to ensure that appropriately trained per
sons (aide, R.N., L.P.N.) are riding on buses when needed. 

• Arrange a meeting with the chairperson of the school district 
board to review and discuss [school health issues]. 

• School principals , parent-teacher organizations, and concern
ed persons should work together to address these issues and 
to collaborate on developing solutions. 

• Professional organizations for nurses, physicians, occupational 
therapists , physical therapists, and others should recognize the 
concerns of children with special health needs attending public 
school and the impact of professional practices on the provi
sion of needed health care services in the school setting. 

• Legislators and school board members should assure necessary 
funding for the safe and efficient transportation of children to 
and from school and appropriate school nursing services. 

( continued on page 6) 
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SPECIAL REPORT 

HEALTH CARE IN SCHOOLS ( continued from page 5 J 

"Ensuring Quality Care in School" was sponsored by Iowa Child 
Health Specialty Clinics in cooperation with the Iowa Chapter of 
American Academy of Pediatrics; Parent-Educator Connection 
Project; Iowa Nurses Association; Division of Developmental 
Disabilities; Iowa University Affiliated Program; Governor's 
Planning Council for Developmental Disabilities; Iowa Pilot 
Parents; Iowa Affiliate of Association for the Care of Children 's 
Health; and Division of Family and Community Health, Iowa 
Department of Public Health, in cooperation with the Bureau of 
Special Education, Iowa Department of Education. 

Family Forum II, Stephanie Porter, R.N., Project School Care, 
Children's Hospital, Boston, MA 

STATEMENT OF PRINCIPLES 

for Safe Delivery of Specialized Health Care 

in the Educational Setting 

• Every student is entitled to a free, appropriate public education in the least restrictive environment. 

• The family is the constant in the child's life and should be an integral part of decision making re
garding the provision of health care in school. 

• The provision of special health care procedures should promote developmentally appropriate stu
dent independence. 

• A multidisciplinary meeting that includes the family , and student where appropriate, should be con
ducted for every child with special health care needs for the purposes of reviewing the special health 
needs and the delineation of roles for service delivery. 

• Every child who has a special health care need requiring nursing care, intervention, or supervision 
should have a nursing care plan written by a nurse. 

• To the degree possible, the delivery of any health care procedures should not significantly disrupt 
or have a negative impact on the educational process of the individual student. 

• To the degree possible, the delivery of any health care procedures should not significantly disrupt 
or have a negative impact on the educational process of other students. 

• Personnel who are responsible for the education and care of children with specialized health care 
needs should receive training from persons who are qualified to provide such training and certified 
or licensed to perform the procedure being taught. 

• Specialized health care procedures should be performed by qualified personnel who have received 
child-specific training as defined by the child's principal health care providers and the child's family. 

• Appropriate resources and environmental conditions should be available to the personnel who are 
providing school health procedures before the child 's placement in the classroom. 

From "Guidelines for the De]jneation of Roles and Responsibilities for the Safe Delivery of Specialized Health Care in the 

Educational Setting." May 1990. 

6 
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Iowa Healthy Children Initiative 

Last October, the Iowa Chapter of the American Academy of Pediatrics (AAP) and Child 
Health Specialty Clinics sponsored a conference to introduce an exciting new children's 
activity to Iowa - the Healthy Children Initiative (HCI). HCI is a nationwide effort of 
the AAP to provide communities with information to help them make child health care 
services more accessible. The initiative encourages innovation by pediatricians and 

· leaders within Iowa communities by challenging them to use existing resources in new 
and imaginative ways. 

An important first step in the Healthy Children process is the identification of child health 
service needs within the community. A simple assessment tool developed by HCI-the 
Community Yardstick-helps communities measure strengths and weaknesses. Com
munity efforts can then be directed toward those needs. HCI can provide support to 
communities by 

• identifying resource persons and materials from similar, existing community pro-
grams; 

• producing promotional materials; and 

• providing other technical assistance. 

HCI in Iowa is directed by an 11-member steering committee, chaired by University of 
Iowa pediatrician, Richard P. Nelson, M.D., Director of CHSC. Dr. Nelson said that 
working on the Iowa Healthy Children Initiative differs from other program develop
ments because, "It's very conceptual ... . HCI does not organize efforts in a community. 
Someone in the com- munity must take a leadership role." 

For further information, write to Richard P. Nelson, M.D., Iowa Healthy Children 
Program Facilitator, University of Iowa Hospitals and Clinics, 247 University Hospital 
School, Iowa City, IA 52242, or by calling 319/356-1118. 

Juvenile Rheumatoid Arthritis Program 

A new service has been developed by CHSC to enable parents and communities to 
respond to the needs of children with arthritis. The current activities of this program are 
to promote learning and awareness of educational and/or other needs of these youngsters. 
Providing access to resource options for parents and service providers is also targeted. 

The focus of this program is working with local communities to improve evaluation and 
treatment of this population of children. 

In April, Pediatric Rheumatology Clinics staffed by UIHC pediatric rheumatologists 
were initiated in Davenport on a quarterly basis. It is expected that these clinical services 
will be extended to other areas of the state beginning in the fall of 1991. 

For more information contact 

Kathy Bowers, R.N., Consultant OR 
Pediatric Rheumatology Services 
University of Iowa Hospitals and Clinics 
Iowa City, IA 52242 
319/356-4015 

Dr. Mary Jones, Director 
Pediatric Rheumatology Clinic 
University of Iowa Hospitals and Clinics 
Iowa City, IA 52242 
319/356-3484 
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Drawings by courtesy of St. Pius X 
4th grade class. Mrs. Ellen Barth, 
Art Teacher, Cedar Rapids, Iowa 
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Julianne Beckett 
Receives National 

Award and Recognition 

Julianne Beckett, a Program Associ
ate with Child Health Specialty Clin
ics and former staff member, will 
receive the Lloyd M. Bentsen A ward. 
This annual award, provided by the 
Kelsey-Siebolt Foundation, is a rec
ognition for exceptional leadership 
in family-centered, community
based coordinated care. 

Julianne serves as Coordinator for 
the Birth through Three Parent Net
work and will be serving on the Board 
of the Family Concerns Committee 
for the Virginia-based Division of 
Early Childhood for Exceptional 
Children. 
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