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ABSTRACT

Children and youth with special health care needs
frequently require health care during the school day. School
evaluations and Individual Educational Plans should include health
information addressing students' daily health and emergency needs,
should assure services in a setting that is academically appropriate
and in the least restrictive environment, and should include goals
and objectives to help the student become more involved and
independent in his/her own health care. A survey, with responses from
89 percent of Louisiana's school districts, determined that 756
students required selected procedures in school. A study was then
conducted with families of 59 of these students, analyzing data from
school records of students with special health conditions and
assessing students' ability to access health services in order to
participate in school. The study found that: health records and
official education documents do not contain health information on
children with health conditions in school, school personnel who
provide health services require additional training, and
documentation that would help to ensure safe and adequate service
delivery is often missing. Nine recommendations are offered for
improving services through collaboration of parents, teachers,
paraprofessionals, school nurses, the health care team, and primary
care physicians. (JDD)
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SPECIAL EDITION

Asqessmg Health SEI‘VICGS“
Delivery for Children with Sp
Health Care Needs (CSHCN) in Sc

SHCN programs are charged with the
responsibility of “playing a leadership role
in the development of community-based
service systems for CSHCN and their
families” (MCH Block Grant Systems De-
velopment Mandate, 1990).

Educational services are only one component of a
service delivery system. The opportunity for collabora-
tionbetween CSHCN programs and State Departments
of Education is essential in developing this system.

This special edition of The Networks newsletter
will focus on a statewide study conducted by the
National MCH Resource Center for Ensuring Adequate
Preparation of Providers of Care. The goal of this study
was to collect data regarding health information in-
cluded in the school records of students with special
health conditions and to assess the students’ ability to
access health services in order to participate in school.
We hope it will provide you with insight as tothe cuality
of health services children with special needs are
receiving in school and the barriers that will need to be
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resolved in an effort to enhance quahty semces for this
population.
Introduction
Chﬂdren and youth w1th specxal health oondmons
ﬁequently require health care during the school day.
Health care needs may involve the management of
ventilators, oxygen condensers or other medml de-
vices as well as the provision of procedu:es such as
catheterization, gastrostomy feedings and sucnomng
" Problem L *},3&‘“
In order for students with special health conditions
to access safe and relevant educational opportunities,
school evaluations and Individual Educational Plans
(IEPs) must include health information. Personnel asso-
ciated with the Ventilator Assisted Care Program and
the Chronic Nlness Program, as well as consortiums of
families, health providersand educators, have observed
that the majority of school evaluations and IEPs com-
pleted for children with special health condmons do not
contain health information.
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should also assure services in a setting that isacadem-
ically appropriate and in the least restrictive environ-
ment. Finally, the IEP or school health plan should

‘ include goals and objectives to help the student

become more involved and independent in his/her
own health care.

Study Objectives

The objectives of this statewide study were to:

1) Assess the amount and type of health information

“included in the IEP, School Health Records and

School Evaluations of students with special health
needs.

2) Assess services received by students with special
health needs in the school setting.

Methodology _

Initially, all Louisiana parish (county)leveleducation
districts were surveyed to determine the number of
students who required specific health-related services
during the school day. This survey was based on
school health procedures originally described by the
California State Department of Special Education.
Eighty-nine percent (89%) of the school districts
responded reporting 756 students who required
selected procedures in school.

A multidisciplinary committee consisting of
university-based research specialists, parents, nurses,
educators, a psychologist and a state health
administrative consultant was formed. This
multidisciplinary committee developed the content for
the study instruments.

The process of recruiting study participants was
complex. Initially, school superintendents were
contacted to solicit their permission and involvement
in the study. Some school systems required their
attomey's approval and adherence to system policies
regarding research. For purposes of confidentiality,
school superintendents who agreed to participate
were asked to distribute parental consent forms. In
larger school systems, this often required contact of
more than 100 parents. Zventually, 59 families gave
consent and agreed to participate in the study. From
this study population, five parents and their children
participated in a more indepth interview utilizing the
parent/student interview protocol.

A nurse and an educator were recruited and
trained to collect data utilizing the newly developed
instruments. Information was collected as a result of
school visits and telephone interviews with families,

teachers, school nurses, and paraprofessionals in 23
different school parishes.

Selected Observations

The following observations were reported by the
data collectors.

< Communication among families, health and
education personnel was often lacking.

% Health information was often not accessible to
school and education personnel. When accessible,
the information was often not timely or relevant.

< The term “health records” was not consistent
across school districts. Information included in
“health records” and the location of those records
varied greatly.

< Some parents were not familiar with the range of
related services for which their child might be
eligible.

% TEPs seldom identified personnel responsible for
providing health related procedures in school.

% School nurse involvement in the IEP process was
inconsistent across school parishes. Jobdescriptions
and definitions of nursing responsibilities varied
across school parishes.

% Many school nurses expressed concem regarding
the following:

o students unidentified to them who were In their
jurisdiction and receiving health services

e the quantity of students for whom they were
responsible

e the large geographic areas for which they werc
responsible

e their responsibility for supervisior, of nonlicensed
health care providers in school

o thelack ofaccess tocurrent information regarding
students and their health needs.

e thelack ofaccess toopportunities for clinical skills
training

e the lack of involvement in the evaluation,
placement, and development of a student’s [EP
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Selected Results

A vast amount of information was collected. A small selection of the data that was collected is presented in the
following three (3) tables.

Table 1 describes the documentation of health information in the appropriate schoolrecords of students with
special health needs.

Description of Student's Health Needs Reported by Form Reviewed? l
{Percentage of “Yes" responses)
! 1EP :‘e izl::s Evaluation Total
General health information is stated - 824 81.5 95.6 86.60
A primary medical diagnosis is stated 72,5 81.5 91.8 81.93
Related conditions are stated - 88 2 81.5 91.8 87.17
Zirreeccatr;lons related to prmary diagnosis are stated 13.7 ! 126 143 23.53
Warning signs and/or symptons are stated directly 20 ‘ 22.2 8.2 10.80
Signs of immediate danger we stated ducctly ] N 3.7 389 224 25.00
Scheduled treatments are suated diroctly i 54.9 L 667 55.1 58.90
Other treatments are stated directly o B ““i 17.0 ) 27.8 ’l 143 19.90
Medications are stated dicecty T l 255 ' 48..1 'l 49.0 40.87
Zic:zsci:ol;e side effects of prescribed m(-glulu)nsl;:'—sl\-lgd _—7!. T 3'_0 ' 148 ! 8.2 8.33
Special nutritional and/or tluid needs a;(."s.l.:u-v;l. (-iul'(l tl~v- »-----——r———-—-; ‘":I N h*—‘-t(_)_j- A 34.7 42.03 1‘
Special equipment and/or supplies are tl_\ll.;{;hr(“(l';_ - MM—E-"_- _8.(;:1“ S 72_.'2“—— -i-h_ 714 74.67 ‘:

Table 2 provides information on training issues as an indicator of quality of service delivery.

WHAT KINDS OF HEALTH RELATED TRAINING DID YOU RECEIVE?
Perecentage of "Yes" responses for cases where the school nurse

Training School Based Training
- e e+ 57] —
General Orientation o “-—_'__";7:.-1_“. B
!l Diagnosis Specific T '-.iés:l' S
Child Specific S -7-0.2
l Hands-On Practice o : (:.E- T
’lWarning Signs/Symplo;; o o 7
! Cmergency Procedures T 57
Training Updates -

[

Non-School Based Training 1

76.2

is the primary service provider of heaith needs (N~21)
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Was it Adequate?

ﬁ 100.0 |

06.7 | 95.2 |
e 76.2

wo 76.2 ]
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Table 3describes the degree to which children’s health needs were met inschool as perceived by various
caregivers.

Datawas collected for 57 cases. One to five iIndividuals responded for each case. Fifty-five (65)parents, 49 school nurses,
27 teachers, 35 aides and four other school employees responded. The average responsé was quite positive. However,
parents were somewhat less positive than other adult caregivers.

[
| RESPONSE
' 1 A ; : ;
Extremely Well | ) l I NotAtAll
<_:___.__ I i :
Frequency 1 2 : 3 4 \ 5 ‘ Total
N SO !
; 30 iy | 6 ! 3 5 55
" Parent - S i ;
. ’ ,
54.5% . 200% 109% - 55% ECRL ;
! IS S l
’: 35 ’, 9 : 2 : 3 i 0 ! 49
» Nurse | ———— .4.,A.__4.__ e ey _ ‘ H
'| 71.4% i 18.4% 11% L e1% ; 0.0% ll
{ i ’ 1
| . ' |
; 27 | 4 : 2 ; 1 ' 0 1 27
‘ Teacher — e e S ! — ‘
H .
| 770% 1 14.8% 7 A% - 3.7% 0.0% ll ‘
T T T T T - ! |
27 ! 7 1 0 0 i 35 ;
] t Alde ]l - — e o e S e ‘ —— i H
. ] 1 N
| | 7w b 2000 0 29% 1 0.0% 00% | 1
'. : e e . !
: ! 4 i 0 0 0 0 ‘ 4 ;
' O[her i i e e e 4 e e = t—— e e e e m e e e ——— e :
' i 100.0% 0.0% 0.0% 0.0% 0.0%

% 54.5% of the parents attributed the reason for satisfaction of the service to: a) efforts of school personnel and b)
efforts of the mother.

% 70% of nurses, teachers and paraprofessionals credited open colmmunication between home and school as the
main contributor to level of satisfaction.

45.5% of parents cited the following categories as suggestions for improvement in health services: additional
school personnel, increased sensitivity, increased knowledge. improved communication and additional funding.

& Nurses, teachers and paraprofessionals cited the lack of adequate personnel as a deterrent to providing adequate
health services in school.
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Recommendations

1. Written procedures should be developed outlining
the steps involved in providing health services for
. children with health conditions. These procedures
should also indicate the person responsible for
implementing each step. It would be useful to have
these steps available to the parents in order for them to
anticipate the next step.

2. The school nurse should be involved in the initial
identification of the child. He/she should conduct
and write a nursing assessment on each child in his/
her jurisdiction. The school nurse should be actively
involved in the evaluation, IEP, and placement of a
child with a special health needs.

3. If the nurse is delegating a health procedure to a
nonlicensed care provider, he/she should be involved
in the training. Additionally, a system for supervising,
monitoring and updating the skul! level of these care
providers should be developed and updated at least
annually.

4. There must he documentation of all aspects of a
child's health needs. These tecords should be
consistently placed and easily accessible to all
caregivers. Information should include:

Primary medical diagnosis

Related conditions

Waming signs and/or symptoms

Signs of immediate danger

Precautions related to the health condition
Scheduizd treatments

Medications

Possible side effects of prescribed medications
. Special nutritional and/or fluid needs

10. Special equipment and/or supplies

FOR MORE SPECIFICINFORMATION, refertothe
Community Provider's Guide: An Information Outline
for Working with Children with Special Health Needs
5. Procedures should be documented at the time they
are performed.

6. Lines of communication should be established
between all caregivers (parents, teachers,
paraprofessionals, school nurses, the health care team
and primary care physicians).

©®OND A W=

7. Minimum competencies should be required for all
health providers in school. These competencies should
include:
CPR - cwrent certification
Universal precautions
General review of body mechanics
Psychological issues
Procedure specific training
Child specific training (to include warning signs
and symptoms and emergency protocol for each
child)

g. communication/exchange of information
FOR MORE SPECIFICINFORMATION, refer tothe
Community Provider's Guide: An Information Outline
for Working with Children with Special Health Needs,
1991 Addendum
8. Parents and school personnel should encourage
documentation of Health Services on the IEP. Health
Services can be considered a related service for which
a child is entitled. The IEP should contain goals and
objectives towards which the child should strive in an
effort to achieve full potential in self-help activities.
9. Children who are in regular education and do not
have an IEP should have an IHCP (Individual Health
Care Plan). An IHCP should include all the health
information listed in Number 4 as well as goals for
achieving full potential in self-care activities.

o Q0D

Conclusion

This study reinforces what parents and professionals
have been voicing for some time. First of all, health
records and official education documents do not contain
health information on children with health conditions
in school. Secondly, school personnel who provide
health services require additional training in order to
meet the health needs of these students. Finally,
documentation that would help to ensure safe and
adequate service delivery is often missing. The study
indicates that parents, education and health providers
should work collaboratively to develop systems which
will ensure the safe provision of health services for
children. «*
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Bulletin Board

The Bulletin Board is an electronic forum where users Staff
have instant access to a variety of resources and ' )
information. Features of the system include: A. J°®e Gates. MD. MBA., Dlrecto'r
Jacqueline Harrison, M.N., R.N., Coordinator

Janice Janz, M.Ed., Special Education, Consultant

National MCH Resource Center

® Posting of latest conferences and seminars.

® Messaging services whereby users can post mailtoone Lyla Thomas, Systems Operator
another. Sandra S. Diggs, Secretary
© National conferences area where usels can join in on Peggy LeBlanc, Parent Coordinator
discussions with other users and request information Dell Amos, Parent Developer
on specific topics. Ternry Heintz Caldwell, M.Ed., Consultant
e Database searches of local, regional and national Kathryn Kirkhart, Ph.D., Psychologist Consultant
resources and organizations.
e Database searches of the National Center's library and Contributor:
resource lists. Carole McCutcheon-Goodwin, B.S.
® Selected current articles available for browsing and Meg Pomeroy, RN.

downloading (transfer to the user's computer). (504) 896-9287

The bulletin board can be accessed by any personal FAX (504) 8956-9700
computer with a modem and communications software
at (504) 897-9204. For information or assistance, call the
systems operator at (504) 896-9287.
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