CHILDREN and YOUTH WITH CHRONIC CONDITIONS
OVERVIEW
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Chronic illness is a health condition of long duration and can often be debilitating.
Students with chronic illness often have unique educational needs and health
considerations that require individual planning. Every chronically ill student should have
access to school nursing care.

Better management and control of the chronic health condition is key to success for these
students, both in school and in their community. Care for these students should include
teaching and encouraging self care skills, as the locus of control for making decisions
about health shifts to the individual.

e Students with a chronic condition may require case management, modification or
adaptation of the environment, therapeutic activities and programs, medications,
treatments and/or specific health care procedures in order to remain in school.

e Students with chronic health conditions should be identified prior to school
enrollment, including transition from preschool, Child Development Services or other
specialized programs.

e An Individual Health Plan should be developed to address the specific health care
needs identified by a multi-disciplinary team, incorporating input from student,
family and health provider(s).

e The school nurse should serve as coordinator, communicating recommendations from
the health care providers and changes in health status between appropriate school
personnel, the family and health providers.

e Individual meetings with the student and family should be held at least annually by
the school nurse to monitor students' health status, evaluate the effectiveness of the
health plan and revise as necessary. These meetings should identify relevant
information concerning the students' needs including the implications for functional
capacity, medication regimen and expected or potential side effects, potential medical
emergencies, and other limitations or special needs.

e School nurses should participate in IEP meetings when the student has a health
related issue.

e Nursing services should be provided using accepted standard procedures or as
recommended by the student’s physician. The nurse who oversees these services
should provide special instructions, appropriate supervision and periodic monitoring
for quality assurance.

Each school should have an ‘Emergency File” with appropriate current emergency data,

color coded to alert staff to potential medical emergencies specific to individual students'
health conditions.

Chronic Diseases 1 July, 2004



CHILDREN WITH SPECIAL HEALTH NEEDS PROGRAM
Bureau of Health, Department of Health and Human Services,
Key Bank Plaza 7" Floor
11 State House Station, Augusta, Maine 04333
Telephone: (207) 287-5139, 1 800-437-9300 (in-state) Fax: (207) 287-5355

The Children with Special Health Needs Program provides the following:
e information and referral services;
e third party coverage for children with special health needs who are
uninsured or underinsured and meet the income guidelines; and
e specialty clinics, e.g. cleft lip/palate.

Information and Referral Services are available regardless of income or medical
condition.

Third Party Coverage: To be eligible, children must:
1. be under age 22;
2. meet the Program’s income guidelines; and
3. have an eligible medical condition.
Asthma and other respiratory disorders;
Gastrointestinal disorders;
Blood disorders;
Genitourinary disorders;
Cardiac disorders;
Juvenile arthritis;
Childhood cancer;
Orthopedic disorders;
Chronic ear infections;
PKU and other inborn errors of metabolism;
Cleft lip and or Cleft palate;
Seizure disorders;
Cystic fibrosis;
Skin disorders;
Developmental delays;
Spina bifida;
Diabetes and other endocrine disorders; and
Vision disorders.

The Program will pay for specialty medical care, including:

e medical supplies;
diagnostic evaluations;
surgery and hospitalization and other related costs;
medications;
occupational, physical, and speech therapy; and
adaptive equipment.
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The Program also may be able to pay for insurance co-payments and deductibles and for
lodging and transportation needed to attend medical appointments.

Specialty Clinics

Clinics are available to all regardless of income. Children must be under age 22.
Currently, the Program administers or provides funding for the following
clinics/programs:

e cleft lip and palate;

e spina bifida;

e metabolic

e cystic fibrosis

e hemophilia

e developmental evaluation; and

e pediatric oncology.

The Children with Special Health Needs is a state and federally funded
program of comprehensive major medical care services offered through
the Maine Department of Health and Human Services. The program is
designed to help families who have a child with a chronic, long lasting
disease or condition that needs specialty physician treatment. Referrals
can be made by anyone (parents, doctors, social workers, nurses,
developmental specialists, etc.). For more information call the CSHN
Program to discuss the possibility of referral, or ask for an application.

Once the application is received and eligibility is determined, a family will receive
certain services to care for their child. Services may include but are not limited to the
following:
e diagnostic and treatment services by a medical sub-specialist
physical, occupational and/or speech-language therapy
inpatient or outpatient hospital services
prescribed medications
orthotics and prosthetic services

All services eligible for coverage by CSHN must be approved before the service is
provided to the child. The service will be provided in the State of Maine by providers
who have specialized training in the areas of the needed service and accept
reimbursement from the state.

To be eligible for the CSHN program,
e The child and family must live in Maine;
e The child is under 22 years of age
e The family meets household income eligibility;
e The child meets CSHN guidelines for medical eligibility, limited to children with
special health care needs or acquired chronic disease or conditions that:
1. Restrict physical functioning or cause developmental delays, and
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2. Require subspecialty physician treatment or developmental
services for  an extended period of time.
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