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Children and Youth with Special Health Care Needs

Clarifications and Follow-Up Research by Garry Kelley 
CYSHCN1 is a composite question.  Parents were first asked, “Do you have any concerns about child's learning, development, or behavior?"  If yes, the parent was asked a battery of questions as follows.  If parent answered yes to any one of the, ‘are you concerned about how the child…’ then the child was classified as having an issue.
· Talks and makes speech sounds? 

· Understands what you say? 
· Uses their hands and fingers to do things? 

· Uses their arms and legs? 
· Gets along with others? 

· Is learning to do things for themselves? 

· Is learning pre-school or school skills? 

CYSHCN 20 Parents were asked to self-rate the severity of their child’s condition from a list of 16 conditions in the survey: learning disability, attention deficit disorder, depression, anxiety problems, behavioral or conduct problems, autism or Asperger's, developmental delay, speech problems, Tourette Syndrome, asthma, diabetes, epilepsy or seizure disorder, hearing problems, vision problems, bone or joint problems, or brain injury.

CYSHCN 60 asked parents the following questions and if all were answered as affirmative, the neighborhood was defined as supportive. Questions asked were

· "People in my neighborhood help each other out." 

· "We watch out for each other's children in this neighborhood." 

· "There are people I can count on in this neighborhood." 

· "If my child were outside playing and got hurt or scared, there are adults nearby who I trust to help my child 

CYSHCN 69 parents were asked, “Since starting kindergarten, has your child repeated any grades?”

CYSHCN 75 was compiled in the following way.  Students identified with any category of disability (including learning disability) have gone through an evaluation process conducted by the IEP team. Every evaluation contains specific measurement criteria. If the results of the evaluation show that the student meets these criteria, then the student is identified as having that type(s) of disability.  Under section 618 of the Individuals with Disabilities Education Act (IDEA), states are mandated to collect and disseminate this information from local boards.  Each state sets their own process and procedures for identification and eligibility criteria for students under each of the 13 categories.  The criteria used in Kansas disability categories can be found in Kansas Special Education Process Handbook and is available on KSDE website.
CYSHCN 76 asked parents, “during the past week, how many days did child play with other children their age?”  The supplementary sheet has this measure further broken down according to type of disability.  I am unable to break this down any further due to the nature of the survey.
CYSHCN 78 parents self-rated two questions on how frequent and how severe were children’s health conditions affecting their daily life.  If parents answered always or usually to how often does child’s health condition affect their ability to do age-appropriate things and/or answered a great deal to how much limitation does child experience, than that child was classified as having a condition that consistently and often greatly affects their daily activities.
In CYSHCN 90, a child abuse victim is defined as a child who has received an investigation or assessment and was found to be mistreated. The definition of abuse also includes acts or circumstances that threaten the child with harm or create a substantial risk of harm to the child's health or welfare.  However, the number and percents of disabled children are probably under reported because not every child is screened and receives a clinical diagnose by CPS agency staff. Below are the definitions used in categories (state CPS has list of conditions mapped to these definitions).
AFCARS Definitions:
	Disability Type
	Federal AFCARS Definition 

	Mental Retardation
	Significantly sub average general cognitive and motor functioning existing concurrently with deficits in adaptive behavior manifested during the developmental period that adversely affect a child's/youth's socialization and learning.

	Visually/Hearing Impaired
	Having a visual impairment that may significantly affect educational performance or development; or a hearing impairment, whether permanent or fluctuating, that adversely affects educational performance.

	Physically Disabled
	A physical condition that adversely affects the child's day-to-day motor functioning, such as cerebral palsy, spina bifida, multiple sclerosis, orthopedic impairments, and other physical disabilities.

	Emotionally Disturbed


	A condition exhibiting one or more of the following characteristics over a long period of time and to a marked degree: An inability to build or maintain satisfactory interpersonal relationships; inappropriate types of behavior or feelings under normal circumstances; a general pervasive mood of unhappiness or depression; or a tendency to develop physical symptoms or fears associated with personal problems. The term includes persons who are schizophrenic or autistic. The term does not include persons who are socially maladjusted, unless it is determined that they are also seriously emotionally disturbed. The diagnosis is based on the Diagnostic and Statistical Manual of Mental Disorders Third Edition) (DSM III) or the most recent edition.”  [Note: the current edition is DSM-IV.]

	Other Diagnosed Condition
	Conditions other than those noted above which require special medical care such as chronic illnesses. Included are children diagnosed as HIV positive or with AIDS.


Kansas State Mapped Definitions:
	Down Syndrome
	
	Psychotic Disorder

	Borderline Intellectual Functioning
	
	Schizophrenia

	Hydrocephalus
	
	Schizophrenaform Disorder

	Microcephaly
	
	Schizoaffective Disorder

	Mental Retardation (all degrees)
	
	Somatoform Disorder

	Visually/Hearing Impaired
	
	Tourette Syndrome

	Blindness and Low Vision 
	
	Other Diagnosed Condition

	Cataracts
	
	Aplastic Anemia

	Congenital anomaly of the eye
	
	Asperger's Syndrome

	Glaucoma
	
	Asthma*

	Diabetic Retinopathy
	
	Autistic Disorder

	Retinal Detachment and Defects 
	
	Acquired Immunodeficiency Syndrome (AIDS)

	Visual Disturbances 
	
	Blood disorder that required hospitalization once a month

	Deaf
	
	Cancers

	Hearing Loss 
	
	Childhood Disintegrative Disorder (Pervasive Developmental Disorder)

	Physically Disabled
	
	Chronic Granulomatous Disease

	Arthritis
	
	Cleft palate

	Brittle Bones/Osteogenesis Imperfectus
	
	Coagulation Defects

	Cerebral Palsy
	
	Congenital cystic lung

	Chronic Motor Tic Disorder
	
	Congenital heart anomaly

	Club Foot
	
	Crohn's disease

	Diplegia
	
	Cushing's syndrome

	Multiple Sclerosis
	
	Cystic Fibrosis

	Muscular Dystrophy
	
	Diabetes

	Myasthenia Gravis
	
	Disorders Involving The Immune Mechanism (code 279)

	Paralysis - Paraplegic, Quadriplegic, Diplegic
	
	Encephalopathy

	Poliomyelitis
	
	Fetal alcohol syndrome

	Rheumatoid Arthritis (juvenile)
	
	Fetal drug addiction

	Spina bifida
	
	Heart murmur, vigorous activity curtailed

	Emotionally Disturbed
	
	Heart disease

	Adjustment Disorders
	
	Hemophilia

	Attention Deficit and Disruptive Disorders:  ADD and ADHD
	
	Hypertension

	Agoraphobia    
	
	Human Immunodeficiency Hiv Disease (HIV)

	Obsessive Compulsive Disorder
	
	Human T-Cell Lymphotropic Virus-III

	Panic Disorder including Generalized Panic Disorder
	
	Other Human T-Cell Lymphotropic Virus-III

	Phobias
	
	Immunodeficiency

	Post Traumatic Stress Disorder (PTSD)
	
	Kidney disease

	Separation Anxiety Disorder
	
	Klienefelter's syndrome

	Anorexia Nervosa
	
	Learning Disability

	Bulimia
	
	Leukemia

	Bipolar Disorder
	
	Liver disease

	Cyclothymic Disorder
	
	Lupus

	Depressive Disorders
	
	Malignant Neoplasms (Malignant tumors)

	Dysthymic Disorder
	
	Misplaced facial feature

	Antisocial Personality Disorder
	
	Organic Brain Syndrome

	Avoidant Personality Disorder
	
	Pancreatic Disease

	Borderline Personality Disorder
	
	Pervasive Developmental Disorders Not Otherwise Specified

	Dependent Personality Disorder
	
	Rett Disorder

	Histrionic Personality Disorder
	
	Sarcomas

	Obsessive Compulsive Personality Disorder
	
	Seizure Disorder

	Paranoid Personality Disorder
	
	Sickle cell anemia

	Schizoid Personality Disorder
	
	Shaken Infant Syndrome

	Schizotypal Personality Disorder
	
	Late Effects Of Tuberculosis 

	Reactive Attachment Disorder
	
	Nutritional deficiency

	Delusional Disorder
	
	


CYSHCN 95 is a composite measure.  Children were classified with ‘adequate insurance’ if their parents answered usually or always to all three of the following questions:
1. Does child’s health insurance offer benefits or cover services that meet their needs? 

2. Are the costs not covered by child's health insurance reasonable? 

3. Does child’s health insurance company allow him/her to see the health care providers he/she needs? 

CYSHCN 113 is a composite measure.  CSHCN with responses of usually or always to all five family-centered care questions and, if needed, usually or always response to availability of language services questions.

Family Centered Care (at least usually to all 5 questions)   

1. How often did child’s doctors and other health care providers spend enough time with them? 

2. How often did child’s doctors and other health care providers listen carefully to you? 

3. How often were child’s doctors and other health care providers sensitive to your family’s values and customs? 

4. How often did you get the specific information you needed from child’s doctors and other health care providers? 

5. How often did child’s doctors and other health care providers help you feel like a partner in care?

Interpreter (at least usually to all 2 questions if needed)

1. During the past 12 months, did you or your child need an interpreter to help speak with their doctors or other health care providers? 

a. When you or child needed an interpreter, how often were you able to get someone other than a family member to help you speak with their doctors or other health care providers? 
Measures of the number and impact of PKU for families served by state have been added to supplemental section.  School absenteeism and disabilities education achievement have been also been added to this section.

CSHN in homeless population is currently being collected from a partner and will be presented at the January meeting.
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