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Preface

Maternal and child (MCH) programs target a wide variety of  population groups for

services.  One targeted group is children with special health care needs (CSHCN). Estimat-

ing the size of  this population is crucial for state CSHCN programs, which are in transition

from providing direct services to promoting and monitoring comprehensive systems of  care.

Recent changes in health care financing have led to an increase in the number of  CSHCN

entering managed care plans, placing them at risk if  treatment is not appropriate, or if

specialty care is not provided.  Estimating the size of  this population is difficult as there are a

number of  approaches that have been used to classify and characterize CSHCN. In addition

to the lack of  consensus on a definition for CSHCN, there is no single data source from

which a direct measurement of  the size of  the CSHCN population can be estimated.  To

address this problem, the federal Maternal and Child Health Bureau’s (MCHB) Division of

Services for Children with Special Health Care Needs developed a definition of  CSHCN

(defined in Chapter One of  this manual).

Using the MCHB definition of  CSHCN, Dr. Paul Newcheck and others worked with a

large nationally representative survey—the National Health Interview Survey Disability

Supplement (NHIS-DS)—to determine the number of  CSHCN in the United States.  In

the July 1998 edition of  Pediatrics,  the group reported that “...between 15% and 20% of

U.S. children have a significant, ongoing health care need related to a chronic health condi-

tion.  Additional children are at-risk of  developing an ongoing health care need, but no

estimates of  their number are available at present.”

Building upon this work, this guide contains tables that calculate the number of  CSHCN

based on 80 different variables.  This manual will also help MCH and CSHCN professionals

to use data from the National Health Interview Survey Disability Supplement to create

estimates of the number of CSHCN or the number of CSHCN with specific characteristics

in their states or regions. These estimations will enhance the ability to plan, monitor, and

assess programs affecting the health of  CSHCN.

About This Project

Quality Community Managed Care (QCMC) was a project funded by a grant from the

Maternal and Child Health Bureau (MCHB) from October 1, 1994 through September 30,

1998 to address the need for effective, ongoing mechanisms for quality assurance to monitor

how managed care systems reach, appropriately serve, and improve the health of  CSHCN.

The goal of  this project was to develop and field test a model for systematic evaluation of

service delivery and outcomes at the community and family levels for CSHCN, including

children eligible for publicly funded programs under managed care. A model method to

collect and assess selected indicator data, a process for evaluating cost effectiveness and

efficiency of  the model, and the modification and retesting of  model elements were ad-

dressed by QCMC project staff.  Information about this project, as well as Adobe PDF

versions of   the several publications produced by the QCMC project staff  may be accessed at

http://www.uic.edu/sph.cade/mch_managed_care/publications.htm

Quality Community Managed Care:  A Guide to Quality Assurance Measures for Children with
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Special Health Care Needs provides a set of  performance measures that can be used to moni-

tor CSHCN in managed care plans, or to monitor services funded through state CSHCN

programs.  Each measure pertinent to the CSHCN population is described, along with

necessary data items, and sources(s) for collecting the data.  Developing and Monitoring a

Quality Assurance System for Connecticut’s Children with Special Health Care Needs Program

details the experience of  testing the QCMC model in Connecticut’s CSHCN program.  The

guide, Developing and Analyzing Performance Measures:  A Guide for Accessing Quality Care for

CSHCN details a ten-step analysis plan for the ongoing and dynamic process of  generating

all required indicators of  quality, a method of  interpretating the indicators, and the subse-

quent review process that includes the state program and local contracted managed care

agency staff.  This guide is intended to assist these stakeholders in developing  goals and

objectives, including correctives measures, to improve effectiveness, efficiency, accessibililty,

provider competence, and program management.
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