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I. Introduction to the Draft Requirements
Analysis for Decision Support 2000+

Sarah Minden and Dorothy Webman

A New Conceptual Model: One Information System Serving Many
Purposes

Today’s technology makes possible a revolution in information: multiple users, if they
adhere to established standards for data collection, can participate in what is virtually a
single information system that will enable them to share data and communicate
effectively. This virtual system can be used to meet all their information needs, whether
they are consumers or providers making choices about treatments, payors deciding
among health plans, managers allocating financial and human resources, or researchers
determining the need for services in a community. Furthermore, participation does not
require purchase of costly new systems or staff retraining  it requires only that we use
what is currently available in a new way.

Goals of the Information System

One goal of the new information system is improved decision support. Whether decisions
are made by consumers and family members, providers, payors, managers, or
researchers, they will be enhanced by an information system that provides all the data
they need, quickly, accurately, and efficiently. A second goal is improving the quality of
mental health services. An information system that makes available for stakeholders
reliable data on a community’s mental health needs, services used and service users,
costs and revenues, performance and outcomes, is critical to improving care. A final goal
of the information system is to facilitate effective communication within the mental health
system and between it and other human service systems.

How the Model Operates

Figure 1 and 2 illustrate the information system model. They show that the information
system is part of and serves the needs of the mental health care system and that both the
mental health care system and its information system are linked to the care and
information systems of other human service agencies. The stakeholders in the mental
health care systemconsumers and family members, providers, plans, programs, and
payors provide data for and receive data from the information system. These data,
collected and reported in uniform ways, are of various kinds, and include information on
the population, plan enrollees, encounters with service providers, and the financial,
organizational, and human resource characteristics of clinical and administrative entities
within the care system; on the system and clinical guidelines currently in use across the
care system; and on the results of system performance measures, consumer outcome
measures, and surveys of consumers, providers, and others.
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These data can now be used for descriptive purposes: How many people in the
population need mental health services? How many and what kinds of people are enrolled
in plans? How many people used services, what types, and at what cost? The data can
be analyzed to show the extent to which the actual system operations performed and the
actual clinical services provided adhered, respectively, to the system and clinical
guidelines. Finally, the data can be used to determine what system performance
indicators were met and what consumer outcomes1 were achieved to demonstrate where
and what kinds of improvements are needed in system performance and clinical services.

Stakeholders receive data from the information system to answer a wide variety of
questions. Clinicians and consumers have treatment decisions to make: What practices
lead to the best outcomes for individuals? Payors must choose among and negotiate
contracts with health plans, while consumers also must decide which plan and providers
best meet their needs. Managed care organizations and public mental health agencies
have administrative and business decisions: What practices lead to the best outcomes for
systems? Private and public payors want to know which plan will provide the best care for
the best price and what services should be included in a benefits package. Public
policymakers must decide how much to spend on mental health services, while
researchers want to know which treatments are most efficacious and how many people
need care.

Key Features of the Information System

The key features of the information system are that it:

• contains several types of information;

• can answer many questions by using multiple units of analysis and by linking
data across the mental health system and other systems of care;

• makes use of existing data collection practices and systems; and

• establishes standards for data collection and use.

Types of Information

The information system model contains data of four different types: descriptive,
evaluative, prescriptive, and corrective. Each type of information has its value for
addressing particular types of questions.

Descriptive Information: What are we doing?
The various data sets population, enrollment, encounter, financial, organizational, and
human resources can be used to answer the question: what are we doing? They
describe, for example, what services are needed and provided, who provides them, who

                                                                
1 Outcome measures characterize a person (consumer of services); report cards characterize health plans and

service entities such as hospitals; performance indicators characterize larger systems such as national
healthcare networks and corporations and state mental health authorities .
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uses them, how often they are used, what they cost, and how they are organized and
financed.
Evaluative Information: How well are we doing?
The quality tools within the information system prototype consumer outcome measures,
system performance indicators, and consumer-oriented report cards can be used to
answer the question: How well are we doing?  They provide information on the outcomes
of services and treatments for care recipients and indicate how well individual providers,
programs, and the system as a whole perform in regard to provision of accessible,
appropriate, high quality, and cost-effective care. When data are collected in uniform
ways, quality tools support comparison across systems, plans, programs, and persons.

Prescriptive Information: What should we be doing?
The clinical and system guidelines in the information system provide direction: What
should we be doing? They tell us what the literature or clinical or managerial experience
indicate will produce the best results.

Corrective Information: Does what we are doing match what we should be doing?
In the model, fidelity measures compare actual clinical and system practices to the
practices recommended in guidelines: Does what we are doing match what we should be
doing? What corrective action must be taken to increase fidelity? System performance
measures performance indicators and report cards measure administrative,
managerial, and program performance directly while consumer outcome measures
provide an indirect assessment of provider performance.2  When desired effects are not
achieved, the information obtained through these measures focuses and directly quality
improvement activities.

Answers for Many Questions by Using Different Units of Analysis

Because these different kinds of data are contained within a single information system,
great many questions can be answered. To answer some questions, a population will be
the unit of analysis; for other questions, a person will be the unit of analysis; and for still
others, a plan or a program will be the unit of analysis. Exhibits A-C contain vignettes that
demonstrate the ways the information system can be used to answer a wide variety of
questions using different units of analysis.

The Population as the Unit of Analysis
The vignette in Exhibit A takes the population as the unit of analysis, in this case, the
people living in a particular county, as well as various sub-populationsgroups of people
with certain mental illnesses, of certain ages and ethnic groups, living in certain
neighborhoods, etc. Using the population, enrollment, encounter, and financial data in the
information system, a county mental health agency determines what kinds of services to
establish, where to locate them, and how to develop a performance-based contract for
mental health services.

                                                                
2 Outcome measures characterize a person (consumer of services); report cards characterize health plans and

service entities such as hospitals; performance indicators characterize larger systems such as national
healthcare networks and corporations and state and county mental health authorities.
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The Plan as the Unit of Analysis
The Exhibit A vignette also shows how population, enrollment, encounter, and financial
data are used when the plan is the unit of analysis, that is, when the questions concern
the kinds of services a plan provides and the accessibility and the quality of those
services. In the vignette in Exhibit B, the unit of analysis is also the plan. Using various
data sets, purchasers of services and consumer and family advocates conduct analyses
that help them evaluate and choose among competing plans. For example, they use the
enrollment and encounter data reported by different plans to compare their accessibility to
people with serious mental illness, rates of service use, and array of services actually
available. They use plan-reported data from performance and outcome measurement to
see how each plan performs in regard to indicators of access, quality, and
appropriateness and how consumers in the plan fare in regard to clinical and functional
status outcomes.

The Person as the Unit of Analysis
In Exhibit C, the vignette describes how a consumer might use the information system to
help make good decisions about treatment. Here, the unit of analysis is the person: what
are the outcomes for persons who use this treatment and how do they compare to the
outcomes for persons who use an alternative treatment; how did this particular person’s
symptoms change as a result of the treatment; how satisfied are persons in this program
with treatments they received.

Linking Data

The enormous potential of the information system prototype lies in its capacity to link data
from different sources, both within the mental health system and between mental health
and other service systems, and in its ability to link different units of analysis. By drawing
from several different data sets, the prototype makes it possible to answer a prodigious
number of questions ranging from the outcome of a single individual’s treatment to
complex projections of service needs and financing requirements for entire populations.

Information in mental health has, up until now, focused primarily on the encounter as the
unit of analysis, with the person in the role of client. Persons, however, have other roles
 population members, enrollees, decision-makers  and the variety of organizational
and financial arrangements within the mental health care system means that we must
incorporate information from other levels  plans, programs, and population  if we are
to fully understand this complex system and how to improve it. It is a many-faceted and
dynamic system in which change at one level produces changes at other levels  and it
needs an information system that can handle large volumes of data and multifactorial
analyses.

By linking data sets, information about persons can be used to evaluate plans and
programs. For example, if a plan is contracted to provide mental health services to certain
percentages and categories of a state’s population, then enrollment and encounter data
aggregated for all persons served by the plan will show whether these standards have
been met. Similarly, linking data from consumer satisfaction surveys and other
performance measures with aggregated enrollment and encounter data can show the
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relationship between such factors as satisfaction, availability of specialists, denials of
services, and rates of enrollment in and disenrollment from the plan

Advantages of Linking Data

Linking data will meet many needs in mental health including:

• The need to coordinate care more efficiently and effectively. A primary barrier to
effective and efficient delivery of mental health and human services for children
with severe emotional disturbances and adults with serious mental illness is the
lack of a coordinated communication system that allows for the sharing of
timely, accurate, and appropriate information among all the agencies and
service systems involved in their care.

• The need to meet reporting requirements. Most mental health organizations are
accountable to Federal and local payors and are required to report on a great
variety of matters. Exchange of core data sets, agreement on data exchange
protocols, and use of web-based Internet and intranet applications would go a
long way toward increasing the efficiency and cost-effectiveness of data
collection and reporting.

• The need for research. Mental health phenomena at both the person and the
system levels are enormously complex. Our ability to understand current
circumstances and predict future trends depends on being able to look at how
the many factors that affect outcomes and performance interact in multi-
dimensional analytic models; this, in turn, depends on being able to link data.

Challenges to Linking Data

There are many challenges to linking the components of an information system (intrinsic
linkages) and linking that system to others (extrinsic linkages)3.  These include creation of
privacy-protected unique client and provider identifiers, linking structurally different
databases, and collecting and reporting real-time data. When linking data sets, it is critical
that data elements and coding be clearly specified to avoid misunderstanding and
unwanted variation in coding items.  Data collection procedures and databases that serve
multiple purposes such as reimbursement and quality measurement are more likely to be
adopted by users than more limited ones; but this increases the need for instruments that
are straightforward and transparent and that minimize additional staff training and
development of training materials and documentation.

                                                                
3 Intrinsic linkages connect data and databases within the mental health information system to answer

questions related to quality improvement at all levels of the service delivery system (population, plan,
program, and person). Extrinsic linkages connect information systems and their components across
programs, organizations and systems for the purposes of clinical coordination, quality improvement, cross-
system performance monitoring and research.
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Use of Existing Data

The information system would be impossible to build, implement, and finance if it had to be
created de novo.  Many of the components of the system already exist in one form or
another the Federal and some state governments collect population-level data; managed
behavioral health care organizations and providers collect enrollment, encounter, and
outcome data, use financial and human resource data, and report on performance
indicators; many clinical guidelines are available; and we have standards for systems and
some prototypical system guidelines. Certainly, we need to expand and standardize these
data collection efforts, but we must not minimize how much exists. The issue is one of
improving what we have and reaching consensus on how to do so, not on building anew.

The same is true for information systems. Clearly, there are problems of incompatibility in
hardware and software  systems that cannot “talk to” one another cannot share
information. But the Internet is an untapped resource and advances in data warehouse
and object-oriented technologies are enabling us to overcome local differences. Other
technical issues, of course, must be resolved: we need unique identifiers before we can
link data on persons, programs, or plans across databases; we need dependable ways to
ensure privacy and confidentiality; and we need minimum data sets so that we will all
collect comparable information in an efficient and affordable way. Again, the issue is one
of improvement and consensus, not starting over.

Establishes Standards

The information system recommends standards for data reporting including minimum data
sets, measures and instruments, and procedures for collecting and analyzing data. It builds
on the work of the Mental Health Statistics Improvement Program (MHSIP) in developing
standards for mental health data (see Appendix D and www.mhsip.org). In the late 1980's,
MHSIP created a Task Force to reconsider existing data standards and recommend
revisions. In its 1989 report, Data Standards for Mental Health Decision Support Systems
(commonly known as FN-10), the Task Force noted that:

“the adoption of standards permits communication, judgements, and comparisons.
Communication is enhanced because standards provide clearer definitions of terms
and concepts used in the conduct of the business. Judgments can be made against
the standards  does an item, product, or degree of performance meet, exceed or
fail the test? And once standards are operationally in place, comparisons are
possible by allowing the manager to aggregate data to foster an understanding of
differential performance....Comparisons and judgments about performance permit
decision makers to make alterations in their service programs intended to improve
their approaches to the care of the mentally ill.” (National Institute of Mental Health,
1989, p 4)

This 200-page report presented minimum data sets for patient/client data;
event/encounter data; human resources data; financial data; and organization data;
subsequently, recommendations were made in regard to data elements relevant to
children (MHSIP, 1992). Owing to the quality of MHSIP’s work, all states have now
voluntarily adopted many of these standards. The MHSIP FN11 workgroup began the
process of updating and refining FN10; it is being continued through development of this

http://www.mhsip.org/
Victor J Ingurgio

http://www.mhsip.org/fn10.html
Victor J Ingurgio

Victor J Ingurgio

http://www.nimh.nih.gov/
Victor J Ingurgio

http://www.mhsip.org/fn11.html
Victor J Ingurgio
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model information system and elaboration of minimum data sets for each of its
components.

An Historical Perspective

The past decade has seen dramatic changes in the roles and types of stakeholders in the
mental health care system: consumers and family members now have greater opportunity
to participate and more power to influence personal and system-wide outcomes; and
health maintenance organizations (HMOs) and managed behavioral health care
organizations (MBHCOs) are now as much a part of the mental health care system as are
care recipients, clinicians4, and those who have traditionally paid for care (employers, the
Federal government, and state and county mental health authorities). Stakeholders need
ready access to information on a wide range of issues in understandable, easy-to-use
formats if they are to make wise decisions.

The trend to “carve out” mental health has widened the gulf between the mental health
care system and other human services such as medical care, social welfare, vocational
rehabilitation, and housing. Both deinstitutionalization and the failure of the system to
provide high quality, appropriate care to people with serious mental illness has resulted in
increased homelessness and incarceration in jails and prisons. With care occurring in
these multiple and varied settings, there is greater risk of fragmentation, duplication, and
gaps in services and greater need for effective communication among agencies and
systems of care.

These changes stakeholders with new kinds of decisions to make and a more complex
human service system with vast amounts of data to share  have created a need to
expand and improve information. The quality of information will determine the quality of
care: without good data stakeholders cannot make good decisions and without good
decisions, the system cannot continue to operate.

Current Status of Mental Health Information

The mental health field (and, indeed, the human services system as a whole) currently
lacks the standardized data needed to manage mental health care systems effectively.
The field also lacks the measures to evaluate the quality of the care the system provides,
with respect to both practices and outcomes. There are no widely-accepted clinical or
system guidelines with which to standardize practice or to provide criteria for judging
provider and system performance. Finally, we do not have data systems for collecting this
information in a uniform and comparable way or for enabling communication across
systems of care.

In response to this situation, the Survey and Analysis Branch of the Center for Mental
Health Services (which is responsible for providing descriptive information on the Nation’s
mental health service delivery system and for developing and implementing the data

                                                                
4 We use the term clinician to refer to the individual who provides care to a consumer and the term provider

to refer to the entity HMO, MBHCO, public mental health agency, group practice  that organizes,
delivers, manages, oversees care to groups of consumers.
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systems to collect this information) undertook development of an information system
prototype to address the field’s need for standardized data, useful guidelines, consistent
quality measurement tools, and efficient information sharing. A group of experts and
stakeholders was convened in January 1998 to guide the development of the information
system. The group recommended that the information system should:

• link clinical and system guidelines with standardized population, enrollment,
encounter, organizational, human resources, and financial data, consumer
outcome measures, system performance measures, and consumer-oriented
report cards;

• meet the needs of a broad group of users including consumers, families,
providers, payors, managed care organizations, state mental health authorities,
administrators, researchers, policy makers, and advocates;

• collect individual and aggregated data at both the consumer and system levels,
i.e., data on individual consumers, groups of individual consumers, individual
organizations, and groups of organizations (systems);

• collect data on consumers of services and persons in the community who are
not consumers of services;

• collect data on adults, children, adolescents, elderly, and persons with co-
occurring disorders;

• ensure privacy and confidentiality of data;

• be flexible enough to incorporate cross-cultural information and assessment
tools;

• produce information that can be used to enhance the quality of care for
individuals and groups of adults with serious and persistent mental illness and
children with serious emotional disturbance;

• facilitate clinical and organizational decision-making and monitor the outcomes
of decisions taken;

• collect, analyze, and report longitudinal data;

• be able to expand in terms of numbers and types of data elements and numbers
and types of subjects and to be modified over time;

• be able to link with information systems in a broad range of agencies, locations,
programs, organizations (e.g., social service, corrections, consumer-run
programs, and “wrap-around” services such as housing, vocational
rehabilitation);
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• be designed for use on personal computers by persons with limited technical
expertise.

Related Efforts

In addition to the work of MHSIP on data standards, the mental health field has been
active in developing clinical guidelines, quality measurement tools, and information
systems. Unfortunately, sparse resources slow the pace of change, leave much work
unfinished, and limit dialogue within the field. As a result, there is fragmentation of what
should be an integrated and cooperative effort, overlap and duplication of activities, and
gaps that could be resolved by enhancing communication and collaboration.

Federal administrative and regulatory agencies have broad authority to establish
requirements and performance standards for data collection and reporting and to monitor
and enforce the compliance of public and private entities. Other legislation limits the
collection, use, and disclosure of information by these agencies to reduce expense and
burden and to ensure confidentiality and protect privacy  (Rosenbaum et al., 1998).

Recognizing that electronic methods for health insurance-related transactions such as
enrolling members, paying premiums, checking eligibility for services, obtaining
authorization for specialist care, filing claims, coordinating benefits, etc. could
substantially reduce administrative cost and burden, Congress included Administrative
Simplification provisions in the Health Insurance Portability and Accountability Act
(HIPAA) of 1996 (P.L. 104-191) to establish a single, uniform set of standards for these
transactions. Specifically, HIPAA requires the Secretary of Health and Human Services
(HHS) to adopt national uniform standards for electronic transmission of health data and
to require adherence by health plans, providers, insurers, and clearinghouses that
transmit data electronically (Fitzmaurice, 1998).

HIPAA also includes specific provisions to protect the security and confidentiality of health
information associated with individuals. It requires the Secretary to recommend health
record privacy legislation to Congress; if Congress does not enact such legislation, HHS
is to promulgate the regulations itself prior to the implementation of electronic transaction
standards.

The HHS process for implementing HIPAA standards (and the parallel process to ensure
privacy) has included internal interdepartmental working groups5, external groups of
experts, and a Federal advisory committee. By requiring HHS to adopt standards
developed by organizations accredited by the American National Standards Institute
(ANSI) and consult with specified national committees such as the National Committee on
Vital and Health Statistics (NCVHS), Federal and state agencies involved in health care,
and private organizations, HIPAA enunciates principles of “openness, consultation, and
industry acceptance” and facilitates a process that is intended to be inclusive, consensus-
based, and involves public and private sector collaboration. (Fitzmaurice, 1998)

                                                                
5 Working groups exist for health insurance claims and encounters; health insurance enrollment and

eligibility; health identifiers for providers, health plans, employers and individuals; code sets and
classification systems; security standards and safeguards; and information infrastructure and crosscutting
issues.

http://www.ncvhs.hhs.gov/
Victor J Ingurgio

http://www.ansi.org/
Victor J Ingurgio

http://www.ncvhs.hhs.gov/
Victor J Ingurgio
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This process has, thus far, produced a set of guiding principles for developing, evaluating,
and improving data standards and a set of candidate standards. It has addressed issues
of  testing the standards; determining and certifying compliance; security and privacy
provisions; modifying standards to conform with changes in information technology;
establishing identifier registries; and updating and maintaining standards over time.
(Fitzmaurice, 1998) Appendix E provides additional information on the HIPAA initiative.

The Relationship between Health and Mental Health Data

The concurrent activities of HHS and CMHS offer a unique opportunity to create data
standards that address the information needs of both the medical and mental health
communities. The two initiatives have much in common. First, they take the same
approach to adopting standards. Both seek to identify existing candidate standards;
identify gaps and conflicts in existing standards; and develop recommendations for the
standards to be adopted. Second, they both struggle with similar issues of developing
unique identifiers, protecting privacy and confidentiality, and implementation. Finally, both
have recognized that the process should be open, inclusive, and allow for input from all
stakeholders.

In May, 1998 the Secretary of HHS proposed standards for eight electronic transactions
and for code sets to be used in those transactions (Federal Register, 1998). While this
was certainly an impressive beginning, it is unfinished in regard to mental health data.
There are such significant differences between the care needs of persons with mental
illness and those with physical illness and between the types and extent of mental health
and medical services they require, that standards and code sets applicable to mental
health must be added to the current HIPAA standards to address adequately the kinds of
data that are produced in regard to people with serious mental illness. For additional
comments on this issue, see Appendix F.

Uniform data standards are a necessary, but not sufficient, condition for improving the
quality of care for people with mental illness. Data must be integrated with standards of
care, measures evaluating performance and outcomes, and continuous quality
improvement based on systematic evaluation; it is the linking of standardized data with
guidelines and quality tools that will make the information system prototype so useful.
Therefore, there must be standards not only for the components of the system, but for the
linkages among them. There must be standards for linkages that are intrinsic to the
system, linkages that enhance efficiency in data collection and analysis, as well as for
extrinsic linkages between the mental health information system and the information
systems of related agencies and programs.

Purpose of this Report

This report specifies the requirements for the new information system that will enhance
collection and reporting of mental health data. Designed to meet the service, business,
and research needs of the mental health care system, this system builds upon 150 years
of work in the mental health statistics field that has produced uniform core data sets for
enrollment, encounter, and administrative data, clinical practice guidelines for many

http://www.ncvhs.hhs.gov/
http://www.samhsa.gov/cmhs/cmhs.htm
Victor J Ingurgio

Victor J Ingurgio
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mental disorders, and a variety of tools for measuring outcomes, performance, and the
quality of care.

In the sections that follow, we present for review and comment, reports on the status of
each component of the information system including the standards that currently exist, the
gaps and conflicts in those standards, and recommended next steps. We also discuss
overarching issues critical to the prototype such as the consumer perspective on data,
privacy and confidentiality, cultural competency, and technological concerns.

We have organized the field’s achievements and remaining work in terms of the degree of
consensus that exists on domains (issues, categories or topics of interest), indicators
(measurable activities, events, characteristics or items that represent a domain), and
measures (the instruments used to assess, evaluate, and measure an indicator); whether
the measures have been experimentally field tested and/or implemented; and whether the
component is fully ready for inclusion in the information system.

Each section addresses the same set of questions:

• What is the intended purpose or function of the component? What functions will
it serve in the information system?

• What information must be put into the information system to accomplish this
purpose?

• Who6 provides the information for the component?

• What information is produced by the component to accomplish this purpose?

• Who uses the information that is produced by the component?

• How ready is the component for inclusion in the information system?

• What future efforts are needed for readiness of the component?

We invite you to respond to the requirements analysis by completing the questionnaire on
the MHSIP website (www.MHSIP.org) or emailing us through the direct the link on the
website.

                                                                
6  Consumers, family members, providers, payers, managed care organizations, administrators, support staff,

etc.

http://www.mhsip.org
Victor J Ingurgio
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Figure 1
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Figure 2

Decision Support 2000+ in Context
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Appendix A: A Vignette  How a County Planner Might Use
Population Level Data

Below is a vignette describing how county officials might use data from the information
system to develop a new infrastructure for the delivery of health, mental heath, and other
human services.  They begin with a baseline understanding of the demographic
characteristics, medical and mental health conditions, health status and level of functioning,
and quality of life of the county’s population. Next, they examine enrollment data for the
currently available health plans to understand demographic, insurance, and baseline health
and mental health status of enrollees and their families and to determine whether there is an
equitable distribution of people and services throughout the health plans.  To determine the
extent to which the current health plans meet enrollee and community needs, the officials
study encounter data. These data characterize all users of services (e.g., health and mental
health status, diagnosis, symptoms, functional status, etc.), types of services used, and
frequency of use; linking encounter and financial data provides information on the costs of
services and episodes of care. Human resource data are used to characterize providers and
organizational data provide information on the organizational structures and processes of
plans and programs.

Please allow me to introduce myself.  I am the county commissioner of mental health and
human services. We are in the midst of reorganizing the mental health services for our
county.  Let me tell you what we have done and why.  We kicked off the entire re-
organization effort by developing a baseline understanding of the demographic
characteristics, medical and mental health conditions, health status and level of functioning,
and quality of life of our community members.  Our analysts prepared a report on the mental
health status of residents using population, enrollment, and encounter data that included a
detailed analysis of the most common presenting diagnoses (aggregated multiple plan
enrollment data), a breakdown of the demographic characteristics of those who accessed
mental heath services (aggregated multiple plan encounter data) and a breakdown of the
demographic characteristics of those who needed but had not yet accessed mental health
services (population data).

From this report, we learned that the most common diagnoses in our community were
affective disorders, conduct disorder, and eating disorders.  We were disturbed to find a high
rate of successful suicides among young women in one neighborhood. We also learned that
in one region of our county there is a preponderance of children who report that they live
with a parent who has abused alcohol and other drugs.

Because our information system includes access to expert decision support tools we were
able to look up clinical and system guidelines for treating these behavioral health problems.
We were also able to look up the regulations regarding these interventions and learned, for
example, that the privacy of persons in substance abuse treatment must be particularly well
protected.

We made an important decision early on not to restrict our planning efforts to providing
services for only the most common mental health problems, but, rather, to develop mental
health promotion, prevention, and early intervention programs for our community. For that
reason, we dug deeper into our information system to determine most-common diagnoses
by neighborhood (sub-population) and to understand the unique neighborhood
characteristics that might contribute to those problems. For example, eating disorders
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appeared to be concentrated in one neighborhood, a white, suburban, wealthy community
with a high divorce rate, higher than usual use of private school education, and a highly
competitive neighborhood sports program. Using our expert decision support tool and
querying our contracted health plans’ websites, we developed a portfolio of state-of-the art
intervention strategies for treating eating disorders which we plan to include in a bidders
library when we re-bid our health plan contracts.  We also plan to commission a study to
examine provider compliance with one or more of these clinical guidelines and the impact of
fidelity on treatment outcomes.

This kind of detailed analysis of data from our information system has proven useful in other
ways. For example, we noticed that substance abuse diagnoses were very rare among our
adolescent population. Further examination revealed that clinicians were not using these
diagnoses codes on encounter and billing forms, presumably to protect the confidentiality of
these children. Unfortunately, this reluctance to use these diagnoses contributed to a lack of
substance abuse programming for teens in the county; we have since obtained more
accurate estimates of the prevalence of substance abuse by looking at types of services
delivered and out-of-county referral patterns, and created the programming we need. We
have also developed school-based programs for teachers to identify students at risk, peer
counseling programs, and parent education materials. We have asked the plans to monitor
provider performance with regard to the early identification of and appropriate intervention
with teen substance abusers.

By comparing plan performance in the area of timely access to services, we discovered that
many urgent care cases were women with affective disorders and post traumatic stress
syndrome.  A query of aggregated encounter data and enrollment histories led us to believe
that there were significant problems in several neighborhoods with domestic violence.   A
review of the county’s ability to respond to the needs of these women showed a dearth of
shelters and inadequate domestic violence prevention and education programs for providers
and the public.  In one community, we discovered that among women who attempted or
completed suicide, more than 90% were 16-22 years of age, living at 125% or less of the
poverty rate, with a high prevalence of sexually transmitted diseases, and all were first
generation Vietnamese immigrants.  Due to the stringent preservation of privacy in the
Vietnamese community, it was not easy to identify the source of this problem. We met with
leaders of the Vietnamese community and developed a community-run outreach program
for women; the county provided back-up intensive out-patient and mobile crisis services and
resources for translation services for outreach materials.

Finally our decision support system, which gives us population trend information, confirmed
what we already knew from clinical experience, namely, that the children in our community
whose parents abused alcohol and drugs would most likely, over time, need behavioral
health services themselves. To try to prevent problems in these children, we developed
interagency agreements between the departments of education, Medicaid, children’s health
insurance program, substance abuse prevention and treatment divisions to develop a
comprehensive array of preventive interventions for these children and their families.  We
offered counseling to pregnant drug abusing women and encouraged them to enroll their
drug-exposed infants in early intervention programs; we developed educational and early
identification programs in the schools, support groups and peer-led substance abuse
programs in the schools and community drop-in centers; and we developed student
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assistance programs to help youth transition from substance abuse programs back into
school environments.

In addition to our planning and intervention programs, we have also made preparations to
rebid our health plan contracts.  We want bidders to demonstrate competence in delivering
mental health services and have required them to show past performance on several key
indicators. For example, we want to know that they have the ability to increase access to
needed services (which can be gleaned through aggregate encounter data reports),
increase the array and cultural appropriateness of services (demonstrable by correlating
population, enrollment, encounter, and outcome data), improve outcomes for target
populations and communities (outcome data analysis), improve the quality of services
(outcome, financial, organizational and performance data), and contain the cost of quality
services (derived through the correlation of enrollment, encounter, organizational
performance, outcome, and financial data).

For the mental health component of the bid, we need to decide whether we should carve in
or carve-out the behavioral health benefit. We want the services delivered by a health plan
to be consistent with the principles of a system of care: family and consumer driven,
community based, culturally relevant, and properly coordinated. We have, therefore,
instructed our health plans to conduct differential assessments and medical cost-offset
studies (financial, system, and outcome data) to determine the relative impact of mental
health services being included or excluded in a comprehensive health package. These
studies have indicated that it is cost effective for our county, given its demographic
characteristics and the nature of its risk pool, to move to a fully integrated system.  Whereas
our last competition allowed for both carve in and carve out programs to coexist, this time
the bid will be restricted to integrated health plans. Having developed this evidence, and
presented it to the public, our business community purchasers now are willing to take the
risk to invest in integrated packages. As a result, this year we will experiment with a few
jointly purchased public/private integrated health plan contracts and test the impact of this
collaborative effort.

In our RFP we have made clear that we want to be assured that the successful plan will be
committed to continuous quality improvement and to establishing a system of care with full
stakeholder participation in the design, implementation, and evaluation of the system.  We
require that the plan establish neighborhood-based community health networks in which
local public health data and services are reviewed regularly by citizens and the community
sets a neighborhood agenda for its  service system.  To evaluate performance in this regard,
we require that the successful plan participate in pilot tests of system of care standards such
as those recently developed at Georgetown University (1998) and the criteria in the recently
revised and OMB approved version of the “systemness measure”.  Because we also want to
develop a case rate for wraparound services and better understand the cost sharing and
cost shifting activities that occur in systems of care, we have asked the health plans to
develop interagency data sharing agreements with other health and human services
departments to determine the total cost of care for persons involved in systems of care
oriented programs.
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Appendix B:  A Vignette  How Purchasers and Consumer
Advocates Might Use Plan Level Data

Below is a vignette describing how a purchaser of services (a public mental health authority
or an employer) and a consumer and family advocate would use plan-level data to choose
among competing health plans. They would use plan enrollment data to determine how many
and what types of people in the community have access to the plan�s services: for example,
is the plan open to people with serious mental illness?  They would use encounter data to
understand the extent and cost of service use; and combine them with population data to
consider how well actual use matches estimated need and how financial and human
resources should be allocated. The purchaser and advocate would want to know what
system- and clinical-level guidelines the plan has, how they are used, and how adherence is
monitored. They would also want to know the following: how the plan performs in regard to
certain benchmarks and to other plans in regard to indicators of access, quality, and
appropriateness; how consumers of plan services fare in regard to clinical and functional
status outcomes; how the plan maintains fiscal well-being without compromising the quality of
care; how the plan monitors provider and administrator performance; and how it makes
improvements.

We have been asked to report to our respective organizations  a corporation that
purchases mental health services for its employees and a national consumer and family
advocacy group  on this plan’s ability to help its members achieve and maintain good
mental health status, function well in their communities, easily get the services they need,
and have positive outcomes as a result. We will gather information about the plan from
several sources, including its enrollment, encounter, organizational and human resource,
and financial databases.

We will use these data to see how well the plan has performed in areas that are considered
indicators of access and quality such as follow-up after hospitalization and use of state-of-
the-art medications. We will also see how consumers of various age and diagnostic
groupings scored on a comprehensive measure of functional status when they enrolled in
the plan (to get a sense of their status at baseline), after they used any services (to see the
impact of those services), and after using particular services (to learn which ones were
associated with better outcomes for different groups). If the plan does not have information
on enrollee and consumer satisfaction, we will ask it to conduct a scientifically sound survey.
We could even do our own research study to determine the types and duration of
interventions that were most helpful to subgroups of enrollees who shared similar presenting
problems; we would be sure to control for culture, age and gender of the subpopulation to
ensure the cultural relevance of our findings.

Once we decide whether this plan meets our community’s needs, we will present it with a
performance-based and risk-based contract.  This contract will hold the plan accountable for
cost containment and quality services delivery. The plan must be able to continuously
demonstrate to us that it balances services outcome and cost containment and prove that
one does not happen at the expense of the other.  Therefore, we will require the plan to
collect the kinds of data and produce the kinds of reports that will identify both service and
administrative problems quickly as well as develop acceptable procedures for addressing
problems that threaten high quality, cost-effective care for our constituents.
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Appendix C:  A Vignette  How Consumers and Providers Might
Use Person Level Data

The vignette below describes how person level data help consumers and providers in their
decision-making. Person level data characterize people in many ways: in their roles as members
of the population, enrollees in plans, and as users of services; by age, gender, race, ethnicity,
income level, and education; by health, mental health, and functional status and how these
change over time and in relation to particular treatments and interventions; by preferences,
attitudes, satisfaction, and dissatisfaction. The sources of information include direct observation;
interviews with or surveys of consumers, other family members, and providers; and review of
medical records. Data on a single individual can be used to make decisions about a treatment
plan and to monitor its impact; aggregated person level data can be used to evaluate treatment
effectiveness for specific diagnostic and demographic groups. When person level data are linked
to population, plan, and program level data, they bring into the analysis important contextual
factors that contribute to outcomes.

Hello, my name is Emilia Alvarez.   I rely on food stamps and low income housing to get by.
My employer offers a limited health plan.  I had been feeling tired and unhappy for several
months.  My primary care doctor did a thorough evaluation and concluded that I was having
an episode of major depression. She recommended that I take an antidepressant and talk
about my troubles. She said I should decide whether I wanted her to prescribe the
medication or whether I wanted to see a psychiatrist; and whether I wanted to talk with the
psychiatrist or with a social worker or psychologist.

I knew very little about these things so I asked a friend to help me think this through.  My
friend Andrea and I went to the library to use the Internet. We looked up depression,
depression treatments, and read about the merits of using medication with and without
psychotherapy and the pros and cons of psychiatrists, social workers, and psychologists.
We learned about the prevalence of depression, the number of Latina women who suffer
from depression, the most common reasons for their depression, and the most effective
strategies for preventing and treating depression among Latina women. I discovered that my
health plan posts “practice guidelines for depression” on its website; I printed a copy so that
I could discuss my treatment with my providers.

After reviewing this information, I decided I would like to see a psychiatrist for medication.
Since my plan covered more visits to a social worker, I thought the combination of a
psychiatrist for medication and a social worker for talking about my problems would be best.
My plan sent me a list of names of both kinds of providers who were near my home with
descriptions of their backgrounds and professional interests and experience. I found
providers who were bilingual and a social worker with experience in helping people access
medical and social services. Both providers received high satisfaction ratings by plan
enrollees and Latina enrollees in particular.

I met with the psychiatrist and social worker. They talked with me about my problems, talked
with each other, and discussed their ideas with me. I completed a questionnaire during the
evaluation and then at various times during treatment. My providers and I used the
information from our discussions and from these questionnaires to develop treatment goals
and a plan and monitor how we were doing along the way. Together we built a record of
encounter data which let us measure our progress, take stock periodically, see what
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interventions worked and what didn’t. If I hadn’t done so well, we could have compared my
record with those of other people (including Latina women as a special group) to see if
treatments they were using might have been better for me.

I learned many things as a result of this process, but one stands out: the importance of
information.  If reliable information had not been available to me, I could not have made
such good decisions about my treatment. If my providers had not had evidence-based
treatment guidelines, or data specifically about me and my treatment, they may not have
done such a good job or been able to monitor my response to treatment over time. I was
pleased enough with my treatment to take the time to fill out my health plan’s consumer
satisfaction forms: now it is up to them to figure out what my treatment cost, what impact it
had, and how cost-effective it was.

My providers told me about many of the ways they and my health plan might use information
about me. They assured me that the data collected on me would be kept confidential. They
said that my data would become part of a large database that would expand our
understanding of what is effective for different people and help other providers and
consumers make good decisions.  They said, for example, that health plans collect
individual enrollment and encounter data and compare it to population trend data to gain a
better understanding of consumer needs and effective interventions for meeting those
needs.  My data will add to their knowledge of how many Latina women in my community
suffer from depression and show whether this rate is higher or lower than national averages.
My data will contribute to understanding more about the kinds of providers Latina women
choose, how many appointments and what kinds of medications are associated with positive
outcomes. For me, they will see that having bilingual providers, both a psychiatrist and a
social worker, and the newest medication were all important  they will see this from both
the encounter and outcome data and from the consumer satisfaction survey I completed.

I know that the plan must report on its performance to my employer. I know that I will not be
identified in any way, and that my employer will use these reports to decide whether this
plan meets our needs. I know my employer will hold the plan accountable for providing for
accessible, appropriate, high quality, cost-effective care.  I trust my employer will want to
know whether the plan identifies the metal health needs of Latina women in the community
and provides preventive and early intervention services. They will want to know whether my
treatment experience was typical, and, if not, why not. Did I, for example, use more or less
services than other Latina women? If so, why, and what difference did it make?
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Appendix D:  The Mental Health Statistics Improvement Program

Prepared by John Hornik and Steven Davis

The Mental Health Statistics Improvement Program (MHSIP) began in 1976 as a
collaboration between states and the National Institute of Mental Health (NIMH) to develop
national data standards for use by state and local governments and individual mental health
providers. The aim was to promote uniform collection and reporting of mental health
statistical information through the voluntary adoption of data standards by mental health
organizations. MHSIP is a community of  people who share the belief that improvements in
mental health services can occur when decision-makersbe they service providers, those
who pay for services, or those who receive themmake rational decisions based on
objective, reliable, and comparable information about those services. The first MHSIP
product was FN-8, The Design and Content of a National Mental Health Statistics System ,
published in 1983. The concepts in that report were expanded and refined in 1989 with
publication of FN-10, Data Standards for Mental Health Decision Support Systems.  Also in
1989, NIMH, and later the Federal Center for Mental Health Services (CMHS), began
awarding grants to help states and treatment agencies develop mental health data systems
and use the data collected in those systems.

Over the past 20 years several additional MHSIP reports have been produced about mental
health data, its uses, and its users. Examples include Enhancing MHSIP to Meet the Needs
of Children, Humanizing Decision Support Systems, Performance Indicators for Mental
Health Services, and the MHSIP Consumer-Oriented Report Card.

MHSIP has grown so that its mission is now well beyond the task of producing only uniform
standards for data collection: MHSIP now represents a set of values centered around the
commitment to the use of statistical information for decision support in the mental health
service system, and in the inclusion of consumers and other stakeholders in all aspects of
system processes.   MHSIP also supports an evolving set of guidelines for best practices for
the development of mental health data systems, including common definitions of terms and
measures and reporting that are accessible to all stakeholders. Finally, MHSIP is an informal
community of professionals, service recipients, and other advocates committed its goals.

MHSIP is supported in part by a Federal funding stream, that includes set-aside funds from
the Mental Health Block Grant. The funds have been employed to assist states’ efforts to
improve their statistical systems and to initiate task forces that have produced data
standards for mental health data systems and best practice guidelines for performance
indicator and report card development.

Although MHSIP itself is just over 20 years old, it has roots that go back into the last
century. The history of MHSIP is the history of Federal reporting of mental health
information, beginning with reporting on the numbers of persons in mental health
institutions. These data were collected by the United States Census as far back as the 19th
century. When the National Institute of Mental Health was established in 1946, federal
efforts to maintain mental health data were incorporated into its functions. Today that

http://www.mhsip.org
Victor J Ingurgio

http://www.nimh.nih.gov/
Victor J Ingurgio

http://www.mhsip.org/fn10.html
Victor J Ingurgio

Victor J Ingurgio

http://www.samhsa.gov/cmhs/cmhs.htm
Victor J Ingurgio



I-22

responsibility rests with the Survey and Analysis Branch of the national Center for Mental
Health Services, a part of the Substance Abuse and Mental Health Services Administration.

The direction of MHSIP is determined, in part, by an ad hoc group that meets several times
each year to review and work on current projects, and to initiate new ones. Once limited to
Federal and state mental health officials, the committee membership has diversified to
include recipients of mental health services, local providers of mental health services, staff
of the National Association of State Mental Health Program Directors, and officials of other
Federal agencies.

The MHSIP community meets annually at the National Conference on Mental Health
Statistics, usually the week following Memorial Day Weekend. The National Conference
provides a forum for discussing major changes in Federal and state policies and the
direction of the public mental health system, as well as presentations of new ideas about
best practices, workshops focusing on how to implement statistical methods, and reports on
uses of mental health information.

http://www.samhsa.gov
Victor J Ingurgio

http://www.mhsip.org
Victor J Ingurgio

http://www.nasmhpd.org
Victor J Ingurgio
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Appendix E: HIPAA

Below are tables summarizing aspects of the HIPAA initiative that are particularly relevant to
the mental health information system.

Table 1

Summary of Data Collection and Reporting Requirements for Health and Human
Services (HHS), States, and Medicaid-Participating Managed Care Organizations
(MCOs) *

Performance standards: HHS must specify performance standards for eligibility, benefits,
payments, coverage, and management of the Medicaid program; for electronic
transmission of encounter and other data (per HIPAA); and for quality assessment and
improvement. States and MCOs must comply with these standards.

Financial data: States must report expenditure data to the federal government; MCOs
must report to state, Federal, or independent auditors ownership and financial information.

Administrative data: MCOs must submit, and the states must approve, marketing
materials.

Enrollment data: states must provide enrollees with comparative information on plans
(including quality and performance indicators); MCOs must provide enrollees with
information on how care is structured and what services are covered; states and MCOs
must report aggregated enrollment and disenrollment data.

Encounter data: States with Medicaid waivers must submit 100 percent encounter data
and report utilization data on Early and Periodic Screening and Detection Testing (EPSDT).

Utilization data: States must submit summary clinical data annually and quarterly
utilization reports based on their Medicaid Management Information System’s payment
history files; states with Medicaid waivers must report utilization data on EPSDT.

Access to care: MCOs must prove that they have adequate service capacity.

Quality of care: States with Medicaid waivers must report results of focused studies on
four clinical outcomes.

* Relevant legislation includes the Medicaid statute, the Social Security Act (sections 1115, 1915
(b), 1932, Title XX1), the Balanced Budget Act of 1997, Health Maintenance Organization Act of
1973, the Civil Rights Act of 1964, the Health Insurance Portability and Accountability Act of
1996

Source: Rosenbaum S, Markus A, Repasch L. An overview of data submission requirements
applicable to managed care organizations under federal law. Report prepared for the National
Committee on Vital and Health Statistics Subcommittee on Population Specific Issues. July, 1998.
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Table 2

Electronic Transactions that Require Standards According to the Health Insurance
Portability and Accountability Act (HIPAA)

1.    Health claims or equivalent encounter information

2.    Health claim attachments

3.    Enrollment and disenrollment in a health plan

4.    Eligibility for a health plan

5.    Health care payment and remittance advice

6.    Health plan premium payments

7.    First report of injury

8.    Health claims status

9.    Referral certification and authorization

10.  Coordination of benefits information

11.  Unique identifiers for each individual employer, health plan, and health care provider

12.  Code sets for appropriate data elements

13.  Security

14.  Electronic signatures

Source:  Fitzmaurice JM. A new twist in US health care data standards development: adoption of
electronic health care transactions standards for administrative simplification. International Journal
of Medical Informatics 1998;48:19-28.
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Table 3

Guiding Principles for HIPAA Standards

Each HIPAA standard should:

1. Improve the efficiency and effectiveness of the health care system by leading to cost
reductions for or improvements in benefits from electronic HIPAA health care
transactions.

2. Meet the needs of the health data standards user community, particular providers,
health plans, and clearinghouses.

3. Be consistent and uniform with the other HIPAA standards, their data element
definitions and codes and their privacy and security requirements, and, secondarily,
with other private and public sector health data standards.

4. Have low additional development and implementation costs relative to the benefits of
using the standard.

5. Be supported by an ANSI-accredited standards developing organization, or other
private or public organization that will assure continuity and efficient updating of the
standard over time.

6. Have timely developmental, testing, implementation, and updating procedures to
achieve administrative simplification benefits faster.

7. Be technologically independent of the computer platforms and transmission protocols
used in the HIPAA health transactions, except when it is explicitly part of the standard.

8. Be precise and unambiguous, but as simple as possible.

9. Keep additional data collection and paperwork burdens on users as low as is feasible.

10. Incorporate flexibility to more easily adopt to changes in the health care infrastructure
(such as new services, organizations, provider types) and information technology.

Source:  Fitzmaurice JM. A new twist in US health care data standards development: adoption of
electronic health care transactions standards for administrative simplification. International Journal
of Medical Informatics 1998;48:19-28.
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Table 4

Leading Candidates for HIPAA Standards

Leading Choice(s) Comment

Transactions

All except claims ASC X.12N

Pharmacy claims National Council for prescription drug
programs

Medical, dental
and institutional
claims

ASC X.12N/837

Claims
attachments

ASC X.12N/275, HL7 (?) Decision due in 1999, by
law

Identifiers

Provider HCFA's national provider identifier

Payer HCFA's payer ID

Employer Department of Treasury's employer
identifier number and social security
number of salary source for small
employers (?)

In development, no choice
yet

Individual ASTM standard guide for properties of a
universal healthcare identifier (?)

In development,
proposed. Lack of privacy
law for linked information
is an issue.

Code Sets

Diagnosis codes International classification of diseases
(ICD)-9th revision-clinical modification
(CM)

May move to ICD-10-CM
in 2001

Procedure codes ICD-9-CM Volume 3, American Medical
Association's Current Procedure
Terminology-4th revision, HCFA's
Common Procedure Coding System
(HCPCS)

May move to ICD-10-
Procedure Coding System
(HCFA) or CPT-5
(American Medical
Association) in 2001
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Security Based on guidelines recommended by
NCVHS, American Society for Testing
and Materials, and National Research
Council Report for the Record

Electronic
Signatures

ASTM (?) In development

Source:  Fitzmaurice JM.  A new twist in US health care data standards development: adoption of
electronic health care transactions standards for administrative simplification.  International Journal
of Medical Informatics 1998;48:19-28.
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Appendix F:  Summary of Key Characteristics of the Care Needs of
Persons with Serious Mental Illness and Implications for
Differences in the Requirements for Mental Health Data and
Medical Data

Serious mental illness (e.g., schizophrenia, bipolar disorder, severe forms of depression,
panic disorder, and obsessive compulsive disorder) affects 5.4% of the adult population of
the United States and accounts for more than 30% of Federal disability payments. Serious
mental illness presents major challenges for the delivery and financing of mental health
services and, in turn, for the data collection, reporting, and information systems necessary to
support those services. It also presents challenges to quality assessment and improvement
efforts aimed at ensuring access to appropriate and quality care for all.

People with serious mental illness have care needs that differ significantly from those of
people with acute medical illness. While their needs are more similar to people with physical
disabilities and chronic medical conditions, some striking differences exist. These unique
care needs have important implications for developing data standards and information
systems  so much so that it would be ill-advised to assume that standards and information
systems appropriate for the general health care system are simply and automatically
applicable to the mental health care system.

People with serious mental illness suffer from long-term disorders with fluctuating clinical
symptoms and ability to function in society.  As a result, they require care that persists over
the long term and involves both treatment of acute episodes of illness and ongoing
management of symptoms and functioning over time. They require a broad range of
different types of treatments and interventions including individual psychotherapy, group
psychotherapy, couples therapy, family therapy, pharmacotherapy, hypnotherapy, case
management, intensive case management, assertive community treatment, etc.

Serious mental illness affects all aspects of living, including work, family, and social life.
Care needs include access to traditional psychiatric and medical services and to a
comprehensive range of services including social and family services, housing, life-skills
building, rehabilitation and vocational counseling, and legal services.

While most people with serious mental illness can live in the community with adequate
support, they tend to move in and out of crisis and may require intensive care in the most
expensive settings such as hospitals and emergency rooms.

There is enormous variability among individuals with the same illness in the severity of their
symptoms and their level of functioning; in availability of support systems and ability to
access them; and in other personal, social, and economic resources.  Therefore, services
need to be tailored to each individual's special needs.
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Unless services are coordinated and integrated into a seamless system of care, there will
either be unnecessary and costly duplication or people will "fall through the cracks" and
needed services will not be provided.

Appropriate and high quality care for people with serious mental illness, then, has the
following characteristics. It is:

• long term;
• comprehensive;
• intensive;
• individualized;
• coordinated; and
• integrated .

As a result, the mental health delivery system is significantly different from the general
health care delivery system. This has important implications for developing data standards
and information systems.

A single individual with a serious mental illness will tend to utilize a wider range of services
than will a person with an acute or chronic medical condition, including emergency and crisis
intervention services; full, partial, and day hospital services; traditional clinic and office-
based treatments; and outpatient care that includes community outreach, supervised living
situations, and clinical case management. Current procedure codes (e.g. CPT codes) do not
adequately reflect the complexity, richness, and diversity of treatments and services that are
delivered.

Care for persons with serious mental illness occurs in more and different types of care
settings than does care for persons with medical conditions: free-standing private psychiatric
hospitals, state hospitals, psychiatric units in general hospitals, locked and unlocked units,
detoxification units, half-way houses, quarter-way houses, group homes, residential
treatment communities, outpatient clinics, provider offices, rehabilitation programs,
consumer-run programs, drop-in centers, etc. Again, traditional place of service codes
designed for medical settings do not adequately cover such a diverse range.

Persons with mental illness see a great many different types of providers: psychiatrists,
psychologists, social workers, psychiatric nurses, case managers, mental health workers,
vocational rehabilitation professional, peer counselors, etc. As before, standard provider
codes are inadequate to the task of capturing the differences in the mental health field.

Mental health care entails involvement with a far broader set of agencies than does general
health care and includes ongoing interactions with social service, vocational rehabilitation,
and social rehabilitation agencies; residential settings; departments of corrections and
education; and all types of medical and healthcare entities. These clinically-derived linkages
must be reflected in standardization across agencies of data elements and information
systems.

Assessment of the outcomes of treatment differs dramatically for persons with medical and
mental conditions. For the person with serious mental illness, the range of outcomes that
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are typically assessed is both diverse and difficult to measure: employment, social skills,
support network, symptom relief, personal satisfaction, adequate housing, integration in the
community, etc.
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II. Requirements for Population Data

Steven Davis

Summary

Population-based data are intended to provide a means to plan services for persons in
need, and for monitoring the extent to which the overall system is addressing those
needs.  Two large survey projects that have focused on mental health service needs of
the general population are the Epidemiological Catchment Area Study and the National
Comorbidity Study.  In addition, the National Health Interview Survey, National
Household Survey on Drug Abuse, and others have included questions aimed at
identifying mental health treatment needs.  A review of analyses of these studies
identified several steps that need to be accomplished before the requirements for
population-based mental health data collection are clearly defined:

• future surveys must cover the full range of ages in the population to identify
the full range of service need;

• instrumentation must be developed that is appropriate for assessing mental
disorders in children and adolescents;

• coding for demographic and geographic variables must be standardized
across data collection projects, or acceptable cross-walks must be
developed;

• a sufficiently large sample or appropriate estimation methodology must be
used to permit disorder rates to be established for age, race, gender, etc.;

• measures of functional impairment must be developed for adults and children
to produce more reliable estimates of prevalence of SMI and SED;

• items must be included to identify sub-clinical symptoms and conditions, and
evaluate the demand, as well as the need, for treatment;

• existing surveys need to be identified and examined for their inclusion of
mental health data items and their applicability to mental health policy
questions;

Four additional areas to study have been identified. First, new vehicles for data
collection need to be considered, such as system-based surveys like those used by
employers, health plans, counties and catchment areas.  Second, strategies employing
technology and methodology to increase response rates should be used, e.g., proven
follow-up methods and computer-based survey systems.  Third, measures should be
changed to reconcile differences between clinical assessment instruments and
population surveys.  Calibration must be done between smaller surveys with fewer items
and larger surveys with items that specify clinical conditions.  Persons with unmet needs
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must also be identified.  Finally, incentives for surveyors and respondents should be
investigated, e.g., involving community service organizations in surveys by appealing to
citizenship, and using innovative, low-expense items like calling cards to attract
respondents.
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III. Requirements for Enrollment Data

Sharon Guidera

Summary

Enrollment is defined as the process by which an individual, or in some cases groups of
individuals register for membership in a health plan or organization for the purpose of
receiving behavioral health services.  The enrollment data set is a basic building block
for linkage with other data sets to allow stakeholders to assess several important
aspects of the health care system.   Enrollment data collection practices vary depending
on the entity responsible for enrollment and on who enrolls the person and this may
include the sponsor paying for the coverage, the plan managing the health benefit
package, or the provider delivering the services.  The update and maintenance of this
data set presents a major challenge since the information is collected at several levels.

Major policy and resource issues pertaining to the development of unique identification
numbers for members, plans, sponsors and providers need to be addressed.  In
isolation, the enrollment data set allows us to examine benefit coverage by
sociodemographic characteristics such as income and age.  We can ask questions
about health coverage of different groups in different geographic locations.  The real
power of this data set is realized when linked to other data sets such as : population,
encounter, performance and outcome, and financial components.  Linkage will allow us
to ask questions outlined in the MHSIP Decision Support Program: who receives what
services from whom at what cost and with what effect.  Unique identifiers are the key to
linking the necessary information to address these concerns.

Next steps include the following:

• adopt national standard data definitions and codes to facilitate comparisons
across health care systems;

• develop national unique identification numbers for the sponsor, plan, member
and provider;

• address issues of privacy and access to data particularly as it pertains to
member identification numbers;

• develop short and economical proxy measures for health and functional
status and occupation codes;

• educate professionals and the population in the utility of standard data sets;

• research and field test recommended data items;

http://www.mhsip.org
Victor J Ingurgio



I-34

• develop standard practices in assuring the reliability and validity of data
collected across many organizations.
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IV. Requirements for Encounter Data

Sharon Guidera

Summary

Encounters are contacts between an enrollee and a plan or provider in which a covered
service is delivered.  The service is most often discussed in the context of a billable
event or health claim.  Encounter data elements need to describe sufficiently the type of
service delivered including the identification of who was served, the provider that
delivered the services, and the plan responsible for payment or managing the benefit.  A
major challenge for this component is to develop a standard set of codes that address
the comprehensive and many types of services in the behavioral health field.  Service
codes also need to be detailed enough to allow comparisons with clinical guidelines and
the identification of what produces positive outcomes for the member.

Encounter data in isolation allows us to examine patterns of use for an individual (e.g.,
how often are different types of services used?).  The full power of analysis is realized
through the inclusion of unique identification numbers for the member, plan, provider,
facility and claim.  With these identifiers we can examine patterns of use over time
associated with certain characteristics of the member (e.g., health status, age, and
geographic location); provider (psychologist vs. psychiatrists) and plan (benefit
packages).  We can link the encounter data set with the population and financial data
sets to understand costs of services across population groups with similar health
conditions.  The utility of this data set is limited only by economics.

Next steps include:

• adopt national standard data definitions and codes to facilitate comparisons
across health care systems;

• develop national unique identification numbers for the plan, member,
provider, facility and claim;

• address issues of privacy and access to data particularly as it pertains to
member identification numbers;

• develop standard definitions and codes for service type which encompass the
full range of services available in behavior health including consumer based
services;

• develop standard method for capturing information on cost of service;

• research and field test recommended data items;
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• develop standard practices in assuring the reliability and validity of data
collected across many organizations.
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V. Requirements for Financial Data

Meredith Rosenthal and Steven Davis

Summary

At the top of the public’s agenda in mental health are questions about the impact of
consumers’ financial access to services and payment incentives for health care
providers.  Moreover, day-to-day management of both the clinical and business aspects
of the delivery system requires well-organized financial information.  Finally, consumers
need access to information on copayments and provider incentives to make informed
choices.  In this context, the term incentives refers primarily to elements of the provider
payment system that explicitly or implicitly reward specific clinical choices or treatment
patterns.  For example, many reimbursement contracts included a withhold arrangement
where a portion of the clinician’s fees are set aside and may be used to cover excess
(above a target) hospital charges incurred by the clinician’s patients.

Looking more closely at the different uses of financial data, it is apparent that a few basic
elements recur in most of the specific measures required by various users.  Because it is
not possible to list or foresee all the possible measures that will be needed by the mental
health care system, a more sound strategy is to identify the essential data elements that
users need and from which total spending, profit, risk, and financial incentives can be
constructed.  For example, rather than require organizations to report average spending
per episode of treatment, we should gather the elements of total payments7 for each
encounter (clinician payment, pharmacy payment, etc.).  Then, total payments per
episode could be constructed and analyzed in an infinite number of ways not only the
average payments but also the variance of payments (which measures risk to the paying
organization) could be computed with episodes as the level of aggregation.
Furthermore, by linking financial data to other data (e.g., encounter and organizational),
a wide range of analyses are possible at different levels of aggregation.

The most critical financial data revolve around payment for services and financial
incentives for providers and consumers.  For these data, the primary unit of observation
is the encounter.  Payment data for encounters can be bundled into total payments for

                                                                
7  Throughout this section we focus on the flow of funds and financial status of organizations.  To avoid

confusion, we generally refer to payments rather than costs associated with delivering services. In
practice, however, providers and organizations account for costs and payments separately.  For
example, if a provider group receives a case rate payment for one year of outpatient treatment for a
consumer, they will want to compare this payment to the cost of services actually provided to the
consumer.  These costs may include part of the salary of a case manager and fees paid to a therapist.
Costs here are the accounting value of inputs required to produce a service.  Note that costs are defined
in reference to a particular stakeholder.  A provider group's costs are also the payments made to
individual clinicians.  Similarly, the insurers costs are the payments made to providers.
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episodes and case rates.  A second type of data records financial transactions and
incentives that are not associated with a single encounter, such as capitation payments
and performance bonuses. These data could be, and in some cases are, integrated into
existing billing systems, with the financial transaction as the unit of analysis.  Encounter
payment data could also be used to construct capitation rates, by adjusting the
denominator (i.e., to total enrolled population) for the analysis.  Finally, organizational
financial status information is desired by some users.  Periodic income statements and
balance sheets could be incorporated into the data system with the provider organization
or agency as the unit of observation.

There are numerous barriers to collecting these types of data in a consistent way,

including:

• a lack of standard definitions for financial incentives and some of the
accounting measures;

• the number of managed care organizations that are reluctant to reveal
payment and incentive information and may not be obligated to do so; and

• the increasingly hierarchical nature of the health system that makes the
problem of tracking payment and incentives especially complex.

A glossary of financial and accounting terms is provided at the end of this section.
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VI. Requirements for Human Resources Data and

VII. Requirements for Organizational Data

Denise Noonan

Summary

Both the human resources and organizational data sets serve as basic building blocks of
the mental health information system.  They tell us who is performing services and in
what kinds of settings. The human resources data set describes the demographics,
qualifications, size and distribution of the work force.  This information is especially
important in view of the fact that behavioral health care delivery is labor intensive and
personnel costs typically constitute the largest share of overall expenditures.  The
organizational data set includes information about the type, size, location, ownership and
funding for a mental health organization.  It should be sufficiently broad to capture the
variety of structural and financial models that have emerged over the past decade.

Human resources and organizational data must meet the needs of a variety of
stakeholders who want to know whether the behavioral health workforce is qualified,
culturally competent, and sufficient in numbers to serve the designated population as
well as the nature of the organizations that comprise the delivery system.  Linkages
between human resources and organizational data and other components of the
information system, such as enrollment, encounter and financial data, allow stakeholders
to plan, manage and evaluate behavioral health care services.  As organizational and
financial models of behavioral health care delivery are continuously evolving it is
particularly important to be able to track changing human resource needs as well as
impacts of change on type of services available, use of services, and quality of care.

Many of the items recommended for inclusion in the human resources and
organizational data sets are collected periodically by the government, private sector, and
professional societies.  Valid comparison of data across sources is hampered by lack of
uniform definitions of items and variation in data collection procedures.  In addition, the
absence of unique identifiers for individual providers and organizations presents a major
barrier to aggregation of data. Until the issue of unique identifiers for consumers,
clinicians, and organizations is resolved, the linkages between elements of the
information system will not be maximized.

Work must proceed in a number of areas to refine the human resources and
organization domains of the prototype:

• Develop national unique identifiers for behavioral health care clinicians
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• Further develop national unique identifiers for behavioral health care
organizations.

• Develop standard definitions for common terms such as provider/clinician,
sponsor, payer, organization, plan, and facility.

• Develop standard data definitions and codes for the major disciplines, training
or occupations of all direct and nondirect service staff.

• Develop standardized question formats, response categories, and timing of
data collection.
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VIII.   Requirements for Clinical Guidelines

Tom Trabin

Summary

The clinical guideline component of an integrated information system serves three
primary functions: clinical decision support, treatment process tracking, and guideline
variance tracking.  Clinical decision support facilitates the selection of the most effective
treatments for conditions and is useful to clinicians, consumers, families, and
administrators.  Treatment process tracking allows for a detailed and standardized
record of clinical interventions.  Guidelines variance tracking evaluates the congruence
between guideline-recommended treatment and actual treatment delivered at the
individual and aggregate levels.

While significant progress has been made in establishing the importance of clinical
guidelines and determining standards for guideline development, a number of barriers to
readiness remain:

• guidelines are unavailable for many disorders;
• there is no consensus on which guidelines are the best;
• few clinicians have been trained in the use of guidelines;
• clinical guidelines software is only recently available and has a short track

record; and
• purchase or design of clinical guideline software and integration into existing

organizational systems is costly.

Implementation of treatment process and guideline variance tracking systems also await
further developments in the field.  The greatest barrier to tracking the process of
treatment is the absence of a formal system for reliably and validly describing both
general treatment orientations and specific treatment interventions.  The field will need to
develop a standard terminology of treatments with associated definitions and codes.
The taxonomy must then be integrated into other routinely used software.  The ability to
track guideline variance depends on further developments in both these areas.

Once the barriers in the areas of guidelines and treatment process description are
resolved, the foundation for guideline variance tracking will be established.  Interfaces
must then be built between the clinical decision support software from which the clinical
guideline recommendations are made, the treatment process tracking system which
includes the data on treatment actually delivered, and consumer characteristics.  This
will require a relational database and/or a data warehouse to facilitate data analysis.

The success of all three aspects of the clinical guidelines component rests heavily on
involvement of end-users in the development of tools such as guidelines, taxonomies,
and software so that they are meaningful, reputable, and user-friendly.  Widespread
implementation will also require a substantial commitment to education and training, an
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emphasis on quality improvement, and flexible requirements that take into account the
limitations to current knowledge in the field.
It is vitally important for the behavioral health care field to:

• develop user-friendly, evidence-based clinical guidelines that are effective for
specific disorders and for co-occurring conditions;

• include key stakeholders in the guideline development and implementation
process;

• develop decision support software;

• develop a standard terminology and taxonomy of treatment interventions with
associated definitions and codes;

• integrate the terminology/taxonomy into other routinely used software;

• inform and educate clinicians, consumers, and managers in the value and
use of clinical guidelines, tracking systems and data analysis and use;

• build interfaces between the clinical decision support software, the treatment
process tracking system, and consumer characteristics;

• protect privacy and ensure confidentiality of consumer data; and protect
intellectual property including clinical guidelines, software, treatment
manuals, and coding systems.
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IX. Requirements for Data Collection Related to
System Guidelines

Sarah Minden and Noel Mazade

Summary

Although vitally important for improving both the quality of care and the efficiency of
operations, system guidelines are in the earliest stages of development. Whereas
clinical guidelines specify interventions, activities, and procedures that research and
experience indicate should lead to desirable clinical outcomes, system guidelines specify
practices within a system of care in regard to non-clinical operations related to
infrastructural, executive, and managerial functions; clinical and service-delivery
operations; and ancillary functions that support clinical and related programs. System
guidelines must be distinguished from standards which assert what ought to be, reflect
community or organizational values and principles, and have sanctions for failure to
comply and incentives to encourage compliance. Guidelines suggest ways to achieve
these standards; the best guidelines also suggest ways to measure performance and
determine whether the standards have been met.

Although we do not yet have guidelines to show the structure and operation of entire
systems that are integrated and effective, we do have the beginnings of such guidelines
in the National Alliance for the Mentally Ill's (NAMI) recently published manual on the
Program for Assertive Community Treatment (PACT); operational manuals that
prescribe procedures for both organizational practices (e.g., institutional accreditation,
provider credentialing, personnel and financing management, buildings and grounds
maintenance) and clinical interventions (e.g., involuntary commitment, seclusion and
restraint); and the tools used by some state mental health authorities for evaluating
provider and institutional performance.

We will describe three types of system guidelines, each relevant to different functions
and structures within a system. Type I system guidelines specify non-clinical operations
related to the system’s infrastructure such as collecting and dispersing money,
maintaining buildings and grounds, and building and using information systems. They
also address executive functions related to policy-making, regulation-setting, planning
and evaluation, and oversight and monitoring and managerial functions such as program
development, budgeting, quality improvement, and administration of financial and human
resources.

Type II system guidelines specify the organization of clinical operations, i.e., the service
components of the system, their operation, and how they relate to each other to support
integrated care. Type II system guidelines do not recommend treatments--these are
found in clinical guidelines. Rather, they describe the core clinical service functions of
the system and the kinds of clinical and related programs that it should operate to

http://www.nami.org/
Victor J Ingurgio
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provide effective treatments for mental illness (e.g., mental health centers and crisis
intervention teams, sheltered workshops and social clubs, medical care and therapeutic
housing). Type II guidelines address operational aspects of these programs: treatment
team composition, size, ratios, caseload and staff scheduling; how clinical programs
should relate to each other through meetings, medical records, supervision, and
collaboration. “Level of care guidelines” could also be considered examples of Type II
system guidelines

Type III system guidelines specify the organization of ancillary functions that are
necessary to support the clinical and related programs provided by the system. They
also correspond to and support implementation of clinical guidelines for specific
treatments and clinical and related interventions.  They address ancillary services such
as transportation and housing, food services, fleet management, and facility
maintenance, and suggest the ways the mental health system should relate to other
systems such as health care, social services, child welfare, and corrections. They
provide guidance for the movement of consumers between systems and outline the
practices that will ensure coordinated and continuous care.
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X. Requirements for Performance Indicators and
Report Cards

Vijay Ganju

Summary

Performance measurement is critical for accountability, quality improvement, budgeting
and management of mental health systems.  The need for measuring performance has
become increasingly evident as managed care and healthcare reform initiatives have
been implemented in the recent past.

The field of mental health performance measurement is, at this stage, emergent rather
than standardized or well-defined.  Incomplete understanding of the relationship
between process and outcomes is at the root of the imprecision and lack of consensus in
mental health performance measurement and related standards.  As clinical and system
guidelines are better defined, so will specification of mental health performance
indicators improve.  Performance indicators can then be more effectively linked to
specific outcome measures.

Currently, there is no standardized set of performance indicators for mental health
systems on which to build a set of data requirements.  Still, there is an emerging
consensus on the critical components of a mental health performance measurement
system and steady progress toward standardization. Several initiatives are underway to
standardize measures and definitions across systems, to develop methodological and
implementation guidelines, and to analyze, interpret, and present results in comparable,
if not uniform, ways.

Performance indicators can be applied at different levels of the system � at the level of a
population eligible for services, the level of an organization, and at program and
individual levels.  Goals and objectives at each level will determine which performance
indicators are important.  Different stakeholders also emphasize different goals, and, in
turn, are interested in different indicators.

Several steps can be taken to move mental health performance measurement in the
right direction:

• link performance measurement to evidence-based practices;
• identify key performance indicators that can be used across different levels

within an organization and across different types of organizations;
• develop a program of research;
• develop and test guidelines for performance measurement activities; and

develop education and training materials.
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XI. Requirements for Consumer Outcomes
Measures

Vijay Ganju

Summary

There is a resurgence of interest in outcomes measurement and in trying to answer the
question: “What differences do mental health services make?”  Different stakeholders
are interested in different outcomes: hence, many types of outcomes need to be
monitored.

There are four major categories of outcomes: clinical outcomes, functional outcomes,
outcomes related to life satisfaction/fulfillment, and welfare and safety outcomes.
Several factors determine which outcomes are assessed: the purposes for which the
outcomes will be used (i.e., treatment decisions, quality improvement, accountability,
etc.); the intended audience for the information; the population to which the outcome
applies; and the capacity of the system to gather, maintain, and analyze data.

Consumer outcomes measures have some advantages over system performance
indicators.  They tend to be more meaningful to potential users of performance
measurement; more clearly represent the goals of the mental health system; and can
provide a summary measure of the effectiveness of care across a variety of conditions
and service types.  Their disadvantages, however, are that they tend to be influenced by
factors outside the control of the mental health system; may be insensitive measures for
purposes of comparison, particularly if poor outcomes are rare (e.g. mortality rates); may
require large sample sizes; may require obtaining data directly from consumers and
family members; may require a long period of time to observe; and may be difficult to
interpret if the care responsible for the outcome occurred in the past.

Many mental health systems already include outcomes measures.  The scientific basis
for outcomes measures exists and several standardized instruments are widely
available.  Implementation and burden issues are important determinates of the
readiness for inclusion in a prototype information system.

Several areas require more work in the outcomes area:

• the relationship between a clinician’s assessment and a consumer’s
self-report;

• the relationship of proximal outcomes such as improved functioning and
symptom reduction to more distal outcomes such as employment and school
performance;

• the reporting of aggregated outcomes taking into account case-mix
adjustments;
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• the most appropriate time periods between measurements, and whether
these are the same for different instruments;

• the uses of outcomes data in treatment decision-making;
• methodologies for simplifying instruments and reporting;
• the development of different instruments for different sub-populations;
• calibration of instruments against each other;
• development of measures related to recovery and personhood;
• the relationship of recovery to other societal outcomes and service use;
• the definition of taxonomies and the operationalization of service modalities;
• research related to services and programs provided and the outcomes they

produce.
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