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Purpose of Quality Council Case Study

The Minnesota State Legislature convened a committee, the Quality Assurance
Panel, to study the efficacy of establishing quality councils within the auspices of
the Minnesota Department of Human Services. The Research and Training
Center (RTC) on Community Living is providing assistance to the Panel and
contacted the Human Services Research Institute! (HSRI) to provide consultation
regarding state systems that have implemented regional quality councils for
services to individuals with developmental disabilities. HSRI prepared two
reports for the Quality Assurance Panel.

The first report gathered information from four states at different stages of quality
council implementation: Massachusetts, Pennsylvania, Florida and Tennessee.
The Panel deduced that the model undertaken by the Massachusetts
Department of Mental Retardation most closely aligned with ideas for system
enhancement in Minnesota and requested further inquiry into the Massachusetts
experience. HSRI was to gather information on regional council membership,
how information is shared between regional councils and the statewide council,
costs associated with operating regional and statewide councils, and next steps
under consideration by the Massachusetts Department of Mental Retardation.
This case study addresses these key areas of program development and
provides an overview of the Massachusetts quality council experience to date.

Definition: Quality Councils

For purposes of this case study, quality councils refer to stakeholders (including
representatives from the state agency, family members, providers, and
consumers) who convene to address improvement in the quality of services
delivered to individuals with developmental disabilities and their families. Quality
councils typically examine and review aggregate data on various aspects of
system performance including consumer outcomes, family satisfaction, health
and safety and other relevant benchmarks.

What prompted the Massachusetts DMR to develop quality councils?

In developmental disabilities services, the quest for meaningful data by which to
measure system performance and the movement to open up quality
management to greater stakeholder input and public accountability are
converging with the introduction of quality councils. The leadership of the
Massachusetts Department of Mental Retardation (DMR) views quality councils
as the next step in advancing quality improvement methods that involve
stakeholders and increase system transparency.

What distinguishes DMR'’s quality councils from previous opportunities for
external stakeholders to engage in quality improvement activities is that self-
advocates, family members, and provider representatives sit at the table

! Website address; www.hsri.org



alongside DMR staff to discuss, prioritize and strategize. Before the initiation of
quality councils, stakeholder feedback was by nature more reactive, responding
to DMR initiatives and anecdotal information on system issues. With quality
councils in place, stakeholders have greater access to influence internal
decision-making and to hold Department staff accountable for the
accomplishment of specific priorities.

What were the initial steps to develop and implement the quality councils?

In partnership with the University of Massachusetts Medical School, Center for
Developmental Disabilities Evaluation and Research (CDDER) at the Shriver
Center, DMR received federal grant funds through the Centers for Medicare and
Medicaid Services (CMS) to conduct several quality initiatives -- one of which
was the establishment of regional and statewide quality councils. This grant, a
CMS Real Choices Quality Improvement Grant, provided $499,000 over three
years (2004-2007) to:?

1. Develop a common set of standards, indicators, measures and
benchmarks to evaluate quality in the New England state Home and
Community Based Service waiver (HCBS) programs or persons with
developmental disabilities

2. Increase access to information and resources regarding HCBS quality,
best practices and quality improvement for MRDD system stakeholders in
New England

3. Increase knowledge and skill in using objective and quantitative
information as a quality measurement and quality improvement tool

4. Promote communication and collaboration to foster oversight of HCBS
programs between MRDD agencies, state Medicaid agencies and the
CMS regional office

After receiving the grant award, guidelines were drawn up to formalize the
membership, terms, and activities of the regional and statewide councils (see
Attachment A for the DMR Guidelines). Next, DMR’s Quality Management staff
recruited individuals to serve on the regional and statewide councils. By March
2005, the statewide council and four regional councils (one per DMR region)
were established and operational. Instituting these quality councils was done
without legislative or rule change.

While the council memberships were being determined, Dr. Steve Staugaitis at
CDDER prepared skills training presentations on data analysis and interpretation.
The DMR Annual Quality Assurance Report was used as the foundation for these
trainings. Attachment B contains one of the skill training guides developed by Dr.
Staugaitis.

2 Project website, UMass Medical School, Center for Developmental Disabilities Evaluation and
Research Center (CDDER), http://www.dma-chpr.org/SystemsChange/grant NEQIC.cfm.




Membership

DMR’s Guidelines for Quality Councils addresses regional and statewide council
membership, including minimum numbers and types of representatives. Most of
the members are DMR staff whose participation is determined by their position.
Non-DMR council representatives include providers, DMR’s Citizen Advisory
Board, self-advocates and family members. While the Guidelines suggest that at
least one of each of these stakeholder groups should be included, DMR staff

note that more are welcome.

Each of the four regional quality councils is to have at minimum the following
membership:

* The Regional DMR Director or designee

= Area DMR Directors or designee

» Regional QE Director

= Senior Investigator

» Risk Management Director

» Regional Legal Counsel

= Human Rights Specialist

» Representative from each Citizen Advisory Board (CAB)

= Individual and Family representative(s) (may be drawn from CAB)

= Provider representative(s)

Each regional quality council nominates a liaison to the statewide council. This
nomination is left entirely to the discretion of each regional council. One regional
council nominated a provider, another chose an assistant area director, and one
chose a self-advocate. The statewide quality council is to have the following
membership:

» Deputy Commissioner and Assistant Commissioners

= General Counsel or designee

= Director of Investigations

= Director of Human Rights

= Director of Health Services

= Director of Risk Management

= Director of Survey and Certification

= Individual/family representative(s)

= Provider representative(s)

» Representative from each Regional Quality Council

= Representative from State Advisory Council

» Representative from Governor's Commission on Mental Retardation

Allocation of DMR staff time to support the regional and state QC effort. DMR
has 40 Quality Management (QM) staff across its four regions with between
seven and 12 QM staff per region. A principal responsibility of QM staff is to
conduct the licensing and certification reviews of providers, reviews that are very
time intensive. When QM staff were advised they were expected to fold quality
council work into their responsibilities, they were concerned that they would not



have sufficient time for council meetings.®. However, once meetings were
initiated, staff found the experience illuminating and useful, indeed a productive
use of their time.

Gail Grossman, DMR Assistant Commissioner for Quality Management, provides
this anecdote to illustrate the value of quality councils, “Having this open process
is surprisingly very productive. It's a very open process and there are risks with
that. But having self-advocates on the councils has given us rich feedback. At
one council meeting an individual who had been supported to move into an
independent living situation, an apartment in which he picked the furniture,
wanted to throw a celebration party. He invited guests but no one showed. He
said that with all the help to move him and set up his home he was still lonely.
This direct exposure to outcomes is helpful to hear.”

As a result of the enthusiasm generated from council meetings, instead of the
guarterly meetings planned, all councils (both statewide and regional) increased
the frequency of meetings. Quality councils are now meeting every other month.
Attachment C contains the minutes from a statewide quality council meeting held
in May, 2005.

Recruitment. To recruit stakeholders to serve as council members, DMR staff
spread the word to providers, self-advocates and family members. DMR wanted
individuals to participate who would not be intimidated by professionals at the
table and who could speak beyond their own personal experience.

Term limits. DMR staff are permanent members of the councils. Stakeholders
two year term limits. This term limit was constructed in order to assure broad
representation from outside stakeholders. However, DMR managers perceive
that the two year term limit may need to be adjusted so that sufficient time is
provided for members to gain QM expertise before their terms expire. In addition
to being rotated off when terms expire, members may be terminated for cause if
they violate any of the protocols for participation set forth in the Guidelines
document.

How does DMR fund their regional and statewide quality councils?

Attachment D contains an estimate of annual costs associated with operating a
statewide and four regional quality councils within the Massachusetts
developmental disabilities service system. An approximation of costs for
operating the statewide council with quarterly meetings is $27,873 a year. An
estimate of annual costs for a single regional quality council meeting quarterly is
$20,188; combining costs for all four councils comes to $80,750."

Personnel Costs. The predominant costs are personnel and most of the
personnel costs are attributed to DMR staff. Salaries used for this estimate are

f NCI Newsletter, November 2005, http://www.hsri.org/docs/786_Indicator V1 _N2.PDF
Currently all quality councils are meeting every other month though the format was conceived to be
quarterly meetings.




based at the mid-range for DMR positions; the salaries of non-DMR
representatives are not based on any real salaries of current quality council
members. In addition, personnel costs are limited to salaries and do not include
additional employer costs such as health insurance.

At this juncture, a year and a half after instituting quality councils, Gail Grossman,
DMR Associate Commissioner for Quality Management, estimates that she
spends 20% of her time, roughly one day a week, on quality council work. She
notes that this level of investment is roughly equivalent to the development stage
as well. As the Assistant Commissioner for QM, Ms. Grossman attends each
meeting of the statewide and the regional quality councils; she also prepares the
meeting minutes. For purposes of estimating the annual costs, her time was split
equally between the statewide and regional councils.

Self-advocate council members are paid a stipend of $100 per meeting to
support their maximal participation ($25.00 for preparation, $50.00 for attending
the meeting, and $25.00 post meeting debriefing). In addition, self-advocate
council members are asked to identify someone to be their quality council
support person. Individuals who volunteer to support self-advocate members
agree to help the self-advocate prepare for meetings, attend meetings with them,
and discuss information after the meetings. These support individuals are
volunteers and receive no compensation.

Non personnel costs. Non personnel costs include travel (mileage and parking),
meals (DMR provides lunches rather than managing per diem meal
reimbursements), and printing and phone. The CMS Real Choices grant that
Massachusetts received reserved funds to support skills training and provide for
travel reimbursements across the three years of the grant. The grant allows
$4,500 for travel reimbursements® annually. All council members may request
travel reimbursement. The travel allocation also reserves funds for the Project
Director’s attendance at the annual CMS meetings of Real Choice grant
recipients.

In addition to travel, the grant funded the costs of developing three trainings and
presentations on how to understand data and make use of it for quality
improvement. Dr. Steven Staugaitis, from the UMASS Medical School CDDER,
collaborated with DMR Assistant Commissioner Grossman to develop the
trainings on data analysis which were presented to the statewide council.
Although the costs of the trainings were not specifically tracked, Dr. Staugaitis
estimates that 10 hours went into preparing each training and three hours for
presenting the information -- for a total of 39 hours not including his travel time.
The cost sheet for the statewide council includes this training investment cost.

How do the regional councils interact or relate to the statewide council?

In Massachusetts, regional quality councils operate independently from one
another. Each regional quality council is chaired by the DMR Regional Director,

4 2004 Real Choices Quality Assurance and Quality Improvement in HCBS, University of Massachusetts
Medical School, New England Quality Improvement Collaborative Proposal.



while the statewide quality council is chaired by the Associate Commissioner for
Quality Management (QM). The Associate Commissioner for QM attends, but
does not chair, all meetings of the regional councils and thus serves as an
interface among all the councils. Another common expectation is that all councils
direct their primary attention to the DMR Annual Quality Assurance Reports and
the two targeted quality goals in place at the time.

Differences do exist among the activities and interests of the councils. The
statewide council only examines and reports on statewide data, whereas data
presented to the regional councils may be more tailored to a specific region. The
rationale for this strategy is to eliminate, as much as possible, bias or hard
feelings that may result from comparison of regional data. Another difference is
that while DMR establishes two target areas for statewide systemic improvement,
additional targets of local interest can be identified by each the regional councils.
Presently the two statewide quality improvement targets are: 1) to improve
employment outcomes and 2) to increase friendships and relationships.

Regional councils have identified additional priorities, some in areas DMR has
not previously tracked as QM issues, for example, safety during transportation
and direct support professional staff turnover.

Although the overall quality goals have been established for the near future,
DMR surveyed all stakeholder council members to solicit feedback on whether
DMR is looking at the right things. Survey results were reported to the councils
and used to determine what issues the statewide council should prioritize. Once
an issue is prioritized, the next steps are to draw upon the expertise within the
Department, create work teams, establish action plans and monitor the impact of
interventions. One example noted by Assistant Commissioner Grossman was
related to the identification of expanded employment opportunities as a priority.
As a consequence, a Statewide Employment Solution Team was created that
includes members from each of the regional councils. Interventions were
determined and these strategies are tracked by the regional and statewide
councils.

What information does DMR provide the councils and from what sources?

DMR’s Annual Quality Assurance Report’ is the key source of information used
to track progress on overall system goals. Quality Council members are
provided information from many sources to evaluate progress, including:
- Survey & certification of providers reviews

National Core Indicators consumer survey data

Medication occurrence & reporting system

Investigations

Critical incident reporting system

Restraint reporting system

Employment supports performance outcome reports

Shitp://www.umassmed.edu/commed/uploadsyDMR 2004 QA Report 5 11 06.pdf#search=%62MA %20
DMR%22




With so many sources of data, DMR is still figuring out how much data to provide
to council members from each of the various data sources. In addition to internal
data reports, QM staff recognized that at different points in time council members
may want to hear from individuals outside the Department with expertise in a
specific area under review and discussion. The Guidelines document provides
for such periodic consultation; the trainings by Dr. Staugaitis to the statewide
council on data analysis for tracking system performance are an example of such
an external party presenting to the council.

Quality Council Accomplishments

Increased Public Accountability. According to Dr. Staugaitis, there are two
principal differences that the quality councils have made in Massachusetts: 1)
holding the Commissioner accountable to the public for targeted system
changes, and placing important priorities on the Department’s front burner; and
2) getting people to look at data and not just rely on anecdotes or a personal
stories to move the Department to action.

Quality Councils are Functioning. To date, a statewide quality council and four
regional quality councils have been established. Council members have been
trained in the use of data and interpretation of the DMR Quality Assurance
Annual Report.®

Self-Advocates have a Voice. People who receive services now have regular
access to key department staff and staff report that this access is influential. As
Assistant Commissioner Grossman notes, “Hearing the stories of individuals in
the system is good. For example when discussing employment, one of the
consumer representatives on a QC brought in his paycheck and passed it
around. This real life example of the impact of DMR initiatives and the impact on
people’s lives really motivated the council to see their work as having meaning
and being important.”

Constraints and Cautions

Quality councils operate in Massachusetts in an advisory capacity. The specific
charge to council members is to examine data and look for trends, not to
recommend solutions. When recommendations are put forward, these are
subject to final review and approval by the regional director (for the regional
councils) and the Commissioner (for the statewide council).

Dr. Staugaitis cautions other states considering the quality council model to
remember that members will have a range of expertise with respect to the
evaluation of data. Therefore training should begin at the basic level and
address concepts such as why percentages are used instead of raw numbers,
what difficulties exist when information is only presented in averages, and
limitations of data such as extrapolating from information on just a few cases,

6 http://www.dma-chpr.org/SystemsChange/grant_ NEQIC.cfm




and data gathered through self-report only (such as critical incidents when state
staff are the primary reporters). He also suggests that council members build up
their critical faculties by looking at multiple sources of information to find
convergences. And finally, Dr. Staugaitis recommends training council members
using real data, not abstract notions. When preparing his trainings to the
Massachusetts statewide council, one of the information sources he utilized was
DMR’s mortality data.” “While we're striving to provide supports for all members
to understand data and how to use it, we need to keep the group engaged and
give them real work to do. If the members are just hearing from one source for
all their information, it can become a top down process. So figuring out ways to
keep the work based in real life and members engaged is important. That's why
we used the survey approach to solicit member feedback —feedback on how
well we’'ve done making information, including the annual QA Report, accessible
and ascertaining what indicators members consider most important and least
important to address.”

Assistant Commissioner Grossman recommends that states developing quality
councils start simply and remember to involve providers, families and individuals
receiving services at the beginning stages, and work to keep them at the table.
Dr. Staugaitis also notes that inclusion of self-advocates at all meetings is vitally
important.

Grossman also recommends that states first determine what data is most
significant to measuring specific outcomes. “What does the State think is most
important? What do consumers/families/communities think is most important?”
She stresses that any indicators of system performance in Home and Community
Based Services (HCBS) be related to the CMS Quality Framework,? and to
remember to include indicators of quality for self-directed services.

Next Steps for Massachusetts Quality Councils

Implementing Quality Councils in 5 New England State MR/DD Systems. The
website for the New England Quality Improvement Collaboration Systems
Change Grant initiatives notes that the quality council model developed in
Massachusetts is intended to be shared across the New England states’ HCBS
waiver programs for individuals with developmental disabilities.’ These states
are New Hampshire, Vermont, Connecticut, Maine, and Rhode Island.

Extending Term Limits for Non-DMR Staff Council Members. DMR is
considering increasing the term limits for self-advocates and family members to
ensure they have sufficient time for orientation and immersion in the issues, as
well as time to feel they are making a contribution before their service on a
council end.

" Commonwealth of Massachusetts, Department of Mental Retardation, 2004 Mortality Report, prepared by
University of Massachusetts Medical School, Center for Developmental Disabilities Evaluation and
Research, http://www.umassmed.edu/commed/uploadssDMR_2004_Mortality Report.pdf .

8 http://www.hcbs.org/files/28/1377/QFramework.pdf

® http://www.dma-chpr.org/SystemsChange/grant NEQIC.cfm

10



Regional Data. Regional quality councils are now requesting data be provided
by region across all information sources and DMR is moving in this direction.

11



ATTACHMENT A

Massachusetts Department of Mental Retardation
Guidelines for the Operation of
Regional and Statewide Quality Councils
January 6, 2005

I. Primary Purpose and Rationale

The primary function of the councils will be to systematically review and
analyze quality assurance data from all sources with the goal of developing and
achieving service improvement targets in identified areas. While areas and
regions have complaint resolution teams, risk management teams, and clinical
mortality review teams which serve critical functions in the Department’s quality
assurance system, none of these teams has the responsibility or opportunity to
take a step back and systematically and holistically analyze and review all quality
assurance data. That will be the essential function of the councils.

Il. Essential Functions

A. Statewide Council:

1.

~No

= o

To systematically review statewide data generated from the Annual
Quality Assurance Report and other management reports,

To analyze the data and identify possible issues, causes and areas for
further research and review,

To identify 3-4 priority quality improvement targets for the year,

To identify strategies and policy changes which might be needed to
achieve identified targets,

To gather input and recommendations from the Regional Quality
Councils regarding quality improvement targets and strategies,

To review statewide success in achieving targets

To review established outcome measures periodically to determine
continued relevance and to make recommendations regarding
additional ones

. Regional Quality Councils:

To systematically review statewide data generated from the Annual
Quality Assurance Report and other management reports,

To analyze the data as it relates to the specific region,

To identify regional factors and specific strategies to achieve the 3-4
priority targets established for the year,

To submit recommendations, issues, concerns to the Statewide Quality
Council

To review progress towards achieving quality improvement targets
To review established outcome measures periodically to determine
continued relevance and to make recommendations regarding
additional ones



lll. Composition of Councils
A. At a minimum, the Regional Quality Councils (the facilities will be
developing a separate quality council) should have the following
membership:
1. The regional director or designee
2. Area Directors or designee
3. Regional QE Director
4. Senior Investigator
5. Risk Management Director
6. Regional Legal Counsel
7
8
9.
1

. Human Rights Specialist

. Representative from each Citizen Advisory Board (CAB)
Individual and Family representative(s) (may be drawn from CAB)

0.Provider representative(s)

At different points in time, the Councils may benefit from individuals with
expertise in a specific area under review and discussion. Further, input
from individuals outside of the DMR system, specifically, individuals from
academic settings may be able to provide a unique perspective and set of
skills to enable the Councils to better accomplish their work. Involvement
of such individuals will be on an as needed basis.

. The Statewide Quality Council will have the following membership:
Deputy Commissioner and Assistant Commissioners,

General Counsel or designee,

Director of Investigations,

Director of Human Rights.

Director of Health Services,

Director of Risk Management,

Director of Survey and Certification,

Individual/family representative(s)

Provider representative(s)

10 Representative from each Regional Quality Council
11.Representative from State Advisory Council

12.Representative from Governor's Commission on Mental Retardation

©CoNoOOh~wWNdED

V. Structure

a. Council will meet at least semi-annually, but recommend quarterly
meetings.

b. Could be separate meeting or integrated into routine regional
management meetings. Under this design, outside stakeholders would
attend for that portion of a management meeting dedicated to a
discussion and analysis of quality assurance data.

c. Regional Council will be chaired by Regional Director.
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Regional Director will be supported with assistance from either
Regional QE Director, Regional Risk Management Director or other
designee.

Minutes of the councils’ meetings shall be maintained

Membership:

1. Employees of the Department shall have permanent membership
on the Councils.

2. Individuals, family members, citizen advisory board members and
provider representatives shall serve a term not to exceed two
years, in order to assure broad representation from outside
stakeholders.

3. Members may have their term on the quality council terminated for
cause, if they violate any of the guidelines for participation set forth
in this document.

V. Roles and Responsibilities

a.

Quality Councils will review data and information from public
documents including the Annual Quality Assurance Report, the Annual
Restraint Report, the Annual Mortality Report. Additional public
documents will be added over time.

Data reviewed will not contain any individual or provider specific
information.

Members will sign a statement agreeing to maintain the confidentiality
of any information that might have identifying information

Both the regional and statewide quality councils serve in an advisory
capacity to the regional director and commissioner respectively. As
such, any recommendations made by the councils are subject to final
review and approval by the regional director for the regional councils
and the commissioner for the statewide council.

VI. Training and On-going Support

a.

b.

Initial training sessions will be conducted with the statewide and
regional quality councils.

Special support will be built in to assure that self-advocates are
comfortable with their role and the material being reviewed. A
mentorship model will be used enlisting the support of mentors who
know the individuals well and are willing to meet with the individual
prior to the meeting, assist the person during the meeting and review
material covered after the meeting.

14
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General Principles for Using Data as a
Quality Improvement Tool

A User’s Guide for Quality Councils

Introduction

The Massachusetts DMR has embarked on amgor initiative to bring together and
andyze avad array of data and information pertaining to the qudity of its servicesand
supportsin an effort to help guide quality improvement activities. In addition to
organizing and andyzing this broad- based data, the department has made a commitment
to openly share thisinformation with its condtituents and other stakeholders. The
edtablishment of Quaity Councils and the publication of the 2002/2003 Quality
Assurance Report exemplify this commitment to public accountability and data- driven
performance evaluation. These efforts have been recognized nationdly as representing
progressive leadership within the fidd of developmenta disabilities.

DMR has adso established a partnership with the University of Massachusetts Medica
School, Center for Developmenta Disabilities Evauation and Research (CDDER) to
provide orientation and training to Quality Council membersin order to strengthen their
ability to effectively review qudity data and information and provide meaningful and
helpful guidance to the department. Initidly Qudity Council review activities will focus
on the Q.A. Report. Over time, it is anticipated that the Councilswill dso begin to
review and evauate data and information from a variety of other sources aswell.

Thisbrief User’s Guide is designed to accompany orientation and training sessons that
will be provided to the statewide and regional Councils that use the Q.A. report asa
foundation for exploring how to use data as aquality tool. It isnot intended to be a
complete or comprehensive training resource, but rather is constructed to only provide
some very basic background information that can supplement the materia presented in
the on-gtetraining sessons.

Why is Data Important?

Thereisagrowing recognition across dmogt dl fieds of endeavor — business, hedth
care, education and government — that objective measurement and anays's of
performance can be a powerful management tool. Such objective assessment requires
data While there are many pitfdls to an over rdiance on data, when combined with
other gpproaches to assessment it can provide an excdlent means of identifying where
change may be needed in a service system as well as what type of change may be the
most helpful, an important role of Quality Councils.

Higtoricdly, developmentd disabilities (DD) service systems have relied upon more

anecdotd information (e.g., individua cases, problemsin a program) to guide change.
While valuable, such an approach is often open to significant bias asit is based upon

16



persona experiences and sometimes isolated incidents. It therefore doesn’t dwaystell
the “whole story” or provide a complete “picture’” of what isand is not happening. The
use of data— if properly andyzed and evauated — can overcome many of these
limitations. It isusudly more objective and not as strongly influenced by persond bias.

It dlows information to be better tandardized and therefore comparable across groups of
people or service providers. Most importantly it can be organized and andyzed so that
we can learn about change, trends, patterns and relationships.

It isimportant to aso remember that data should be viewed as ameans to ask more probative
questions. It should and can be a mechanism for exploring not only “what” has happened, but "why,” and
in doing so, to drive the process of continuous and ongoing improvement to systems and the quality of their
services and support.

To use data effectively requires that users have a basic understanding of the benefits and
limitations of data. That is the purpose of this guide and the training sessions that will be
provided to Qudity Council members.

Balance is Essential

Just asthe use of data can become a powerful tool, it can aso be abused and misused. It
is very important that any qudity system balance the use of data with other methods of
inquiry and system improvement. An over-reiance on data can just as easily hide the
truth asreved it. Data can be poorly andyzed, incorrectly interpreted and easily
manipulated so that it leads to faulty conclusions. It can also quickly become confusing
and overly complicated, resulting in users pushing it asde and faling back on old “tried
and true’ methods that are wrought with bias and inaccuracy. Or, in an effort to create
the “perfect” data-based review system funds and staff can be pulled away from other
equally important activities® This can result in a many problems as not strengthening
the data- based review component to the quality improvement system. Data should
therefore be viewed as atool for incluson in acomprehengve sysem. It is not the “be
dl-end dl” solution to quality management!

CMS Requirements

Many of DMR’s programs and services are provided under the federa Home and
Community Based Services (HCBYS) program, operated by the Centers for Medicare and
Medicad Services (CMS). This program provides the Commonweath with millions of
dollars of federa reimbursement (about 50% of the actual cost of the service). However,
in order to receive this federa funding the state must adhere to awide variety of rules and
meet rather stringent requirements in terms of the quality of services and the process for
monitoring and assuring that qudlity.

10 A comprehensive approach to quality services in DD must pay equal attention to “building-in quality” up front by
strengthening other aspects of the system such as service coordination, consumer involvement and direction, person-
centered support planning, workforce development and support for direct service personnel, risk screening and
planning, investigations systems, licensing and certification, incident reporting and response, contract monitoring and
management, family input, access to health care and prevention, root cause analysis, mortality review systems,
ongoing evaluation of consumer outcomes, use of best practice protocols, etc. The use of data can, however, help
assess the effectiveness of these components.
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In thisregard, CM S requires that states have a comprehensive quality management
system that is a planned, systemic, organization-wide approach to design, performance
measurement, anadlys's and improvement. 1t must assure compliance with standards, be
designed to reduce adverse events, lead to ongoing improvement, and, it must crossall
walver programs. The qudity management sysem must aso be consstent with the
Qudity Framework, amode that integrates four basic functions of aqudity system with
saven important focus areas. The Framework isillustrated below.*

Objective data, if organized and andyzed gppropriatdy, can help meet these CMS
requirements. The DMR QA Report represents an effort to begin to use data as a qudity
tool, and in so doing should assist DMR mest its federd requirements.

QUALITY . B
FRAMEWORK Quality Management Functions
Focus Design Discovery Remediation Improvement

]
| Participant Access !

Participant-Centered
Service Planning and
Delivery

Provider Capacity and
Capabilities

1
Participant Safeguards |
)

Participant Rights and
Responsibilities

VYV Vv V V

Participant Outcomes
and Satisfaction

| System Performance

The DMR Q.A. Report

The 2002/2003 Q.A. Report!? represents a synthesis of information and data from awide

variety of sources including survey and certification, investigations, incident reporting,
the Nationd Core Indicators, medication occurrence reporting, restraint reporting and
employment performance outcomes reports. These data are organized and analyzed
according to a pre-established set of strategic outcomes.

11 A more current version of the Framework does not include the function of “Design” that is illustrated above.
However, this author believes it is essential that full consideration be given to the concept of “designing” systems so
that they can readily accomplish discovery, remediation and improvement across the focus areas identified in the
Framework. Consequently “Design” is included in the illustration above.

12 A copy of the Massachusetts QA Report can be downloaded from the DMR website at the following address:
http://www.mass.gov/Eeohhs2/docs/dmr/quality_assurance_report_2003.pdf
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The report itsdlf is structured around the 12 outcomes. Each of the strategic outcomes
has a series of indicators and each of the indicators has one or more measures, or Sets of
data. The relaionship between outcomes, indicators and detaisillustrated in Appendix
A of the report (page 60). A summary of the data sources is contained in Appendix B of
the report (page 63).

The Q.A. report displays most of the data in a series of tables (charts) and figures
(graphs) so that it iseader to read and interpret. Change from prior yearsisillustrated
through the use of symbols (arrows and “plus’ or “minus’ Sgns). In generd, whenever
there was a change equd to or greater than10% from the prior year, the arrow is colored,
with green indicating it was a postive change and black indicating it was a negative
change. Arrowsthat point “up” mean there was an increase and arrows pointing “down”
indicate there was a decrease. Arrows that point “left to right” are used whenever there
was no meaningful change or the trend was stable. Appendix C (beginning on page 65 of
the report) provides asummary of the change for each of the 57 measures (data sets)
where change was evauated.

SOME BASIC PRINCIPLES FOR REVIEWING DATA

Sample Characteristics

When reviewing the report it is important to remember that in dmost dl ingtances data
was NOT collected for every single person served by DMR. Rather, data was collected
for agroup of people. Thisgroup iscaled asample All the peoplein DMR who have
the same characterigtics represent the larger population. In some cases the sample was
representative of the entire DMR population (all the people served by DMR). In other
casssit isonly representative of a portion of the people served by DMR (eg., only those
in aresdentid fadility).

POPULATION: SAMPLE:

All People People we
Served by DMR collected data on
with same

characteristics

For example, the DMR survey and certification unit collected information and data from
the review of a selected number of individuas, programs and service providersthat are
involved in resdential and adult day/employment support programs. This deta from this
sample can only be applied to (generdized to) those persons served by DMR who receive
aresdentia and/or adult/day support. It cannot be gpplied, for ingtance, to children who
live at home with their family or to people who resdein aL TC facility (eg., nursing

home) and who are served by DMR.

Some important questions to ask about the sample include:
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1. Sze. How big was the samplein relationship to the population? If only asmadl
number of people are included in the sample or if the percentage of people who
were included is small, the sample may not be a very vaid representation of the
larger population. For ingtance, if data was collected on only 10 people out of a
population of 5,000, it is very likely that the results will not be representative of
the larger group.

2. Sdection Criteria. How was the sample chosen? If the sample was chosen
randomly (i.e., without any preconcelved reason for selection) it ismore likely to
be free of bias and therefore representative of the larger population. If, however,
data was collected because of a special concern, the sample will probably not be
representative. For example, if the survey and certification unit decided to only
review providers who were experiencing problems, you couldn’t generdize the
findingsto al providers (those with and without problems).

3. Differencesfrom Population. Are there any unique characteristics of the
sample that make it different from the larger population? Look carefully at
characterigtics of the sample such as age, level and type of disability, presence of
abehaviora hedth disorder, type of service or support, where they live (type of
residence and geographic location) to make sure it issimilar to the larger
population. If there are mgor differences you cannot generdize, but must rather
only apply the findings to the larger population of persons who have the same
characterigtics.

TIP: When reviewing the data and the findings from the report it is very important to
keep in mind what specific population of DMR consumers the information can
reasonably apply to. Do NOT over generalize the population. The analysis is relevant
only for the population that is represented by (equal to) the sample.

Validity and Reliability of Data

In order for data to be truly useful it should be both valid and reliable. Validity refersto
the extent to which the datais actudly measuring what you think it is and whether or not
itislogicaly related to theindicator it is purporting to assess. For ingtance, completing
background checks on direct support personndl is avdid measure of DMR'’ s efforts to
protect consumers from harm only to the extent there is ardationship between abuse (or
other type of harm to consumers) and the presence of staff who have acrimina history.
If there is no reaionship, crimina background checks are only a measure of compliance
with a gtate requirement, and could not be considered a vaid measure of protection from
harm. On the other hand, if thereis arelaionship between the two, then crimind
background checks are avaid measure. [Note: in this case there would certainly appear
to be alogica relaionship.]

Different sets of datawill vary with regard to their validity. This meanstha some
measures will be very valid and others only somewhat valid. Thereforeit isimportant to
look at more than one measure or data set before drawing any firm conclusions, i.e., look
for “convergence’ of data wherein more than one measure is telling you the same thing.
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Rdiability isanecessary condition for thereto be vdidity. Reliability refersto the extent
to which the data you obtain is consstent, both over time and across measurements.
Usudly problems with reliability occur when the measure or its scoring are ambiguous
and not clear, leading to unintended variation in the data. For example, if arespondent to
asurvey gives very different answers to the same questions one week later, the survey

has poor rdiability and the results cannot be trusted. In asmilar fashion, if two different
surveyors do not agree on how to rate an indicator on a certification review, that specific
indicator would be conddered to have poor reiability.

TIP: Think about each of the measures in terms of how valid and reliable they are.
Place greater trust in those that can meet both of these tests. Use caution when
drawing conclusions from those that may have questionable validity or reliability.

Watch Out for Bias in the Data

Many different factors can bias data and influence its vdidity and religbility. Most
causes of such bias or digtortion are usualy not intentiona and are smply artifacts of
how the data was collected, organized or analyzed. Three important factors you should
aways think about include:

1. System Characteristics: Arethere any differencesin the level of “ motivation” to

report data?
a. Isdatabased on self-report or independent review?
b. Isreporting voluntary or mandatory?

c. Arethere consequences for non-reporting? Are they gpplied consstently?

What are the chances of being “caught?’

d. If reported, isthere a potentia for negative consequences to the reporter?

e. Wha sysems are in place to identify non-reporting or inaccurate
reporting?

f. Arethere“culturd” differences between organizations/settings with re: the
perceived importance of reporting?

2. Reporter Characterigtics: Arethere any differencesin the probability that data

will be accurately reported?
a. Who isrespongblefor collecting data and reporting?
b. Does one group work done and the other with multiple staff present?
[Very important for saf reported data such asinjury reports.]
c. Arethereany differencesin skill or capacity to accurately report?
d. Isonetypeof data“easer” to document and report than another?

3. Recorder Characteristics: Are there any differencesin the probability that
reports will be accurately documented and entered into a database?
a.  Who recaves the information?

b. Arethere differencesin how datais communicated and recorded, e.g., by

phone, over the internet, filling out aform'?
c. Areformscomplicated or difficult to read or interpret? Isthe language
complicated and technical?
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d. Canthe databe dectronicdly transmitted and automatically put into a
database?

e. Isonegroup moreor lesslikely to record data accurately and quickly?

f. Arethereany differencesin skill or capacity to accurately record?

It'sOK if you can't answer dl the questions — as long as you have thought about them
and identified any redly BIG issues that might make the data unrdiable or invdid. If so,
be very careful about drawing any conclusions without additiona evidence from other
Sources.

TIP: When reviewing the data make sure you think about factors that could bias the
data, especially if it is based on self-report (e.g., abuse/neglect reports, Medication
Occurrence reports, incident reports) v. being based on review by an independent party.

Ask about System Changes

The DMR service system isdynamic. From timeto time policies, procedures and guidelines are
introduced or revised to keep up with changing trendsin service delivery or to provide clarification
regarding reporting practices and expectations. Sometimes these changes can have a profound
effect on the data that is collected and the findings that follow from its andyss. For
example, if DMR establishes new rules about and methods of reporting unusud incidents,
it isdifficult to compare the incident data from the year prior to the changes with the data
from the year(s) after the changes. Any increase (or decrease) in reported incidents may
be a greater reflection of the system change than an actud increase in unusud incidents.
In such ingtances it is important to understand the changes that have taken place and their
potentia impact on the data. It isaso important to recognize that valid year to year
comparisons may not be possible until the system has stabilized, i.e., the changes have
been fully implemented and are consstent across programs and over time.

TIP: If there are sudden or dramatic changes in data over time, ask about any possible
changes to the service system or administrative rules that might have influenced the
data. If major changes are present it may be more prudent to wait until the changes
have been fully implemented and processes are consistent.

Be Wary of Small Numbers

Unlike large population studies published by the federd government or in research
articles published in mgor professond journds, much of the data contained in the DMR
QA Report - and other datathat may be reviewed by Qudity Councils (e.g., Mortality
Reports) - is based on ardatively smal number of cases. The smdler the sample
(number of cases analyzed), the less likely differences will be statistically significant.™®
Smadl numbers are very sensitive to changesin only afew cases, especidly if there are
extremes or “outliers’ present in the data. Absent satisticad sgnificance, readers should

13 Statistical significance is simply a measure of how likely (probable) it is that the same results would be obtained over
and over again if the analysis were repeated using other members of the population under study. It is determined
using formal statistical tests. Most of the data contained in the DMR QA Report has not been subjected to such a
formal statistical analysis, and therefore has not been determined to be statistically significant — or not significant.
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exercise caution in reviewing the results. Again, that iswhy it isimportant to look for
convergence of data or other information that can “confirm” any given finding.

TIP: Remember that when the sample size is small, only a few cases can have a large

impact on the numbers, especially if there are extremes.

Numbers and Percentages

Sometimes the data that will be reviewed is presented as absolute numbers (e.g., the no.
of cases, no. of people with or without something). Other timesit may be presented asa
percentage or rate. A percentage or rateisarelative number, i.e,, it reflects the
relationship between the no. of cases with or without something to the tota no. of cases
inthe sample. A percentageis equal to the no. divided by the total X 100. For example,
if 25 people out of 1000 received denta care, we would say that dental care was provided
to 2.5% (25/1000 X 100) of the people reviewed. Rates are usually expressed as the
number of cases per 1000. In the example above, the rate of dental care would be 25 per
1000.

Absolute numbers (no. of cases) are useful if the Sze of the sample is the same over time.
For example, if we were evaluating access to dental care and there were 100 people
reviewed in one year and 101 reviewed the next year, it would be appropriate to use the
absolute number when comparing years (25 people in year one and 28 peoplein year
two). However, if the sample size differs, either across years or another independent
vaiadle (eg., private provider agency), use of absolute numbers can be very mideading.
For example, if in one year we sampled 100 people and 25 were found to have received
dental care and in the second year we only sampled 50 and 20 received the service, use of
absolute numbers (25 v 20) would look like areduction in service. In redity however,

the relative percentage or rate of care improved (25% v 40%).

TIP: Make sure that when absolute numbers are reported as the primary data in a
comparative analysis that the size of the samples is the same or almost the same. If
not, look for relative numbers such as percentages or rates.

Use of Averages

Very often the data that will be reported is based on presentation of the mean or average.
Such datais cdled a measure of centra tendency and is often useful to help understand
what is hgppening “in generd” or “on average.” However, the mean (average) is subject
to rather wild swingsif the sample Szeis smdl and there are one or more outliers
(extreme scores). Use of the mean can dso mask trends or patternsin the data that may
be very important. For example, and asiillustrated by the two graphs below, presenting
only the average no. of restraints over afour year time period for two programs can hide
the fact that one program has witnessed a dight but steady decline while the other has
experienced arather dramatic increase over time.
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EXAMPLE

Ave. No. Restraints No. Restraints

EY00-EY03 FY00-FY03 31
15.75 15.75 27
18
10 5 14
4
1
Prog A Prog B 2000 2001 2002 2003

|l Prog A B Prog B|

TIP: When reviewing averages, especially if the data is attempting to compare different
programs or other variables over time, ask questions about the range (low to high),
amount of deviation in the numbers, and the presence of any meaningful patterns or
differences that may be present.

General Rules for Reviewing Data

While the consgtent use of objective data can be a vauable tool in understanding and
managing the quaity of servicesit isimportant to remember that it is not “ perfect” and
must be used in an intelligent and cautious fashion. It isimportant to seek balance
between data and other sources of information and to gpproach the review of datawith a
“questioning” mind. Try to follow these generd rules and you should become an
effective and vauable member of the DMR qudity team:

1. ALWAYS make sure you:

Andyze the andyss.

|dentify BIG issues that may compromise the data.

Do NOT generdize the findings beyond their limits.

BALANCE your review. The datais one point of reference — take into
congderation other sources of information.

2. NEVER:
a Make assumptions about the data— ask questions.
b. Expand thefindingsto the whole DMR population — unlessit is
appropriate.
C. Treat thedataas“sgnificant” unlessit saysit is.
d. Jump to conclusions without checking other sources.

cooTw
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ATTACHMENT C
Minutes Statewide Quality Council
May 5, 2005

Commissioner Morrissey opened the meeting by welcoming members, asking them to
introduce themselves and explain how they have been involved in quality issues in the
field of MRDD.

He then went on to discuss the role of the council in an overall quality management and
improvement system and his goals for the council. He discussed the importance of
using data to effect change, and the importance of sharing information with individuals,
families, advocates and providers.

Commissioner Morrissey then turned over the meeting to Steve Staugaitis, from the
Center for Developmental Disabilities Evaluation and Research (CDDER) / UMASS
Medical School. Dr. Staugaitis did a presentation on the importance of data, and its
uses for quality improvement. He also described the content and format of the DMR
Quality Assurance Report, and highlighted some of the key findings. Dr. Staugaitis then
presented the priorities that had come forward from the regional quality councils.

Council members reflected upon the data and had several comments and suggestions
including:

1) That it is important to be clear concerning whether data presented is
comparable. For example, NCI data on dental exams uses exams at 6 month
intervals, whereas data from survey and certification uses exams at 12 month
intervals as the measure.

2) That it might be helpful to get comparisons to other industry standards in
addition to looking just at DMR data. (e.g., medication errors in DMR
services as compared to errors in nursing homes or hospitals; unemployment
in the general population in Massachusetts and the rest of the country)

Discussion then shifted to potential areas for service improvement targets. Gail
Grossman indicated that the areas identified were selected from indicators in the report
where improvement could be made. She indicated that while it would be important to
look at the priorities from the regional councils, it would be up to the statewide council to
recommend 2-3 statewide targets for Commissioner Morrissey’s final approval.

There was significant discussion around the following service improvement areas:

1) difficulty in accessing transportation services ( not currently captured in the QA
report , but identified by the Northeast Region as an issue)

2) issues around safety with transportation services (not currently captured in the
QA report, but also identified by the Northeast Region)

3) work — hours worked and wages paid

4) friendships

5) community involvement

6) dental services

7) direct support salaries ( hot currently capture in the QA report)

It was suggested that we focus on the data and outcomes that DMR was already

collecting data on, but to think about what outcomes and indicators should be
considered for inclusion in future reports. Any additions would have to consider what
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we are trying to measure (i.e. be expressed as an outcome) and whether data currently
exists or would have to be collected in new ways. Future areas discussed included:
1) Quality of direct support professionals
a. Turnover rates
b. Salary
c. Knowledge/competency

The comment was made that the quality of direct support professionals impacts upon
every outcome. In addition, Janet George mentioned that gathering consistent, reliable
data on the above issues has been difficult.
1) Correlation between work and development of friendships
2) Difficulty in accessing transportation ( it is unclear how we would gather this
information, but it was considered important)
3) Transportation safety ( could use investigations data as a start and incident
reports)

The council members were asked to fill out the survey regarding priorities for service
improvement. In doing so, it was suggested that they:
1) Consider picking service improvement targets from a balance of easy to achieve
targets as well as more challenging ones
2) Consider whether challenging ones should have a more incremental approach
with more modest measures of progress

For the next meeting, council members were asked to read the report in depth, fill out
and return the survey regarding service improvement targets to Gail Grossman within
the next 10 days. In addition, the council was asked to think about how we would
measure success in reaching targets.

The next meeting was scheduled for : Thursday, June 23 1:00-3:00, at the Shriver
Center in Waltham, Mass. (Directions Enclosed)

Agenda:
1) Discuss results of survey of priorities
2) Discuss specific service improvement areas in more depth
3) Recommend 2-3 service improvement targets for Commissioner Morrissey’s
consideration
4) Discuss ways in which progress towards achievement of targets might be
measured.

Respectfully submitted,
Gail Grossman
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Massachusetts Statewide Quality Council Annual Estimated Costs

Personnel Costs

DMR Personnel:

Assistant Commissioner for QM
Regional DMR Director

Area DMR Director

Director of Investigations
Director of Health Services
Director of Risk Management
Director of Survey & Certification
Director of Human Rights

DMR staff or External rep:

Nomination from Region 1 QC
Nomination from Region 2 QC
Nomination from Region 3 QC
Nomination from Region 4 QC

External members:

Family member rep

Provider rep

Self advocate rep ($100/mtg)
Mentor to self advocate
Governor's Commission rep
State Advisory Council rep
Consultant(s) to Statewide QC:
Steven Staugaitis (3 trainings)

Subtotal: Personnel Costs

Annual Estimated Costs Associated with Quality Councils*

Meeting Meeting
time time
Annual Prep Length | utilized per utilized % Annual Annual
Salary* per mtg | per mtg quarter per year | Time utilized Salary*
Estimate (hours) | (hours) (hours) (hours) for QC mtgs. Costs Subtotals
$100,000 48 3 51 204 | 0.098076923 $9,808
$100,000 2 3 5 20 | 0.009615385 $962
$95,000 2 3 5 20 [ 0.009615385 $913
$85,000 2 3 5 20 | 0.009615385 $817
$85,000 1 3 4 16 | 0.007692308 $654
$85,000 1 3 4 16 | 0.007692308 $654
$85,000 1 3 4 16 | 0.007692308 $654
$85,000 1 3 4 16 | 0.007692308 $654 $15,115
$600 1 3 4 16 | 0.007692308 $5
$90,000 1 3 4 16 | 0.007692308 $692
$75,000 1 3 4 16 | 0.007692308 $577
$85,000 1 3 4 16 | 0.007692308 $654 $1,928
$65,000 1 3 4 16 | 0.007692308 $500
$80,000 1 3 4 16 | 0.007692308 $615
$100/mtg 2 3 5 20 0 $400
Volunteer 2 3 5 20 0 $0
$70,000 1 3 4 16 | 0.007692308 $538
$65,000 1 3 4 16 | 0.007692308 $500 $2,554
$100/hour | 10 | 3| 13 | 36 | $3,600 | $3,600

$23,197
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Non-personnel Costs per Meeting
Meals: 19 meals @ $11.00/lunch
Phone

Copies & printing

Subtotal: NPS per quarter

NPS quarterly costs annualized
Annual travel (mileage & parking)
Subtotal: Annual NPS Costs

ESTIMATED TOTAL ANNUAL
STATEWIDE QUALITY COUNCIL COSTS

* Estimated costs include costs allocated to DMR as well as contributed time & salaries paid for outside of the Massachusetts
DMR. Salary costs do not include other costs of personnel such as health insurance.

$209
$60
$300
$569
$2,276
$2,400

$4,676

$27,873

28



Massachusetts Regional Quality Councils Annual Estimated Costs

Personnel Costs

DMR Personnel:

Asst. Commissioner QM
Regional DMR Director

Area DMR Director

Senior Investigator

Risk Management Director
Regional Legal Counsel
Human Rights Specialist
Citizen Advisory Board rep
External members:

Family member rep

Provider rep

Self advocate rep

Mentor to self advocate
Subtotal: Personnel Costs
Non-personnel (NPS) Costs
Meals:12 lunches @ $11.00 x 4 mtgs.
Phone

Copies & printing

Travel (mileage & parking)
Subtotal: Annual NPS Costs

Estimated Annual Costs Per Regional QC

ESTIMATED TOTAL ANNUAL REGIONAL QUALITY COUNCIL COSTS ACROSS 4 REGIONS

Annual Estimated Costs Associated with Regional Quality Councils*

Meeting
time Meeting
utilized time % Annual
Annual Prep Length per utilized Time Annual
Salary* per mtg | per mtg | quarter | peryear | utilized for Salary*
Estimate (hours) | (hours) | (hours) (hours) QC mitgs Costs | Subtotals
$100,000 48 3 51 204 0.098077 $9,808
$100,000 2 3 5 20 0.009615 $962
$95,000 2 3 5 20 0.009615 $913
$75,000 2 3 5 20 0.009615 $721
$75,000 2 3 5 20 0.009615 $721
$75,000 2 3 5 20 0.009615 $721
$70,000 2 3 5 20 0.009615 $673
$65,000 2 3 5 20 0.009615 $625 $15,144
$65,000 1 3 4 16 0.007692 $500
$80,000 1 3 4 16 0.007692 $615
$100/mtg 2 3 5 20 0.009615 $400
Volunteer 2 3 5 20 0.009615 $0 $1,515
$16,660
$528
$200
$400
$2,400
$3,528
$20,188
$80,750

* Estimated costs include costs allocated to DMR as well as contributed time & salaries paid for outside of the Massachusetts DMR. Salary
costs do not include other costs of personnel such as health insurance.
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