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Descri ptive Background I nformation: The purpose of the project is to
establ i sh a nodel individualized data systemfor tracking devel oprent ally
disabled individuals froma variety of states through,a conti nuum
of services. An evaluation will be nmade of the type and range of
services including living arrangenments used in terns of subsequent
changes in the status of the devel oprmental |y di sabl ed. Al so, an
analysis will be nmade of the relative cost for services received
which will be related to devel opnmental outcore.

The project entails identifying the devel opnental |y di sabl ed

recei ving services in participating states; establishing a tracking
system wutilizing standard forns; assessing individual progress

t hrough a conti nuumof services, i.e., longitudinal evaluation of
client progress; evaluating services and |living arrangement in
"relationship to individual outcone; and conducting cost effectiveness
and cost-benefit anal yses. A conputer will be utilized to process data.

Qurrent Status: Athree day multi-state |ndividualized Data Base (1DB)
«for the Devel opnental |y D sabl ed Conference was hel d on February
20, 21, 22, 1974. There were sone 92 participants with representatives
frommany different states across the country. This was the second
wor ki ng conference held by the IDB staff in order to bring state
and project staff together ¢ to communi cate on successes and probl ens
relating to design and inplenentation. Two concurrent workshops were
conducted, one relating to design and the other to extension. Technical
and nanagenent personnel attended appropriate workshops. |n general
sessions, the various participating states reported on the status of
the data systemin their respective states. In the final general
session, the results and recomrendati ons of the two workshop groups
were presented for a give and take session. (A Conference Report is
bei ng prepared which will give details as to the participants and the
content of this Conference.)



Qurrent Status (continued):
| NDI VI DUALI ZED- DATA BASE
PROGRESS REPCRT NO. 5
DECEMBER 1, 1973
I n accordance with the objectives of the grant, year two of the

I ndi vi dual i zed Data Base project will focus on naintaining the data base

in an effort to maximze utilization of the data coll ected by agencies

included in the project. In conpliance with past tradition, it also seens
feasible to divide the followi ng report into three sections—eoll ection
effort, reporting effort and future directi ons—which are reflective of
new avenues when the project is currently exploring. Each section has its
own focus, but the conbination of the three denonstrates the broad scope of
our recent activities.

I. Current Status of the Collection Effort

Al'l geographi cal areas presently participating in the project, as well
as those areas still considering participation, are discussed belowin
order of their respective status within the collection effort. Table 1
summari zes the project effort to date.

California

1. Inland Counties Regional Center: This regional center has conpleted
data collection and conversion for 1500 clients and is expected to conpl ete
conversion on the renmaining 2,000 clients bythebegi nning of 1974.

2. Oange Qounty Regional Center: Qange County initiated data
collection, in Septenber, and is currently collecting data at one of four
sub-offices. The remaining three offices are expected to initiate collection
procedures by January 15, 1974. It is expected that this regional center

will conplete data collection for 2,000 - 4,000 clients by March 1974.



3. South Central Regional Center: This is a newy forned regi ona
center. Due to staff recruitnent problens this center has not yet started
operating. They have just recently conpleted recruitment and are expected
to start operation by the end of Novenber. Data collection will comrence
then al so. Data collection and conversion, for the approximtely 1,200 -
2,000 clients, within the South Central L.A area, is projected for Apri

1, 1974.

4. Harbor Regional Center: Another newy formed regional center,
this agency has al so experienced mnor staffing problens. This center is
expected to becone operational by years end and has indicated a desire to
begin data collection at that time, for their 1,000 - 2,000 client initia
casel oad.

5. Fresno Regional Center: The concept of "regionalization" was
adopted early by Fresno and the surrounding areas. This regional center is
wel | established, having been in operation for four years. Just recently
responsi bl e persons fromthe Fresno Regi onal Center contacted the project
concerning possible inclusion in the data base. Project staff visited
Fresno in Novenber and presented the project to the regional center. They
expressed great interest in the data base and agreed to make a decision
regarding commitnent by years end. CQurrently, Fresno Regional Center has a

casel oad of approxinmately 3,000 clients.
6. SacranentoRegional Center: This regional center, though keenly
interested in the project, has had considerable internal problens and, as

aresult, has indicated they will not be prepared to initiate data collection

until well into the newyear.



Colorado: Al institutions and commnity centers have conpl eted conversi on
of the states 5,000 current clients to the system W are currently

i nvol ved with supplying reports and replying to requests based on their

dat a base.

Mont ana; Montana has conpl eted data collection and conversion for the

1,200 cases known to the institutions community and departnent of
vocational rehabilitation. Requests and reports are now bei ng processed

for Montana' s data base.

Nevada: Nevada has conpl eted col | ections and conversion for 300 of its 600
clients. Collection and conversion is expected to be conpl eted January 1,
1974.

Virginia: Virginia has begun data collection, and is expected to conplete
conversion for 5,000 of the states 9,000 clients by the end of Decenber.

The remai ning 4,000 community clients will be added to the system during

the first quarter of 1974.

O egon: Due to sone procedural difficulties they have incurred, O egon has
not yet inplenented the nodified data systemdescribed in our |ast report.
It is expected that they will begin incorporating the nmodified systemduring
the first part of the newyear.

Arizona: Arizona has still not been inplenented into the data base, due to
their current service structure, which does not coordinate hospital and
commnity services. Project personnel periodically nonitor this states
progress as related to their effort to coordinate the service structure within
the state.

Washi ngton: This state is still having some internal difficulties due to some
maj or organi zational and personnel changes. Representatives of the state
nmet with project personnel in Novenber, and deronstrated continued interest

in the project on behal f of the state of Washington at that tine.
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Sout h Dakota: South Dakota recently contacted us and expressed interest

inbeing included in the project. Project staff visited the state in
Cctober. Asaresult of that meeting, South Dakota is nowincluded in the
project. Representatives fromthe Departnent of Mental Health of South
Dakota will visit us early in January to confirma starting date.
Il1linois: This state is still working toward mai ntai ni ng, with our assistance,
their own data base. W anticipate a conputer interface—based on their data—
to be available early in 1974.
1. CQurrent Status of Data Reporting Effort

A significant nmlestone which occurred during this quarter was the
acquisition and installation of our conputer. The entire conputing systemwas
installed in our facility in Septenber. Since then the data reporting effort
has taken an upward swi ng as we have been better able to process and respond
to user requests for data reports, as well as, generate reports of our own
conception. This occurrence has added consi derabl e ent husi asm anong t he
user's, as it has afforded themthe opportunity of actually experienci ng—

through reports and request —benefits of the data base.

As mentioned in previous reports, a major effort of the project during
the first year was the devel opnent of conputer prograns to coordi nate and
anal yze the data. A significant task during this first quarter of our
second project year has been the utilization of these reports for the purpose
of supplying our reporting agencies with current, frequent, and viable
reports. Table 2 is a list of the regular nonthly reports being provided
to affiliate state and | ocal agencies. In addition to the above, project
staff respond to approximately 20 special requests each nmonth for data

retrieval or manipulation fromthe various affiliated agencies. As we are
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qui ckl y approachi ng the point where we will have two data neasures on al l
subjects, we are currently preparing a nunber of special reports that will
exhi bit and anal yze devel opnental aspects of the data. Figure 1 is an
exanpl e of one such report. This report depicts devel oprmental progress
(or regression) nade in an individual's Adaptive Behavior for a 2, 3, 4,
or 5 year period. In this case two measures are shown.

Anot her maj or effort which began this quarter is the preparation of
a training nanual to assist the various agencies in interpreting the nunerous
and various conputerized reports. Qur feeling here is that the better
under st andi ng our users have of the data base, and subsequently the reportings
bei ng provided fromit, the nore capable they will becone at utilizing it
toits fullest potential.
[11. Qher Drections

A Education. During the nonths of Septenber and October mneetings
were held with the follow ng consultants: Martha Smth of the E Cam no
School for the Educational |y Handi capped; Martha Leedy of the Los Angel es
D strict Special Education Ofice; Barbara Keough of the U C L. A School of
Educati on; and Marilyn Parsley of the University of Denver. As a result of
these neetings a nodel systemwas devel oped whi ch was adopted from and
closely resenbl es the nodel used for the current data base. The educati onal
nodel is designed specifically for EMR, TMR, and L.D. clients in the public
school systens. Prelimnary data collection forns have been constructed and
are now bei ng eval uated by the above named consultants. Project staff
expect to initiate a prelimnary testing of the systemin sanple school
districts during the next quarter.

B. Cost Accounting. |In order to further assess the current state of

the art in relation to cost accounting, neetings were held during Septenber

and Qctober with Torn Frazier, an originator of the "Jenkins" cost accounting
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system Del bert Messner of the American Hospital Association; Bob Edwards,
Director of Inland Counties Regional Center; and Bob Stephens of Col orado.

As aresult of these meetings, it becane apparent to project staff that

consi derably nore research nust be done prior to initiating a cost

accounting systeminto our data base. As a first step, project staff plan to
field test a snall scale "nodel system at the Inland County Regi onal Center

during the first part of the newyear- .
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TABLE | |

MONTHLY COMPUTER REPCRTS

Resi dent Roster by Case Nunber

Resi dent Roster by Cottage

Case Control Totals

Casel oad Listing by Case Nunber

Casel oad Listing by Case Nunber within Location

Casel oad Listing by Case Nunber within Service Code

Casel oad Listing by Service code within Location Code

Casel oad Listing by Location code within Living Plan

Casel oad Listing by Case Nunber within Living Plan

Resi dent Roster of selected birthmonth by Case Nunber within Cottage
Resi dent Roster of Birthdate sorted in descendi ng order

Li sting of Residents needi ng Adapti ve Behavi or Test by Case Nunber
Listing of Residents needing Adaptive Behavior Test by Location within Living Plan

Adaptive Behavior Profiles (Individual)



Activities Planned for Next Four Months: The staff of the individualized
data base project will be continuing in their efforts to devel op
and test the nodel data systemin various states and provide
consultation to states interested in considering such a system
A special analysis will be nmade of the transactions that have taken
pl ace at the recent February 20-22, 1974 DD data base conf erence,
review ng for new information and identifying the problens in
setting up and operating a data system Preparation of the DD |DB
Conference Report will be made and distributed, including menbers
of the National Advisory CGouncil for Devel opmental D sabilities.
Serious consideration is being given to prepare an application for
a supplenentary grant to help resol ve the problempresented in
collecting valid and reliable data by training of |ocal personnel
who are involved in the initial steps of data collection. This seens
to be a special problemin the state of Col orado) one of the states
which is furthest along in devel opment of a data system In addition,
contact is being made relating to cost accounting systens.

Addendum A periodical survey of states for data systens i s needed.
The AAMD Data Bank Commttee did conduct a survey of states to identify
data systens a couple of years ago. (Dr. Rchard Eyman is the
Chairman of the AAMD Data Bank Conmittee, as well as being the
Principal Investigator on the DD Data Base Project.) Recently,
as suggested by the Drector* Division of Devel opmental Disabilities*
a survey of existing state client progress systens was conducted
through the DD regional office staff. The results were presented
to the DD data base project staff. Arevieww || be conducted
by the project staff. (Unfortunately, it appears that the Nebraska
dient Progress Systemnay be inoperative as originally conceived.
An anal ysis and eval uati on needs to be nade on the NCPS to better
under stand the problens net by that system) It should be noted that
an application for project grant to conduct a detailed survey of
devel opi ng and operating data systens was subnmitted in the Sumrer
of 1973 by Dr. Janes Budde, Uhiversity of Kansas, in collaboration
with Dr. Rchard Eynan. This application for a snall grant was not
f unded.

Project (Oficer's Conments:
The project is being conducted in an excellent manner. The project
staff and consultants represent conpetent specialists in their field,
nmeasurement statistics* epi dem ol ogy, systemanal ysis* as well as
nedi ci ne, psychol ogy, and other service-oriented professionals. Project
progress has been quite satisfactory considering the necessity to
obtain state and | ocal approval and cooperation to set-up the data
project* and operating a coordinated systemonce it has been established*
besi des the designing, testing, and nodifying of a state system
e of the problens which has arisen is the need to support and
denonstrate the training of local personnel in the on-going collection
of data to ensure valid and reliable data for the system Col orado
iswell on its way toward an opearting systembut is in need of sone
assistance in the preceding area. The project’'s resources are too
limted to provide assistance in this area.



