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Executive Summary

This report presents a thorough analysis of the diagnostic data reported provided to the State
Office of Fetal Alcoho! Syndrome by all dlaska Multidisciplinary FASD Diagnostic Teams
currenily conducting FASD diagnosis in Alaska, Included is a summary of all teams’ data from
the time they began to conduct diagnosis through March 2005, The primary purpose of this
report is to provide feedback to teams regarding productivity and outcomes, with emphasis
placed on providing information that will be useful to individual teams, the State Office of FAS
and, ultimately, the citizens of Alaska,

As of the writing of this report, 14 diagnostic teams are conducting FASD diagnoses in the state
of Alaska, and three teams have been disbanded, for a total of 17 diagnostic teams that function
or functioned in Alaska since 1999, Using the DHSS Office of FAS Diagnostic Team Data
Collection Reports, 14 of these 17 diagnostic teams have submitted 757 completed datasheets to
date, including the current period, Of these 757 datasheets, one did not include a 4-digit
diagnosis and one did not provide a complete 4-digit diagnosis, for a total of 756 usable
datasheets (including 755 datasheets with complete diagnoses). All duplicate datasheets received
have been climinated from the database. Of the 755 individuals for whom complete diagnoses
were submitted, 76-(10.0%) were diagnosed with FAS or atypical FAS; 378 (49.9%) were
diagnosed with Static Encephalopathy; 251 (32.2%) were diagnosed with Neurobehavioral
Disorder; and 50 (6.6%) were found to have no evidence of organic brain damage.

During the last 12 months (April 2004 to March 2005), 131 datasheets were submitted. There
were 11 teams that submitted datasheets this period and their corresponding number of
assessments were as follows; Alaska Psychiatric Institute (2), Bethel (10), Bristol Bay (4),
Fairbanks. (14), Juneau (13), Kenai/Soldetna (27), Ketchikan (11), Mat-Su Borough (3), Sitka
(11), Southeentral Foundation (34), and Tok (2), Of these 131 individuals, 15 (11.5%) were
diagnosed with FAS or atypical FAS; 56 (42.7%) were diagnosed with static encephalopathy; 49
(37.4%) were d1agnoscd with neurobehavioral dlsorder and 11 (8.4%) were found to have no
evidence of organic brain damage.
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Background Information

The State of Alaska Department of Health and Social Services (1990) has reported that 12% of
all Alaskan adults have current alcohol-related mental health or other problems and that per
capita consumption of alcohol was 3.21 gallons per person per year, the fourth highest rate in the
nation. According to a report by the Municipal Health and Human Services Commission in
Anchorage (1994), the acute drinking rate (percent of people having five or more drinks at least
once per month) in Alaska was 23.9% in 1992, as compared to a national rate of 14.3%. The
chronic drinking rate (60 or more alcoholic drinks per month) was 5.25% as compared to the
national rate of 2.91%. Approximately one-quartet of all alcohol and drug dependent individuals
in Alaska are women, a proportion that is rising steadily (Alaska State Office of Alcohol and
Drug Abuse and Addiction, 1989; Brems, 1996; Hisnanick, 1992). Data reported by the Alaska
Regional Hospital indicated that 16% of all women admitted for childbirth had detectable
alcoho! or-drug levels in their blood during labor and/or delivery (Phillips, 1995).

These high rates of alcohol use in the state of Alaska have resulted in some of the nation's
highest Fetal Alcohol Spectrum Disorders (FASD) rates. The 2002 Fetal Alcohol Syndrome .
Prevalence in Alaska: New Findings from the FAS Surveillance Project published by
Department of Health and Social Services (DHSS, 2002) reported a statewide population FAS
prevalence rate of 1.4 per 1,000 live births in Alaska, based on all recorded births between 1995
and 1998. The population prevalence rate of 1.5 per 1,000 live births in Alaska between 1995
and 1997 was approximately four times higher than the prevalence rates in Arizona, Colorado,
and New York — other states in the CDC Fetal Alcohol Syndrome Surveillance Network
(FASSNet; CDC, 2002), The higher prevalence rates in Alaska are reflective of higher
prevalence rates among children born to Alaska Native mothers, which may be attributed to
increased awareness and documentation of maternal alcohol use by Alaska Native health
organizations (CDC, 2002; DHSS, 2002).

Recognizing the importance of addressing the issue of FAS in the state of Alaska, in the year
2000, the State of Alaska Department of Health and Social Services (DHSS) applied for and was
awarded funding through the Substance Abuse and Mental Health Service Administration
(SAMESA) to support a statewide Alaska FAS Prevention Project. SAMHSA awarded.the
project $5 million per year for five years, spanning calendar years 2000 to 2003, Funding of the
FASD Multidisciplinary Community Diagnostic Teams for screening children was the most
central aspect of the Alaska FAS Prevention Project. Children in state custody, at high risk for
FASD and other alcohol-related birth defects (ARBD), were of particular concern. Several
diagnostic teams are fully functional in the state of Alaska and several additional teams are being
developed; two teams have been disbanded, The teams are in various stages of deévelopment and
implementation, It is anticipated that all teams will be fully functional and financially sclf-
suppotting by the end of the SAMHSA granting period in 2005.

At the request of the State Office of FAS, Behavioral Health Research and Services (BHRS)
formerly known as Alaska Comprehensive and Specialized Evaluation Services (ACSES),
received a contract to process the datasheets submitted to the Alaska State Office of FAS by the
diagnostic teams, This report represents a summary of the teams’ data from the time they began
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to conduct diagnoses through March 2005. Data are shown both cumulatively across the entire
time period and for the most recent year (April 2004 to March 2005).

Methodelogy

In response fo a State Office of FAS request, BHRS provides technical support and assistance for
the processing of diagnostic data collected through the diagnostic teams. More specifically,
BHRS receives and processes copies of the DHSS Office of FAS Diagnostic Team Datg
Collection Reports submitted by all diagnostic teams, and prepares summary reports to be
submitted to the State Office of FAS, The State Office of FAS has created two versions of these
data collection reports, The original version was used by teams from the inception of the FAS
Project through the third quarter of fiscal year 2002, Starting with the fourth quarter of fiscal
year 2002, the diagnostic teams have been using a revised version of this form. Appendix A
includes copies of both versions of the DHSS Office of FAS Diagnostic Team Data Collection
Reports.

To process these diagnostic data, BIRS has relied upon its established infrastructure, including
staff, computer resources, and data entry and analyses procedures, to provide accurate, timely,
and error-free processing of data. Data management at BHRS is coordinated by the Data
Manager. This individual is responsible for receiving and logging data, developing the filing
system for the data, assigning data editing and keying duties, and preparing data for statistical
analyses. Having one individual assigned to coordinate all of these activities not only ensures
that data are received, logged, and keyed in the most time-efficient manner possible, but also
ensures the ongoing integrity and safety of the data once they are received at BHRS, Following
are detailed descriptions of BHRS procedures related to data receipt, data editing, data entry,
data analysis, data security, and report dissemination.

Data Receipt

As part of their obligations for receipt of state grant funds, diagnostic tcams submit a DFISS
Office of FAS Diagnostic Team Data Collection Report for each individual for which a diagnosis
has been completed. The State Office of FAS, in turn, forwards copies of these datasheets to
BHRS via secure postal delivery or direct hand delivery on a quartetly basis. These datasheets
contain no personal identifiers of individuals receiving services and are released to BHRS for the
putpose of data processing, As desctibed below, confidential data management procedutes are
strictly adhered to. '

Data Editing Procedures

As a method of reducing inconsistent decision-making and keying errors, BHRS applies rigorous
data handling procedures that ensure accuracy of data entry and final data analysis. These
procedures include careful data prepatation prior to data entry, development of customized data
entry programs with built-in error reduction, and tekey verification (entering the same data
twice). With these procedures, BHRS achieves virtually error-free data entry.
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BHRS, having procedures to ensure that data are prepared for entry in a consistent mannet,
requires that any paper data received be edited twice by two different individuals, Data editing
involves reviewi-ng paper data, making any decisions about response inconsistencies ot
anomalies in a consistent and logical manner, and obtaining missing information, Such data
editing ensures that consistent and logical rules are applied before data entry, eliminates the need
for decision-making at the input level, and speeds up data entry.

To maintain consistency, the FASD Project Managers always act as the first data editor. This
editing process first includes a review of the data for completeness. Having identified four
critically important data points (namely, the date of birth, date of diagnosis, gender, and 4-digit
dlagnostlc code), the Project Managers contact the appropriate team to obtain this information
when missing or illegible, During this first edit, the Project Managers review all data, making
decisions on any response anomalies and assighing numbers in the margins to reflect
respondents’ answers. :

The Data Manager acts as the second data editor, This is the same person for all projects at
BHRS to ensure consistency in editing across projects, The Data Manager reviews all paper data
to ensure the consistency of the decisions made by the first data editor in regard to data
anomalies. To indicate that a given question was edited by an BHRS staff member, edits are
made in a different color marker than that used by the respondent. Although this data editing
process takes additional time, the net result is much more accurate and expeditious data entry.

Data-Editing Decisions Specific to the FASD Diagnostic Team Data

As described above, to maintain consistency, several decisions were made regarding the handling
of response anomalies, These decisions included the following:

o Ininstances of duplicate data (e.g., submission of two or more forms for one individual),
“the following system was used to determine which form to enter into the system in the
sequence listed:

- If duplicated forms are on two dlfferent versions of the data reporting form, the
revised form dated 5/2002 is selected.

- If two original forms were submitted, the form with the most complete -
information is vsed. _

e In instances where an incomplete date was recorded for a data point, the following
system was used to assign a value for subsequent calculations in the sequence listed:

- If the month and year are recorded as the same for the date of first appointment
and date of diagnosis one data pomt has a missing day of the month, the day
recorded for the other data point is used.

- If the month and year for the date of first appointment and date of dzagnoszs are
different, the missing day is arbltranly assigned the 15",

- If the month and/or year are missing the data is coded as a missing data point and
no subsequent calculations were performed.
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Data Entry Procedures

Quantitative data obtained from the data reports are entered using Viking Data Entry System
(Viking Softwarte Solutions, Tulsa, OK; http://www.vikingsoft.com), BHRS maintains a site
license for this software and uses it for data entry on all projects. Viking Data Entry software,
ideal for clean data entry, ensutes accurate data entry by restricting data entry to predefined,
valid field parameters and requires rekey verification of each data point.

Use of the Viking Data Entry software allows development of a data entry program to be
customized specifically to the dataset, Each field in the Viking program is defined as to the type
of data to be entered and parameters established. By setting these parameters, any attempt to
enter a number other than those identified as acceptable will be unsuccessful. This is the first
screen to ensure accuracy of data eniry. The second screen for accuracy is the rekeying function
that requires all data to be entered twice. BHRS procedures require this to be completed by two
different individuals, When the data is rekeyed (reentered), the computer screen appears to the
second keyer as if no data had been previously entered. However, if this second keyer attempts
to enter a number that is different than the number entered by the first keyer, the computer alerts
the keyer of this discrepancy and the discrepancy must be rectified manually.

Data Analysis Procedures

BHRS maintaing a site license for SAS, a comprehensive statistical software package (SAS
Institute, Chicago; hitp://www.sas.com). SAS is capable of a full range of statistical analyses,
including those requested for the current project.

Data Safety and Confidentiality

Data safety and confidentiality are paramount concerns at BHIRS. Because data that BHRS staff
handle routinely are of a critically sensitive nature, BHRS has established rigorous and explicit
procedures and infrastructure that protects data. Paper data are secured in lockable fire-proof,
tamper-resistant file cabinets that are kept locked at all times except during business hours and
that are stored in a separately keyed file room with bars on the outside window. BHRS .
organizational policies and procedures dictate that all hard copy data must stay in the file
cabinets at all times except when being used for data entry ot related purposes, Further, all
BHRS staff members have signed a confidentiality statement that clarifies the need to keep data
confidential and private and that describes ramifications of breaking this agreement,

Ongee entered, all electronic data are maintained on the BHRS-owned dedicated Digital
Equipment Corporation Alpha 4000 server; no data are ever maintained on the hard drives of
local PCs or on other media. Dedicated exclusively to BHRS, the DEC setver is accessible only
by BHRS staff. Electronic data ate backed-up to tape on a weekly basis to prevent loss of data.

Dissemination of Data Reports

Upon completion of data analyses, BHRS generates a report for each team that presents only that
team sdata. A complete report providing both aggregate data across all teams and individual
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teams’ data is prepared for the State Office of FAS. These reports are delivered to the State
Office of FAS for dissemination to the respective teams,

Summary of Results

It is important to note that the DHSS Office of FAS Diagnostic Team Data Collection Report was
revised in May 2002, Revisions to the form included exclusion of some data elements and
additions of others. As a result, some data clements are only available on the original version
and some only on the revised vetsion. The tables and graphs that follow include data elements
from the most recent version of the data collection form.

As of the writing of this report, 14 diagnostic teams are conducting FASD diagnoses in the state
of Alaska, and three teams have been disbanded, for a total of 17 diagnostic teams that function
or functioned in Alaska since 1999. Using the DHSS Office of FAS Diagnostic Team Data
Collection Reports, 14 of these 17 diagnostic teams have submitted 757 completed datasheets to
date, including the current period, Of these 757 datasheets, one did not include a 4-digit
diagnosis and one did not provide a complete 4-digit diagnosis, for a total of 756 usable
datasheets (including 755 datasheets with complete diagnoses). All duplicate datasheets received
‘have been eliminated from the database. Of the 755 individuals for whom complete diagnoses
were submitted, 76 (10.0%) were diagnosed with FAS or atypical FAS; 378 (49.9%) were
diagnosed with Static Encephalopathy; 251 (32.2%) were diagnosed with Neurobehavioral
Disorder; and 50 (6.6%) were found to have no evidence of organic brain damage.

During the last 12 months (April 2004 to March 2005), 131 datasheets were submitted. There
were 11 teams that submitted datasheets this period and their corresponding number of
assessments were as follows: Alaska Psychiatric Institute (2), Bethel (10), Bristol Bay (4),
Fairbanks (14), Juneau (13), Kenai/Soldotna (27), Ketchikan (11), Mat-Su Borough (3), Sitka
(11), Southcentral Foundation (34), and Tok (2). Of these 131 individuals, 15 (11.5%) were
dingnosed with FAS or atypical FAS; 56 (42.7%) were diagnosed with static encephalopathy; 49
(37.4%) were diagnosed with neurobehavioral disorder; and 11 (8.4%) were found to have no
evidence of organic brain damage. '

Data based on the datasheets submitted to date are shown in the following tables, both
cumulatively across the entire reporting period and for the last petiod. The reader is encouraged
to review the data tables and graphs carefully as the information is not repeated hete in narrative
format due to the wealth of information contained in the tables. A careful review of the tables
will give the reader a comprehensive picture of these findings. .
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Number of Diagnoses Completed by Dlagnostic Team

Dlagneses by Dlagnostic Tem All To Date This Period
. Abbreviation Location n Y% n %

APT-Anchorage Multidisciplinary FAS Diagnostic Team APL-ANC Anchorage 2 0.3% ol '1.5%_
Batrow FAS Diagnostic Team Barrow Barrow I 0.1% 0 0.0%
Bristol Bay Community FAS Diagnostic Team BBC Dillingham 24 3.2% 4 1.1%
Ceriler for Children with Special Needs-Providence Medical Center |CCSN Anchorage 13 1.7% 0 0.0%
Tairbanks FAS Community Evaluation Services Team FACES Fairbanks 57 7.5% 14 10.7%
Jungau FASD Diagnostic Clinic ' Juneau Juneau 15 2.0% 13 9.9%
Kenai Poninsula Multidiseiplinary FAS Diagnostic Team KPM Kenai/Soldotna 186]  24.6% 27 20.6%
Ketehikan Indian Corporation FAS Dingnostic Team KIC Ketchikan 38 5.0%| 11 8.4%
Kodiak Compass Projoct KCP Kodialk 6| 08% 0  0.0%
Mat-Su Fetal Afcohol Resourde Project Mat-Su Mat-Su Borough 17 2.2%)|. 3 2.3%
Multidisciplinary Developmental Disabilities Diagnostic Team M3D Copper Center 48 6.3%)| } 0.0%
Nome Multidisciplinary FAS Diagnostic Team [Nome Note 2 03% 0 0.0%
Sitka Neurodevelopmental Clinie Sitka Sitka 32 4.2% N 84%
Southeentral Foundation |scr Anchorage 190  25.1%| 34  26.0%
Tok Multidiseiplinary TAS Diagnostie Team Tok Tolg 2 3% 2 1.5%
Yukon-Kugkokwim FASD Diagnostic Clinie YK Bethel _124)  16.4% 10 7.6%)
Total 757]_100.0%] 131] 100.0%

Note: The "eriod” referred to in this report is April 2004 ﬂafotlgll March 2003,
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Number of Assessments Completed by Quarter

Number of Assessments Completed n= 157

Quarter _ n %
before 1999 ' 2] 03%
July 1999 to September 1999 6  0.8%
October 1999 to December 1999 7 0.9%|
January 2000 to March 2000 (G 0.8%
April 2000 to June 2000 16l 210%
July 2000 to September 2000 12l 1,6%
October 2000 to December 2000 16 2.1%
January 2001 to March 2001 o 26]  34%
April 2001 to June 2001 48] 6.3%
July 2001 to September 2001 37 4.9%
October 2001 to December 2001 551 7.3%
January 2002 to March 2002 47 6.2%
April 2002 to June 2002 _ 52 6.9%
July 2002 to_September 2002 43 57%
October 2002 to December 2002 42 5.5%.
January 2003 to March 2003 . 42| 5.5%
Aprll 2003 to June 2003 56 74%
July 2003 to September 2003 21 2.8%
October 2003 to December 2003 42 5.5%
January 2004 to March 2004 50  6.6%
April 2004 to June 2004 28] 3.7%
July-2004 to September 2004 28] 3.7%
October 2004 to December 2004 ' 30]  4.0%
Tanuary 2005 to March 2005 45| 59%
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Client Demographics

Client's Gender

All Clients To Date n =157
Gender i %
Female 308 40.7%
Male 449  59.3%.
Clients This Period n =131
Gender R %
Female 59 45.0%
{Male 72| 55.0%
All Clients to Date with FAS/AFAS n =76
Goender ' ' A %
Female 25| 32.9%) .
Malo 51]  67.1%
Clients This Perlod with FAS/AFAS = 15
{Gender n %
Female 3 533%
Malg 7] 46.7%

Perceniage

Diagnostic Team Dala

All Clients To Date
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Nofe: The "period" referred to in this report is April 2004 through March 2003,
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Client Demographics, Continned

; Client’s Age at Diagnosis
Al Cllents To Date ' n= 157 Clients This Perlod n= 131

! Yoars n % Years i %

i 0 6|  0.8% 0 ' 2| 15%
1 13 1.7% 1 1 0.8%
2 14 1.8% 2 2 1.5%
3 24 3.2% 3 6 4.6%
4 43 5.7% 4 7 5.3%
3 51 6, 7% 5 9] 6.9%
6 50 6.6% 6 M 107%
7 62 8.2% 7 14 10.7%
8 49 6.5% 8 6 - 4.6%
9 - 49 6.5% 9 71 3.3%
14 58] 77% 10 8l 6.1%
11 ) 54 7.1% 11 8 6.1%
12 L S 500 6,6% 12 9] 6.9%
13 ' 44 5.8% 13 8 6.1%}
14 ’ 52 6.9% 14 4 3.1%
‘15 37 4.9% 15 8 6.1%
16 , _ 24 3.2% 16 5 3.8%
17 o 27 3.6% 17 6 46%
1§ C 15 2.0% 18 2| 1.5%
Qver 18 35 4.6% Over 18 3 3.8%

Note: The "period” referred to in this report is April 2004 through March 2005,
All Clients To Date
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Client Demographics, Continued

Client Ethnicity

gnostic Team Data

All Clients To Date '

ne= 157

Cllents This Period

n= 131

Primary Ethnieity % Primary Ethnicity %
White 21.3% White 9]  29.8%
Black 1.1% Black 0 0.0%
Alaska Native/Am, Indian 24,2% Alaska Nagive/Am. Indian 0] 0.0%
Alaska Native 46.1%)|  [Alaska Native 0 61.1%
Amerjcan Indian 2.4% Amerlcan Indian gl 6.1%
Asian ' 0.1% Aslan 0 0.0%
Native Hawaiian/Pac, Islander 0.4% Native Hawaiian/Pag. Islander 1 0.8%
Other 1.2% Other - 1| 0.8%]
Hispanie/Latino 0.4% Hispanic/Latino 0 0.0%
Unknown 0.1% Unlknown 0 0.0%
Missing 2.5% Missing 2l 15%
All Clients To Date = 508 Clients This Perlod ne= 131
Hispanic or Latin Herltage % Hispanic or Latin Feritage n %
Yes 3.9% Yes : 4 3.1%
No 90.2% No 1251 95.4%
Missing 5.9% Missing 2 1,5%
All Clienis To Date 757 Clients This Period n= 131
Secondary Ethnicity % Secondary Ethnicity " %
White ' 4,0% White 1] 84%
Black _ 1.3% Black _ 1| 08%
Alaska Native/Am, Indian 0.0% Alaska Native/Am, Indian ol 0.0%
Alaska Native ol - 0.0% Alagka Native o 0.0%
American Tndian 6 0.8% American Indian 0 0.0%
Asian _ 1 0.1% Asian 4 0.0%
Native Hawaiian/Pac, Islander 1 0.1% Native Hawaiian/Pac. Islander | 0 0.0%]
Other T 01% tOther 0 0.0%
Hispanle/Latino 0 0.0% Hispanic/Latino 0 0.0%
Unknown {0 0.0% Unknown 0 0.0%
Missing 708) 93.5% Missing ' 119 90.8%

Note: The "period" referred o in this veport is April 2004 through March 20035,

Due to the revision of the reporting form, data reported before May 2002 combine the Alaska Native and American
Indian ethnic categories and include Hispanic or Latine as an ethnicity, The revised form, reflecting the Government
Performance Reporting Act (GPRA) categories, differentiates Alaska Native and American Indian ethnicities and
provides a separate question for Hispanic or Latin heritage, Therefore, data collected after May 2002 reflect these

changes, Of the 757 forms submitted, 508 were revised forms.
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Client Referral and Background Information
Who has legal custody of this client?
All Clients To Date A= 151 Clients This Perivd T n= 131
Legal Custody of Client n Yo Legal Custody of Client H %
Both biological parents 36 4.8% Both biglogical parents 7 5.3%
Biologlcal mother only ' 751 9.9% Biological mother only 13 9.9%
Biological father only 58 7.7% BioJogical father only _ 9 6.9%
Adoptive parent(s)/Legal Guardian 211 27.9% Adoptive parent(sy/Legal Guardian | 48]  36.6%
DIYS/OCS Custody 258  34.1% DFEYS/QOCS Custody _39] 29.8%
Other relative 21 2.8% Self 3 2.3%
Self ' 24 3.2% Othet ' 9 69%
Othor o 68 9.0% Tribal Organization 1 0.8%
Tribal Organizatlon ' 50 0.7% Missing 3] 2%
Missing ' .17 2.2%

Note: The "period” referred to in this report is April 2004 through March 2005.

This data element was revised on the May 2002 DHSS Office of FAS Diagnosiic Team Data Collection Report,
Changes to the custodial options included the addition of legal guardian to adoptive parent caiegory and the addition
of tribal organization. Therefore, data collected priot to May 2002 may only reflect these other sclections as ofher by
the recorder. The classification other relative was excluded in the revised form and, as such, is repotted only duting
the time period from 1999 to April 2002, '

Totals may add up to more than the total number of clients duc to clients with more than one person reported as
~ having custody of the client. An unlimited number of logal custodians were accepted and entered per client.
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Client Referval and Background Information, Confinued

Whe has legal enstody of this client?

Client's Legal Custodian - Breakdown of "Other” Category

Note: The "period" referred to In this report 1s April 2004 through March 2005,

All Clients To Date n= 757 Clients This Period r= 131
Legal Custody: Other-Specify i % Logal Custody: Other-Specity i %
Attorney 2l 03% Attorney o 0.0%
Aunt/Uncle 6 0.8% Aunt/Uncle 0 0.0%
Bio Mom/Adopted Dad | 0.1% Bio Mom/Adopted Dad 0 0.0%
Bethel Youth Facility 3 0.4% Bethel Youth Facility 0 0.0%
Custody Other State 1] 0.1% Custody Other State 1| 08%
Court Appointed Guardian 1| 01% Court Appointed Guardian ol 0.0%
Diyigion of Juvenile Justice 11 1.4% Division of Juyenile Jusiice 3 2.3%
Toster Parents 10 1.3% Fogter Parents 0 0.0%
Grandparents 18] 2.3% Grandparents 3 2.3%
Juvenile Probation Officer 1 0.1% Juvenile Probation Officer 0 0.0%
Legal Guardian 71 09% Legal Guardian 0 0.0%
Residential/Inpatient Treatment i 01% Residential/Inpatient Treatment O] 0.0%
Self ' 1] 01% Setf 1| 08%
Sibling 11 01% Sibling 0 00%
Singie Parent 1 0.1% Single Parent \ 0.0%
Soclal Worker 3 0.4% Soclal Worker 0 0.0%
State 2 0.3% State 0 0.0%
State Prison 1 0.1% State Prigon 0 0.0%
Stepparents 31 0.0% Stepparents_ 1 0.0%
_I_l]_e_giblc rgsponse 20 03% Illegible response 0 0.0%
Unknown 7 0.9% Unknown o 0.0%
- Missing 17 22% Missing 3 2.3%
Not Appiicable 672 87.0% Not Applicable 119 90.8%

Responses indicating other were grouped when possible into logical categoues (.., combining responses such as
aunt, matemal aunt, paternal aunt, auntie).

Although foster parent was not a selection on either form nor can-it be a cotrect response, due to the Jarge number of
other vesponses that specified foster parent as the legal custodian, the data are reported as they appeared in the

datashoets,

Although the State was not a selection on either form, due to the insufficient information to determine what state
agency maintained client custody, the data is reported as it appeared in the datasheets.




Summary Report of Alaska Multidisciplinary FASD Diagnostic Team Data

Page 15
Client Referral and Background Information, Continved - - -
Who is the client's primary carvegiver?
Al Clients To Date n= 308 Clients This Perlod n= 131
Primary Caregiver i) % Primary Caregiver %
Both biological parents 26 5.1%]| Both biological patents 6 4.6%
Biological mother only 75{ 14.8% Biolpgical mother only 147 10.7%
Biological father only 38| 7.5% Biological father only 1wl 7.6%
Adoptive parent(s)/Legal Guardian 155  30.5% Adoptive parent(s)/Legal Guardian 30 38.2%
Foster parent(s) ' lda| 28.7% Tosler parent(s) 34 26.0%|
Social Service Agency 12 2.4%| - [Soclal Service Agency 2| 1.5%
Self 11 2.2% Self 20 15%
Qther 341 10.6% Other 12 9.2%
Missing 0] 2.0% Missing 3 23%

Note: The "petiod” referred to in this repart is Aprit 2004 through March 2003.

Totals may add up to more than 100% as more than one caregiver may be listed,

This data element was added to the revised DHSS Office of FAS Diagnosiic Team Data Collection Report {(May 2002),
‘Pherefore, only data reported on the revised form are presented. Of the 757 forms submitted, 508 were revised forms.

All Clients To Date
190%
90%
Y I
o T e
B 60% 4
0 som 4
§ 40%
A 0% e o
0% - —
o | - N I e ||

3 o
&}6@ 5 &
& &
&
b
"



Summary Report of Alaska Multidiseiplinary FASD Diagnostic Team Data
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Client Referral and Background Information, Continued -

Ifthis client is an adopted or foster child, bow many home placements have there been prior te his or her

current placement?

Note: The "period” referred to in this report is April 2004 through March 2005.

All Clients To Date n= 508 Clients This Period H= 131
Number of Previous Placements n Y Number of Previous Placoments H %
Zero 86|  16,9% |Zero ' 23] 17.6%
One 74 14.6% One 2t 16.0%
Two 598 11.6% Two 13 9.9%
Three 35 6.9% Three 10 7.6%
Four 12 2.4% Four 0 0.0%
Five 12| 24% Five 3| 23%
Six 4 0.8% Seven 1 0.8%
Seven 5 1,0% Fourteen 1 0.8%
Nine 1 0.2% Unknown 161 12.2%
Ten 3 0.6% Not Applicabie | 08%
Thirteen 1| 02% Missing 421 32.1%
Fourigen I 0.2%

Seventeen 1 0.2%

Twenty-Four ] 0.2%

Thirty-One 1 0.2%

Unknown 99 19.5%|

Not Applicable i1 2.2%

Missing - 102] 20.1%

This data clement was added to the revised DHSS Office of FAS Diagnostic Team Data Collection Report (May
2002). Therefore, only data reported on the revised form are presented, Of the 757 forms submiited, 508 were revised

forms.
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Client Referral and Background Information Continued

Who does this ¢lient currently live with?

All Cltents To Date n= 157 . Clients This Perlod n= 131
Living Arrangement n % Living Arrangemeny ' n Yo
Biclogical/adoptive parent(s) 387] 51.1% Biological/adoptive parent(s) 77 58.8%
Fostet parent(s) 203 26.8% Foster parent(s) ‘ 28  21.4%
Other Relative . 64|  8.5% Other Relative 8l 6.1%
Other ' 71 94% Other T 5.3%
Residential ‘Treatment, 14 1.8% Residential Treatment 4 31%
Juvenite Justice Facility 3 0.7% Juvenile Justice Facility 2 1.5%
Recefving Home 3 0.4% Receiving Home ol 0.0%
Runaway Shelter 0 0.0% Runaway Shelter 0 0.0%
Unkhown 1 0.1% Unknown 0 0.0%
Missing 12} 1.6% Missing 5 3.8%

Note: The "period" yeferted to in this report is April 2004 through March 2005,
Tofals may add up to more than 100% as more than one living arrangement may be listed,
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Client Referral and Background Information, Continued.

Who referred this client for an FASD assessment?

All Clients To Date ] n= 757 Clients This Perlod n= 131
Reforring Agent n % Referring Agent " %
Medical Provider 138] 18.2% Medical Provider 401 30.5%
Mental Health Provider o 76! 10.0% Mental Health Provider 18| 13.7%
Probation Officer 7 0.9% Probation Officer 3 2.3%
DFYS/OCS 196| 25.9% DFYS/OCS 23 17.6%
School ' 45 5.9% School 3 6.1%)|
Categiver 186|  24.6% Carsgiver 21 16.0%
Self _ 8 11% Self 2| 1.5%
Other _ 1251  16.5% Other 16| 12.2%
Missing 15 2.0% Misging 3 3:8%

Nete: The "peried” referred to in this report is April 2004 through March 2003,
Totals may add up to more than 100% as more than one referring agent may be listed.
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Birth Motlier's Ciildbirth History

Birthmothers with Other Children

Summary Report of Alaska Multidisciplinary FASD Diagnostic Team Data

All Cllenis Te Date n= 157 CHents This Perlod ne= 131
Gavo Birth to Otlier Children o % Gave Bivth o Other Children n %
No 27 36% No 7| 53%
Yes 573 75.1% Yos 1010 71.1%
Unknown 140 18.5% Unknown 18] 14.5%
Missing 17 22% Missing 4] _31%
Number of Gther Children Born to Birthmother
All Cllents To Date n= 508 Cilents This Period n= 131
Other Bivth Sthlings n % Othier Birth Siblings L %
Qne 91 17.9% One 24| 18.3%
Two 83 16.3% Two 231 17.6%
Thieo 87, 17.1% Three 19 14.5%
Four 28 5,5% Four 0] 7.6%|
Five 28 5.5% Five 5 3.8%
Six 10 2.0% Six 1 0.8%
Seven 7 14% Seven 21 15%
Nine 2 04% Nine 1 08%
Ten Il 02% Ten - 1 0.8%
Not Applicable 24 4.7% Not Applieable 7 5,3%
Unknown 79 15.6% Unknown 21 16.0%
Missing 68]  13.4% Missing 17] 13.0%
Number of Diagnosed Older Siblings
Al Cllenis To Date n= 508 Cllents This Perlod n= 131
Dlagnosed Older Birth Siblings n % |Diagnosed Oldor Birth Siblings T %
Zoro 47 9.3% Zero 11 8.4%
One 66]  13.0% One 141 10.7%
Two 20 3.5% Two 5 18%
Throe 9 18% Threg 2 1L5%
{lour - 4 08% Four 2] L.5%
Fiive 3 04%|  Five H 15%
Seven 21 04% Soven 2 1.5%!
Not Applicable 129]  254% Not Applicable | 260%
Unknown 212 41.7% Unknown 54 41.2%
Missing 17 3.3% Missing 5| 3.8%
Number of Dingnosed Younger Siblings
All Cllents To Dare Hn= 508 Cllents This Perlod n= 131
Diagnosed Younger Birth Siblings | # Yo IDiagnosed Younger Blrth Siblings | » %
Zo10 65 12.8% Zeto . 16]  12.2%
One 33 10.4% One 13 9.9%
Tweo i 3% 1Two 4 3.1%
Threa 10 2.0% Tlivce 3 23%
Your 3 0.6% Four 1 0.8%
Tive i 0.2% Bive 1 0.8%
Ning ) 1] 0.2% Nine 0 0.0%
Not Applicable 120]  25.4% Not Applicablg 34| 260%
Unknown 211 41.5% Uukunown 531 40.5%
Migsing 20 3.9% Missing 6 4.6%

Note: The "weriod" referred fo in this report is April 2004 through March 2005,

These datn elements were added fo the revised DHSS Office of FAS Diagnostie Teant Data Collestion Repart.
Therefore, only data reported on the ravised form are preseated, Ofthe 757 forms submitied, 508 were revised

forins.
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FAS Diugnostle Information

Most Common 4-Digit Dingnostic Codes

Al Cllents To Date . n=_157
Mast Commeon Diagnostie Codes Dx Code it %
Static encephalopathy (nleohol expoged) 1234 60 1.9%
Newrobehavioral disorder {alcohol exposed) 1123 41 54%
Static eneephalopathy (aleohol exposed) 1133 46 5.3%
Nourabehavioral disorder (aleohol exposed) 1223 34 4.5%
Statie encephatopathy (alcohot exposed) 1233 32 4.2%
Neurobehaviorn] diserder (aleoliol exposed} 1224] 30 4.0%
Sentinel physleal findings/stalic encephalopathy (alechol exposed) 1334 25 3.3%
Newgobehavioral disorder (alcohol exposure unknown) 1122 24 3.2%
Neurobehavioral disordey {aleohol exposure unknown) 1222 19 2,50
Static encephaloputhy (aleohel exposed) o 1232 19 2.5%
Static encephalopathy (aleohol exposed unknown) 1132 18 2.4%
Static encephalopathy {alechol exposed) 1134 16 2.1%
Sontingl phystoal findings / nevrobelwvlorl disorger (alpshol pxposed) i324 16 2.1%
106%
90%
50% o -
® F0% -
0%
B 40% |
&
L
[T

0% -

NN N R N S I
Frequency of Dlngnoses
All Cllents To Pate n=. 757 Cllents This Perled 1= 131
[ Dingnoses . Category # Y% | i %
Fetal aicohol syndrome (aleohol exposed) : Al 21 2.8% 3 3.8%
Vegal aleohol syndroms {aleohol exposure unknown) B 3 0:4% 0 0.0%
Alypieal letal aleohol syndrome (aloohol exposed) C 52 6.9% 10 7.6%
Votal aleohol syndrome phengeopy (no aleohel exposure) D ) 0,0% 0 0,0%
Sentinal:physical findingséstatic ensephalopathy (aleohod exposed) E 84 11.1% 10 7.6%
Staifc encephalopathy (aleohol exposed) ) HI 2L 27.9% 32| 244%
Sonilnel physieal: findngsmeurobelavloral disorder (aleobol exp) i< 49 6.5% 8 6.1%
Neurobehavioral disorder (aleohol exposed) ' H 129 ° 171.0% 260 198%
Sentingl physical findings (aloohol exposed) I 10 1.3% 2 1.5%
No-cognitlyerbehavioral or sentine! physloal Mnglogs-deteoted (alcoliol axy) ) 20 3.8%y 6 4.6%
Sontlngl physien! findingsfstaste enoephulopathy caleahol oxpy unknown) K 28 37% [ 4.6%
Static encephalopathy (aleohol exposure unknewn) L| 46 6.1% 6 4.6%
Sentinol physical l'ludi_!l_g__sllmurobelmvlnrnldlsnrdcr(n!cohoiexp unknown} ] M 20 2.6% 2 1.3%
Neurobehavioral disorder (aleohol exposuro unknown) N 44 3.8% 8 6.1%
Sentinel physical findings (al¢chol expostre unknown) 0 1 0.1% 0 0.0%).
No cap./bohavioral or sentinol phiysien! lndIngs deteeled {aloohal oxp unknawn} P 9 1.2% K] 2 .3%
Semtlnol physieal findings fstatie encephalopathy (no aleoliol exp) Q 1 0.1% 0] _00%
Static encephalopathy {no aleoliol exposute) R 8 1.1% 2 1.5%
Sentiziel physical Mndings/ieurebehavioral dlsorder (no aleehol exp) 3 ¢ 0:0% 0 0.0%
Weurabehavioral disorder {no aleohol exposure) T 9 1.2% 51 3.8%
Sentinel physical findings (no alcohol exposure) u 0 0.0% 0 0.0%
Mo cagniliverbehavloral or senflnel physieal indlngs deteoted (o nleolol oxp) v 1 0.1% 0 0.0%
Missing 2 0% 0  0.0%
Clients with Evldence of Organle Brain Damage
Al Clients Ta Date 1= 737 Clents This Period n= 131
Clents with Evidence of Organic Brain Damage ‘ n_| % ' 't Yo
Static encepliglopathiy (FAS or AFAS) 76]  10:0% 15 11.5%
Static engenhalopathy (not FAS or AFAS) - 378]  409% 56]  42.7%
Nenrobehigvieral disorder 251 33.2% 49 37.4%
No evidence of organie brain damage ' 50] - 6.6% 1] 84%
Missing -2l 03% 0 0.0%

Note: The "period” referred to in this report is- April 2004 through March 2005,




Summary Report of Alaska Multidisciplinary FASD Diagnostic Team Data

Diagnostic Ranks for Growth, Fuce, Bratn, and Alcohol Exposure .

Growth

Al Cllents To Dafe n~ 757 Clients This Perlod, = 131
Growth Deficlency % Growth Deficleney it %
None 609]  80.4% Nong 109, 83.2%
Mild 38 % Mild 9 6,.9%
Moderate 46[  6.1% Moderate 5 3.8%
Sovere 43 5.7% Severe 8 6:1%
Missing 1 0.1% Missing 0 0.0%
Face

All Clients Tp Date n= 757 Clients This Perled = 131
Facial Phenotype n % Taclal Phenotype " %
Absent 229 30.3% ‘Absent 501 38.2%
Mild 297  39.2% [Mild- 431 34.4%
Moderste 127 16.8% {Moderaty 16]  12.2%
Sevpre 102 13.5% Severe 200 15.3%
Missing 2 0.3% Missing 0 0.0%
Brain

All Cllents To Date n="757 Clienis Thiy Perlod n= 131
Brain Damsigo H % Brain Damage I %
Absent 50 6.6%| Abgent 11 8.4%
Pogsible 252 33.3%| Possible 49] 374%
|Probable 335 44.3% Probuble 50| 38.2%
Definite 119] 15.7% Definite 21 16.0%
Missing ! 0.1% Missing 4 0.0%
Alcolol Yxposure

All-Clients To Dute n= 757 Clienis This Perlod .= 131"
Prenatal Alcohol Txposure| n | % Prenatal Alcohol Exposuro| w %
Norisk ' 19 2.5% Norisk 7 53%
Unknown risk 1511 19.9% Unknown risk ~ 25 19.1%
Some. risk 266|  351% Some rigl 50| 38.2%]
Hightisk. 320]  42.3%) High rigk 49| 37.4%
Missing 1 0.1% Missing [i 3.0%

Note: The "period" referred to in this report {s April 2004 through March 2005,

Afl Cltents To Date
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Lengihs of Tine Batween Referral, First Appolntment, aid Diugnosls

Tine Betwesn Reforval and Flest Appointment

Al Cllewts To Dute = 508 Cilents Tils Perlod n= 131 Al Citents To Date
Referral o Flrst Almointmeut il Y Referval to First Appofntment " % 100%
0107 30 59%] 0407 : 6 4.6% 0% {—-
81030 o5 _18.74| [Bto30 24 18.3%| B -
31 1060 84l 1o5%| (311060 190 13%| Bt
611099 531 10.4% 6110 90 12 9.0% 0%
9110120 24| 47%| (9110120 o 69%)| & am
i21 1o 150 25 4.9% 121 to 150 4 3.1%| & 3:1:A
151 10180 G| sa%  [150 to 180 2 LS G " R
18110210 16 3.1% 181 to 210 7 5.3% ov R l ni ----‘-.—‘ . I
211 to 240 10 2.0% 211 to 240 3 3.8% SR 2RO R EE00 00
241 1p 270 18] 35%| [24lwan 3 23% s “i:‘pffj f’i S SRS :@g"s
P PP
271 10 300 12| 24%] [27110300 4 3% e
301 to 330 i1 2.2% 301 to 330 1 0.8%
33110360 3 1.6% 331 to 360 3 2.3%
mote-(han 360 52| 10.2% mora fhan 360 22 16,8%
Missing 531 104% Migsing 1¢ 7.6%
Mean: 141,40 Moean: 173,10
8D 19264 5D 22422
Raoge: 041,097 Range: 01,097
Median:  01.00 Mediam 17,50
Time Bedween First Appoiniment and Contpiletion of Dingnosis
All Cliengs To Dite n = 508 Cllents This Peplod ) ) n= 131 Al Clients To Date
First Appoiniment (o Completion of Dlaguusis ] % First Appoindment to Completion of Plagnosis 2] % 100% :
0107 42 8.3% [|0to7 7 5,3% 9""I/" e
81030 98] 193%| (S0 3D 20 18a%| | neT
31 060 o8| 134%| [31t060 (8] 13.7% §° o
§1.10-00 540 10.6% 61 f0 20 4 10,7% 8 T A
9110 [20 39| " rh|  |olde 120 12[ " Sanl & 5
12 (9 150 18] 5.5%| [121150 4 30%| "~ %
151 10180, 13)  26% |13 to 180 6l 4.6% 0% I I’l'l'i i -—-—-I
18] (0210 i 22 [181%0210 T ' S
211 to 240 1] 22%| [2110240 4l 3.1% AN R L
241 10 270 7| 1a%| [24110270 4] 31% QLRSS ;‘p &
271 10 300 7 1.4% 271 10.300 2 1.5%
30110330 1| 02%| [30L0330 0 0.0%
331 10 360 6l 12%] 133119360 1] 08%
maore thian 360 23] A35%|  lmore than 360 3 23%
Missing 110f 21.7% Misging 300 22.9%
ean: 84,78 Mean: 710
SD: 147.39 Sp: 11167
Ranger 041,621 Range:  0-744
Median; 34,00 Medign:  40.00
Time Between Referral and Completlon of Dingnosis
AN Clients To Dute r= 508 Clieats This Perioid n= 131 AH Cllents To Date
Refepral to Completlon of Diagnosts 1] Y Roferral to Completion of Dlagnosis 0 % 1o
007 11 2,2% Oip? 1 0.8% o
81030 33 6.5% Sto 30 8 6.1%! :g:
0 60 60| 118%| 1315060 15[ 1L5%| 8 oo
6] to 90 50 9.8% 611090 G 4.6% § 58%
91 to 120 . 3y 10.6% 91 to 120 16 12.2%] & ;g;
121 to 150 24 47%]| (12110 150 71 53%| A el
151 to 180 37 73%| [150 fo 18D R R ]
8110210 0T ao%  [slo2k L %'-'-'-'-“-'"'-'-"'-"'-'
21110 210 2] 55%| [21Lt024C YT eow SEBTSDIPOLE L0
24110 270 2 #3%| (2410270 o 6.5% YOS e-,\\?&m\\nﬁ.«{,\\p\g‘?'@\
271 o 300 o 37| [270iw300 4 3% ¢
30) o330 14 2.8% 301 tp 330 2 1.5%
331 1o 360 161 31wl 331 w360 1 A%
wote than 360 95, 18.7% more than 360 20| 22.1%
Missing 24 4.7% Missing 3 2.3%
) Mean:” 225,37 Mean:™ 250,96
8D 22736 SD: 236,92
Rarige: 01,639 Range: 71,187
Medlon: 143,50 Median: 18100

Note: Tho "petiod” referred to in this report is April 2004 through March 2005,

The dates reflected in these graphs were ndded to the revised DHSS Office of FAS Diagnostte Team Daia Colleotian Report (May 2002),
Thercfore, only dats teported-on the revised form aré presented, OF the 757 forms submitted, 508, were revised forms,
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WHOO VFMIGE U FAS
Diagnhostics Team Data Collection Report

Today's ‘ Client Community
Date [ / 1D (If availabie) Diagnostlc Team

The Information In item 1, is used only for your agency's tracking purposes (white sheet) and for reporting to the Birth Defects
Registry (blue sheet). The data reported to the Office of FAS (pink sheet) does not mclude the client’s first, middle or last nam:

. _TRACKING INFORMATION

Client's Client's Client's Client's
Dateof Birth___/__/ _ First Name Middie Name Last Name

The remaining ttems |1, & IV are included with both your agency's report (white sheet) and the Office of FAS report (plnk
sheet). Items H and |V are aiso reported to the Birth Defects Registry.

[I. CLIENT DEMOGRAPHICS

a} Client's Gender _;male __ femais
Alaska American Natlve Hawallan or
b) Cllents Race __ White __ Black __ Native __Indlan __ Astan ___Other Pacific Islander ___ Other

¢) Is this client Hispanic or Latine? ___yes __ no

d) What community does this cllent live In?

Ul CLIENT REFERRAL & BACKGROUND INFORMATION

a) If this cllent is an adopted or foster child (age 18 or under), how many ,
horme placements have there been prior to his or her current placement? # unknown

b) Who [s this client's current primary caregiver? ‘
Both Blological Blological Blological Adoptive Parents/ Foster Social Services
Parants Mother Only FatherOnly Legal Guardlan Pareni(s) Caseworker Salf QOthor (specity)

O [ n O oo O a0

¢) Who has legal custody of this cllent?
Both Blolagical Bislogical Biologloal Adoptive Parents/ DFYS Trikal
"~ Parents Mother Only Father Only Legal Guardlan Custody Organization Self Other (speolty)

0o O u O ul 0 O O
d) Where does this client currantly live? -
Biological/Adoptive. Juvenila
‘Parents ar- Other Family Foster Residantlal Justice Receiving Runaway
Legal Guardlan  Placement  Home Treatmant Faollity Home Shelter Other (spaclfy)
(] 0 [ O [ ] d O

e) Who referred this client for an FASD assessment?
Parant(s) or Madical Mantal Hesalth - Probation

Foster Parents.  Provider Provider " Qffios DFYS School Salf  Other (specify)
[ (] O a | EI i [
f) Has this client's blologlcal mother given birth to other children? yes no unknown....... If yes, how many? - #

g) Have any of these siblings been diagnosed with FASD? ___yes ne unknown

h) If yes, how many of these diagnosed siblings are cider than the cllent?

V. _FAS DIAGNOSTIC INFORMATION

a) Date of Initlal Referral  b) Date of First Appointment ¢} Date that Dlagnosls was Completed  d) 4-dligit Diagnostic Code.
/ / / / / / .

#..And how many are younger?  # :

& F B A
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