Western States Genetic Services Collaborative
Data Inventory
During the 2003-2006 grant period, one objective of the Western States Regional Genetic Services Collaborative was to assess the nature and extent of available genetic services data within each state and the region.  Findings from this assessment are a first step toward establishing a groundwork from which to plan state or regional projects that can

· determine need for and access to genetic services 

· measure quality of services 

· assess outcomes of genetic services

· research a variety of topics important to genetics and health

At the September 2006 Regional Summit Collaborators participated in a discussion to describe genetic services data collected within their state.  The table below reflects findings from that discussion, and describes in a general way, existing genetic services data known to participants. An accompanying Excel file lists specific data elements collected by states from various sources (see Data Inventory.xls).
Priority “Data Use” Areas for Program Planning and Policy Development

Collaborative partners reported that all data they collect is used in some way. Partners identified the following planning and policy priorities for applying data findings:
· Geographic distribution of genetic providers

· Epidemiology of populations who do not receive needed genetic services

· Needs assessment of families with regard to their genetic services and resource needs

· Database of families to enable contact for emerging treatments, technology, testing, resources

· Long term outcomes of clinical care

· Longer term follow-up of newborn screening results

· Barriers to people receiving genetic services, including testing

· Financial barriers to genetic services, including genetic testing

· Cost of care, including cost of care by type of genetic condition

· Third party reimbursement for genetic services

· Documenting necessity of care coordination time, as well as cost for genetic providers to perform care coordination including clinic preparation, telephone consultations, referral, coordination of services

· Mechanisms for sharing or linking data

Further assessment is needed to specify where and how data is collected, to whom or what organization data is submitted or reported, public or private nature of the data, data fields or variables, time period for which data exists, existing data sharing agreements, and other pertinent characteristics of the data such as data quality.

Note:  Data listed in the following table is collected by state public health agencies unless otherwise noted.  

	
	Prenatal
	Newborn Screening
	General Genetics
	Metabolic Genetics
	Cancer Genetics
	Other and Comments

	Alaska

	· Number of tests (Services provided and data collected by Providence Hospital.)
· Collected by perinatologists at Alaksa Perinatology. 
· Type of test done. 
· Number of tests by reason (i.e. abnormal ultrasound), number of genetic tests performed by type of test
	Lab Data:

Short Term Follow-up
:

Same as for Hawaii contract with Oregon to provide lab data and short term follow-up data

Short Term Follow-up
:

Done at state level. Patients are followed-up from point of diagnosis.

Long Term Follow-up
:

From point of diagnosis forward – seen through metabolic  clinic or genetics clinic as appropriate, diagnosis dependent


	· Number of patients

· Test type

· Diagnosis

(Services contract with Seattle Children’s Hospital.)
Patient charts are in Alaska. 


	· Number of patients

· Test type

· Diagnosis

(Services contracted with Seattle Children’s Hospital)
Different teams travel to Alaska. Different counselors for metabolic and general genetic services.
	· Number of visits

· Length of visit

· Family history

· Test type

· Test result

· Date of birth

(Services provided and data collected by Providence Hospital.)
Alaska public health sees some people at state sponsored clinics, but is trying to transfer care to private hospital and other state of Alaska clinics. Patients who need to be evaluated by a physician are seen at the state sponsored clinic.
	· Number of inquiries to Family to Family Health Information Center

· Condition specific inquiries to Family to Family Health Information Center

(Collected by Family to Family Health Information Center for federal grant reporting.)
Used by state staff for program evaluation, monitoring, planning. AK had an initial grants genetics planning grant, pre-regional – and used data for that purpose. No one else is asking for data outside of our section. A lot of data used for MCH block grant for planning and proposal.


	
	Prenatal
	Newborn Screening
	General Genetics
	Metabolic Genetics
	Cancer Genetics
	Other and Comments

	California
	· State requires state funded prenatal diagnosis centers to submit data.
· 50% of pregnant women participate in state sponsored prenatal screening program.
· Maternal age

· Diagnosis

· Outcomes
· Expected delivery date
	Lab Data:

Short Term Follow-up:

Long Term Follow-up:


	· CSHCN
 program data (2000-present)
(Available but not currently reviewed by the CA GSB.)

	· Visit type

· Test type

· Test results

(State Genetic Disease Branch funds centers to provide services and collect data.)
	No data collected by state.
	

	Guam
	No data collected by territory.
	Lab Data:

Short Term Follow-up:

Long Term Follow-up:


	· Diagnoses of CSHCN

· Number of CSHCN
	No data collected by territory.
	No data collected by territory.
	· Patient encounter and billing data (collected by local hospitals)

	Hawaii
	No data collected by state.
· Private prenatal providers (Possible encounter and patient billing data collected by private providers.)
	Lab Data:
State health agency contracts with Oregon to provide lab services and short term follow-up data.

Short Term Follow-up:

Long Term Follow-up:


	· Patient encounter data

(Collected by Hawai`i  Community Genetics.)
	· Patient encounter data

(Collected by Hawai’i Community Genetics.)
	No data collected by state

· Possible patient encounter and billing data from hospital based genetic counselor.
	

	Idaho
	No data collected by state.

	Lab Data:
same as HI

Short Term Follow-up:

Long Term Follow-up:


	· Number of visits

· Wait time for appointment

· Diagnosis

(Not in electronic format. Idaho state health agency contracts with Oregon geneticists to provide services.)
	· Number of visits

· Wait time for appointment

· Diagnosis

(Not in electronic format. Idaho state health agency contracts with Oregon geneticists to provide services.)
	No data collected by state.

	


	
	Prenatal
	Newborn Screening
	General Genetics
	Metabolic Genetics
	Cancer Genetics
	Other and Comments

	Oregon
	No data collected by state.
	Lab Data: Oregon Public Health Lab collects and houses lab and short term follow-up data.
Short Term Follow-up:

OPHL and medical consultants maintain STFU data

Long Term Follow-up: Data for conditions detected by MS/MS entered into Long Term Follow-up Database.
	· Number of patients

· Diagnosis

· Billing

· Reimbursement

(Data collected by Child Development and Rehabilitation Center at Oregon Health and Science University only.  Only OHSU and Legacy Hospital see pediatric genetic patients.)
	· Number of patients

· Diagnosis

· Billing

· Reimbursement

(Data collected by CYSHN program at Child Development and Rehabilitation Center at Oregon Health and Science University for their patients only. Only OHSU and Legacy Hospital see pediatric metabolic genetic patients.). Metabolic program collects lTFU data separate from CYSHN. CYSHN collects data on other children (non metabolic) as well.
	· Number of patients

· Diagnosis

· Billing

· Reimbursement

(Data collected by CYSHN program at Child Development and Rehabilitation Center at Oregon Health and Science University for their patients only. Only OHSU and Legacy Hospital see pediatric genetic patients.).

	

	Washington
	· Age

· Race

· Indication

· County

· Diagnosis

(Collected by regional genetic clinics funded by Washington State Department of Health Genetic Services Section.)
	Lab Data: Collected by WA NBS program.
Short Term Follow-up: Collected by WA NBS program.
Long Term Follow-up:

Collected by WA NBS program for metabolic, Hemoglobin and congenital hypothyroidism


	· Age

· Race

· Indication

· County

· Diagnosis

(Collected by regional genetic clinics funded by Washington State Department of Health Genetic Services Section.)
	· Age

· Race

· Indication

· County

· Diagnosis

(Collected by regional genetic clinics funded by Washington State Department of Health Genetic Services Section.)
	· Age

· Race

· Indication

· County

· Diagnosis

(Collected by regional genetic clinics funded by Washington State Department of Health Genetic Services Section.)
	In and out patient encounter and billing data from hospitals and hospital clinics with genetic providers:  Seattle Children’s Hospital, University of Washington, Sacred Heart, Group Health Cooperative








� Short term includes data up to the point of diagnosis.


� Short term includes data up to the point of diagnosis.


� Long term includes data from the point of diagnosis forward.


� Children with Special Health Care Needs
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