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Background

The Outcomes and Data Work Group of the Western States Genetic Services (WSGS) Collaborative
 developed the Menu of Positive Outcomes of Genetic Services. The WSGS Collaborative is a federally funded multi-state project that seeks to coordinate and increase access to genetic services among Alaska, California, Guam, Hawai`i, Idaho, Oregon, and Washington (http://www.westernstatesgenetics.org). The Outcomes and Data Work Group is comprised of state public health genetic services and newborn screening professionals, family representatives, medical geneticists, genetic counselors, and program evaluators from the six Western states. 

Grant applications often require that improved health outcomes result from grant activities.  Health insurance companies also seek evidence of the efficacy of genetic services in terms of health outcomes. For this reason, the WSGS Collaborative developed the Menu as a first step in responding to the need for evidence of the benefits of genetic services not specific to a single condition.  Collaborative members view the Menu as a fluid tool that can change based upon new findings or thought related to measuring the impact of genetic services (including newborn screening).  Outcomes and Data Work Group members developed the outcomes using a strategic approach that included the understanding that outcomes on the Menu reflect desirable long-term impacts of genetic services.  Subsequently, measurement of outcomes in the Menu requires development of indicators that can serve as markers to reflect progress toward achievement of the outcomes.  

Methods

Work group members first agreed upon the need for a definition of genetic services to use for the project.  Grant staff completed a literature and internet review of existing definitions of genetic services and from that review developed a bibliography of references related to definitions of genetic services.  The work group agreed upon a framework for defining genetic services that encompasses definitions from a broad to a narrow scope and from a public health perspective to a clinical perspective (See Framework for Defining Genetic Services, http://www.westernstates.org).

Grant staff created a Western States Genetic Services Data Inventory by interviewing and obtaining documents from public health genetic services and newborn screening program management and staff from the six Western states. 

Work group members developed a framework by which to classify outcomes based upon the newborn screening system, a broad definition of genetic services, and member expertise.  The framework includes the following areas:  1) Knowledge and Information; 2) Screening and Identification; 3) Diagnosis, Treatment and Management; 4) Financing; and 5) Population Health. 

To develop outcomes, grant staff completed a literature and internet review related to outcomes of genetic services. Group members reviewed results of the literature and internet searches and subsequently “brainstormed” desirable outcomes based upon expertise of group members. Grant staff synthesized findings from literature and internet reviews and the brainstorming process. Outcomes were then refined by the group, classified within the framework, and revised again based upon input from Collaborative members who participated in the Collaborative’s 2007 annual Regional Summit. http://www.westernstatesgenetics.org/Menu_Positive%20Outcomes%20of%20Genetic%20Services.doc
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	Impact Area
	Outcomes

	I.  Knowledge and Information
	A. General public

1. Information about genetic conditions is provided to individuals and families in a culturally appropriate manner, which may include: primary language, appropriate educational level, and various media. (from Mandate for Quality Genetic Services) 

2. Quality, culturally appropriate resources exist that assist individuals and families in understanding family health history; signs or symptoms of genetic conditions; screening and testing options and implications; diagnosis; treatment; and long-term follow-up.

3. Parents are confident in communicating about genetic risk with other family members, including their children.

4. Individuals or families know what genetic services they need.

5. Individuals and families know where to find the genetic services they need.
6. Information about genetic research and clinical trials is available to families. 
B. Health Care Providers

1. Health care providers use current information about incidence; prevalence; epidemiology; diagnosis; and treatment of genetic conditions to prevent, cure, and treat individuals with heritable conditions. 

a. Health care providers integrate information about clinical trials and research into clinical practice.

b. Health care providers use up to date, web-based, diagnosis specific protocols. 

C. Others-public health agencies, insurers, legislators, researchers

1. Federal and state legislators use current information about genetics to write laws that foster prevention, cure, and treatment of genetic conditions.

2. Providers, payers, and employers adhere to policies and procedures that ensure appropriate use of genetic information.
3. Public health agencies use up-to-date information about incidence, prevalence and epidemiology of genetic conditions to foster prevention, cure, and treatment.

	II. Financing
	A. Funding public health functions 

1. Funding is adequate at local and state levels to successfully carry out core public health functions and the ten essential public health services related to genetic conditions.

B. Insurance

1. Financing for screening is adequate. 

2. Early and timely screening contributes to lower, long-term diagnostic and treatment costs.

3. Financing for diagnosis, health management and long-term care is adequate.

4. Health insurers reimburse diagnostic and treatment services for genetic conditions. (from Mandate for Quality Genetic Services)

5. Individuals and families have adequate private and/or public insurance to pay for services they need.
6. Payers acknowledge psychosocial as well as physical effects of a genetic condition, on both the individual and the family, at each stage of life. (from Mandate for Quality Genetic Services)

	III. Screening and Identification
	A. Individuals—family health history

1. Individuals and families learn of their genetic health risks in a timely and culturally appropriate manner.
2. Individuals and families share genetic risk information without fear of loss of insurance or employment.

B. Newborn screening, maternal serum screening

1. All pregnant women receive prenatal counseling and screening for genetic diseases.

2. All infants have access to timely screening for genetic conditions.

3. Parents of newborns learn about their babies hearing status near the time of birth.

C. Health care provider screening—risk assessment, family history

1. Primary care providers implement continuous risk assessment for genetic conditions for all patients in their practice.
2. Children, adolescents and adults are screened early for special health care needs that result from genetic conditions.

	IV. Diagnosis, Treatment, Management
	D. Family Centered

1. Individuals and families are able to make informed health and life decisions based upon cultural relevant education and counseling about diagnosis and treatment options.

2. Individuals and families partner in decision-making at all levels, and are satisfied with the services they receive. (MCHB CSHCN Performance Measure)

3. Individuals and families partner with their healthcare providers to identify needs, develop and monitor treatment plans, and manage their genetic condition. (from Mandate for Quality Genetic Services)
E. Medical Home
1. A continuum of health services from ambulatory care to long-term care for individuals with genetic conditions is available in their community.

2. Individuals and families receive coordinated, culturally appropriate, ongoing comprehensive care within a medical home. (MCHB CSHCN Performance Measure)

3. Genetic services for individuals and families are organized in ways that families can use them easily. (from MCHB CSHCN Performance Measure)
4. Healthcare providers refer individuals to appropriate specialists, as needed, including those outside of their health insurance plan. (from Mandate for Quality Genetic Services)

5. Primary care providers are able to obtain diagnosis for their patients with genetic conditions.

6. Referrals to support groups and resources are offered at regular office visits. (from Mandate for Quality Genetic Services)
7. Newborns diagnosed with a genetic condition receive timely follow up and health management through the lifespan.

	V.  Population Health
	F. Optimal growth and development through the lifespan 

1. Individuals or families with or at risk for a genetic condition have optimal physical and psychosocial health. 

2. Symptoms and complications of genetic conditions are prevented or detected in a timely manner to enable optimal treatment.
3. Individuals and families have improved diet and nutrition. 

4. Need for urgent and emergency care decreases.

G. Quality of life

1. Individuals and families feel supported in managing grief, stress, and emotional challenges of living with a genetic condition.

2. Individuals and families receive services necessary to make transitions to adult health care, work, employment, and long-term care. 

3. Individual and family daily functioning is optimal.

4. Time away from work is decreased. 


� The WSGS Collaborative is one of seven regional genetic service collaborations funded by the Genetic Services Branch, Maternal Child Health Bureau, Health Resources and Services Administration, Collaborative Grant #U22MC03961
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