2006 BFRSS Genomics Program Proposal

Adult Family History

Now I am going to ask you a question about your grandparents, parents, brothers, sisters, and children including both those living and those deceased.

1. To the best of your knowledge, does one or more of the following diseases, such as heart disease, stoke, diabetes, or cancer tend to run in your family?

1. Yes

2. No

3. Adopted 

4. Don’t know/ Not sure

5. Refused

2. Do your parents, brothers, sisters, or children have asthma or allergies?

1. Yes

2. No

3. Don’t know/Not sure

4. Refused

3. Did a doctor or other health care professional ever discuss with you your risk for certain diseases or other health problems based on your family history?

1. Yes

2. No

3. Don’t know/ Not sure

4. Refused

4. Did the doctor or health care professional make any recommendations to you based on your family history?

1. Yes

2. No 
3. Don’t know/Not sure

4. Refused

5. In the past year, have you read or heard about the importance of knowing your family’s health history?

1. Yes

2. No

3. Don’t know/ Not sure

4. Refused

6. Have you ever actively collected health information from your relatives for the purpose of developing a family health history?

1. Yes

2. No (Skip to question 9)

3. Don’t know/Not sure

4. Refused

7. Have you shared the information you collected on your family’s health history 

With a doctor, nurse, or other health care professional?

1. Yes (Go to question 9)

2. No (Go to question 8)

3. Don’t know/Not sure (Go to question 9)

4. Refused (Go to question 9)

8. Why have you not shared your family’s health history with a medical

professional?

Do Not Read

1. Do not have a family history

2. It’s not important

3. Confidential, not to be shared outside the family

4. Not yet, but I plan to in the future

5. Worried it may affect my job

6. Worried it may affect my ability to get health insurance

7. Worried it may affect my ability to get life insurance

8. Other (please specify)

9. Don’t know/Not sure

10. Refused

9. Have you ever heard about genetic tests for common chronic disease or conditions such as cancer or heart disease that can be purchased outside of a doctor’s office?

1. Yes

2. No

3. Don’t know/Not sure

4. Refused

Background and Supporting Rationale

Importance of Family History

The incidence of chronic diseases and associated complications is rising at an alarming rate. Chronic diseases account for nearly 75% of health care costs and for at least 70% of deaths in the United States1. Given the substantial morbidity, mortality, and economic burden associated with these diseases, it is be important for public health practitioners to seek ways to delay or prevent their onset. 

Many chronic diseases, such as type 2 diabetes, are complex and involve a combination of genetic and environmental factors. Thus, DNA testing for susceptibility genes underlying these conditions is not yet warranted. However, because family history reflects interactions between modifiable risk factors and underlying genetic susceptibility, this information may be a useful public health tool 

For example, it is hypothesized that if people could be convinced on a more personal level of their need to improve their health, they might be more likely to engage in healthy behaviors. While some experts have postulated that knowledge of genetic risk may motivate individuals to modify behavior and engage in preventive behaviors, there is very little data to substantiate this hypothesis. In fact some studies suggest that the opposite may occur.
Further, although family history has been shown to be a risk factor for many chronic diseases, including diabetes, the collection and interpretation of family history information has rarely been applied in the preventive medicine setting to assess disease risk, to influence behavior change, or for early detection and prevention strategies among patients. Thus, while family history information could potentially assist in disease detection and prevention efforts2, there are many unanswered questions regarding the utility of this information in public health practice.

The purpose and goals of adding a genomics module to the BRFSS is three fold. The first goal is to assess the publics’ knowledge, attitudes, and beliefs about genomics. The second goal is to assess the public’s awareness of the link between disease and genetics. The third goal is to determine how provider practices surrounding family history have influenced the publics’ actions toward their own health, as well as determine the number of persons who have seen a provider who have been asked about their family history.

A positive family history for a certain disease is known to increase a person’s chance of expressing that disease. By determining the publics’ knowledge about their family history, efforts to educate the public on the importance of early screening with a positive family history can be made, thus resulting in health promotion and disease prevention. 

Healthy People 2010 include 28 focus areas, with many of the objectives aimed at reducing or eliminating illness, disability, and premature death among individuals and communities. Collecting information on individual and provider experience with family history will allow the Genomics Program to focus educational efforts at educating the public about a positive family history for diseases. Specific diseases of interest include the top chronic diseases with a strong genetic component and include cancer, diabetes, heart disease and stroke.

Currently the 2005 BRFSS is collecting family history information using five questions. The need to collect multiple years of data is important and will allow the genomics program to combine years to obtain a meaningful sample size. For the 2006 BRFSS, the genomics program is proposing to continue to use the three of the original questions from the 2005 survey and adding five additional questions. These five questions will explore the areas of knowledge of the importance of collecting family health history, if they currently collect family medical histories, and if not why. The fourth question will help to establish a baseline on genetic tests and the public’s knowledge of them. Finally, the Asthma Program is asking a question on asthma and family history. The information will be used to establish family history of asthma in Utah.   

The information from these questions could potentially be applied to a number of programs in the Bureau of Health Promotion that deal with chronic diseases. Family history data would allow the programs to evaluate and direct efforts in effective interventions with greater impact. 

The Genomics Program and the University of Utah’s Cardiovascular Research Genetics Program (CVG) jointly developed questions one and two. CVG has a long history of question development in the area of genomics and family history, and has carried out several studies with validated questions similar to the ones being proposed. Questions one and two are intended to assess the respondent’s knowledge and attitude of family history.  Questions three through five are questions that are currently being used on the 2004 Michigan BRFSS.

Analysis Plan

The Genomics Program epidemiologist along with the bureau epidemiologist will analyze and use the data in program and bureau wide activities. The Program will use the data to determine the current state of the public’s understanding of family history, and based on the findings focus efforts accordingly.  During 2006 the Genomics Program is required to assess the public’s understanding of genomics to create an education plan. The initial findings from these questions will be used for this as well as to further develop a genomics surveillance system, which will support policy development and strategic planning evaluation activities. Based on the information gathered an internal document will be produced highlighting the findings. 
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