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Genetics Advisory Committee

to the

Utah Department of Health

By-Laws

Purpose:

Assure that recommendations from the Utah State Genetics Plan are implemented as outlined. Advise the Utah Department of Health (UDOH) on policy issues related to genetic services, including but not limited to newborn blood screening. Provide guidance to programs and functions within UDOH having to do with genetic services. Ensure coordination of public health genetic programs in Utah with national efforts.

I. Membership:

A. Composition: At least a seven person Genetics Advisory Committee (GAC) consisting of a chair, chairs of each of three subcommittees and at least one family advocate with additional members as recommended by UDOH Division of Community and Family Health Services (DCFHS) and Chair of GAC.  Only GAC members may vote.

B. UDOH Staff: Staff members from relevant programs will attend committee meetings and provide staff support as assigned. UDOH staff may not vote.

C. Chair will have advanced degree (beyond bachelor’s degree) in genetics or other relevant field.

a. Term of Office:  Two years per term, may serve up to three terms.

b. Selection: By Executive Director of UDOH with counsel from DCFHS Director

c. Duties:

i. Convene and conduct all committee meetings

ii. Work with UDOH staff to develop agendas, record and disseminate minutes and other committee material

iii. Provide other communication with committee as needed

iv. Coordinate all activities

v. Recommend replacements for chairs of subcommittees

vi. Prepare and submit formal committee recommendations to the Executive Director of the Utah Department of Health

vii. Create ad hoc workgroups as needed

D. Vice Chair will have advanced degree (beyond bachelor’s degree) in genetics or other relevant field.

a. Term of Office:  Two years per term, may serve up to three terms.

b. Selection: By Executive Director of UDOH, in consultation with Chair and DCFHS director

c. Duties:

i. Convene and conduct all committee meetings in the absence of the Chair

ii. Provide support to the Chair in his or her duties

iii. Will succeed the chair, if the chair leaves their position, until a new chair is designated

E. Obligations of the Committee: 

a. Meet at least quarterly, or more frequently as needed

b. Share commitment to the purpose of the GAC and provide expert advice to the Utah Department of Health

c. Be willing to actively participate in all activities of the committee

F. Decision Making: 

a. Quorum:  A minimum of five voting members must be present at the GAC meetings to approve recommendations, minutes and by-law changes.

b. Communication with Utah Department of Health: Feedback through DCFHS Director to DOH Executive Director; formal recommendations through letter signed by Chair of GAC.  

II. Organizational Structure

A. Genetics Advisory Committee (see above)

B. Subcommittees: The purpose of the subcommittees is to solicit input from various stakeholders in their content areas in order to develop and make recommendations to the GAC, which uses the recommendations as it advises the Utah Department of Health on policies and issues regarding genetics. Public input enables the Utah Department of Health to be responsive to the needs of the people of Utah.

a. Population/Newborn Screening Advisory Subcommittee

i. Utah State Genetics Plan Goal:  Provide recommendations to assure that all Utah children are screened for appropriate newborn conditions and evaluate potential tests that could be added to newborn or population screening.

ii. Composition: At least five person subcommittee consisting of Chair and four other at-large members (see below).

iii. UDOH staff: Staff members from relevant programs will attend subcommittee meetings and provide staff support as assigned.

iv. Chair

1. Term of Office:  Two years per term, up to three terms.

2. Selection and Approval: Recommended by the Chair of GAC, nominated by GAC membership for a two-year term. Final selection by Executive Director of UDOH. 

3. Duties 

a. Convene and conduct at least semi-annual subcommittee meetings

b. Work with UDOH staff to develop agendas, record and disseminate minutes and other committee material

c. Provide other communication with subcommittee as needed

d. Coordinate all activities

e. Recommend replacements for committees members

f. Prepare and submit formal recommendations to the Executive Board of GAC

g. Represent subcommittee and report subcommittee activities at GAC meetings

v. Membership representation

1. Selection:

a. Invited to serve by the subcommittee chair with approval by CAG chair and subcommittee members.

b. Content area experts may be selected from among the following: parents of children identified with diseases targeted for screening in Utah; primary care physicians (family practice, obstetrics and/or pediatrics); physician specialist in metabolic disease, pediatric endocrinology, hematology, and clinical genetics; a hospital administrator; a representative from the Utah Public Health Association; a representative of a non-profit agency with an interest in genetic or congenital disease; a representative from a family advocacy council; a non-UDOH representative of the Utah Birth Defects Registry; and a director of a clinical laboratory.

2. Duties:

a. Attend meetings regularly and prepare for meetings ahead of time, as needed.  If more than two unexcused meetings are missed, the member may be asked to resign by subcommittee chair.

b. Share commitment to providing direction for the accomplishment of subcommittee goals

c. Be willing to actively participate in all activities of the subcommittee

vi. Decision Making: 

1. Quorum:  A minimum of three voting members must be present at the GAC meetings to approve recommendations, minutes and by-law changes.

2. Subcommittee recommendations will be presented first to GAC for approval, and then Chair of GAC will forward to DOH Executive Director.

b. Transition Subcommittee

i. Utah State Genetics Plan Goal:  Provide recommendations to assure that there is a system in place to enhance appropriate transitions from pediatric to adult care for individuals with genetic conditions.

ii. Composition: This committee will be coordinated with the Transition Subcommittee of the CSHCN Advisory Board, to reduce duplication of efforts.    

iii. UDOH staff: Staff members from relevant programs will attend subcommittee meetings and provide staff support as assigned.

iv. Chair

1. Term of Office:  Two years per term, up to three terms.

2. Selection and Approval: Recommended by the Chair of GAC, nominated by GAC membership for a two-year term. Final selection by Executive Director of UDOH. 

3. Duties 

a. Coordinate with the CSHCN Transition Subcommittee to convene at least semi-annual subcommittee meetings that will address genetic issues.

b. Work with UDOH staff to develop agendas, record and disseminate minutes and other committee material.

c. Provide other communication with other GAC subcommittees as needed.  

d. Recommend replacements for committees members.

e. Prepare and submit formal recommendations to the Executive Board of GAC.

f. Represent subcommittee and report subcommittee activities at quarterly GAC meetings.

v. Membership representation

1. At a minimum, the GAC Transition subcommittee Chair will be a member of the CSHCN Transition subcommittee.  GAC committee members who are interested are encouraged to participate in the CSHCN Transition subcommittee, to represent the transition needs of people with genetic conditions.

2. Duties 

a. Attend meetings and prepare for meetings ahead of time, as needed

b. Share commitment to providing direction for the accomplishment of subcommittee goals.

c. Be willing to actively participate in all activities of the subcommittee. 

c. Chronic Disease Genomics Subcommittee

i. Utah State Genetics Plan Goal:  Provide recommendations to assure that public health systems are in place to reduce the burden of chronic disease caused by genetic conditions.

ii. Composition: At least five person subcommittee consisting of Chair and four other at-large members (see below).

iii. UDOH staff: Staff members from relevant programs will attend subcommittee meetings and provide staff support as assigned.

iv. Chair

1. Term of Office:  Two years per term, up to three terms.

2. Selection and Approval: Recommended by the Chair of GAC, nominated by GAC membership for a two-year term. Final selection by Executive Director of UDOH. 

3. Duties 

a. Convene and conduct at least semi-annual subcommittee meetings

b. Work with UDOH staff to develop agendas, record and disseminate minutes and other committee material

c. Provide other communication with subcommittee as needed

d. Coordinate all activities

e. Recommend replacements for committees members

f. Prepare and submit formal recommendations to the Executive Board of GAC

g. Represent subcommittee and report subcommittee activities at GAC meetings

v. Membership representation

1. Selection:

a. Invited to serve by the subcommittee chair with approval by GAC chair and subcommittee members.

b. Content area experts may be selected from among the following: family members of those with chronic diseases potentially caused by heritable risk factors, physician specialists in oncology genetics and cardiovascular disease genetics, a chronic disease genetics counselor, health promotion specialists from hospitals and local health departments, representatives from non-profit agencies with an interest in chronic disease control, an epidemiologist, and a representative of the Utah Public Health Association

2. Duties 

a. Attend meetings and prepare for meetings ahead of time, as needed. If more than two unexcused meetings are missed, the member may be asked to resign by subcommittee chair.

b. Share commitment to providing direction for the accomplishment of subcommittee goals

c. Be willing to actively participate in all activities of the subcommittee 

vi. Decision Making: 

1. Quorum:  A minimum of three voting members must be present at the GAC meetings to approve recommendations, minutes and by-law changes.

2. Subcommittee recommendations will be presented first to GAC for approval, and then Chair of GAC will forward to DOH Executive Director.
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