A Process for the Addition
of New Conditions

to the NBS Uniform Panel:
A Tentative Outline

ACHDGDNC
Washington, DC
October 20, 2005



Assumptions

Relatively simple nomination process

Assessment should have similarity to the one used by the expert
group to establish the uniform panel (fairness and consistency)

— Reliance on established criteria (ACMG, others)
— Utilization of similar tools
Approval through progressive steps

Formation of ad hoc working group with representation of each
subcommittee

Final recommendation for inclusion/deferral rests with the full
committee
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Proponent

Provider of NBS services

Representative of professional organization
Representative of patient support group
Clinician, scientist

Industry, for-profit organization

Patient, family member, advocate

Other, not listed above



Nomination Reguirements
(April 2005)

 Questionnaire (unspecified)
 “Forms” relative to
— Screening test

— Treatment options



Nomination Requirements
(October 2005)

Cover letter
Score card (UP criteria)
Fact sheet

References (with limit)
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Nomination Requirements
Fact Sheet
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To Be Determined

How to get the word out (call for proposals)
Decision making process of full committee and subcommittees (coordination)
— How to resolve disagreement between subcommittees
Ad hoc working groups
— Selection process
— Size
— Timeline
— Selection of subcommittee liaisons

HRSA implementation process of any recommendation to include additional
conditions (rolling additions, annually)



