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Two Sub-workgroups (concluding)
• Medical Foods for Inborn Errors of Metabolism
• Report affirmed by ACHDNC, final stages of editing
• Publication planned (JAMA, Pediatrics, MM, GIM?)
• Quality Measures for Long-term Follow-up
• Lead – Alan Zuckerman
• Final report planned for November ACDNC meeting

• Frame the report as “next step” in ACHDNC’s plan for
improving long-term outcomes for children and adults with
NBS conditions
• Key work for the next 3 months

ACHDNC – Genetics in Medicine (2008)
• Central components

• Care coordination
• Evidence-based
treatment
• Quality improvement

• Features

• Quality chronic disease
management
• Condition-specific
treatment
• Care throughout
lifespan

ACHDNC – Genetics in Medicine (2011)
• Central components

• Care coordination
• Evidence-based
treatment
• Quality improvement

• Perspectives

• State and nation
• Primary/specialty
providers
• Families

ACHDNC – Molecular Gen & Metab (2016)

Framework for Assessing Outcomes from NBS

Hinton et al, 2016

Summary of “Quality Measures” Key Findings
• Quality measures are a crucial part of health and health care system

• Improve outcomes (QI), “rapid-cycle” research, maintenance of certification
• Quality is a critical component of “value-based care”

• Many different types of Quality Measures
•
•
•
•

Process - did something happen? (e.g. vaccine given)
Access to care - are patients able to get the care? (e.g. physician communicates well)
Health outcomes - hospitalizations, HGB A1C level, stroke
Quality of life - school attendance, perception of well-being

• Creating/collecting data for these measures can be challenging

• NBS conditions are rare; difficult to gather evidence/demonstrate QMs = outcomes
• State NBS programs do long-term follow-up in many ways; no national standard
• LTFU of NBS unlikely to be included in CMS measure set(except SSD, EHDI)

• Different perspectives are needed to develop quality measures, especially the
patient/family/consumer perspective

FUTR Workgroup Meeting
• 120 minutes of wide-ranging discussion, passion, ideas
• Time to assess next steps/future sub-workgroups

• Quality measures are part of what we do next: “toolkit”
• Alex Kemper/K.K. Lam will be presenting a “scan” of current LTFU
activities across the U.S. at the November ACHDNC meeting
• Other presentations planned at FUTR workgroup meeting in Nov.
• Strategy for organizing our efforts as we move forward
• Children/adults with NBS conditions fit into 4 different populations
• Each of the 4 populations offers opportunities for measuring and
improving outcomes (many activities already happening)
• Child/family perspective must be included in all 4 populations

FUTR Populations/Groups/Levels
1. Specific Conditions

• Formal quality measures/QI activities, research networks
• Opportunities for electronic medical record improvements
• Family/Patient/Advocacy groups as critical driver of LTFU?
• NORD, NBS Connect, others

2. All Conditions Identified by NBS

• Typically state-level work to monitor and improve outcomes
• Collaborative effort among states, APHL/NewSTEPS, NBSTRN (LPDR), NCC

3. CSHCN

• National Survey of Children’s Health (NSCH) now includes CSHCN

4. All Children

• Promote the use of outcomes relevant to CSHCN (including NBS conditions)

• Child health policy should
reflect needs of CSHCN
(including those with NBS
conditions)
• CSHCN are especially
vulnerable to the factors
that affect the health of
all children
• Policy that improves child
health is especially
beneficial to CSHCN

