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Summary points

o Although newborn screening (NBS) focuses mostly on benefits to the child, 
families benefit as well

o Very little work has been done to assess family outcomes of NBS, and 
there is no agreement on what those outcomes should be

o We have prior experiences in developing an assessment tool to document 
family outcomes of early intervention

o We are building on these experiences to develop a tool and process to 
assess family outcomes of NBS

o Such an instrument could be an important component to assess long-term 
outcomes of NBS
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Some definitions
o Family-centered approach: The essential assumption is that young 

children cannot be viewed apart from their families, nor can services be 
provided without a consideration of the family context.

o Families are not viewed as clients receiving services but are partners in 
making decisions about goals and activities.

o Core principles
• focus on family strengths
• respect family diversity and values
• encourage family decision making and empowerment
• communicate with families in an open and collaborative fashion
• adopt a flexible approach to service provision
• recognize the value of informal support systems
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Some definitions (continued)
o Family satisfaction: The extent to which families are satisfied with various 

aspects of a program (e.g., amount of services, quality of services).
o Family outcome: A benefit that families receive as a result of services. An 

outcome is not the receipt of services, but what happens as a 
consequence of services or supports.

o Example differentiation:
• Satisfaction: How a family feels about the quality of the information provided 

about their child’s health condition
• Outcome: How well a family understands the nature and consequences of their 

child’s health condition
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Rationale for assessing family outcomes
o Heritable disorders are family disorders
o Child well-being cannot be fully understood without considering family 

context
o Families play critical roles in their child’s health and development. They 

spend more time with their child than any professional ever will. Supporting 
family adaptation and confidence in parenting has direct benefits for 
children

o Documenting whether and how NBS and subsequent follow-up services 
affect family outcomes is essential for understanding the long-term 
consequences of NBS
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The National Early Intervention Longitudinal Study (NEILS)
1996-2005



Near the completion of NEILS, the Early Childhood Outcomes 
(ECO) Center was funded

Goal: Promote the development and
implementation of child and family
outcome measures that can be used in
local, state, and national accountability
systems

Activities:
     - Consensus building
     - Collaboration
     - Technical assistance
     - Research
     - Recommendations



The first task was to identify a broad set of family outcomes
Identify 
Stakeholders

Stakeholders:
  - Parents
  - Advocacy groups
  - Local programs
  - State agencies
  - Researchers

Processes Used:
  - Surveys
  - Focus groups
  - Conference calls
  - Advisory boards
  - Individual meetings
  - Literature reviews
  - Webinars

Get input Consensus on
Outcomes

Families should:
  - Understand their child’s 

strengths, abilities, & special 
needs

  - Know their rights and advocate 
effectively for their children

  - Help their child develop & learn
  - Have support systems
  - Have access to their 

community
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Example: Can help their child develop and learn

o Know and use styles of effective parenting
o Provide a nurturing and stimulating environment
o Help child participate in family routines and activities
o Use special techniques to enhance learning or manage behavior
o Modify the home environment or routines
o Help their child use special adaptive equipment
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Outcomes published and became the foundation for instrument 
development and measurement
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We developed, tested, and revised the Family Outcomes Scale

o Based on the 5 family outcomes
o A self-report instrument completed by families
o Items developed through extensive lit review and feedback from 

parents and professionals
o 2 iterations with modifications based on data and feedback
o Initial version published in 2006
o Revised version (FOS-R) published in 2011
o Posted on website
o Now freely available in 16 languages:
https://ectacenter.org/eco/pages/familysurveys.asp

https://ectacenter.org/eco/pages/familysurveys.asp
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Version 1
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Version 2: FOS-R (2011)

o Create a new format that would be easier for parents to use
o Revise and expand survey items to provide more information for states to 

use in planning for program improvement
o Test psychometric properties and finalize accordingly
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What have we learned from research using the FOS and FOS-R?
o Many factors need to be considered 

when developing an assessment tool
o FOS-R has robust psychometric 

properties
o Wide acceptance among states
o Families generally reported positive 

outcomes
o Family-centered practices are 

associated with outcomes
o Race/ethnicity and language continue 

to be associated with outcomes
o International interest



FFY 2020 FOS used by states for annual reporting purposes

ECO Family Outcomes Survey 
(Revised)

State Developed Survey

NCSEAM Survey

ECO Family Outcomes Survey 
(Original)

Not reporting C4 data

https://ectacenter.org/eco/pages/familyoutcomes.asp



International Research
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o We are working on a 
paper based on a 
longitudinal study of 
outcomes experienced by 
families who have a child 
with Congenital Zika 
Syndrome in Brazil
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Primary goal of the current project: Develop a framework and 
identify domains for assessing family outcomes of NBS
o Use multiple sources of input and engagement to identify an initial set of family 

outcomes
• Literature review
• Stakeholder engagement (including community partnerships and focus groups)
• Advisory board

o Widely distribute draft outcomes for input
• Survey with opportunities for quantitative and qualitative feedback
• Direct outreach to parent and professional organizations
• Ongoing advisory board feedback

o Finalize a set of outcomes generally endorsed by diverse stakeholders
o Write and submit an article for publication detailing the rationale, process and 

recommendations
o Begin work to determine next steps in instrument development and use
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Thank you
Contact: Don Bailey dbailey@rti.org 
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