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America’s Voice for Community Health Care

The National Association of Community Health Centers (NACHC) 
was founded in 1971 to promote efficient, high quality, 
comprehensive health care that is accessible, culturally and 
linguistically competent, community directed, and patient 
centered for all.

THE NACHC
MISSION
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* Disclosure: Julia is also the volunteer Board 
Chair of HealthLevel7 International, an 
international health IT standards development 
organization (SDO). 
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• Current state of health center newborn screening: lack of closing the data loop

• Four components to future success in newborn interoperability and care coordination: trust, standards, 
policies, implementation issues

• FHIR and the future of unlocking data for patient care and public health 

• Operational and implementation success in the FHIR-enabled future

Agenda
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THE COMMUNITY HEALTH CENTERS:
AN OUTGROWTH OF THE CIVIL RIGHTS MOVEMENT

Dr. Robert Smith formed the Southern branch of the 
Medical Committee for Civil Rights (MCCR) in 1963 to 
protest the American Medical Association (AMA), which 
allowed southern medical societies to remain 
segregated and often kept Black physicians from being 
employed at hospitals.

Originally intending to pursue a 
cardiology practice, Dr. James 
Hotz somehow found himself 
practicing family medicine in 
southwest Georgia instead. 
Below: one of the first sites of 
a clinic he helped establish.

Health centers were 
created to provide 
culturally competent 
healthcare in healthcare 
access deserts, a practice 
which continues today.
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HEALTH CENTERS

FIVE ESSENTIAL ELEMENTS

1. Located in high-need areas.

2. Provide comprehensive health and wraparound services 
(including enabling services).

3. Open to all residents, regardless of insurance or ability to 
pay, with sliding scale fee based on income.

4. Nonprofits, governed by community boards, to assure 
responsiveness to local needs.

5.  Follow performance and accountability requirements 
regarding their administrative, clinical, and financial 
operations.

www.nachc.org
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TODAY
Community Health Centers are the 
most comprehensive, wide-spread 
and effective primary care providers. 
No patient is turned away. 

400K Veterans

1.3M Homeless People

8.6M Children

3.3M Elderly Patients

1 in 5 uninsured

1 in 5 rural residents

1 in 3 people living in poverty

14K Delivery Sites 

1,487 Health Centers

31.5+M people served (1 in 11)
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Newborn Screening Requires Care and Data Coordination

• Linkage of newborn and maternal data is not the 
norm in the industry 

• Diffusion of accountability for quality of care 
rests across outpatient obstetric team, inpatient 
obstetric team, inpatient pediatric team and 
outpatient pediatric team

• Handoffs of care and data transmission are 
problematic – infrastructure for this work 
requires design, testing and maintenance
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What about the EHR?
• Theoretically, a certified EHR has 

required standards for the coding and 
transmission of patient and lab data

• In reality, EHRs do not adequately 
support interoperability of even required 
data consistently. A concerted effort is 
required to ensure data is sent and 
received in a valid way consistently

• Patient data fragmentation and data loss 
result in clinical care gaps and risk to the 

patient of harm:  data quality 
accountability = patient safety

www.nachc.org
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Health centers and newborn screening
• Health centers primarily serve patients with 

health disparities and barriers to access
• Health centers report receiving newborn 

screening via:

• Fax

• Mail

• Portal?
• Health center primary OB and pediatrics 

providers report they do not know if patient 
has been contacted by hospital or 
consistently receive results

www.nachc.org
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Trust and Data Governance

Two levels of trust:
• Patient and care team

• Patients need time and a supportive 
environment to engage a trust-based 
relationship and decision-making 
process

• Organizational and systematic
• Organizations need to agree on the 

rules of data exchange, data use and 
reuse, privacy, security and quality

www.nachc.org
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Privacy, Security and Consent

• Existing systems could create a workflow 
supporting maternal and family engagement, 
secure screening data interoperability and 
reporting and consent

• Engaging families, care teams and their health 
data systems in pregnancy could create a digital 
trail to allow data to flow back and forth to and 
from public health and primary and inpatient 
obstetric and pediatric teams

• Families could use their own devices and 
systems to authorize data transfer and 
engagement
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US Core Data for 
Interoperability (USCDI)
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USCDI+ Maternal Health

• USCDI+ program is an extension of USCDI program

• Currently it is unclear if and how ONC may require implementation, testing or 
certification of the USCDI+ domains

• Genomic information can be more difficult to standardize in the field

• USCDI+ contains maternal health data elements AND infant data–> newborn 
screening data could be added 
https://uscdiplus.healthit.gov/uscdi?id=uscdi_record&table=x_g_sshh_uscdi_domain&sys_id=75df78228745
b95098e5edb90cbb3528&view=sp
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Designed for and excels at:

• Ease of data extraction

• Exchange through API

• Use of services

• Easy for programmers to use, 
• even without health IT (HIT) 

expertise

• Open source (free to use)

• Required FHIR API available to 
certified products Dec 31, 2022

The time for FHIR is NOW: 
Fast Healthcare Interoperability Resources
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FHIR Laboratory Reporting Profile:
https://www.hl7.org/fhir/us/core/StructureDefinition-us-core-diagnosticreport-lab.html
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Clinical Genomics Implementation Guide:
https://hl7.org/fhir/uv/genomics-reporting/
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HELIOS FHIR Accelerator:
https://confluence.hl7.org/display/PH/Helios+FHIR+Accelerator+for+Public+Health+Home
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https://hl7.org/fhir/us/ecr/2021Jan/StructureDefinition-
disability-status.html

HELIOS FHIR Accelerator:
https://confluence.hl7.org/display/PH/Helios+FHIR+Accelerator+for+Public+Health+Home
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Electronic Case Reporting: eCR Now

• Automation of electronic case 
reporting has been very successful 
for reducing reporting burden

• Linkage to a bidirectional, 
queriable database is key to 
supporting patient care– it is not 
an optional use case

• Expanding these programs to 
newborn screening could improve 
data transmission and close gaps

https://ecr.aimsplatform.org/general/ecr-now-fhir-app
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Health equity and newborn screening
• Cost of genomic and other newborn screening 

is a major barrier to access – 90% of health 
center patients are at <200% of federal 
poverty level, majority minority pop

• Lack of access to digital information and 
devices, health literacy and language 
challenges, lack of digital skills and unmet 
health-related social needs can exacerbate 
existing health disparities as we move to 
electronic data approaches

• Equity first approaches should engage these 
communities to understand preferences, goals 
and how they need access

www.nachc.org
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Standardized 
newborn screening 
templates and data 
elements
• Requires national 

standardization of 
patient, lab, genomic 
data model

• Could be pushed into 
regulatory frameworks 
like USCDI+

Electronic 
submission of 
screening data
• Would depend on the 

infrastructure for a 
screening registry

• Could be done in the 
model of electronic 
case reporting or IZ 
Gateway by CDC

Data support for 
care teams
• Bidirectional push of 

this data to primary 
care teams is key

• Need to record patient 
consent and 
communication of 
results to families

• Maternal-fetal record 
linkages

Integration of 
patient-facing 
access and 
consent
• Patients can utilize 

apps to consent to 
data sharing, find 
opportunities for 
research participation 
and view their results

OPPORTUNITIES FOR DATA AND SYSTEMS TO SUPPORT 
NEWBORN SCREENING
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QUESTIONS?

Julia Skapik
jskapik@nachc.com



THANK 
YOU!

PLEASE VISIT US ONLINE nachc.org
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Twitter.com/NACHC

Facebook.com/nachc

Instagram.com/nachc

Linkedin.com/company/nachc

YouTube.com/user/nachcmedia
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