
Introducing….
The badge:



https://www.nia.nih.gov/research/grants-
funding/nia-diversity-and-re-entry-
supplement-program-guidelines

https://www.nia.nih.gov/research/grants-funding/nia-diversity-and-re-entry-supplement-program-guidelines




https://www.nia.nih.gov/approved-concepts

https://www.nia.nih.gov/approved-concepts


Promote your studies and share them with 
researchers around the world
Does your Center have a study that may be a resource for 
researchers outside your ADC? If so, NIA invites you to 
promote it on the NACC website.
Just fill out a quick questionnaire, and NACC will post a 
brief description, along with your logo and a link to the 
study website.

GET THE QUESTIONNAIRE:  naccmail@uw.edu

Attention, ADCs



https://www.alz.washington.edu/BiospecimenTaskForce.html

https://www.alz.washington.edu/BiospecimenTaskForce.html


https://www.nia.nih.gov/news/expert-panel-offers-transformative-recommendations-
nih-alzheimers-research-centers

https://www.nia.nih.gov/news/expert-panel-offers-transformative-recommendations-nih-alzheimers-research-centers
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Clinical research capacities
Strategy B2: Leverage real world clinical data

Encourage participant 
consent to provide access to 

their clinical records

NACC Steering 
Committee, Clinical 
Task Force, Clinical 

Core Steering 
Committee.

a.establish work 
group to consult 

with NIH 
Collaboratory; 
develop best 

practice guidance

Coordinate data collection 
efforts to streamline cross-

referrals for clinical care and 
research participation.

a.Clinical Core 
Steering Committee

Collection of current 
referral practices

Get feedback from 
community and referring 

physicians regarding quality 
assurance, process 

evaluation and cost-utility 
measures to improve 

activities

a.Clinical Core 
Steering Committee

Feedback from 
physicians

Identify ADC studies 
designed to test 

feasibility of clinical 
care data incorporation 

into studies

FY2020-
2021

Improved connection 
between PWD and 

clinical care 
FY2021

Scaling up of best 
practices to clinic 

referral into community 
settings.

FY2023

Lead Group Input Output Time Frame



“B” Recommendations– Progress toward the goals

o Goal almost completely met (80%+ work complete)
o 0 of 22 meet this criteria

o Significant progress made (50-80% complete)
o 3 of 22 (13%) are coded 

o Work started, but significant amount of work needed. (25-50% complete)
o 11 of 22 (50%) meet this criteria

o Substantial amount of work needed. (<25%)
o 8 of 22 (36%) meet this criteria



Clinical Core Steering Committee

• 'B1d. Periodically evaluate standardized procedures applicable to 
clinical practice, including: accepted clinical and psychometric 
measures, biomarkers (imaging, tissue/fluids), longitudinal 
observation, innovative assessment tools, methods to acquire brain 
autopsies, and CLIA certification for sharing of relevant data with 
research participants and families.

• etc



UDS Workgroup update
• Survey completed and analyzed
• Recommendations will be presented to NACC Steering committee
• Final decisions will be made in the next few months
• Not likely to be dramatic changes, but will be some changes that will 

reduce burden
• Some of the forms, particularly, biomarkers, may become obsolete 

and information will be collected better (more detailed) and in 
different ways (more efficient capture) with new biomarker cores



• Very common (~25% over age 80) pathology
• Clinical features mimic AD-type dementia
• Under-appreciated and under-studied, to date:
no prior working group focused on this problem
• Multi-disciplinary, international group of experts
• Provided a new nomenclature and staging system

Working group effort to help…
• Diagnosis at autopsy (“standardize the gold standard”)
• Increase public awareness of this condition
• Enable a “common language” across disciplines
• Catalyze research

o Diagnostic studies – specific biomarkers required
o Important therapeutic target in its own right
o Key consideration in AD clinical trials
o Genetics, risk factors, and many other correlates

Nelson et al, Brain (2019)



ALZHEIMER’S DISEASE RESEARCH CENTERS 
RESEARCH EDUCATION COMPONENT (REC) 
TRAINEES WORKSHOP
• The ADRC REC trainee bootcamp was successfully completed for 30 

participants, one from each ADRC, on March 13, 2019 in Bethesda
• The participants: 

• 1) prepared and submitted a mock NIH R03 application
• 2) provided a written review
• 3) learned the NIH peer review process by interaction with NIA 

POs and SROs
• 4) served as primary reviewers in a “Mock study section”

• Each participant received written critiques for their applications 
from three reviewers: their fellow trainee, an ADRC PI reviewer and 
an NIA/CSR staff. 

• Trainees attended the ADRD Summit on March 14-15 following the 
workshop.

• We received numerous positive comments from the trainees. 
• The success of the workshop was a team effort of 
• 16 ADRC PI volunteers and 18 NIA/CSR staff volunteers.





NIA GLOBAL UNIQUE 
IDENTIFIER (GUID)
PORTAL 

Progress to Date



Why & How
■ Three different systems 

with an overlap of 
participants

■ Server that will be able to 
track study participant 
across sites and studies

■ Three NIH systems that 
will be synced and will 
communicate with each 
other

– As of May 1st all systems are 
synced

– In order to see records within 
all 3 instances, user will need 
to have an account with each 
instance



If you do not have all of the 
required information, you can 
create a pseudo GUID



• If there are entries with 
similar PHI, the system 
will prompt you that 
there is a record with 
similar information and 
will ask you to confirm

• If multiple users enter 
the same PHI, then the 
system will notify you 
and generate the same 
GUID



NIA GUID Instance by the Numbers
Number of GUIDs in the System 513

Number of Active GUIDs 507

Number of Pseudo GUIDs 6

Number of Clinical Sites Participating 27

As of April 30, 2019



SUBJECTIVE COGNITIVE 
DECLINE (SCD) SURVEILLANCE

• www. cdc.gov/brfss

https://www.cdc.gov
/aging/index.html

https://www.cdc.gov/aging/index.html


CAREGIVING SURVEILLANCE

• www. cdc.gov/brfss

https://www.cdc.gov
/aging/index.html

https://www.cdc.gov/aging/index.html


NEW NHANES:  COGNITIVE DATA

• Administered during 2019-2020 and 2021-
2022 (revised MEC)

• Interview questions

• During the past 12 months, have you 
experienced confusion or memory loss 
that is happening more often or is getting 
worse?

• Mobile exam center (MEC)

• Montreal Cognitive Assessment (MOCA)



NHANES:  COGNITIVE DATA
• Administered during 2011-12 and 2013-14 cycles

• Interview questions

• During the past 12 months, have you experienced confusion or 
memory loss that is happening more often or is getting worse?

• During the past 7 days, how often have you had trouble 
remembering where you put things, like your keys or your wallet?

• Mobile exam center (MEC)

• CERAD word recall

• Categorical verbal fluency (Animal naming) 

• WAIS Digit symbol 

• 2500 persons aged 60+ years completed the modules

• Publicly available Spring 2017



NIA Research Centers 
Collaborative Network (RCCN)

RCCN-AGING.ORG
Twitter:  @RCCNaging



RCCN Goals

• Foster Collaborations across NIA Centers Programs
• Prepare Emerging Investigators for Interdisciplinary 

and Inter-Institutional Research 



RCCN Activities
Activity Examples For Early Career Investigators
Workshops convening 
researchers from 
multiple NIA center 
programs around a 
common problem.

1. Behavior Change for Older Adults 
(Dec 6 – 7, 2018)*

2. Sex and Gender in Aging (June 6-7, 
2019)

3. Resilience (Nov 11 -12, 2019)

-Travel Awards for Early Career 
Faculty (Workshop 2 applications 
due April 1)

-Special Didactic Program Focused 
on Early Career Faculty Concerns

-Participation in Preparing 
Workshop Proceedings

Cross Center Pilot 
Awards

Two $40K pilots on the theme of each 
workshop.  RFA issued following each 
workshop.

-Early Career Faculty are 
encouraged to apply.
-Participation of junior 
investigators is a review criteria.

Webinar Series Directed 
at Interdisciplinary 
Research Skills

1. Building Cross-Disciplinary 
Collaborations in Aging Research* 

2. Jumpstart Your Research Team*

Announced through Center 
Programs’ Coordinating Centers 
and RCCN’s twitter feed 
(@RCCNaging).

*Slides and recordings of presentations available at RCCN-AGING.Org
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