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ABSTRACT SOLUTION: RESEARCH TOOLS

The National Children’s Study Archive is an information, data, and sample repository for the National Recognizing the core NCS Archive user will shift over time from NCS The Variable Locator The Participant Explorer The Sample Explorer

Children’s Study, designed to make data and samples freely available for scientific research, with an experienced to NCS inexperienced users, it was identified that systems The NCS Archive currently has information available from nearly The Participant Explorer is a tool designed to allows users to investigate NCS There are currently 219,000 biological specimens and 4,600 environmental available samples
approved research request. The study, which was active from 2009 to 2014, collected data and samples or tools need to be developed to quickly convey study information. To 14,000 variables collected over the course of the NCS. Because participants and their study participation on a metadata level. Users can see connected with NCS participants. This large collection positions the Archive as a strong

from over 12,000 mothers, fathers, and children across the US at 40 study locations. These participants facilitate the meaningful evaluation and consumption of this wealth of data, many researchers tend to focus on one area of expertise, there participant counts by participant type (woman, child, father), demographics resource for future analytical studies. The Sample Explorer tool provides users with a method
are currently represented by nearly 14,000 variables, over 200,000 biological samples, and over 4,000 the Archive developed four new exploratory tools: (1) Protocol Browser, (2) needs to be a way to quickly evaluate what information was (race, ethnicity, education level, marital status), and data collection point. of exploring the available samples in the context of the participants that provided them.
environmental samples in the Archive. Variable Locator, (3) Participant Explorer, and (4) Sample Explorer (Figure 1). collected from NCS participants and how many data points, or Additionally, child participant can be categorized by gestational age, birth

In order to facilitate meaningful evaluation and consumption of this wealth of data, the Archive : : responses, are available in that area of interest. To support this weight, and quarter of birth between 2009 and 2014. Users interested in The Samplg =xplorer aIIovx./s. re.searchers o use demographlc.s, partlglpanjt tYpe, race, .

’ Figure 1. The Archive support tools : : : : fomil lati : he d hic and activity ch ot and ethnicity, and study visit information to explore the available biological (blood, hair,
has developed new exploratory tools. The Protocol Browser allows users to flow through the discovery the Variable Locator was created. The Variable Locator is a amily populations can review the demographic and activity characteristics Tc cal . o Lewab. breast milk. cord blood . 4 blacenta) and
visit progression and visit instrumentation and identify available study datasets. The Participant Website Research Tools free text and variable name search for all data currently available in for the 3000+ women, children, and fathers involved in the IVS phase of the natis, safiva, ’tlrllrze" Vgglr;a sv;/a ), reast mi d ;W. tf>0 , meCIOHItUhmé and p aflenta)dafn
Explorer allows users to investigate study participation by participant type (woman, child, father), the NCS Archive. For example, a user can type in “sleep” and will be NCS. Researchers focused on child health can review information on the en;)nrclnr?arésaf a'rfl. U WV\C; i; ptrlmlary an herlva |ve.dsan;.|? s tha I WEre o e.cl ebl ;ﬁnl zt
demographics (e.g., education level, marital status), and data collection point. The Sample Explorer provided with a list of all variables and questions on sleeping, along 5500+ child in all NCS recruitment phases of the NCS (Figure 5). subset o amilies. Wi e tool, researchers can identify sample sizes available tha

with the number of participants who responded to the question and the types of participants or samples of research of interest. With sample number, sample

the number of records in the dataset (Figure 4). The Variable Locator Figure 5. Participant Explorer demographic, and sample size information identified, a researcher can then put forth targeted
research proposals requesting the samples of most interest to their research.

allows researchers to use demographics and study visit information to explore the available biological
(blood, hair, nails, saliva, urine, vaginal swab, breast milk, cord blood, meconium, and placenta) and

environmental (air, dust, water) primary and derivative samples that were collected from a subset of includes the Study Phase, name of the corresponding dataset, Participant Explorer: Initial Vanguard Protocol

NCS families. Both the Participant and Sample Explorers provide researchers with the sample sizes variable name, variable label (question text), number of valid e e S o Figure 6. Sample Explorer

available that ﬁt the typeS Of partiCipantS Or Samples Of resea rCh Of intereSt. The Variable Locator reSpOnseS’ number Of Iegltlmate Sklp reSponseS’ number Of Other 61 8 The Sample Explorer allows you to search the inventory of biolegical and environmental samples that were collected from women, children, and fathers who participated in the NCS. Use this tool to discover which samples are available for additional scientific analysis. If you locate one or more

. . . . . o a r.t | Cl a n t S samples of potential use in your research, you can select the Create Pending Request button to start the sample request process.

allows users to search the available NCS datasets for questions and variables of interest, returning responses, and total number of variable records. The locator allows ParEr co08

specific data elements available. With these research tools, researchers targeting unique populations users to use Boolean search terms AND, NOT, and OR to further filter s -

and topic areas can quickly establish if a particular topic area is represented in NCS data and samples. h | their results. With this tool, a researcher can quickly identity the e oo e A o e
denti - eci - - The Protocol Browser otential of NCS Archive data for their future research - - : o o7t

Once identified, researchers can use the Archive’s proposal submission and review process to begin o fthe chall for the NCS i< that the stud ducted with P - o= = e

. . . . . . n n r I W n WI 2010 Q2 REC - 292 Samples (257 Participants)
using NCS resources to pursue their scientific objectives. < OTTNE ChalleNges TOrthe INLS 15 that The study Was conaucete Fiaure 4. Variable Locator o __ __ e
two main protocols—the Initial Vanguard Study (IVS) Protocol (2009-2010) 9 :

¥ Woman @ Hispanic @ Whole blood - 2686 Samples (1356 Paricipanis)

Child - Demographics Whole blood spot, dried - 3957 Samples (1537 Participants)

and the Alternate Recruitment Substudy (ARS) Protocol (2011-2014). . - o
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BAC K G R o U N D EaCh Of th ese p rOtOCO I S I n CI u d ed pa rtICI pa nt VI S ItS acrOSS m u Itl p I e I Ife The ‘ariable Locator is a free text and variable name search for all data available in the NCS Archive. For example, a user can type in “sleep” and will be provided with a list of all variables and qguestions on sleeping, along with the number of participants who responded to the remale e e 2::: : o
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The National Children's Study .« instrumentation. For a user to quickly assess how a participant progressed |~~~ T — e ————
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was conceived to be a nationally L \ ® 7T v, e - it and i dministered. Additionallv. f " e .. L o en o
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The study aimed to evaluate % { -M,\f)_; \\ NS an allows users to compare protocols (Figure 3) to understand how and if Participant Explorer: All Study Children With these research tools, researchers targeting unique populations, focused topic areas,
B ° ® N\ articipants in each protocol experience the study differentl - i - - i -
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Vanguard Study tested different \ { , o |- Ot researchers to explore and refine study information in their own areas of study. Once
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recruitment strategies in 40 hed =R e R - identified, researchers can use the Archive’s proposal submission and review process to
locations across 31 states throughout the U.S o A1 Sy Chikren (V5. ARS,P2S) 2005 4 begin using NCS resources to pursue their scientific objectives.
o ol e . Initial Vanguard Study (IVS) ° °
The study enrolled over 5,400 birth families and followed them through 2014. At protocol-specified SpUSEISE el 8 et For more information, please contact:
. o . . . . . ey = V52009 -2010 = ARS 2011 - 2014 Provider-Based Sampling Substudy (PBS) it o . . .
study visits, questionnaires and interviews, neuro-psychosocial and cognitive assessments, NICHD website https://www.nichd.nih.gov/research/NCS/
and physical examination data were collected, along with nearly 19,000 biological and 4,000

NCS Archive website  http://ncsrhfn = 2 masd

environmental primary samples from which a sample repository of over 250,000 items was created. e CHEETD G — o
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