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Presentation Notes
Founded in 2015, by bruce, Julia and me, to address just the questions being raised in this gathering, using transactional administrative micro-data from universities as the starting point for a mosaic of many types of data. You’ve heard a lot about UMETRICS, IRIS is the organization that anchors the community which builds and uses it.


= The Promise & The Challenge: understanding, explaining & improving the

public value of science

T TUNK Nou SHOULD e
EXPLICIT HERZE N STEP TWO, -

Data Types

Produces/Owners

Restrictions

Grant details
Granular

Expenditures

Student records &
transcripts

Survey information
(e.g. SED, BRDIS)

Scientific
Outcomes

Employment &
Workforce

Federal Science Agencies

Universities

Universities, State Higher
Education Agencies

Federal Statistical Agencies

Federal Agencies (USPTO,
NLM), Publishers (Elsevier,
Clarivate, ProQuest),

Repositories, University Tech

Transfer Offices

State Workforce Agencies,

Federal Statistical Agencies,

Corporations

None for public data

State & Federal Law,
institutional, contractual

State & Federal Law,
institutional, contractual

Federal Law, Human
Subjects Protections

None for public data,
proprietary, contractual,
institutional policies

Federal & State Law,
proprietary

Bare minimum: 9 types of data producers/owners working under six types of restrictions with different,
sometimes contradictory needs, disparate goals and a challenging history that can breed mistrust are needed to
fill in step 2.
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The days when a more or less benevolent and transparent monopoly builds data and hands it off to a largely passive (or ignored) community of users is over.  Puling this off requires that lots of different groups (data producers, researchers, communicators) with different risk and value profiles and sometimes a history of conflict, come together voluntarily to actively collaborate on building shared resources. Keystone is value for all participants, on their terms
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Linked data . . . Focus . . . First two –umetrics transaction data, business and geographic data; transaction data and employment/wage data; transaction data and scientific productivity data (patents and publications). Designed with not for.
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Timely, responsive, and safe production at scale
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Research-based fact sheets for
NSF & members of congress
support RISE Act, Endless
Frontier Act, and infrastructure
funding for research

and professional staff) when much of the scien-
tific work was suspended. While that protected
more than 90% of research jobs, it also created
a “Salary Gap” for federal grants that are be-
ing spent down on salaries while the pandemic
slows or pauses active research work.

19 effects

If this gap is not addressed, federal funding agencies will be forced to choose between finish-
ing these projects and funding new science. This tradeoff would harm America’s standing as
a global research leader, and diminish our ability to develop a competitive STEM workforce.

IRIS Products are driven by linkage across more than 50 data streams
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Benefits of aggregation, value of a stable well governed platform organization – covid, congress people and nsf. Timeliness
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Networks should always be expanding and open to new ideas; partnerships.  XSEDE & CTSA – counterfactual groups across many fields and institutions to evaluate platform and network organizations that can’t be seen clearly with data from just one. NCSES – already heard about this from W-Y, but I am *very* excited by the possibilities.  Emilda/toby, need for stories – ImpactFinder



Measuring Impact

Sam Carlin has built 50 pediatric treadmills for U-M
researchers so they can study the mobility patterns of
children.

The custom exercise equipment helped Professor Dale
Ulrich determine that just a few minutes of daily treadmill
training can help accelerate the walking habits of children
with Down syndrome.

“Treadmill training in the home of infants with Down
syndrome helps reduce the infants’ significant delay in
learning to walk,” said Ulrich, professor of movement science
and health fitness. “Once any infant can walk, we see
advancements in their cognitive, social, emotional and
physical development because they can explore their
environment and learn.”

U-M Professor Dale Ulrich determined that just a few minutes of
daily treadmill training can help accelerate the walking habits of
Grants awarded to Ulrich and other U-M researchers children with Down syndrome. Photo: U-M School of Kinesiology
covered the $50,000 bill for the pediatric treadmills. And that

funding helped Carlin expand his Sturgis, Mich.-based company, which has designed about 350 specialty treadmills for
hospitals, schools and families worldwide.

Pediatric Treadmills by
Carlin's Creations, L.L.c.

Pediatric Treadmills

Designed for children with developmental difficulties
(such as Down Syndrome or Cerebral Palsy)

Research by the University of Michigan shows that children with Down Syndrome learn
to walk faster and betier when using a slow treadmill

Our Pediatric Treadmill Models are designed for childred weighing- cick link for additional
information:

12 8 Treadimll - undec 75 pounds
I 4- under 100 pound:

I 5- under 100 pound
L6-under 125 pounds.

Treadmill 2

‘Treadmill 3

Treadmill training helps babies with Down syndrome walk months earlier

ANN ARBOR—Starting infants with Down syndrome on treadmill training for just minutes a day
can help them walk up to four or five months earlier than with only traditional physical therapy,
anew study from the University of Michigan says.

‘The study also suggests that infants who do high intensity treadmill training may walk even
sooner.

Getting infants walking is critical because so many other skills arise from locomotion: social
skills, motor skills, advancement of perception and spatial cognition, says professor Dale Ulrich
of the University of Michigan Division of Kinesiology and principal investigator on the treadmill
training project.

“The key is if we can get them to walk earlier and better then they can explore their environment
earlier and when you start to explore, you learn about the world around you,” Ulrich said.
“Walking is a critical factor in development in every other domain.”

Infants with typical development learn to walk independently at about 12 months of age. Babies
with Down syndrome typically learn to take independent steps at 24-28 months.

In the study, 30 infants were randomly assigned lower intensity, generalized treadill training,
or high intensity, individualized treadmill training, implemented in the homes by their parents.
The training was used as a supplement to physical therapy.

Initially, all parents worked with their infants on the treadmill for eight minutes a day, five days a
week. The parent sat on a bench that straddled the treadmill and held the infant as the child
took steps on the treadmill, Ulrich said. All of the parents began with low intensity training, but
after the infant could take 10, 20, and 30 steps per minute, intensity was gradually increased for
half the infants, Ulrich said.

High intensity training included increasing the treadmill belt speed, using longer durations, and
adding light weights to the ankles, with intensity tailored to each child,

The results suggest that infants in the training group increased
their stepping more dramatically over the course of training, and attained most of the motor
milestones at an earlier mean age. The results also provided support for the results of their
earlier treadmill training study reported in 2001

December 17, 2007

Contact: Laura Bailey
baileylm@urich.edu

shareon: 9 f in

‘The treadmills are about $1,200 each, and Ulrich said the hope is that more hospitals and parent
organizations will rent the equipment to parents.

Down syndrome occurs in about 1 in 700 births, and is one of the few disabilities that causes
significant delays in all developmental domains, the paper said.

Treadmill Training of Infants With Down Syndrome: Evidence-Based
evelopmental Outcomes

Dale A. Ulrich, PhD?; Beverly D. Ulrich, PhD'; Rosa M. Angulo-Kinzler, PhD'; and Joonkoo Yun, PhD}
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Economic and regional impact, scientific impact, human interest, public health all in one bucket.  The key is that these things aren’t independent. They are all of a piece and must be studied, understood and communicated that way 
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Expertise, capacity, new ideas, findings to translate to products, 
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Solving the problem of social organization

Innovative Communities need:

1.

Social solidarity - trust, affinity,
forbearance, reciprocation, common
language

Interdependence & Commitment

Mechanisms for learning, credit, and
credibility

Value for all

MEMBERS: Universities contribute NODES: Approved nodes USERS: Approved users
data, support infrastructure and materially improve data, securely access de-identified
receive campus-specific and develop products, and expand aggregate datasets
aggregate reports user communities

él 4= | Combined Combined e
H Identified | De-Identified | —IX
[ memBeER

—

el gontifed | secire oata
Access
USER

&
&

=
PARTNER Secure Data =D

Access

PARTNERS: Approved partners receive data from IRIS which they
improve and make accessible throught their own secure systems

Generalized exchange — “each actor gives benefits to another, and
eventually receives benefits from another” but not from the same
other (Molm et al 2007)

» Generates more social solidarity than arms-length, tit-for-
tat, or restricted pairwise exchange

Network governance — a collection of actors who pursue “enduring
exchange relationships with each other” but “lack a legitimate
organizational authority” to resolve disputes and conflicts (Podolny
& Page 1998)

» Nimble, innovative, well-suited to fields where knowledge
is rapidly expanding and widely dispersed


Presenter
Presentation Notes
Networg forms of organization have thicker governance than markets and less authority than hierarchies. They are good for forging stable, flexible and innovative communities in fields where knowledge and capabilities are growing fast and widely dispersed.  Because the value for one participant often comes from access to resources and skills held by others, but often they aren’t the same others. Direct reciprocation and bilateral exchange often won’t work. So we need generalized exchange
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Generalized Exchange + Network Governance = Vibrant,
Innovative Community



Avoiding the most common pitfalls

Networks fail when “partners screw each other or screw up”
(Schrank & Whitford, 2011)

Screwing
Opportunism: self-interest with guile Oligarchy: elite rule behind a democratic facade
Examples: Free-riding, defection, opportunistic exit Examples: self-dealing, gatekeeping, special pleadings, opacity
Solutions: Lower costs of participation, raise value of Solutions: transparency, procedural fairness, rotating leadership
engagement, make malfeasance visible, credit credibility

Individual Entire
Participants Networks

Competency Shortfall: inability to uphold collaborative bargains Calcification: success rigidity limits learning
Examples: Ignorance, incompetence, limited capacity Examples: closure, lack of inclusiveness, orthodoxy, risk-aversion
Solutions: Training and capability building, translation, accessible Solutions: community-driven design, creative abrasion,
support

Screwing

Up




Lessons from RIS for Cultivating Community

* Laser focus on reliability, transparency, timeliness and value

* Guard against opportunism and make misbehavior costly
» Absorb transaction costs to lower barriers for partners
» Increase scale and scope of data to raise value through network externalities

Accessible, inclusive training and support to increase capacity and decrease the
likelihood of screwups

» Create multiple onramps and access points
» Meet communities where they are and help them develop the capabilities they need

Transparent, fair and open procedures, dependence on community to avoid oligarchy

» All documents and procedures public
» Dependent on and answerable to community through membership contributions and elected
board of directors

Partnerships with other community anchors and broad, welcoming outreach to
prevent calcification
» Integrate with other relevant communities through strategic partnerships and innovative research

Make news through sustained, substantive technical and scientific contributions
» Research active anchors are necessary for collaborative problem solving


Presenter
Presentation Notes
Can’t just have an adminstering or coordinating org.  The network anchor must be very much in the mix and contributing.


Safe, reliable,
open, responsive

and innovative
data communities
create value for all

Data to
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