RESEARCH UTILIZATION SUPPORT AND HELP PROJECT

INVESTIGATING COMMUNITIES OF PRACTICE
RRTC ON POLICIES AFFECTING FAMILIES AND CHILDREN WITH
DISABILITIES

Quarterly Report
February 1, 2007 through April 30, 2007

Because of the onemonth dday in issuance of our awards statement (issue date, February
1, 2007) thisreport covers our activities throughthefirst two months of opeation of this
project, Anvestigating Communities of Practice.O The overall gods of the project
indudethefollowing, al in relationship to thetopic of enhancing family suppotsin
early childhoodprograms:

A. To synthesize and organize the best available research in order to increase the
likelihoodthat evidence-based practices will beused by practitionas, families,
and university teachers.

B. Toidentify research gapsin order to influence future research agendato focuson
priority topics.

C. Todemongrate theutilization of evidence-based practice throughthe compilation
of success stories illudrating the use of evidence-based practices as away to
contextudize theresearch and increase thelikelihood of its implementation.

D. To create aweb-suppoted environment characterized by user-friendliness,
connectivity, state-of-art disability core concepts, and relevant information that
will be meaningful for stakeholder groupdN families, practitiona's, researchers,
and university faculty.

Following adiscussion of start-up activities for the project, we will discuss progress on
these godsin the context of ourtimeline(Table 4) for completion of Project Activities.
Theseindude (@) organizing a Core Leadership Committee; (b) findizing selection of
conalltants and CoP software; (c) cugomizing software and design graphics, etc., for
content; (d) collecting and uploading research repository materials; and (€) collectingand
uploading success stories.

Start-Up Activities

Rather than usng an existing Beach Center staff member part-time in thefacilitator role
for this project, we decided to use RUSH fundsto hire onefull-time facilitator. (Other
members listed in the grant proposl BDr. George Gotto and NinaZunag will still be
involved butwill be pad fromour NIDRR Core funds) We recruited and hired Ms.
DonnaBeauchamp, who will start work on May 7. Ms. Beauchamp isthecurrent Chair
of the Kansas Developmental Disabilities Coundl and comes to usfrom a postion at the



University of Kansas Medical Center where she currently serves as a parentliaison. She
has extengve experience training family members and also as atraine of professionds
with respect to family issues. Ms. Beauchamp will participate in recruiting, facilitating
paticipantsin theorntline dialogues and exchanges, and linking CoP membersto
resources from our Leadership Committee and other sources.

Other start-up activitiesinduded submitting an applicationto our KU Human Subjects
Review Committee for compliance with our University@ Human Subjects research
protectionspolicies.

Core Leadearship Committee

On February 26, 2007, we hdd aface-to-face meeting of our Early ChildhoodFamily
Suppot Community of Practice (CoP) in Washington, D.C. Themeeting involved
researchers, family representatives, and agency officials from NIDRR, OSEP, IES, MCH,
Head Start, SAMHSA, and NICHD. Researchers were nominaed by theagency
representatives as those who are engaged in relevant research aboutfamily suppot issues
in early childhood from the point of view of each of the agency areas of responsbility.
Family representatives were leaders in parent/family organizations(e.g., Parent to Parent,
PACER, Family Voices, Federation of Families for Children@ Mental Health)
established and/or spon®red by therespective agendes. We developel this plan for
meeting participation in order to assure tha we induded a cross-section of researchers,
policy makers, and family advocates across the spectrum of health, education, and human
services related to suppoting families of youngchildren with disabilities. This group
made several key decisionsrelevant to theimplementation of this project (to be discussed
unde appropriate project activity descriptiong. At the conduson of the meeting, 15
participants volunteered to serve on a L eadership Committee to implement next stepsfor
the CoP. Theseindude

Mary Jane Brotherson, lowa State University (researcher)

Virginia Buysse, University of North Carolina-Chgpd Hill (researcher)
DianaDenboba Maternd and Child Health Bureau (agency)

Nancy DiVenee, Nationd Parent to Parent (parent)

Barbara Hanft, Maryland Early Intervention Leadership Academy (researcher)
Barbara Huff, Federation of Families for Children® Mental Health (parent)
George Jesien, Assodation of University Centers on Disability (advocate)
TriciaLuker, Respect ABILITY Law Center (parent)

Richard Robets, Utah State University (researcher)

Patricia Snyde, Vandebilt University (researcher)

Judy Swett, PACER Center (parent)

Jennifer Tschantz, Office of Special Education Programs (agency)
TiinaUrv, Nationd Inditutes of Health (agency)

NoraWells, Family Voices (parent)

Pam Winton, University of North CarolinaChgpd Hill (researcher)



Therespongbilities of thisgroupare: (a) to advise and participate in testing theonline
CoP; (b) to paticipate in planning for content; (c) to advise and assist in recruiting
participants to join the CoP membership; and (d) to assist in locating and linking to
research to indudein theresearch repostory.

Selection of Conailtants and CoP Software

We selected Dr. Michael Prevou, of Strategic Knowledge Solutions Inc., as our primary
conalltant for the establishment of our on-line CoP. Dr. Prevou has extensve experience
with on-line CoP devel opment, implementation, and evaluaion. He participated in a
review of over 90 software produds, which resulted in the selection of the Tomoye
Community of Practice software we described in our RUSH application proposl.

Thusfar, Dr. Prevou has provided uswith (a) two, one-day planning sessionsto develop
guiddines, gods, and opeating plansfor thewebste; (b) onetwo-day training sessionin
collaboration with a Tomoye software representative, to teach Beach Center staff howto
managethe software; and (c) provided day-to-day technical assistance and liaison with
Tomoye as we uploaded and tested the software.

We did select the Tomoye software and have ingalled it.

Cugomize Software and Design Graphics

Following theingallation of our new software, we distributed the URL to members of
our Core Leadership Committee to pilot the software. Feedback fromthis groupled usto
the conduson tha the software as it was configured vut of theboxOwas alittle too
confusng and ungpeding for the patential membership of our CoP. Theimpartance of
providing an inviting web atmosphee was reinforced during our CoP meetingin
February, when several participants described unsuccessful experiences with other on-
line CoPs.

Therefore, we decided to hire the same conaultant who had worked on the graphics and
Qook and feel Oof our new Beach Center webste (see www.beachcenter.org for
examples). He has participated in several meetings with our Beach Center staff, both the
program team and our technical/programming staff. His time estimate for completion of
thiswork isJunel. Whilethis may represent adday in ourtimeline, we bdieve this
activity is essential, given thefeedback from our Leadership Committee, to assure
ultimate success of the CoP. We outline (bdow) actionswe propo< to take in themonth
of May to prepare and have ready several important content items so tha thetime will be
well-spent and theresult will belittle or noloss of time overall.

Collect and Upload Research Repostory Materials

At our CoP meeting in Washington in February, we discussed a modd definition of
evidence-based practice in early childhoodfrom three members of our Leadership Core
Committee (Buysse & Wedey, 2006) suggesting tha evidence-based practiceis G



decision-making process that integrates the best available research evidence with family
and professiond wisdomand valuesO(Buysse & Wesley, p. 12). Thegroupengaged in a
lively discussion aboutthe meaning of Gamily wisdomOas well as ralues.O This
framework provided uswith an oppotunity to see the connectionsbetween the Guccess
storiesOand the Qesearch repostoriesOthat we envisioned in our RUSH proposl. That
is, acollection or accumulation of family wisdomwould guide the identification of
corresponding reviews of best available research on the GvisdomOexpressed by the
families. QVisdomOwould bein theform of success stories submitted by both family
and practitiona CoP members.

Two important events have shgped the evolution of our thinking abouttheresearch
repostory format and content. First, we learned that we need a well-articulated
framework for decision making abouttheevidence base for family suppots. Thework
of Buysse and Wedley is a place to start because it reflects an application of evidence-
based approaches to evaluaing evidence-based practices. However, we are also familiar
with severa other approaches, induding the Cochrane Library and the Campbdl
Collaborative, which provide greater detail aboutindicators of qudity and effectiveness
for variousresearch paradigms (e.g., both randomized control treatment research, other
nontrandonized quantitative approaches, and quditative methodobgies). The conoept
of QyradingQinterventions(in our case, family support services) involves numerous
facets, induding (a) identification of the qudity of theresearch on an intervention, (b)
judgment aboutthe effectiveness of theintervention, (¢) cog-benefits of the intervention,
and (d) acceptability of theintervention from the point of view of both practitiones and
family members. With guidance from our Core Leadership Committee, we decided tha
development of aframework tailored to the needsof family suppot servicesin early
childhoodwould require full participationfrom the CoP membership. We are therefore
currently in the process of assembling a matrix providing a comparison of different
frameworks for assessing the evidence-base of interventions We will add possible
mechanisms for assessing family inputinto the overall grading system for family-related
interventions These materials will be available at thetime of thelaund of owr CoPfor
review and reaction from our members. Furthe, we hopeto implement a mechanism to
solicit ongong assessment aboutthe practicability of thos interventionwe doreview B
comments from practitionas and family members aboutmodificationsneeded to make a
given suppot work for thar individud needs

Second, with respect to content, our plansare to develop a research repostory organized
aroundour family suppot framework. Aswe have learned more aboutthe concepts of a
well-managed CoP, we have decided tha identification of topics and specific
interventionsfor review and poging should come from our membership, and notfrom
preconaeived structures we impose onthe CoP. Therefore, we will solicit nominaions
for specific family suppot intervention moddsto bereviewed and poged in our research
repostory. We will tally nomnaionsand develop priorities for reviews based on this
input



To beprepared for arapid respong to this process, we are currently reviewing and
selecting materials and information abouta variety of family suppot intervention modds,
so tha we can respondwith initial information and resources.

Collect and Upload Success Stories

We have collected atotal of eightsuccess storiesthusfar. Themajority of these arein
the form of written doauments, but one(Harper® story) has been developed with
accompanying video naratives fromthefamily. We are workingto collect similar video
clips discussion guides, etc. to go with other success stories. All of these will beinitial
entriesontheonline CoPwhen it launches. We will provideguiddines for CoP
members to contribute their own stories.

In Summary

By Junel, we expect to have our CoP webste reconfigured with attractive graphics and
multimedia content focused around(a) family wisdom, (b) professiond wisdom, (¢)
expet of themonth, and (d) research connections Theresearch repostory will contain a
matrix of condgderationsfor selecting and grading evidence to evaluate family suppot
interventions and an invitation for participants to nominate interventionsto be evaluated.

We will send you the URL and guiddinesfor loggng onto the CoPas soonasitis
available.
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