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Figure 5. Members of the Advisory Board

Introduction Results

People living with spinal cord injury (SCI) in North America are involved in the 12 individuals applied to serve on the advisory board, and 4 applicants
following as stakeholders in research: were selected (Figure 5).
« identifying priorities for research’ 3 advisors lived throughout the United States, and 1 lived in Canada. _
* planning interventions*>4, and « All advisors had incomplete spinal cord injuries. A
- implementing rehabilitation? or peer-support interventions?. » Qualifications included experience with neuroscience, medicine, Edward S.L. " Ernest B. e
The best practice is for partnerships to span the continuum of research5. governmhental programs, legislative advocacy, and stakeholder engaged Mitchell Ofori Richardson
research.
Project purpose: to collaborate with an advisory board of individuals living with
SCI, to make recommendations for the methods of a large-scale calibration study
of the Spinal Cord Injury Movement Index (SCI-MI). The advisory I?oarq generated 3(? re.c:omme(\datlons for Table 1. Modified Stakeholder-Centric Engagement
The SCI-Ml is being developed as a SCI clinical trial outcome assessment to the future calibration sFudy, falling into 6 discrete areas Evaluation Results per Engagement Area
evaluate the construct of movement in the context of function using item- of research methods (Flgure 6). Average
response theory. Mean Total Average .
Engagement area score score item score quality of
. Perf ] h : . : :
er ormanc.e bas.ed assessment V.\/lt standardized administration and scoring The results of the modified Stakeholder-Centric Engagement Evaluation engagement
« Large candldqtg item pools for fine and general movement, as well as buckets showed engagement areas were rated Very Good to Excellent (Table 1). Respect and value advisory
for early administration after SCI and for those who walk (Figure 1) + Lowest rated area: “The advisory board and the research team learn board perspectives 37.75 40 4.72 Excellent
- Calibration study involving recruitment of at least 600 participants from each other’s expertise” (average item score = 4.5)
internationally (Figure 2) « Highest rated area: “Deal with conflict and disagreement effectively” The advisory board and
(average item score = 4.79) research team learn from  31.5 35 4.5 \E/)e«r:;él(lEeonc;d/
Figure 1. Example SCI-MI Candidate Items . . one another’s perspectives
Figure 6. Recommendations from the Advisory Board for the
SCI-MI Calibration Study Methods (Abbreviated) Deal with conflict and 78,75 30 4.79 Excellent
disagreement effectively
Communicate with
RECRUITMENT AND ENRO!'LMENT advisory board members 32.75 35 4.68 Excellent
» Recruit from Major SCI centers like SCI using effective methods
Model Systems.
Fine Motor General Movement Item  Acute Bucket: Ambulation * Recruit from specialized gyms like the Use a clear organizational
Item Pool: Deal Cards Pool: Crossing Leg Straighten Elbow Bucket: Walk NeuroRecovery Network. structure 9.5 10 4.75 Excellent
NOW  Share materials to social media and SCI
Abbreviation: SCI-MI, Spinal Cord Injury Movement Index. advocacy organizations.
RECRUITING'  Home data collection not a priority but
Figure 2. Calibration of an Item Pool into an Item Bank could be necessary for certain . .
demographics. Discussion
[ —_—T
Hish :Egm = The recommendations for the methods of the SCI-MI calibration study:
1S ltem — * Will be used as guidelines when applying for grants and creating study
ltem \ —U INTAKE protocols
Item " — * Create an accommodations intake « Have the potential to position the calibration study for greater success
em — : :
i . ) ] questlon.nglre. Action items generated from the advisory board recommendations include:
ltem | Calibration: | « Let participants know what . o . .
ST 600+ tici ¢ ltem — accommodations are possible. - Developing a second partnership with NASCIC to create the next iteration of
o tem participants Low tem = . Participants should have the ability to Fhe advisory !aoard to provide guidance for the calibration study
item = decline the International Standards for implementation
— Neurological Classification of Spinal « Meeting with the institutional review board to determine:

Cord Injury physical exam.
Item Pool Item Bank - Note medications or secondary

conditions that impact movement.

— Ethical methods of compensation for participants
— How to appropriately involve board members in recruitment
— How to provide named authorship to study participants

« Exploring future partnerships to support the calibration study, such as with the
United Spinal Association and the Dana & Christopher Reeve Foundation

Methods

MAKING PARTICIPATION EASIER Although there was a widespread endorsement by SCI researchers to involve
The research team used the formal process set forth by the North American « Coordinate and reimburse accessible stakeholders in research’, it is still not the norm.
Spinal Cord Injury Consortium (NASCIC) to create and engage the advisory parking options. . Researchers can turn endorsement into action by pursuing options to partner
board. * Make a team member available and with organizations like NASCIC.

responsible for assisting participants.
« Offer a flexible schedule for data

collection. C l .
 Have a separate space/waiting area for onctusion

participant caregivers.

» Virtual meetings followed structured conversation guides (Figure 3).

» There were five 1-hour group meetings and two 1-hour consults per advisor
(Figure 4).

* Meetings were recorded, transcribed, and imported into NVivo (Release 1.6.1,
QSR International Ltd., US) to synthesize advisor recommendations.

It was feasible to create and engage an advisory board of people living with

* Advisors revisited and clarified recommendations at each meeting. SCI over a 3-month period.
 Advisors provided feedback about the partnership with a modified self-report  The advisors made recommendations for a large-scale, international study.
survey®, and results were analyzed in Microsoft® Excel (Version 16.60). COMPENSATION « NASCIC’s project review and implementation process facilitated success.
i , , , . : .. This project may serve as a case example for other research groups looking
Figure 3. Flow Diagram of Creating and Engaging the Advisory Board Appropriately compensate participants to involve people with lived experience in the research continuum.

for their time spent.
« Have compensation available in
multiple forms (including an ABLE

XS

: Develop
Esttabllsr?. AT account). N | References
vl?/?trhnNe,ggclllé - A R « Acknowledge participants in

guides publications.

* Provide clear methods for participants 1. Newman SD; SCI Photovoice Participants. Evidence-based advocacy: using photovoice to
. identify barriers and facilitators to community participation after spinal cord injury. Rehabil
to stay connected regarding the study. Nurs. 2010:35(2):47-59. doi:10.1002/].2048-7940.2010.tb00031.x
» Educate participants about the data

2. Allin S, Shepherd J, Tomasone J, Munce S, Linassi G, Hossain SN, Jaglal S. Participatory design

collected about their 5Cl durmg intake of an online self-management tool for users with spinal cord injury: qualitative study. JMIR

nfeger tc;rl:gs and their performance on the SCI-MI . Rehabil Assist Technol. 2018;5(1):e8158. doi:10.2196/rehab.8158

. 3. Ginis KA, Latimer-Cheung A, Corkum S, Ginis S, Anathasopoulos P, Arbour-Nicitopoulos K,
2 lnleld.ual Gainforth H. A case study of a community-university multidisciplinary partnership approach to
consultations increasing physical activity participation among people with spinal cord injury. Translational

Behav Med. 2012;2(4):516-22. doi:10.1007/s13142-012-0157-0

Revise Synthesize TEST ADMINISTRATION 4. Newman SD, Gillenwater G, Toatley S, Rodgers MD, Todd N, Epperly D, Andrews JO. A
T e — recommendations * Include authentic, encouraging community-based participatory research approach to the development of a peer navigator
uides in NVivo ﬂ language in any scripts. health promotion intervention for people with spinal cord injury. Disabil Health J.
g - Prevent fatigue by offering optional 2014;7(4):478-84. doi:10.1016/j.dhjo.2014.04.006
rest breaks between test items. 5. Gainforth HL, Hoekstra F, McKay R, McBride CB, Sweet SN, Ginis KA, Anderson K, Chernesky J,

Clarke T, Forwell S, Maffin J. Integrated knowledge translation guiding principles for
conducting and disseminating spinal cord injury research in partnership. Arch Phys Med

Research « Offer standardized walking devices

"4

team (walker, crutches, etc.). Rehabil. 2021;102(4):656-63. doi:10.1016/§.apmr.2020.09.393
feedback ’ Cllnlc!ans and students _W.]th SCI 6. Martinez J, Piersol CV, Holloway S, Terhorst L, Leland NE. Evaluating Stakeholder Engagement:
experience should administer the test. Stakeholder-Centric Instrumentation Process (SCIP). West J Nurs Res. 2021;43(10):949-61.
s : : : : « Create an optional feedback survey for doi:10.1089/neu.2020.7174
Abbreviation: NASCIC, North American Spinal Cord Injury Consortium. participants to take after completing 7. Morse LR, Field-Fote EC, Contreras-Vidal J, Noble-Haeusslein LJ, Rodreick M, Shields RK,
. . . data collection. Sofroniew M, Wudlick R, Zanca JM; SCI 2020 Working Group. Meeting proceedings for SCI 2020:
Flgu re 4. Schedule and Agenda for AdVlSOFy Board Meetlngs launching a decade of disruption in spinal cord injury research. J Neurotrauma.
2021;38(9):1251-66. doi:10.1089/neu.2020.7174
vonh 1| LOYerview of the SCI-M ] |Key: FUTURE ADVISORY BOARDS
et collee e 1 Group meeting « The advisory board should include
Indivi n ion : o
> 2 dividual consultatio diversity in stakeholder roles, Acknowledgements
Participant enrollment identities, geographic locations, etc.
Red tici t burd | Feedback via self-report survey ) AdV].SO.rS ShO.Uld try SC.I-MI .]tems and NASCIC, lan Burkhart, Jen French, Namrata Grampurohit, PhD, OTR/L, NASCIC website
] educe participant burden ) participate in the calibration study. Daniel Graves, PhD, MEd, Jenny Martinez, OTD, OTR/L, BCG, Maclain
Month 2| ¢ \ Modified Likert Scale e Advisors should serve as recruitment Capron, BA, Tina DeAngelis, EdD, MS, OTR/L, Lydia Navarro-Walker, OTD, E
Future stakeholder engagement Stakeholder- 1-Poor liaisons. OTR/L, Lauryn Jodoin, OTS. Li'gﬁ_.
T : ) Centric 2-Neutral o Advisors should create and review The Jefferson College of Rehabilitation Sciences Center for Outcomes and * SCAN |$E
] Finalize recommendations ) Engagement i 3-Good educational and feedback survey Measurement provided support for engaging the advisors, and the Craig H. ME
r . : —— 1 Evaluation® 4-V Good il Neilsen Foundation (grant #597640, Pl: Mulcahey) and the JEMS (2020-21, .
Month 3| | How to disseminate findings valuation -very Goo matgrla S. o Pl: Grampurohit) provides grant support for SCI-MI item pool development E
\ J 5-Excellent  Advisors should co-author publications (grant #597640). This project was completed in partial fulfillment for the
and publicity materials. Doctoral Degree in Occupational Therapy at Thomas Jefferson University,

Abbreviation: SCI-MI, Spinal Cord Injury Movement Index. Philadelphia, Pennsylvania (Biller).




	Engaging Stakeholders as Advisors on the Design of a Large-Scale Calibration Study of the Spinal Cord Injury Movement Index (SCI-MI) Item Pools
	Let us know how access to this document benefits you
	Recommended Citation
	Authors

	Biller Poster 202207

