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Knowledge Translation in Spinal Cord Injury (SCI) Research: Gaps and 
Bridges 
Prof Kim Anderson1,4, Mrs Gunilla Åhrén2, Mr Antonio Vecchio3 

1North American SCI Consortium, Niagara Falls, United States, 2The Gothenburg Competence Centre for SCI, Gothenburg, 
Sweden, 3Spinal Research Institute, Melbourne, Australia, 4CWRU-MetroHealth System, Cleveland, USA 

Knowledge translation, as defined by the National Institute on Disability, Independent Living, and 
Rehabilitation Research, is "the multidimensional, active process of ensuring that new knowledge gained 
through the course of research ultimately improves the lives of people with disabilities, and furthers their 
participation in society" (US Dept of Ed., 2007).  There is currently no mechanism or best practices in the SCI 
field by which research findings published in peer-reviewed journals transit appropriately through the 
knowledge translation process to impact the lives of people living with SCI (Noonan et al., 2014).  
Consequently, a large gap exists between the research and the beneficiaries of that research, including 
people living with SCI, healthcare providers, healthcare systems, community service organizations, and 
governments.  This panel will provide an overview of the current problem and discuss examples of 
knowledge translation strategies (Sudsawad, 2007) that three different non-profit SCI organizations have 
begun utilizing to bridge this gap, which is relevant to researchers, healthcare providers, people living with 
SCI, health policy makers, and funders.  Examples of knowledge translation to be discussed include 1) how 
the Spinal Research Institute collated global SCI researchers work in lay terms and showcased it to 
stakeholders in the ‘Why Research Matters’ publication; 2) how the North American SCI Consortium took 
research evidence about COVID-19 in people living with SCI and created a lay language summary for 
community dissemination; 3) how Gothenburg Competence Centre for SCI is utilizing Priority Setting 
Partnerships, a model for a two-way process involving all stakeholders, for sharing knowledge and 
identifying knowledge gaps in need of research and/or interest areas in need of development. 
Draft Agenda:  
:00-:10 Introduction to the problem – Kim Anderson, NASCIC  
:10-:30 How can an organization share research information with a non-scientific audience? – Antonio 
Vecchio, SRI 
:30-:50 How can networks of people living with SCI help facilitate knowledge translation to the 
communities? – Kim Anderson, NASCIC 
:50-:70 Challenges and possibilities for knowledge translation providers to impact translation – Gunilla 
Åhrén, Gothenburg Competence Centre for SCI 
:70-:90 Discussion with audience regarding strategies to develop best practices for knowledge translation of 
SCI research
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Building Capacity for Engaged Research: The New Integrated Knowledge 
Translation (IKT) Guiding Principles for Conducting and Disseminating 
Spinal Cord Injury (SCI) Research in Partnership 
Dr Heather Gainforth1,2, Mr Peter Athanasopoulos3,4, Gayle Scarrow5, Prof Kim Anderson6,7, Mr John 
Chernesky8 

1University of British Columbia, Kelowna, Canada, 2International Collaboration on Repair Discoveries, Vancouver, Canada, 
3Spinal Cord Injury Ontario, Toronto, Canada, 4Ontario SCI Alliance, Toronto, Canada, 5Michael Smith Foundation for 
Health Research, Vancouver, Canada, 6North American Spinal Cord Injury Consortium, Niagara Falls, United States of 
America, 7Case Western Reserve University-MetroHealth System, Cleveland, United States of America, 8Praxis Spinal Cord 
Institute, Vancouver, Canada 

The gap separating research discovery and implementation is of particular concern for individuals living with 
spinal cord injuries (SCI). Whether an individual is recently injured or ageing with SCI, research discoveries 
can help people with SCI adjust, adapt, and thrive. However, people with SCI often lack access to research 
discoveries and their priorities are often not reflected in the research agenda. 
 
Establishing research partnerships between researchers and research users is one knowledge translation 
approach that is gaining attention for its potential to close the gap between research and practice. 
Increasingly, research funders, SCI organizations, and people with lived experience of SCI are encouraging or 
requiring researchers to partner with research users on grants. Despite the potential advantages of a 
partnership approach, only a small minority of SCI research and knowledge translation activities have been 
planned and implemented in partnership between SCI researchers and research users.  
 
To combat tokenism and support meaningful SCI research partnerships, a strong North American team of 
SCI researchers, SCI organizations, people with lived experience of SCI, health professionals, and research 
funders co-developed the first Integrated Knowledge Translation (IKT) Guiding Principles for SCI research 
(www.IKTprinciples.com). The eight principles represent the first rigorously co-developed, consensus-based 
guidance to support meaningful SCI research partnerships and are designed to be used early and 
throughout the entire research process.  
 
While the co-development of partnership principles is an important first step, the impact of the principles 
will only be as impactful as their implementation by SCI researchers, research users, and funders. Therefore, 
this workshop aims to introduce the IKT Guiding Principles to attendees and support their adoption in the 
SCI research system. Importantly, the workshop is being led by members of the multidisciplinary team who 
co-developed the principles. Together, the speakers represent members of key target audiences who will 
use the principles (e.g. people with lived experience of SCI, researchers, research users, and funders). 
 
First, Dr. Gainforth will outline how the principles were co-developed and ongoing efforts by the team to 
support implementation (10 minutes). As a SCI researcher who champions partnered approaches, Dr. 
Gainforth will discuss how we can build capacity among researchers to use the principles (10 minutes). As a 
leader within SCI organizations and advocacy networks, Athanasopoulos will then discuss how we can build 
capacity among research users to partner (10 minutes). As a leader within a research funding organization, 
Scarrow will discuss how funders can support partnered research (10 minutes). Finally, Dr. Anderson-
Erisman will apply her wealth of experience as a researcher and the president of the North American SCI 
Consortium to outline how we can advocate for transformational change within the SCI research system 
that addresses institutional and systemic barriers to research partnership (10 minutes). Throughout the 



workshop, Chernesky will moderate interactive breakout sessions where attendees will first discuss barriers 
to adopting the IKT Guiding Principles in their work (20 minutes) and subsequently work together to co-
develop a plan to support the application of the IKT Guiding Principles in SCI research (20 minutes). 
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Abdominal muscle stimulation to improve function after spinal cord 
injury- an instructional workshop 
Dr Euan Mccaughey1,2,3, Prof Jane Butler1,3, Dr Bonne Lee4, Dr Annie Palermo1,3,5, Dr Claire Boswell-Ruys1,3,4, 
Mr Keith McNaughton1, Dr Gabby Allen1,3, Prof  Simon Gandevia1,3,4 

1Neuroscience Research Australia, Sydney, Australia, 2Queen Elizabeth National Spinal Injuries Unit, Glasgow, Scotland, 
3University of New South Wales, Sydney, Australia, 4Prince of Wales Hospital, Sydney, Australia, 5Miami Centre for 
Paralysis, Miami, USA 

Respiratory complications are one of the leading causes of morbidity and mortality for people with a spinal 
cord injury. These problems are largely caused by respiratory muscle weakness. The abdominal muscles are 
one of the key muscles of respiration. Transcutaneous electrical stimulation of the abdominal muscles, 
termed Abdominal Functional Electrical Stimulation (Abdominal FES), can be used to make the abdominal 
muscles contract, even when ‘paralysed’. We have shown that Abdominal FES improves the respiratory 
function of people with tetraplegia.1,2 Specifically, the application of Abdominal FES causes an immediate 
improvement in Cough Peak Flow,3 while the repeated application of Abdominal FES improves unassisted 
vital capacity, forced vital capacity and peak expiratory flow.3 Despite these positive results, clinical uptake 
of Abdominal FES remains low. To tackle this, we now have a number of ongoing clinical trials investigating 
whether Abdominal FES can reduce respiratory complications, reduce mechanical ventilation duration, 
improve bowel function and improve blood pressure management. 
Following on from our highly successful workshop at ISCoS 2018, this workshop aims to provide participants 
with a better understanding of how Abdominal FES works, when it should be used, and how to apply it. The 
audience will be encouraged to ask questions and engage in the issues discussed, before an interactive 
demonstration. The discussion at this workshop will inform future research pathways. 
Topics to be covered 
Topics to be covered include: 
1) Abdominal FES- what it is and how it works 
2) Who should we be using Abdominal FES with, and when should we use it? 
3) How do I apply Abdominal FES to my patients? 
Target audience 
This workshop will be of relevance to those involved in: 
• the acute care of people with tetraplegia 
• hospital based care and rehabilitation of people with tetraplegia 
• caring for those with tetraplegia in the community 
Outline 
1) The principals of Abdominal FES – 10 minutes 
2) What we know about Abdominal FES – 15 minutes  
3) Information about current and ongoing clinical trials and how to take part- 10 minutes 
4) Future pathways for Abdominal FES- 10 minutes 
5) Q&A – 10 minutes 
6) Hands on demonstration of how to apply Abdominal FES- 30 minutes 
7) Wrap up and overall summary – 5 minutes 
1. Lee BB, Boswell-Ruys C, Butler JE, Gandevia SC. Surface functional electrical stimulation of the 
abdominal muscles to enhance cough and assist tracheostomy decannulation after high-level spinal cord 
injury. J Spinal Cord Med 2008; 31: 78-82. 
2. Butler JE, Lim J, Gorman RB, et al. Posterolateral surface electrical stimulation of abdominal 
expiratory muscles to enhance cough in spinal cord injury. Neurorehabil Neural Repair 2011; 25: 158-67. 



3. McCaughey EJ, Borotkanics RJ, Gollee H, Folz RJ, McLachlan AJ. Abdominal functional electrical 
stimulation to improve respiratory function after spinal cord injury: a systematic review and meta-analysis. 
Spinal Cord 2016; 54: 628-39.
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Big data in the field of acute spinal cord injury: feasible and informative 
Dr John Kramer1, Prof. John Kramer6, Prof Jim Guest4, Prof Norbert Weidner5, Dr Michael Fehlings, Dr Marc 
Bolliger6, Dr Armin Curt2, Dr Catherine Jutzeler1 

1Swiss Federal Institute Of Technology (eth Zurich), Basel, Switzerland, 2University Hospital Balgrist, University of Zurich, 
Zurich, Switzerland, 3University of Toronto, Toronto, Canada, 4University of Miami, Miami, USA, 5University Heidelberg, 
Heidelberg, Germany, 6University of British Columbia, Vancouver, Canada 

Learning objectives: 
1. Lessons learned to accomplish large observational studies in acute spinal cord injury: how to 
manage mindset and funding 
2. Common findings of the available data resources and big data analytics in the field of spinal cord 
injury 
3. Modern technology to support clinical practice and trials, and how to support big data initiatives 
 
Level: Introductory 
 
Target audience: Clinical trialists, clinicians, researchers, consumers, and policymakers 
 
Brief description: For more than a decade, the term “big data” has been used to describe the increasing 
volume of health information available to inform medical practice. For orphan diseases, such as spinal cord 
injury, the application of big data approaches is still in its infancy. In the field of spinal cord injury, big data is 
emerging as an important resource to: 1) examine factors that modify recovery from spinal cord injury, 2) 
improve the accuracy of early prognosis, and 3) perform stratification of patients for clinical trials. Over the 
last decades, the spinal cord injury field has made major progress in establishing large data sources (i.e., 
clinical trials and observational studies) with data that has been prospectively collected in a structured and 
standardized format in North America and Europe. As a result of these international efforts, big data and 
advanced computational approaches become feasible. In this workshop, we will introduce the audience to a 
series of projects that embrace the momentum of big data and advanced statistical and machine learning. 
The aim of this introductory workshop, designed for clinical trialists, clinicians, researchers, and consumers, 
is to describe these existing applications, as well as challenges and important areas of future research.  
 
The following topics will be covered: 
1. provide an overview of available data sources 
2. define common recovery profiles and outcomes from acute spinal cord injury,  
3.  improve the prediction and stratification of patients for clinical trials, 
4. develop seamless and parallel cohort study designs to accelerate the translational pathway 
Following a brief introduction of workshop objectives and speakers (5 min), the following line-up of 
speakers are planned: 
• Bolliger (University Hospital Balgrist): Advanced prediction in acute spinal cord injury to improve 
stratification, power and study duration (10 min). 
• Fehlings (University of Toronto): Feasibility of surgical studies in acute SCI (10 min). 
• Weidner (University of Heidelberg): Multicenter interventional studies (10 min). 
• Guest (University of Miami): Observational studies in the very early stage of SCI (10 min). 
• Kramer (University of British Columbia): Big data in acute SCI to improve clinical trials (10 min).  
 



Each presentation will be followed by a 5-minute question period. At the conclusion of the workshop 
presentations, 10 minutes will be available for a summary panel discussion and any additional questions 
from participants. This will be moderated by Dr. Jutzeler and Dr. Curt. A handout will be made available to 
participants that summarizes key points of the workshop. 
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How to measure patient’s beliefs about their spinal cord injury during first 
rehabilitation and apply the results? 
Prof Marcel Post1,2, Dr Jane Duff3, Ms Heleen Kuiper1,2, Dr Christel van Leeuwen1 

1Center of Excellence for Rehabilitation Medicine, De Hoogstraat Rehabilitation, Utrecht, Netherlands, 2University of 
Groningen, Department of Rehabilitation Medicine, Groningen, Netherlands, 3The National Spinal Injuries Centre, Stoke 
Mandeville Hospital, Aylesbury, United Kingdom 

Individuals with a similar SCI may react very differently to their condition and report diverging levels of 
quality of life. A core element of the adaptation process after SCI consists of the beliefs that patients have 
about their SCI, including their experience and interpretation of symptoms and the consequences that it will 
have for their future health and well-being. Such beliefs are known as ‘reflections of illness perception’, 
‘illness cognitions’ or ‘appraisals’ in models of psychological adaptation. They determine coping strategies 
and, thereby, long-term outcomes of individuals with SCI, such as quality of life, participation and mood. 
Therefore, early assessment of such perception or appraisals in SCI rehabilitation is, to our view,  important. 
 
In this interactive workshop we will present two validated measures of perception and appraisals of SCI, the 
short version of the Illness Perception Questionnaire (B-IPQ) and the Appraisals of Disability Scale Primary 
and Secondary Scale short form (ADAPSSsf) with data on individuals with a recent SCI in initial inpatient 
rehabilitation. Further, we will discuss how to apply these measures and use the results in clinical practice. 
 
1. Introduction, 10 minutes (Marcel Post) 
A brief overview of relevant psychological models and measures to introduce the content of the workshop 
and the speakers. 
 
2. B-IPQ measure and results, 15 min (Heleen Kuiper) 
The 9-item B-IPQ is part of the routine psychological screening for individuals with SCI who are admitted for 
first inpatient rehabilitation in the Netherlands. Data are available of 270 individuals who completed the B-
IPQ at admission and 119 at discharge. The factor structure of the B-IPQ, associations with the depression 
and anxiety scores and quality of life, and changes in B-IPQ scores between admission and discharge will be 
presented. 
 
3. ADAPSSsf, measure and results, 15 min (Jane Duff) 
The ADAPSSsf (short form) is part of the NHS England National Database for psychological health 
assessment on admission and discharge and is a validated and reliable measure.  Data will be presented of 
241 individuals who completed the ADAPSSsf at admission and discharge. Associations between the 
depression and anxiety scores at admission and discharge will also be presented. 
 
4. Application in clinical practice, 35 min (Jane Duff, Christel van Leeuwen) 
This will be an interactive part, requiring active participation by the attendees. We will illustrate the 
application of these measures using video clips and discussion statements (polls). Dependent on available 
facilities, attendees will discuss case examples in small groups (breakout rooms). 
 
5. Discussion, questions from the audience, wrap-up 15 min (chair, speakers). 
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Establishing safety in acute spinal cord injury trials: Challenges, 
measurement, and reporting 
Dr Catherine Jutzeler1, Dr Jacquelyn Cragg2, Dr John Street2,3, Dr Linda Jones4, Dr. Jim Guest5, Dr Steven 
Kirshblum6, Dr John Kramer1,7 

1ETH Zurich, Zurich, Switzerland, 2University of British Columbia, Vancouver, Canada, 3Vancouver General Hospital, 
Vancouver, Canada, 4Thomas Jefferson University, , USA, 5Miami Project, University of Miami, Miami, USA, 6Kessler 
Institute for Rehabilitation, , USA, 7International Collaboration on Repair Discoveries (ICORD), , Canada 

Safety data related to acute spinal cord injury interventions is critical to capture at any stage of clinical trial. 
This prominently includes monitoring clinical adverse events and laboratory defined toxicity, as well as 
study discontinuations. Serious adverse events require reporting to oversight bodies and examination of 
relatedness to the therapeutic intervention. A major challenge for the field of acute spinal cord injury is 
that, due to the nature of the disease, adverse events and abnormal laboratory defined toxicity are 
commonplace, often times severe, and difficult to disentangle from a specific intervention. The intensity of 
monitoring varies, is selective, and variation in published information suggests incomplete reporting. The 
overall goal of this workshop is to provide a critical overview of the current state of safety tracking in acute 
spinal cord injury trials, and provide practical solutions to comprehensively track and report adverse events 
and potential harms. The specific topics covered will include:  
 
a. Introduction: Cragg (5 minutes) 
 
b. Safety and adverse event terminology: Jones (10 minutes)  
 
c. Common safety concerns during spinal cord injury clinical trials: Kirschblum (5 minutes) 
 
d. Establishing the relationship between an intervention and an adverse event: Kirshblum (5 minutes) 
 
e. Interactive activity (10 minutes) 
 
f. Overview of completed clinical trials in spinal cord injury (Jutzeler, 10 minutes) 
 
g. Overview of safety reporting in published clinical trials: Kramer (10 minutes) 
 
h. Perspectives of safety from the frontline: Street & Guest (20 minutes) 
 
i. Future recommendations: Interactive discussion, with audience participation (15 minutes) 
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"Need for decompression” and “timing of surgery” in traumatic spinal 
cord injury – a global perspective: a joint AO Spine Knowledge Forum & 
Spine Trauma Study Group workshop proposal 
Dr Harvinder Singh Chhabra1, Dr Michael Fehlings2, Dr Brian Kwon3, Dr FRANCOIS THERON4, Dr  Alex  
Vaccaro5, Dr Frank Rainer Abel6, Prof W S El Masri7 

1Indian Spinal Injuries Centre, delhi, India, 2University of Toronto, Toronto, Canada, 3University of British Columbia, 
Vancouver General Hospital, ICORD & Vancouver Spine Research Program, Vancouver, Canada, 4Muelmed Rehabilitation 
Centre/ University of Pretoria, Pretoria, South Africa, 5Thomas Jefferson University, Philadelphia, USA, 6Klinikum Bayreuth 
GmbH, Bayreuth , Germany, 7Keele University Institute of Orthopaedics & The RJ & AH Orthopaedic Hospital, Oswestry, 
UK 

The global incidence of spine trauma and traumatic spinal cord injury is on the rise  due to an increase in the 
incidence of road traffic accidents and falls. Traumatic spinal cord injury can lead to devastating 
consequences if not addressed adequately and timely. The degree of damage to the spinal cord usually 
depends on the impact of the force during the traumatic injury. However, in addition to the primary injury 
( hemorrhage, contusion,  transection  etc.), the secondary damage due to ongoing spinal cord compression 
is an important contributor and determines the overall outcome and prognosis.  The role of adequate 
management (conservative or surgical) is to reduce this secondary insult. There is freshevidence on the 
timing of surgery after traumatic spinal cord injury. However there are a lot of grey zones regarding the type 
of surgical management, including the need for decompression,   in patients with varied neurological 
involvement (AIS –A / AIS B, AIS C, AIS D /intact neurology). Moreover, for timely management of these 
injuries, the health resources of the nation may play a crucial role. Regions with limited health resources 
and infrastructure of the world face many challenges in all the components of management including 
prehospital care, acute management and evaluation at the definitive centre and comprehensive 
rehabilitation. The aim of this workshop is to attempt to achieve  a consensus on the grey zones and to 
identify and address the various challenges faced in timely and adequate management of traumatic spinal 
cord injuries in resource appropriate and resource constraint regions. 
 
Workshop Schedule (90 minutes) 
 
Introduction and Welcome to the workshop Brief agenda: H S Chhabra  (4min) 
 
What is the evidence for improving neurologic function with early decompression in severe SCI and 
incomplete SCI? : Michael Fehlings (10 min) 
 
Primary closed reduction and fusion versus primary open reduction and fusion in subaxial cervical facetal 
dislocations with neurological deficit : Brian Kwon (10 min) 
 
Do patients with thoracolumbar burst fracture with canal compromise but intact neurology require surgical 
management? Is timing of surgery relevant? : F Theron (10 min) 
 
Decompression versus no decompression in thoracolumbar fractures with AIS A neurology: Alex Vaccaro (10 
min) 
 
Panel discussion- Challenges in achieving early decompression- a global perspective 



Topics to be covered:  How soon are patients brought to the acute care center?  What the challenges of 
implementing early decompression in developing nations? How soon can diagnostic imaging be done? What 
is the availability of operating room?  (40 min) 
 
Moderator: H S Chhabra 
Panelist: Michael Fehlings, Brian  Kwon, Alex Vaccaro, Rainer Abel, W El Masry 
Carry Home Message: H S Chhabra (6 min) 
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Prevention of falls and spinal cord injury: a joint ISCoS / ASIA / WHO 
workshop 
Dr Jean-Gabriel Previnaire1, Dr Bonne Lee2, Dr Raymond  Cripps3, Dr Peter New4, MD, MSc, PhD, SFEBPRM 
Ioannis Eleftherios (Yannis) Dionyssiotis5, Dr Andrei Krassioukov6,7, Dr Alexander  Wilson6, Dr Dilnur  Kurban7, 
Dr Vanessa Noonan7, Dr David Meddings8 

1Fondation Hopale, Berck sur mer Cedex, France, 2NeuRA (Neuroscience Research Australia) Spinal Medicine Department, 
Prince of Wales Hospital, Sydney, Australia, 3Flinders University, College of Medicine and Public Health, Research Centre 
for Injury Studies, Adelaide, Australia, 4Spinal Rehabilitation Service, Caulfield Hospital, Alfred Health, Caulfield, Australia, 
5Physical Medicine & Rehabilitation Department, National Rehabilitation Center EKA, Athens, Greece , 6International 
Collaboration On Repair Discoveries, University of British Columbia, Vancouver, Canada, 7Division of Physical Medicine 
and Rehabilitation University of British Columbia, Vancouver, Canada, 8World Health Organization Department of the 
Social Determinants of Health  Division of UHC/Healthier Populations, Geneva, Switzerland 

This workshop is a collaborative initiative between ISCoS and ASIA Prevention Committees and the World 
Health Organization and will help to inform future prevention priorities and action plan development 
related to falls. 
 
Presentations will be the following: 
(i) Introduction (Jean-Gabriel Prévinaire, 5 minutes) 
Falls remain the second most common cause worldwide, but in some regions, they are even more common 
than road traffic accidents. This presentation will give a short history of joint ISCoS / ASIA / WHO workshops 
and stress the necessity of joining forces in order to build a prevention program. 
 
(ii) Global map for traumatic spinal cord injury epidemiology: 2021 update (Bonne Lee, Raymond Cripps, 
Peter New, 15 minutes) 
This presentation will provide an update from the 2010 the global maps for traumatic maps this year. 
Authors will also try to address data for existing countries where representative data is inadequate.  
Reference: http://www.iscos.org.uk/sci-global-mapping 
 
(iii) Work related SCI due to Falls (Yannis Dionyssiotis, 15 minutes) 
This presentation is an update regarding new data in work related SCI due to falls. Falls at work include falls 
from unprotected terraces, electricity poles, stairs, tress, etc.  In some regions of the world falls accounted 
for more than 50% of SCI cases. A 20% of SCI of these falls is happening at work. Therefore, prevention of 
work-related SCI should be an important focus of our prevention strategy.  
Reference: Chhabra HS et al Spinal Cord. 2012 Oct 1;50(10):745. 
 
(iv) Preventions of falls during inpatient rehabilitation after spinal cord injury (Andrei Krassioukov, 
Alexander Wilson, Dilnur Kurban, Vanessa K Noonan, 15 minutes) 
This presentation will examine factors contributing to falls occurring among individuals undergoing 
inpatients rehabilitations following spinal cord injury. The strategies for developing and timing fall 
prevention interventions for inpatient rehabilitation will be outlined. 
 
(v) Step Safely: The World Health Organization’s new technical package addressing prevention and 
management of falls across the life-course (David Meddings, 15 minutes) 
This presentation will discuss the development, main messages and recommendations of the World Health 
Organization’s first-ever technical package for falls prevention throughout the life-course. 
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Telemedicine and Spinal Cord Care–Implementation is just a call away!  
Dr Colleen O'Connell1,2, Dr INGEBJØRG IRGENS3,4, Dr Raju Dhakal5, Dr Mohit Arora9, Dr Adesola Odole6, Ms 
Nishu Tyagi7, Dr.  Marcalee Alexander8 

1Stan Cassidy Centre For Rehabilitation, Fredericton, Canada, 2Dalhousie Medicine New Brunswick, Saint John, Canada, 
3Sunnaas Rehabilitation Hospital , Oslo, Norway, 4University of Oslo, Oslo, Norway, 5Spinal Injury Rehabilitation Centre, 
Sanga, Nepal, 6College of Medicine, University of Ibadan, Ibadan, Nigeria, 7Indian Spinal Injuries Centre, New Delhi, India, 
8Sustain our Abilities, , United States of America, 9University of Sydney, Sydney, Australia 

Telemedicine has realized a global surge in application as clinicians sought solutions to covid-19 imposed 
restrictions on in-person interactions.  While remote surgery procedures made media headlines over a 
decade ago, and in-home health monitoring devices (fitness watches) have enjoyed wide consumer 
popularity, health systems uptake of purpose-built telemedicine platforms and policy for routine and 
emergent clinical care has been slow.  In the field of spinal cord medicine, telemedicine offers important 
advantages to improve accessibility, facilitate collaborations, and offer timely and cost-effective care 
despite geography, climate, disaster or pandemic. 
 
This workshop is presented by an international panel with a breadth of spinal cord telemedicine experience, 
from disaster response to development of national best practices. The workshop will include practical and 
instructional pearls, opportunity for interactive discussion by using telemedicine strategies in the delivery of 
the workshop itself, providing an immersive learning experience. 
 
10 min Orientation: Dr. O’Connell will orient participants to the platform, and define telemedicine in the 
context of spinal cord injury (SCI). As a senior neuro-rehabilitation clinician in Atlantic Canada, she has 20+ 
years tele-rehabilitation experience, initiated locally as alternatives to driving in harsh Canadian winters. 
 
10 min Evidence: Dr. Arora will present current-and-growing evidence of telerehabilitation specific to SCI, 
summarizing systematic reviews and implications for clinicians, funders and policy makers. Dr Arora is SCI-
postdoctoral fellow at the University of Sydney, researching randomised-controlled trials, systematic 
reviews and inbuilt cost-effectiveness analysis. 
 
10 min Application: Personal experience illustrating outcomes of urgent and practical application in 
assessment, therapy and education will be presented by Dr. Dhakal, experienced in telerehabilitation for SCI 
management, beginning with the Nepal mega earthquake and now during the covid-19 pandemic. Dr. 
Dhakal is the medical director at Nepal’s spinal injury rehabilitation centre. 
 
10 min Implementation: Implementation of new ways of offering outpatient services can be a tough ride, 
and Dr. Irgens will support you with how-to information and guidance. Dr. Irgens is senior doctor at Sunnaas 
Rehabilitation Hospital, Norway with 16-years experience working with people with SCI and 
telerehabilitation. 
 
10 min Practical Best Practice: - Ms. Tyagi will share practical experience with implementing SCI telehealth 
best practices. She is a tele-rehabilitation specialist, initiated telerehabilitation via common technologies in 
routine care as an outreach model for the SCI community in India. Her research includes low-cost 
diagnostics, virtual reality, information and communications technology.   
 



10 min Sustainability: Dr. Alexander will open discussion, summarizing benefits of ‘tele-spinalcordinjury’ as 
pertains to future sustainability of quality of life for persons with SCI. Dr. Alexander is an SCI clinician and 
studies the intersection of disability and climate change.  
 
30 min Interactive Discussion: Moderated sharing and discussion, enabled by virtual platform. 
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Implementing Practice Recommendations for Bone Health and 
Osteoporosis Management: Guidance for Clinicians 
Dr Beverley Catharine Craven1,2,3, Dr  Leslie  Morse4, Dr Kristine Cowley5,6, Dr Christopher Cirnigliaro7,8, PVA 
Bone Health and Osteoporosis Management Guideline Panel 
1University Health Network, Toronto, Canada, 2KITE Research Institute, Toronto, Canada, 3University of Toronto, Toronto, 
Canada, 4University of Minnesota, Minneapolis , USA, 5University of Manitoba, Winnipeg, Canada, 6Spinal Cord Research 
Centre, Winnipeg, Canada, 7James J. Peters VA Medical Center, West Orange, USA, 8Kessler Institute for Rehabilitation, 
West Orange, USA 

Introduction: Following spinal cord injury (SCI), several risk factors contribute to an increased risk of low 
bone mass and high incidence of lower extremity fragility fracture. Recent consensus documents regarding 
bone health, bone density testing, and fracture management after SCI were produced to drive changes in 
clinical practice. These documents included the International Society of Clinical Densitometry (ISCD) Position 
Statement for Bone Density Testing after SCI (Aug 2019), and the Paralyzed Veterans of America (PVA) 
guideline for Bone Health and Osteoporosis Management (PVA BHG) after SCI (In preparation, 2021). The 
PVA BHG provides an overview of current evidence and gaps in the literature for maintaining bone health 
and managing osteoporosis among individuals with SCI, and provides recommendations to support best 
practice implementation in clinical settings. The purpose of the workshop is to share a sub-set of the 
recommendations from the PVA BHG, specifically, those related to laboratory screening, vitamin D and 
calcium supplementation, rehabilitation therapy and pharmacologic therapy provision.  
 
Workshop Outline: A sub-set of recommendations from the PVA BHG will be discussed in terms of 
application to clinical practice.  
Dr. Craven will review the objectives of the workshop and provide an introduction to the PVA BHG, briefly 
describing the methodology and development and grading process of recommendations. An overview of the 
research related recommendations will be provided (15 minutes). 
Dr. Morse will share six recommendations regarding appropriate laboratory screening for secondary causes 
of osteoporosis. The selection of laboratory workups to consider following completion of medical history 
and physical examination will be discussed (12 minutes). 
Dr. Craven will discuss three recommendations for the role of calcium and vitamin D intake for preventing 
bone loss and treating osteoporosis, including clinical considerations for provision of dietary or 
supplementary forms of calcium and vitamin D (8 minutes). 
Dr. Cowley will provide an overview of eight recommendations describing current evidence for 
rehabilitation interventions (standing, overground walking, treadmill training, neuromuscular electrical 
stimulation [NMES], and functional electrical stimulation [FES]). The assessment of loading during 
rehabilitation therapy provision will also be addressed (15 minutes). 
Dr. Cirnigliaro will share ten recommendations regarding prevention and treatment of low bone mass and 
osteoporosis by pharmacological methods. Factors supporting clinician decision making to initiate or 
discontinue use of pharmacological therapy will be discussed (15 minutes). 
Presenters will lead workshop attendees through case study discussions to apply workshop learnings to 
various clinical practice scenarios. If feasible, the workshop attendees will be broken up into a number of 
small groups led by the presenters for discussion of cases and related practice implications (25 minutes).  
 
Workshop Learnings: Workshop attendees will gain an understanding of appropriate laboratory workups for 
osteoporosis screening, and greater insight into current evidence supporting dietary, rehabilitation, and 
pharmacological therapies for fracture prevention and treatment of low bone mass after SCI. Through 



dissemination of the recommendations, learners will receive guidance regarding clinical decision making. 
Discussion of case examples will increase clinician comfort in navigation and management of vexing clinical 
scenarios related bone health and osteoporosis management. 
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Establishing Consumer Engagement Programs and the Impact for SCI 
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Dr.  Magdalena Skrybant1, Mr John Chernesky2, Mr Antonio Vecchio3, Mr. Harvey Sihota4 

1National Institute for Health Research Applied Research Collaboration, Birmingham, UK, 2Praxis Spinal Cord Institute, 
Vancouver, Canada, 3Spinal Research Institute, Melbourne, Australia, 4International Spinal Research Trust, London, UK 

It is becoming common practice for research funders to require persons with lived experience of spinal cord 
injury (SCI) to be an active part of the research team, and well detailed in the proposals they fund. In recent 
years, research organisations are seeing the value of having Consumer Engagement (CE) programs to 
support their initiatives and provide guidance on funding research that addresses the priorities and 
concerns of people living with SCI. In this workshop we will discuss meaningful contribution in research; 
internal CE programs of three SCI organisations; and the value it adds. 
 
Consumer Engagement programs ensure that people with lived experience are equipped with essential 
components to contribute meaningfully, by ensuring they have the required skills and resources to be 
involved to a high standard. This may include guidance tools and documents, training workshops and 
advisory group support.  
 
Dr Magdalena Skrybant is a public involvement and engagement lead for an Applied Research Collaboration, 
funded by the National Institute of Health Research in the UK. She has designed and delivered patient and 
public involvement over many years in the UK and has worked with colleagues outside the UK. Dr Skrybant 
ensures that the patient and public voice is present at all levels and that experiences and understanding 
help ensure researchers ask the right questions, that research design and delivery is acceptable to patients 
from practical and ethical perspectives, and that research findings are communicated to the right audiences 
in appropriate formats. Dr Skrybant will set the scene of this workshop through sharing her expertise on 
Consumer and Community Involvement throughout the Research Cycle.  
 
Praxis Spinal Cord Institute led the way as the first SCI research organisation to create its own internal CE 
program. John Chernesky, will discuss the reasoning behind creating this world first program over 6 years 
ago. He will explain how the program has grown and evolved over time to now be an integral part of all 
aspects of Praxis activities. 
 
The Spinal Research Institute (SRI) recently began its own Consumer Engagement Program. Antonio Vecchio 
will outline the current program and goals of its early phase and where it aims to get to in the longer term.  
 
The International Spinal Research Trust (ISRT), Harvey Sihota, will describe his organizations recognition for 
the need to form a consumer engagement program and where the journey will begin in the coming years 
ahead. 
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A New Model of Health Coaching in Spinal Cord Injury: Peers as 
Professionals 
Mr John Shepherd1, Sarah Skeels2,3, Ms Mary-jo Fetterly4, Ms Teri Thorson5, Barry Arana6 
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The experts in living with spinal cord injury (SCI) are…people who live with SCI! This has long been 
recognized by the SCI community, including clinicians and service providers who often encourage patients 
to reach out to peers; around the world various organizations provide peer connections and support, 
particularly to newly-injured people. The SCI&U peer health coaching service builds on this legacy, providing 
online self-management support, using professional peer coaches, to people living with chronic SCI. It is 
innovative in several respects: people with lived experience are involved in all aspects of the project and 
form a majority of the team; the program is open-ended and targets the entire SCI population; and the 
service is offered online via video. The program has been developed using a participatory approach and 
evaluated in an initial pilot (n=10) and in two ongoing studies, an RCT in Canada (n=60) and a feasibility 
study in the US (n=25). 
 
In this workshop the team responsible for developing the SCI&U peer health coaching service will present 
this new model of self-management support, describing the process by which it was developed and the key 
characteristics of the program and the coaches that deliver it. Different models for involving people with 
lived experience in research will be discussed. The program’s theoretical foundation in behaviour change 
will be reviewed, including motivational interviewing and brief action planning. The technology component 
of the program, including a custom-built coaching platform, will also be discussed. Participants will be 
encouraged to consider how they might apply and adapt this work in their own context.  
 
Participation will take place via breakout rooms and smartphone voting. 
 
Topics and Speakers: 
 
Introduction: SCI&U Peer Health Coaching (Teri Thorson) 10 min 
-Antecedents and partners 
-Research & development roadmap; where we are 
-Overview of the peer health coaching program & platform  
 
1. Peer health coaching is…grounded in lived experience (John Shepherd) 25 min 
-Participatory design; participatory action research; patient-oriented research 
-Peers in multiple roles 
-Learning activity (breakout): imagine different ways you could involve peers in the work you do 
 
2. Peer health coaching is…participant-driven (Mary-Jo Fetterly) 15 min 
-Does not presuppose what people need/want 
-Addresses many topics/diversity of population and their needs 
-Structured but open-ended 
-Learning activity: motivational interviewing demo 
 



3. Peer health coaching is…technology-enabled (Barry Arana) 15 min 
-Abolishes distance: makes peer support more scalable & available 
-Value revealed during pandemic…lessons learned 
-Learning activity: experience with online interventions during COVID 
 
Conclusion: developing a new model (Sarah Skeels) 10 min 
-For peer-mediated interventions (professional role) 
-For self-management support (program & supporting tech platform) 
-For involvement of people with lived experience (in research & program development) 
-Learning activity: how could you take our work and use it in your setting? 
 
 
 


