
 
 
Oakville, ON – November 12, 2016 
TREAT & CURE CHRONIC PAIN AND HERITABLE CHRONIC PAIN DISORDERS NOW 
 

The ILC Charitable Foundation Chronic Pain, Canadian Ehlers Danlos Syndrome and Research Divisions 

extend a message of hope to the 1 in 5 Canadians, including children and youth, as we come to the 

conclusion of National Pain Week – As the 2016 National Pain Week activities wrap up, the ILC 

celebrates the many advancements made in the name of chronic pain, mental health associated to 

chronic pain and illness, and looks forward to 2017 with HOPE! 

Never in the history of our country has there been as much attention given to the challenges of chronic 

pain.  To inspire hope, the following are key highlights: 

1. Canadian Institute of Health Research Strategic Patient Oriented Research (CIHR/SPOR) 

Chronic Pain Network 

A movement of parents, individuals, clinicians and leading scientists that embrace the unique needs of 

an aging population, children and youth, physically disabled, indigenous and multicultural populations 

have come together to accelerate research to prevent, treat and cure chronic pain – for individuals and 

families across provinces and territories and for the federal government, as provider of health care for 

Inuit and Aboriginal communities as the key stakeholder today, and for future generations.  The 

Canadian Institute of Health Research Strategic Patient Oriented Research (CIHR/SPOR) Chronic Pain 

Network is a leading government and matched private sector funded initiative of biomedical researchers 

in chronic pain, providing $25 million for research grants, education, outreach and scientific resources.  

The Chronic Pain Network comprises researchers and patient organizations across the country with 

national leadership through principle applicant, Dr. Norm Buckley, professor and chair of anesthesia for 

McMaster University’s Michael G. DeGroote School of Medicine and scientific director of the Michael G. 

DeGroote Institute for Pain Research and Care, and ILC Medical Adviser. 

“We know that in Canada, the cost of chronic pain has been measured as greater than that of cancer and 

heart disease combined,” said Buckley. “Although Canada is recognized as a world leader in pain 

research, the investment in pain research has been the lowest of any developed country. We will be 

changing that, for the benefit of Canadians.” 

The Chronic Pain Network is coordinating efforts with existing resources at both the national, provincial 
and community level, with a patient engagement strategy to broadly disseminated and to be 
implemented within the Canadian chronic pain community – see “Patient Involvement in Chronic Pain 
Research” video and credits here:  https://www.youtube.com/watch?v=M5u5aXJXWmg. 
 
Pain organizations involved in SPOR Chronic Pain Network (alphabetical order): 

https://www.youtube.com/watch?v=M5u5aXJXWmg


 

 Action Atlantic 

 Arthritis Society 

 Association Québécoise de la Douleur Chronique which has more than 8,300 members  

 Canadian Cancer Society 

 Canadian Diabetes Association 

 Canadian Pain Coalition pain consumer groups, health professionals, and scientists  

 Canadian Pain Society comprised of more than 800 scientists and health professionals working in 
pain research and management 

 Chronic Pain Association of Canada a not-for-profit charitable organization that serves people 
affected by pain through education, information and support advocacy 

 Chronic Pain In Canada CIHR/SPOR/PE/POR Communications and knowledge dissemination for a 
unified patient voice 

 The ILC Charitable Foundation a national charity providing a comprehensive resource network and 
leadership through youth and family engagement under three divisions i) chronic pain ii) Ehlers 
Danlos Syndrome, and iii) Research to improve the lives of affected children and individuals 

 IWK Health Centre for Pediatric Pain Research 

 Maritime Statistical Support Unit 

 Pain BC, which has more than 10,000 members  

 The Quebec Pain Research Network, a group of 90 researchers associated to the four University 
Health Networks of the province of Quebec: Université Laval, McGill University, Université de 
Montréal and Université de Sherbrooke, and to the Université du Québec network and Concordia 
University 

More information about the CIHR/SPOR Chronic Pain Network can be found at 

http://www.theilcfoundation.org/federal-cihr-spor-grant/  

2. Ontario Ministry of Health and Long Term Care Investing $17 million annually 
Ontario's Chronic Pain Network to create or enhance 17 chronic pain clinics across the province, 
ensuring that patients receive timely and appropriate care as part of its opioid crisis strategy.  
Ministry of Health officials will work with medical experts to develop new prescribing standards 
to curb the use of painkillers. However, the standards won’t be finalized for another 18 months. 

 
3. Ontario Ministry of Health and Long Term Care mandates multidisciplinary care to 

individuals with underserviced, misunderstood and highly underdiagnosed Ehlers 
Danlos Syndrome    

In response to the ILC Foundation youth ambassador petition to Legislative Assembly of Ontario.  
"The establishment of the joint adult and pediatric EDS clinic is a big step forward in providing 
multi-disciplinary care and treatment for EDS patients in Ontario. This important model may also 
serve the needs of patients in the future who have similarly rare and complicated disorders. I am 
delighted that Minister Hoskins has supported the recommendations of the EDS Expert Panel." 
- Dr. James T. Rutka, Co-Chair, Ehlers-Danlos Syndrome Expert Panel, ILC Medical Adviser 

 
4. Project ECCO Ontario 

To use and leverage technology to link primary care providers in a supportive community of practice 
that will enhance their skills and confidence to manage chronic pain safely and effectively. 
 
  

http://actionatlantic.blogspot.ca/
https://arthritis.ca/
http://douleurchronique.org/
http://www.cancer.ca/en/?region=on
http://www.diabetes.ca/
http://www.canadianpaincoalition.ca/
http://www.canadianpainsociety.ca/
http://chronicpaincanada.com/
http://www.chronicpainincanada.com/
http://www.theilcfoundation.org/
http://pediatric-pain.ca/
http://www.spor-maritime-srap.ca/r-language-statistical-analysis
http://www.painbc.ca/
http://qprn.ca/en
http://www.theilcfoundation.org/federal-cihr-spor-grant/
http://www.theglobeandmail.com/news/national/ontario-to-track-drug-overdoses-offer-new-therapy-in-response-to-opioid-crisis/article32328491/
http://www.health.gov.on.ca/en/news/bulletin/2016/hb_20160229.aspx
http://www.health.gov.on.ca/en/news/bulletin/2016/hb_20160229.aspx
http://www.health.gov.on.ca/en/news/bulletin/2016/hb_20160229.aspx
http://www.echoontario.ca/


 

5. The Canadian Medical Cannabis Council (CMCC)  
CMCC represents stakeholders who are committed to advancing the highest standards of integrity, 
safety, quality, access, security and research within Canada’s medical cannabis industry. 
 
 
We invite every Canadian to ask:  

 What is chronic pain, whether acquired or heritable disorder?  

 What are the heritable types of chronic pain? 

 How is chronic pain treated? 

 Who will the champion corporations be that will support the voice for chronic pain in Canada? 

 Who do I contact to get involved to raise awareness to: 
o Raise funds for research 
o Grow peer networks 
o Bring corporate partners 
o Become an advocate in your province 
o Explore opportunities 

 
ABOUT THE ILC CHARITABLE FOUNDATION – CHRONIC PAIN, EHLERS DANLOS & RESEARCH DIVISIONS 
The ILC Charitable Foundation is dedicated to improving the lives of children and individuals living with 
chronic pain and connective tissue disorder Ehlers Danlos Syndrome (EDS) through awareness, 
education and research.  Chronic pain affects 1 in 5 Canadians and children and youth are not spared.  
While heritable EDS is reported to affect 1 in 5000, medical specialists consider it to be highly under-
diagnosed and closer to as many as 1 in 100. The ILC is committed to raising money to fund scientists 
who are searching for better diagnostic and treatment options with hopes for a cure. The organization 
was founded in April 2010, is supported by an independent volunteer board of directors who are 
dedicated to accelerating and funding research into the causes, prevention, treatments and cure for 
chronic pain and Ehlers Danlos Syndrome disorders; to increasing youth and family engagement in 
support of better community based programs that support awareness of the country’s largest 
underserviced disorders; and to advocating for the needs of affected families. To learn more about the 
ILC please visit www.theilcfoundation.org.  
 
Position statement on Opioid Crisis: 
“The ILC Foundation notes the serious public health problem identified concerning deaths from opioid 
use. From the perspective of the ILC Foundation, and consistent with the approach identified in 2014 by 
the Canadian Centre on Substance Abuse First Do No Harm strategy, a very important aspect of this 
response, which must not be overlooked or neglected, is addressing the provision of best practice pain 
care. The ILC Foundation provides a comprehensive best evidence resource network with charitable 
programs organized under three divisions i) Chronic Pain Division; ii) Ehlers Danlos Division; and iii) 
Research Division.  Canada’s health ministers have committed resources to address the broad issues on 
the opioid crisis.  In some provinces, funding to increase chronic pain services is being enhanced at major 
centers. There is a need to develop cross provincial links to multi-disciplinary clinics in rural and 
indigenous communities.  There is considerable attention to the opioid crisis in relation to addiction and 
mental health as noted in the CBC story November 8, 2016 - CAMH calls for review to combat opioid 
addiction, overdoses – ‘Patients come to harm if you do not monitor this,’ Dr. Peter Selby who speaks to 
the issues, but there is also a very important need to address the needs of 1 in 5 Canadians, including 
children and youth, that live with misunderstood, under-treated chronic non cancer pain.  The ILC’s 

http://www.medicalcannabiscouncil.ca/#mission
http://www.theilcfoundation.org/
http://www.cbc.ca/news/canada/toronto/programs/metromorning/camh-opioid-review-1.3841350
http://www.cbc.ca/news/canada/toronto/programs/metromorning/camh-opioid-review-1.3841350


dedicated focus is to identify and provide evidence based resources through peer-to-peer and youth and 
family engagement programs.  This includes identifying and providing information on opioid dependency 
as these relate to quality of life factors.  The issues are multi-layered and current lack of research in both 
pain and addiction fields leave us with more questions than answers.  There is a need to ensure that 
harm is not caused either by doing too much of the wrong thing or by ill-considered reflex withdrawal of 
some elements of care. 
   
Under the ILC Ehlers Danlos Syndrome (EDS) and Chronic Pain Divisions, the following questions are 
critical: 

 In connective tissue disorders, do we understand the alterations in absorption and metabolism of 
medications which may result in apparently high dose prescribing? 

 Do coroner’s investigations include screening for undiagnosed medical conditions including 
connective tissue disorders such as EDS, which may contribute to risk of overdose, suicide etc.?  

 Is there appropriate compensation within the provincial medical reimbursement systems for 
Complex Care Patients (such as EDS, or chronic pain/illness) to support the healthcare 
practitioner time requirements in navigating care for patients? 

 Have qualitative studies been done to identify patient populations impacted by opioid crisis?  
 Have emergency room doctors been educated in recognition of the diagnostic differentiation 

between addiction and dependency in patients with heritable chronic pain diseases or 
conditions?  

 How will the approach to the opioid crisis avoid creating barriers to care for patients with 
complex chronic pain or other disorders?” 
 

Through the ILC’s guiding principle of collegial cohesive collaboration (“CCC”), the following are details 
specific to the ILC’s accomplishments; the consequences, uptake and incorporation of our leadership 
initiatives by other collaborators: 

 

The ILC Charitable Foundation:  Chronic Pain / Ehlers Danlos / Research 
Divisions   

Date ILC ACTION RESULTS 

CCC-
UPTAKE/BENEFICIAR
Y 

 November 
5, 2016 

ILC & McMaster 4th Annual CME Ehlers 
Danlos Conference  

 146 registrants - 
22 Medical 
Professional/124 
Patient 
Registrants  

Multidisciplinary 
specialists, cross-
provincially and 
internationally, 
patients 



 November 
3, 2016 

CIHR/SPOR Chronic Pain Network Research 
Partner 

 $25,000 
matched fund 
commitment  

Dr. Mohammed 
Shamji, UNH 
Department of 
Neurosurgery; 
Patient population 
with Ehlers Danlos 
Syndrome 

 November 
5, 2016 

Follow up meeting:  Upright MRI in Toronto 
Dr. Rutka, Neurosurgeon Sick Kids, Dr. 
Henderson, Neurosurgeon, Maryland, Dr. 
Koby, Neuroradiology, Maryland, Susan 
Carleton, Susan Hawkins ILC funds 

Ontario patients; 
Hospital for Sick 
Children; UHN 

 October 4, 
2015 

CIHR/SPOR Chronic Pain Network Letter of 
Support with In-kind contribution - $2M 
over five years; ILC member of Patient 
Engagement Steering Committee 

 Grant approved 
under Principle 
Applicant Dr. 
Norm Buckley  

Cross provincial, 
international 
researchers 

 Annual 

Comprehensive Peer Resource Network - 
Youth and Family Engagement supporting 
mental health associated to chronic pain; 
Patient-Engagement participants supporting 
SPOR/PE 

Sixteen events 
(Ontario & 
Halifax) 
estimated 25 
attendees/sessi
on (4 hours) 

Patient population 
and researchers 

 Annual 

One-on-One Support: Community Based 
Client Navigation Services; Toolkits and 
Resources 

 Responding to 
and facilitating 
support: Difficult 
Day Survival 
Kits, Binder  

Patient population, 
parents, educators, 
clinicians 

 November 
2015 

Electric Effect Inc. (EE) Software Platform 
purchased to expand on-line resources for 
Collaborative Healthcare Communities: i) 
Patient Voice with leadership of 
CIHR/SPOR/PE/POR Patient 
Representative/www.chronicpainincanada.c
om; ii) Nursing in EDS; iii) Youth; iv) Parent; 
v) Research w/York University & EE 

 Patient and 
health 
professional 
portals created  

Patient population, 
parents, educators, 
clinicians 

 October 
28, 2015 

ILC Ambassador families present Petition to 
Legislative Assembly of Ontario signed by 
8000 people 

 MOH 
announced 
official EDS 
Leadership 
Panel where 
outcomes 
mandated EDS 
Center in 
Toronto at Sick 
Kids and UHN 
with Goodhope 
EDS UHN Centre 

Patients, clinicians, 
MOH policy writers 



- Outstanding is 
EDS and Chronic 
Illness Billing 
Code   

 January 
2013 

Government Official Awareness and 
Education: ILC present needs analysis to Dr. 
Garry Salisbury and Pauline Ryan at MOH on 
gaps in access to care for Children and Youth 
and Ehlers Danlos Syndrome 

 Large round 
table meeting 
with Ontario 
children's 
hospitals; Focus 
groups 
established to 
report on needs 
at institution 
level; March 
2014: MOH 
Announcement 
of funding to 
children's 
hospitals to 
support 
increased pain 
services  

Children, Youth, 
Families, clinicians, 
children's hospitals 

 August 
2011 

21-Day+ Program: Needs 
analysis/Marketplace/Competitor review of 
existing programs with Dr. Norm Buckley, 
Dr. Christine LaMontage, Dr. Allen Finley, Dr. 
Patrick McGrath, Dr. Sonny Kohli, Paula 
Forgeron, Dr. Katrin Scheinenmann  

 Ontario and 
Canadian 
residents attend 
programs in USA 
at own expense  

Children, Youth, 
Families and 
Individuals with pain; 
clinicians, institutions 



 October 4, 
2011 

21-Day+ Program: Medical Workshop 
attendees: Dr. Norm Buckley, 
Anesthesiology, McMaster, ILC Medical 
Adviser; Jennifer Stinson, RN, Phd, Sick Kids; 
Chris Pridmore, Registered Kinesiologist, 
Osteopathic Manual Practitioner, ILC 
Medical Adviser; Dr. Stephane Treyvaud, 
Psychiatry, ILC Med Adviser; Dr. Bruce Dick, 
PhD, IWK, Stollery Children's Hospital, ILC 
Med Adviser; Michael Sangster, PT, IWK 
Health (representative of Dr. Allen Finley, 
ILC Med Adviser); Brian Empey, ILC Med 
Adviser; John Stevenson, ILC Business 
Adviser; Rebecca and Kris Mills, ILC Dire; 
Sandy Smeenk, ILC Dir; Peter Reinhardt, ILC 
Dire; Tom Cochran, ILC Business Adviser 

 Medically 
vetted Canada's 
first 21-Day + 
Program with 
interest from 
McMaster 
Children's 
Hospital as 
collaborative 
partner  

Patients, MOH, 
Clinicians 

 

 

ILC Events & Supporters 2017: 

 Summit Garden Chinese Cuisine Anniversary & Charity Dinner – April 21st  
 Uptown Hair and Spa Cut-a-Thon – May 7th  
 Rhythm & Blues Boat Cruise – August 19th  
 Peterborough Table Hockey Association Annual Tournament – September 9th  
 3rd Annual Golf Tournament – September 5th  
 5th Annual Canadian Ehlers Danlos Syndrome Conference – TBA  
 1st Annual Research Gala – TBA 

 
 
 
 

Patients:   
It is important to find the right peer support network that works best for you.  Let us know how we can 

help connect you! 
 

Volunteers, Corporate Employee Networks: 
 

Join The Movement To Inspire HOPE! 

http://www.summitgarden.com/home%253Cbr%253E%2526%252339318%253B%2526%252338913%253B
http://www.hairstudiouptown.com/
http://www.theilcfoundation.org/events/
http://www.tablehockeypeterborough.com/
http://www.theilcfoundation.org/events/
http://www.theilcfoundation.org/annual-conference/
http://www.theilcfoundation.org/events/

