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Supplementary File 5:
Name of group

Names of patient groups, websites and

Website Notes

AboutFace Craniofacial
Family Society

www.aboutface.ca

Advocacy for Canadian
Childhood Oncology
Research Network

http://www.curesfo
rourkids.com

aHUS Canada/SHUa

www.ahuscanada.org|

4|ALS Society of Canada

https://www.als.ca

Aplastic Anemia and
Myelodysplasia
Association of Canada

wWww.aamac.ca

Arthritis Consumer

www.jointhealth.org

Asthma Canada https://asthma.ca
Best Medicines https://bestmedicin
Coalition escoalition.org

Bladder Cancer Canada

https://bladdercanc
ercanada.org/en/

Brain Tumour
Foundation of Canada

https://www.braintu
mour.ca

Canadian Arthritis
Patient Alliance

www.arthritispatient
.ca

Canadian Breast Cancer
Network

https://www.cbcn.ca

[en/

Canadian Cancer

www.cancer.ca

Canadian Cancer
Survivor Network

www.survivornet.ca

Canadian Council of
theBlind

www.ccbnational.net

Canadian Digestive
Health Foundation

https://cdhf.ca

Canadian Epilepsy
Alliance

http://www.canadian
epilepsyalliance.org

Canadian Hemophilia

https://www.hemop

Canadian Hospice
Palliative Care

http://www.chpca.ne
t

Canadian Liver

www.liver.ca

Canadian Mental
Health Association

https://cmha.ca

Number of
pieces of
information
analyzed

3

0 0

15
22
10

24

10

10
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22 |Canadian http://cmfonline.or 1
Mesothelioma g
Foundation

23 |Canadian MPN http://canadianmpn 2
Network network.ca

24 |Canadian Organization |www.raredisorders.c 4
for Rare Disorders a

25 |Canadian Pain https://www.faceb 0
Coalition ook.com/CanadianP

ainCoalition/

26 |Canadian PBC Society |www.pbc-society.ca |
27|Canadian Pemphigus | http://pemphigus.c

and Pemphigoid a
Foundation

28 |Canadian Pituitary https://canadianpit 0
Patient Network uitary.org

29 [Canadian PKU & Allied |www.canpku.org 6
Disorders Inc.

30|Canadian Psoriasis www.canadianpsoria 1
Network sisnetwork.com

31 |Canadian Pulmonary |www.cpff.ca 2
Fibrosis Foundation

32|Canadian Skin Patient |www.canadianskin.ca 2
Alliance

33|Canadian Society for WWW.mpssociety.ca 1

Mucopolysaccharide &
Related Diseases Inc.

34 [Canadian Society of https://www.badgut. 1
Intestinal Research org
35|Canadian Spondylitis | http://www.spondyli 1
36 [Canadian Treatment www.ctac.ca Website Not
Action Council broken asof applicable
March 10,
2021
37 |Cancer Advocacy http://www.cancer Namenow 1
Coalition of Canada advocacy.ca changed to:
Cancer
Survivors
38|Carcinoid- www.cnetscanada.or 1
NeuroEndocrine g

Tumour Society Canada
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41

42

43

44

45

46

47
48

49
50
51

52

53

54

55

Centre for ADHD www.caddac.ca
Awareness, Canada

(CADDAC)

Chronic Lymphocytic  [www.cllpag.ca

Leukemia Patient
Advocacy Group (CLL

Chronic Myelogenous
Leukemia Society of
Canada

http://cmlsociety.or
g

Chronic Pain
Association of Canada

www.chronicpaincan
ada.com

CNIB
(Canadian National
Institute for the Blind)

www.cnib.ca

Colorectal Cancer
Canada

https://www.colorec
talcancercanada.com

Consumer Advocare http://survivornet.ca

Network /en/partners/consu
mer_advocare_netwo
rk

COPD Canada www.copdcanada.i
nfo_

COPD Canada Patient |www.copdcanada.ca

Craig’s Cause
Pancreatic Cancer
Society

http://www.craigsc
ause.ca

Crohn's and Colitis

P RPN

www.crohnsandcoliti

Cystic Fibrosis Canada

www.cysticfibrosis.ca

Diabetes Canada
(Canadian Diabetes
Association)

www.diabetes.ca

Eczema Society of

https://eczemahelp.c

Canada a/

FH Canada Patient https://thefhfoundati

Network on.org/global-fh-
canada

Food Allergy Canada
(Anaphylaxis Canada)

https://foodallergyca
nada.ca

Foundation Fighting
Blindness

https://ffb.ca

Name now
changed to:
CLL Canada

Name now
changed to:
CML Society

Website
broken as of
March 10,
2021

Name now
changed to:
FH
Foundation

New
website:
https://www
fightingblin

11

Not
applicable

24

19

18

14

18
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64

65

66

67

68

69

70

71
72

73

74

75

76

77

78

Foundation for Prader-
Willi Research Canada
(FPWR Canada)

GIST Sarcoma Life Raft
Group Canada

https://www.fpwr.ca

https://liferaftgroup.
ca/welcome/

HeartLife Foundation

www.heartlife.ca

Hep C Awareness.com

www.hepcawareness.
com

HS Aware - Now
appearsto be HS

www.hsaware.com

Huntington Society of
Canada

https://www.hunting
tonsociety.ca

Hypertension Canada

https://hypertension.
ca/about-us/

Kidney Cancer Canada

https://www.kidneyc
ancercanada.ca

Leukemia & Lymphoma
Society of Canada

https://www.lIscanad
a.org

Lung Cancer Canada http://www.lungcanc
ercanada.ca

Lupus Canada www.lupuscanada.or
g

Lymphoma Canada https://www.lympho

ma.ca

Mastocytosis Society
Canada

Melanoma Network of
Canada

https://www.mastoc
ytosis.ca/en/

https://www.melano
manetwork.ca

Millions Missing
Canada

https://www.millions
missingcanada.ca

MS Society of Canada

Wwww.mssociety.ca

Myeloma Canada

https://www.myelom

National Gaucher
Foundation of Canada

www.gauchercanada.
ca

Neuroblastoma Canada

http://neuroblastom
d.Ca

Osteoporosis Canada

WWW.osteoporosis.ca

Ovarian Cancer Canada

https://ovariancanad
a.0rg

Pancreatic Cancer
Canada

http://www.pancreat
iccancercanada.ca

Parkinson Canada

https://www.parkins
on.ca

New 3
website:

24

13

22

17

35

74
38
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86

87

88

89

90

91

92

93

Patient Commando

www.patientcomma
ndo.com

Peoplein Pain Network

WWW.pipain.com

Polycystic Kidney
Disease (PKD)

www.endpkd.ca

Foundation of Canada

Prostate Cancer Canada|http://www.prostate
cancer.ca

Pulmonary www.phacanada.ca

Hypertension
Association of Canada

Rethink Breast Cancer

Robbie’s Rainbow

Sarcoma Cancer
Foundation of Canada

https://rethinkbreas
tcancer.com

http://robbiesrainb
OW.Ca

http://sarcomacanc
er.ca

Save Your Skin
Foundation

www.saveyourskin.ca

Scleroderma Society of
Canada

www.scleroderma.ca

Sjogren’s Society of
Canada

wWWwWw.sjogrenscanada.

org

Soft Bones Canada

www.softbonescanad
a.ca

The Canadian
Continence
Foundation

www.canadiancontin
ence.ca

The Endometriosis
Network

The lsaac Foundation

https://endometriosi
snetwork.com

https://www.theisaac
foundation.com

Name now 5

changed to:
PKD
Foundation
of Canada
Now part of Not
Canadian applicable
Cancer
Society as of
February 1,
2020
15
8
6
3
4

Namenow 5

changed to:
Scleroderma
Canada
6
13
9
Namenow 4
changed to:
The
Endometrios
is Network
Canada
0
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Thyroid Cancer Canada

www.thyroidcancerc

Tourette Syndrome
Foundation of Canada

https://tourette.ca

Trigeminal Neuralgia
Association of Canada

www.thac.org

Tuberous Sclerosis
Canada Sclerose
Tubereuse

Type 1 Together

Wounds Canada
(Canadian Association
of Wound Care)

Young Adult Cancer
Canada

https://www.tscanad
a.ca

www.typeltogether.
ca

https://www.wounds
canada.ca

https://www.younga
dultcancer.ca

14

12

10
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