
                                          

Big List of Online Communi1es 
to Engage with Pa1ents 

This is an extra resource to go along with the original ar2cle: 
Online Pa)ent Communi)es: Are They Worth Your Time? 

______________________________________________________________________________ 
 

My Health Teams  
HealthTap  
PatientsLikeMe  
PatientPower  
HealthBoards  
MedHelp  
DailyStrength  
WebMD  
RareConnect  
GiveForward  
HealthUnlocked  
Charcot-Marie-Tooth (CMT)  
Support Community  
Children's Health Group  
Chiropractic Therapy Group  
Chronic Fatigue Syndrome  
Support Group  
Chronic Myelogenous  
Leukemia (CML) Support  
Community  
Chronic Pain Support Group  
Cincinnati Children's Special  
Connections Community  
Circulatory Disorders Support  
Group  
Clinical Research Volunteers  
Community  
CLOVES Syndrome  
Community  
Communication Disorders  
Support Group  

ACOR Cancer Patient  
Communities  
My BC Team  
Colontown  
Crohnology.com  
Crohnsforum.com  
ISCC  
Diabetes Prevention Program  
(DPP)  
DiabetesMine  
TCOYD  
Abortion Support Group  
Abuse Survivors Support  
Community  
Acupuncture Group  
ADD and ADHD Support  
Group  
Advanced Breast Cancer  
Support Community  
AGMD GI Motility Disorders  
Support Community  
Alcohol Abuse Support  
Group  
Allergies Support Community  
ALS Support Group  
ALS Association Support  
Community  
Bereavement Support Group  
Beyond Celiac Support  
Community  
Birth Control and  

Inspire.com  
CureTogether  
Webicina  
My Autism Team  
diaTribe  
TuDiabetes  
Helaine Ciporen’s T2  
Diabetes Families  
American Diabetes  
Association Parents Forum  
Encephalitis Global  
Liferaft Group 
GIST Support  
International  
Non Small Cell Lung Cancer  
Lung Cancer Online  
Community  
Small Cell Lung Cancer  
Mesothelioma.com  
MS Community  
Preeclampsia Forum  
Living with Lung Disease  
Support Community  
Living with Pulmonary  
Fibrosis Support Community  
Lung Cancer Survivors  
Support Community  
Lung Neuroendocrine Tumor  
(LungNET) Support  
Community  
Lupus Support Group 

https://blog.intakeq.com/online-patient-communities-are-they-worth-your-time/
https://myhealthteam.com/
https://www.healthtap.com/
https://www.patientslikeme.com/
https://www.patientpower.info/
https://www.healthboards.com/
http://www.medhelp.org/
http://dailystrength.org/
http://www.webmd.com/
https://www.rareconnect.org/en
https://www.giveforward.com/
https://www.healthunlocked.com/
https://www.inspire.com/groups/charcot-marie-tooth-cmt/
https://www.inspire.com/groups/charcot-marie-tooth-cmt/
https://www.inspire.com/groups/childrens-health/
https://www.inspire.com/groups/chiropractic-therapy/
https://www.inspire.com/groups/chronic-fatigue-syndrome/
https://www.inspire.com/groups/chronic-fatigue-syndrome/
https://www.inspire.com/groups/leukemia/
https://www.inspire.com/groups/leukemia/
https://www.inspire.com/groups/leukemia/
https://www.inspire.com/groups/chronic-pain/
https://www.inspire.com/groups/cincinnati-childrens/
https://www.inspire.com/groups/cincinnati-childrens/
https://www.inspire.com/groups/circulatory-disorders/
https://www.inspire.com/groups/circulatory-disorders/
https://www.inspire.com/groups/clinical-research-volunteers/
https://www.inspire.com/groups/clinical-research-volunteers/
https://www.inspire.com/groups/cloves-syndrome-community/
https://www.inspire.com/groups/cloves-syndrome-community/
https://www.inspire.com/groups/communication-disorders/
https://www.inspire.com/groups/communication-disorders/
http://www.acor.org/listservs/join/72
http://www.acor.org/listservs/join/72
http://www.epatientdave.com/communities/MyBCTeam.com
http://www.chris4life.org/colontown/
http://crohnology.com/
http://crohnsforum.com/
http://www.iscc.ie/
https://www.cdc.gov/diabetes/prevention/index.html
https://www.cdc.gov/diabetes/prevention/index.html
http://www.healthline.com/diabetesmine
http://tcoyd.org/
https://www.inspire.com/groups/abortion/
https://www.inspire.com/groups/abuse-survivors/
https://www.inspire.com/groups/abuse-survivors/
https://www.inspire.com/groups/acupuncture/
https://www.inspire.com/groups/add-and-adhd/
https://www.inspire.com/groups/add-and-adhd/
https://www.inspire.com/groups/advanced-breast-cancer/
https://www.inspire.com/groups/advanced-breast-cancer/
https://www.inspire.com/groups/agmd-gi-motility/
https://www.inspire.com/groups/agmd-gi-motility/
https://www.inspire.com/groups/alcohol-abuse/
https://www.inspire.com/groups/alcohol-abuse/
https://www.inspire.com/groups/allergies/
https://www.inspire.com/groups/als/
https://www.inspire.com/groups/als-association/
https://www.inspire.com/groups/als-association/
https://www.inspire.com/groups/bereavement/
https://www.inspire.com/groups/beyond-celiac/
https://www.inspire.com/groups/beyond-celiac/
https://www.inspire.com/groups/birth-control-and-contraceptives/
http://inspire.com/
http://curetogether.com/
http://www.webicina.com/cancer/cancer-community-sites-and-facebook-groups-and-forums/
http://myautismteam.com/
http://diatribe.org/
http://www.tudiabetes.org/
http://www.diabetesfamilies.com/
http://www.diabetesfamilies.com/
http://community.diabetes.org/t5/The-Place-for-Parents/bd-p/The-Place-for-Parents
http://community.diabetes.org/t5/The-Place-for-Parents/bd-p/The-Place-for-Parents
http://www.encephalitisglobal.org/
http://www.encephalitisglobal.org/
http://www.gistsupport.org/
http://www.gistsupport.org/
http://www2.acor.org/listservs/join/82
http://www2.acor.org/listservs/join/82
http://www2.acor.org/listservs/join/82
http://www2.acor.org/listservs/join/83
http://www.mesothelioma.com/heather/awareness/
https://www.inspire.com/groups/multiple-sclerosis/
http://preeclampsia.org/forum/
https://www.inspire.com/groups/living-with-pulmonary-fibrosis/
https://www.inspire.com/groups/living-with-pulmonary-fibrosis/
https://www.inspire.com/groups/living-with-pulmonary-fibrosis/
https://www.inspire.com/groups/living-with-pulmonary-fibrosis/
https://www.inspire.com/groups/american-lung-association-lung-cancer-survivors/
https://www.inspire.com/groups/american-lung-association-lung-cancer-survivors/
https://www.inspire.com/groups/lung-neuroendocrine-tumor-lungnet/
https://www.inspire.com/groups/lung-neuroendocrine-tumor-lungnet/
https://www.inspire.com/groups/lung-neuroendocrine-tumor-lungnet/
https://www.inspire.com/groups/lupus/


                                          

Congenital Adrenal  
Hyperplasia Support  
Community  
Connective Tissue Disorders  
Support Group  
Continence Support Group  
Cosmetic Surgery Group  
Leukemia, Lymphoma and  
Myeloma Support  
Community  
LGBTQ Health Group  
Living After Infertility  
Resolution Support  
Community  
Living Well With Cancer  
Support Community  
Living with Asthma Support  
Community  
Living with COPD Support  
Community  
National Blood Clot Alliance  
Stop the Clot(R) Support  
Community  
National Cervical Cancer  
Coalition Support Community  
National Eczema Association  
Support Community  
National Fabry Disease  
Foundation Support  
Community  
National Lymphedema  
Network Support Community  
National Osteoporosis  
Foundation Support  
Community  
Nephrotic Syndrome and  
FSGS Support Community  
Nerve Diseases Support  
Group 

Contraceptives Group  
Bladder Cancer Advocacy  
Network Support Community  
Bladder Diseases Support  
Group  
Blood and Lymphatic  
Disorders Support Group  
Blood Pressure Support  
Group  
Bones, Joints and Muscles  
Support Group  
Brain and Nervous System  
Support Group  
Breast Cancer Support  
Group  
Bug-Borne Diseases Support  
Group  
Cancer Support Community  
Cancer Immunotherapy  
Community from the Cancer  
Research Institute  
Cancer Treatment Support  
Group  
Caregivers Support  
Community  
Caring for Pulmonary  
Fibrosis Support Community  
Cartilage Disorders Support  
Group  
Gaucher Disease Support  
Community  
Genetic Alliance Rare  
Disease & Genetic  
Conditions Support  
Community  
Genetics and Birth Defects  
Support Group  
Organic Acidemia  

Lymphatic Diseases Support  
Group  
Lymphoma Research  
Foundation Support  
Community  
Lysosomal Diseases Support  
Group  
Massage Group  
Melanoma Support  
Community  
Men's Health Group  
Mended Hearts Heart  
Disease Support Community  
Meningitis and encephalitis  
Support Group  
Mental Health America  
Support Community  
Metabolic Disorders Support   
Group 
Motherhood Group  
Movement Disorders Support  
Group  
Multiple Myeloma Support  
Community  
Multiple Sclerosis Support  
Community  
Muscular Dystrophy Support  
Group  
My Child Without Limits and  
Brave Kids Support  
Community  
National Adrenal Diseases  
Foundation Support  
Community  
Autoimmune Diseases  
Support Group  
Bacterial Infections Support  
Group  
Developmental Disabilities  

https://www.inspire.com/groups/congenital-adrenal-hyperplasia/
https://www.inspire.com/groups/congenital-adrenal-hyperplasia/
https://www.inspire.com/groups/congenital-adrenal-hyperplasia/
https://www.inspire.com/groups/connective-tissue-disorders/
https://www.inspire.com/groups/connective-tissue-disorders/
https://www.inspire.com/groups/continence/
https://www.inspire.com/groups/cosmetic-surgery/
https://www.inspire.com/groups/leukemia-lymphoma-and-myeloma/
https://www.inspire.com/groups/leukemia-lymphoma-and-myeloma/
https://www.inspire.com/groups/leukemia-lymphoma-and-myeloma/
https://www.inspire.com/groups/lgbtq-health/
https://www.inspire.com/groups/living-after-infertility-resolution/
https://www.inspire.com/groups/living-after-infertility-resolution/
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https://www.inspire.com/groups/living-well-with-cancer/
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https://www.inspire.com/groups/living-with-asthma/
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https://www.inspire.com/groups/american-lung-association-copd/
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https://www.inspire.com/groups/national-cervical-cancer-coalition/
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https://www.inspire.com/groups/national-fabry-disease-foundation/
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https://www.inspire.com/groups/bladder-diseases/
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https://www.inspire.com/groups/cancer-immunotherapy/
https://www.inspire.com/groups/cancer-immunotherapy/
https://www.inspire.com/groups/cancer-treatment/
https://www.inspire.com/groups/cancer-treatment/
https://www.inspire.com/groups/caregivers/
https://www.inspire.com/groups/caregivers/
https://www.inspire.com/groups/caring-for-pulmonary-fibrosis/
https://www.inspire.com/groups/caring-for-pulmonary-fibrosis/
https://www.inspire.com/groups/cartilage-disorders/
https://www.inspire.com/groups/cartilage-disorders/
https://www.inspire.com/groups/gaucher-disease/
https://www.inspire.com/groups/gaucher-disease/
https://www.inspire.com/groups/rare-disease-and-genetic-conditions/
https://www.inspire.com/groups/rare-disease-and-genetic-conditions/
https://www.inspire.com/groups/rare-disease-and-genetic-conditions/
https://www.inspire.com/groups/rare-disease-and-genetic-conditions/
https://www.inspire.com/groups/genetics-and-birth-defects/
https://www.inspire.com/groups/genetics-and-birth-defects/
https://www.inspire.com/groups/organic-acidemia-association/
https://www.inspire.com/groups/lymphatic-diseases/
https://www.inspire.com/groups/lymphatic-diseases/
https://www.inspire.com/groups/lymphoma-research-foundation/
https://www.inspire.com/groups/lymphoma-research-foundation/
https://www.inspire.com/groups/lymphoma-research-foundation/
https://www.inspire.com/groups/lysosomal-diseases/
https://www.inspire.com/groups/lysosomal-diseases/
https://www.inspire.com/groups/massage/
https://www.inspire.com/groups/melanoma/
https://www.inspire.com/groups/melanoma/
https://www.inspire.com/groups/mens-health/
https://www.inspire.com/groups/mended-hearts-heart-disease/
https://www.inspire.com/groups/mended-hearts-heart-disease/
https://www.inspire.com/groups/meningitis-and-encephalitis/
https://www.inspire.com/groups/meningitis-and-encephalitis/
https://www.inspire.com/groups/mental-health-america/
https://www.inspire.com/groups/mental-health-america/
https://www.inspire.com/groups/metabolic-disorders/
https://www.inspire.com/groups/metabolic-disorders/
https://www.inspire.com/groups/motherhood/
https://www.inspire.com/groups/movement-disorders/
https://www.inspire.com/groups/movement-disorders/
https://www.inspire.com/groups/multiple-myeloma/
https://www.inspire.com/groups/multiple-myeloma/
https://www.inspire.com/groups/multiple-sclerosis/
https://www.inspire.com/groups/multiple-sclerosis/
https://www.inspire.com/groups/muscular-dystrophy/
https://www.inspire.com/groups/muscular-dystrophy/
https://www.inspire.com/groups/my-child-without-limits/
https://www.inspire.com/groups/my-child-without-limits/
https://www.inspire.com/groups/my-child-without-limits/
https://www.inspire.com/groups/national-adrenal-diseases-foundation/
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https://www.inspire.com/groups/bacterial-infections/
https://www.inspire.com/groups/bacterial-infections/
https://www.inspire.com/groups/developmental-disabilities/


                                          

Neurofibromatosis Network  
Support Community  
Neurological Disorders  
Support Group  
NICU Support Group  
Nutritional Supplements  
Group  
Oley Foundation Support  
Community  
GI Neuroendocrine Tumor  
(GI NET) Support Community  
Head and Brain Injuries  
Support Group  
Head and Neck Cancer  
Alliance Support Community  
Headaches and Migraines  
Support Group  
Health Insurance Group  
Health News Community  
Heart Bypass Surgery  
Support Group  
Hepatitis C Support  
Community  
Herbs and Supplements  
Group  
HIV and AIDS Support Group  
Homeopathy Group  
Hospice Care Group  
Huntington's Disease Support 
Group  
iFred Anxiety and Depression  
Support Community  
Infant Health Group  
Interstitial Cystitis  
Association Support  
Community  
Invisible Disabilities  
Association Community  

Association Support  
Community  
Ostomy Support Community 
Ovarian Cancer Support  
Community  
Pancreatic Neuroendocrine  
Tumor (PNET) Support  
Community  
Paralysis Resource Center  
Support Community  
Parasitic Diseases Support  
Group  
Parents of Children with  
Disabilities Support Group  
Parkinson's Disease Support  
Group  
Pediatric Palliative Care  
Support Community  
Peyronie's Disease Support  
Community  
Preemie Support Community  
Pregnancy & Parenting  
Support Community  
Prostate Diseases Support  
Group  
Pulmonary Arterial  
Hypertension Support  
Community  
Quit Now: Freedom From  
Smoking® Community  
Recipe Sharing Group  
Reconstructive Surgery  
Group  
Red Hot Mamas Menopause  
Support Community  
Running Group  
SADS Foundation Support  
Community  
Salivary Gland Disorders  

Support Group  
Diet, Fitness and Healthy  
Living Support Group   
Digestive System Disorders  
Support Group  
Down Syndrome Support  
Group  
Drug Abuse Support Group  
Dwarfism Support Group  
Dysautonomia Support  
Network  
Eating Disorders Support  
Group  
Ehlers-Danlos Syndromes  
Support Community  
Encephalitis Global Support  
Community  
Endocrine System Disorders  
Support Group  
Endometriosis Support  
Community  
EOS Connections  
Eosinophilic Disorders  
Support Community  
Eye Infections and Diseases  
Support Group  
Facial Injuries and Disorders  
Support Group  
Fatherhood Group  
Fibromuscular Dysplasia  
Society of America Support  
Community  
Fibromyalgia Support Group  
Fight Colorectal Cancer  
Support Community  
Finding a Resolution for  
Infertility Support Community  
Flu Support Group  
Food-Borne Diseases  

https://www.inspire.com/groups/neurofibromatosis-network/
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https://www.inspire.com/groups/paralysis-resource-center/
https://www.inspire.com/groups/parasitic-diseases/
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Irritable Bowel Syndrome  
Support Group 
Kidney & Urology Foundation  
of America Support  
Community  
Kidney Cancer Association  
Support Community  
Lactose Intolerance Support  
Group  
Learning Disorders Support  
Group  
Oral Health Group  
Alternative Therapies Group  
Alzheimer's Foundation of  
America Support Community  
American Brain Tumor  
Association Connections  
Support Community  
American Childhood Cancer  
Organization Support  
Community  
American Liver Foundation  
Support Community  
American Sexual Health  
Association STI Support  
Community  
Amyloidosis Support  
Community  
Appendix  
Cancer-Pseudomyxoma  
Peritonei (ACPMP) Support  
Community  
Arthritis Foundation Support  
Community  
Vegetarians and Vegans  
Group  
VHL Alliance Support  
Community  
Viral Hepatitis Support  

Support Group  
Sarcopenia Support  
Community  
Scleroderma Foundation  
Support Community  
Seizures Support Group 
Senior Health Group  
Short Bowel Syndrome  
Foundation Support  
Community  
Sickle Cell Anemia Support  
Group  
Skin Cancer Support  
Community  
Skin Conditions Support  
Group  
Sleep Disorders Support  
Group  
Soft Tissue Sarcomas  
Support Group  
Center for Autism and  
Related Disorders Support  
Community  
Cerebral Aneurysm Support  
Group  
Cerebral Palsy Support  
Group  
Crohn's Disease Support  
Group  
Cushing's Disease Support  
Community  
Cystic Fibrosis Support  
Group  
Debbie's Dream Foundation:  
Curing Stomach Cancer  
Support Community  
WomenHeart Support  
Community  
Wound Healing Support  

Support Group  
G-PACT Gastroparesis and  
CIP Support Community  
Spinal CSF Leak Support  
Community 
Stop CAID Now Support  
Community  
Stop Sarcoidosis Support  
Community  
Stroke Support Group  
Sudden Cardiac Arrest  
Association Support  
Community  
Systemic Juvenile Idiopathic  
Arthritis Support Community  
TalkPsoriasis Support  
Community  
Teen Health Group  
Testicular Cancer Support  
Community  
The Children's Inn at NIH  
Support Community  
The Lipedema Project  
Support Community  
ThyCa: Thyroid Cancer  
Survivors' Association  
Support Community  
Thyroid Diseases Support  
Group  
Transplants Support Group  
Tuberous Sclerosis Alliance  
Support Community  
Turner Syndrome Support  
Community  
Type 1 Diabetes Support  
Community  
Type 2 Diabetes Support  
Community  
Undiagnosed Medical  
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Community  
Viral Infections Support  
Group  
Vision Disorders and  
Blindness Support Group 
Wilson Disease Association  
Support Community  
 

Community  
Yoga and Meditation Group  
Us TOO Prostate Cancer  
Support Community  
Vascular Disease Support  
Community  
Women and Cancer Support  
Community  
Women's Health Group 

Problems Support Group  
United Leukodystrophy  
Foundation Support  
Community  
United Mitochondrial Disease  
Foundation Support  
Community  
Urology Health Community 
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