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“A great wind is 
blowing and that gives 
you either imagination 
or a headache” 

   Catherine the Great  



Imagine: Transforming 
Patient Stories into Data 



“Given my status, 
what is the best 

outcome I can hope 
to achieve, and how 

do I get there?” 



Amyotrophic Lateral Sclerosis (ALS) 
Speech 
Swallowing 
Excess Saliva 

Handwriting 
Utensils 
Dressing 

BiPAP 
Dyspnea 
Orthopnea 

Turning in bed 
Walking 
Stairs 

Cedarbaum et al. (1999), JNeurolSci 169(1):13-21 



What is my status? 

Walking 

Breathing 

Hands 

Speaking 

Wellbeing 

Productivity 
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Stephen Heywood (alsking101) 



“Knowledge is power. Information is 
liberating. Education is the premise 
of progress, in every society, in 
every family.”   

    Kofi Annan    



Individual Stories           Collective Wisdom 



Responsibly engaging patients is challenging 

Honor Patients’ Trust 
Our patients trust us with their 
most valued health information. 
We honor that trust, and we are 
dedicated to advancing the 
knowledge in the disease with 
the information they share. 

Openness 

Per our Openness Philosophy, 
we believe that sharing health 
information is good. Why? 
Because sharing will drive 
massive change in healthcare. 

Transparency 

No surprises. Our members 
shouldn't be surprised by 
anything we do. Our goal is to 
disclose what we do with 
members' information, how we 
make money, as well as all of 
our partnerships on the site. 

Create WOW! 

When people see our site, we 
want them to think, “Wow!” 
Achieving our vision takes 
flawless execution and a deep 
understanding of patient needs. 

PATIENTS FIRST 



SHARE 
Patients sharing detailed 
health data is what makes 
our communities unique.  
This information is the basis 
of the PatientsLikeMe 
network and validates each 
individual. 

LEARN 
The information shared creates 
a new knowledge about the 
real-world treatments, 
symptoms, and reality of living 
with illness. Patients learn about 
their disease and themselves in 
context of the community. 

FIND  
Patients find other patients like 
them. They discover what 
options are available for 
treatment and if their experience 
with their disease is normal. They 
can reach out to others like them 
for advice and insight. 

Core                                           Platform 



0% 
20% 

40% 
60% 

…..get engaged to be married 
insist on seeing a specialist 

have fewer visits to the ER 
actually reduce side effects 

gain greater control over 
seizures 

be more adherent 

manage condition b/c of 
recording 

understand side effects 

better understand seizures 

Epilepsy users reported that PatientsLikeMe helped them…. 





Capture Subjective Data 

•  Subjective Measures 
•  About Me 
•  Instant Me 
•  Condition Specific Primary Outcomes 

•  FRS, MSRS, Mood Map, PDRS, PFRS, Seizure 
Meter, NMORS, QoL 

•  Symptom and Side Effect Reports 
•  Treatment Evaluations 
•  Forum Discussions 



Collect Objective Data 

•  Demographics 
•  Age, Gender, Ethnicity, Location 

•  Genetic Markers 
•  Weight 
•  Condition Specific Labs and Metrics 

•  BP, HbA1c, Creatinine, GFR, FVC, Ejection 
Fraction, AST, Total Bilirubin 

•  Hospitalizations 
•  Treatments 



Nugget 



Instant Me 



Primary Outcome Measure: MSRS 

[Disability in 8 domains] [Walking] [Equipment] [Disability] [Death] 



Primary Outcome Measure: Mood Map 



Objective Measures 



Health Data Integrity & Patient Safety 

•  Controlled vocabularies for coding data 
•  Multum Cerner Drug Database 
•  WHO ICD-10 and ICF 
•  SNOMED-CT 
•  MedDRA 
•  ClinicalTrials.gov 
•  LOINC 
•  RxNorm 

•  Natural Language Processing 
•  Multiple training sets developed 



Symptom & Side Effect Admin Tools 

Mild cognitive disorder 

Attention functions 















“Given my status, 
what is the best 

outcome I can hope 
to achieve, and how 

do I get there?” 



“The best way to predict 
the future is to create it.” 

Peter Drucker 

…the future of Nursing and Informatics  


