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Rationale
• PatientsLikeMe® is a free online community for people with life-changing illnesses that  

 enables  them to find other patients like them, share their disease characteristics and  

 outcomes, and learn how to improve their care by peer-peer interactions

•  PatientsLikeMe® was founded in 2005 by a family affected by amyotrophic lateral 

 sclerosis (ALS) who wanted to share solutions to common problems with other patients

•  Currently the website hosts 80,000 patients across 11 communities (ALS, epilepsy, 

	 fibromyalgia,	HIV,	mood	disorders,	multiple	sclerosis,	multiple	system	atrophy, 

 neuromyelitis optica, organ transplants, Parkinson’s disease and progressive 

 supranuclear palsy)

•		 Reported	benefits	of	PatientsLikeMe® participation include higher levels of engagement  

 with disease management, better adherence, improved quality of life (QoL), and coping  

 with side effects of medications1

•  The PatientsLikeMe® Epilepsy Community, developed in partnership with UCB, was   

 launched in the USA in January 2010. The main goals are:

 –  To provide tools to people with epilepsy to share their disease characteristics and   

  outcomes and learn how to improve their care by peer-peer interactions 

 – To enhance understanding of the disease burden and treatment pathways, and their  

  impact on patients’ lives

•  Patients in the PatientsLikeMe® Epilepsy Community record their medical history,   

 treatments, symptoms, and complete patient-reported outcomes (PROs) questionnaires  

 through the PatientsLikeMe® website (Figure 1), with the goal of improving their 

 outcomes and contributing to research

Methods
PatientsLikeMe® Epilepsy Community

•  The following data recorded by the patients were analyzed:

 Characteristic at first log in:  Longitudinal data:

 – Demographics (age, gender,   – Seizure frequency

  geographical area, driving status)  – Seizure severity

 – Epilepsy syndrome  – Symptoms

 – Seizure types experienced  – Treatments

 – Diagnostic tests  – Side effects

	 –	 Specialty	of	diagnosing	physician	 	 –	 PRO:	Hospital	Anxiety	and 

 – Co-morbidities   Depression	Scale	(HADS)2 and 

     other questionnaires not reported 

     in the present poster*

	 *Other	PRO	instruments	utilized	include:	Quality	of	Life	in	Epilepsy-31/P	(QOLIE-31/P)3; EQ-5D4;	Global	Impression	of	Change

•  PatientsLikeMe® data are self-reported and the number of patients who provide data for  

 each characteristic varies

•  Population: Patients logging on to the Epilepsy Community site up to 30 March 2010

PharMetrics®

•  The PharMetrics® claims database contains clinician-reported information from 

 >55 million US patients with a wide variety of diseases from >90 health plans

•  Data collected include age, gender, geographic area, diagnoses, prescriptions, health  

 plan type and claims

•  Population: Patients in the PharMetrics® database who had been diagnosed with 

	 epilepsy	(International	Statistical	Classification	of	Diseases	and	Related	Health 

 Problems code beginning with 35) and continuously enrolled in November–December  

 2008
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Patient characteristics                                 PatientsLikeMe®                             PharMetrics®

      n      n
Age (years), mean (SD) 726 36.4 (11.7) 32,983 35.7 (18.7)
Gender, male, % 223 30.5 15,317 46.4
Seizure type, % 
 Partial-onset seizures  278 36.5  15,214  46.1
 Primary generalized seizures  246 32.3  9,964  30.2
 Unknown/missing seizure  237 31.1  7,805  23.7 
Antiepileptic drug (AED) treatment, % 425* 54.5*  23,439  71.1

* Note: patients in the PatientsLikeMe® Epilepsy Community who do not self-report AED treatment may take no AED 
treatment and/or have not reported their treatment

Table 1. Patient Characteristics

Figure 2. Age Distribution

Co-morbidities

•  The most frequently reported co-morbidities were migraine (n=181, 25.4%), anxiety 

	 disorder	(n=115,	16.1%),	and	major	depressive	disorder	(n=94,	13.2%)	

Severity of Primary Symptoms

•  PatientsLikeMe® allows reporting of the severity (none, mild, moderate, severe) of 

 primary symptoms commonly associated with epilepsy (Figure 4)

•		 The most frequently reported severe symptoms were memory problems (n=117,    

 21.8%), problems concentrating (n=82,15.3%), and headaches (n=66,12.3%)

Figure 4. Severity of Primary Symptoms at First Evaluation

•  As	measured	by	HADS,	the proportion of patients with moderate or severe levels of   

 anxiety (n=89, 37.5%) was higher than the proportion with moderate or severe levels of  

 depression (n=45, 19.0%) (Figure 5) 

Figure	5.	Severity	of	Depression	and	Anxiety	Measured	by	the	Hospital 

Anxiety	and	Depression	Scale	(HADS)

Table	2.	Diagnostic	History	of	Patients	from	PatientsLikeMe® Epilepsy Community
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•  A larger proportion of patients were on monotherapy in PharMetrics® (71.3%) compared  

 with PatientsLikeMe® (47.0%) (Figure 3)

Figure 3. Number of Antiepileptic Drugs (AEDs)
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Characteristic  PatientsLikeMe®  

   (n=752)

Duration	from	first	diagnosis	(years)		 mean	(SD)		 17.2	(14.0)
  median (Q1–Q3) 14.0 (5.0–27.0)

Age	at	first	diagnosis	(years)		 mean	(SD)		 18.7	(13.6)
  median (Q1–Q3)  16.5 (9.0–27.0)

Diagnostic test performed, n (%)   725 (95.3)
	 Magnetic	resonance	imaging	(MRI)		 659	(90.9)
 Electroencephalography (EEG)   628 (86.6)
 Computed tomography (CT)   532 (73.4)
 Sleep study   319 (44.0)
	 Video	EEG		 	 306	(42.2)
 Positron emission tomography (PET)  143 (19.7)
 Magnetoencephalography (MEG)  66 (9.1)

Results
Patients	Included	in	the	Analysis

•  PatientsLikeMe®: 761 patients (who stated they had been diagnosed with epilepsy and  

 had multiple seizures) out of 1034 people (73.6%) who had registered to the Epilepsy  

 Community by the end of March 2010

•  PharMetrics®: 32,983 patients with epilepsy
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Discussion 
•  Patients who share data in PatientsLikeMe® are likely to be those with better knowledge  

 and greater involvement in their healthcare. These patients may not be representative of  

 the overall epilepsy population

•  PatientsLikeMe® and PharMetrics® appear to provide complementary ‘real world’ 

 information from large numbers of patients, though each database has its own selection  

 biases

 –  The main advantage of PatientsLikeMe® is direct access to the patients’ perspective.  
	 	 In	addition,	a	wide	variety	of	prospective	and	retrospective	information	can	be 
	 	 recorded,	and	data	for	newly-marketed	drugs	are	immediately	available.	However,			
  reliance on patient interpretation of clinical data, variability in levels of completion, and 
  under-representation of the elderly, children, cognitively-impaired patients and men  
  are limitations
 –  The main advantages of PharMetrics®	are	the	systematic	collection	of	objective 
  physician-reported data and superior sample size. Limitations are the partial patient   
  characteristic, disease severity and PRO information, under-representation of the 
  elderly and non-insured patients and lag in availability of data for newly-marketed   
  drugs

Conclusions 
•  Analysis of this preliminary PatientsLikeMe® sample shows that compared with 

 PharMetrics®, the PatientsLikeMe® Epilepsy Community tends to provide an 

 over-representation of patients who are:

 –  Female
 – Aged 20–50 years
 – Receiving polytherapy
 – Receiving newer AEDs

•  These trends illustrate potential self-referral bias

 –		The	bias	towards	female	patients	aged	20–50	years	reflects	the	general	characteristics		
  of online users willing to share data online

•  User numbers for PatientsLikeMe® are expected to increase substantially as it becomes   

 more widely known in the epilepsy community. The representative characteristics of 

 the PatientsLikeMe® Epilepsy Community will be re-evaluated as sample size increases.  

 The expected large number of patients and associated wealth of data collected  

 through this ‘real-life’ setting will allow further analysis of the characteristics of this   

 epilepsy population

•  A greater proportion of patients in the PatientsLikeMe® Epilepsy Community were 

 treated with second generation AEDs such as levetiracetam (20.6% vs 17.0%) and   

 topiramate (10.9% vs 7.8%) in comparison with patients from PharMetrics® 

•		 A smaller proportion of patients from PatientsLikeMe®	were	treated	with	first	generation		

 AEDs such as carbamazepine (7.1% vs 11.4%), valproic acid (5.1% vs 11.2%) or 

 phenytoin (5.0% vs 11.3%) compared with patients from PharMetrics®

Additional Results from PatientsLikeMe® (Data not Available within PharMetrics®*)

Diagnosis

•		 Most patients with epilepsy from PatientsLikeMe® had undergone a diagnostic test   

	 (n=725,	95.3%),	with	the	most	common	being	magnetic	resonance	imaging	(MRI), 

 electroencephalography (EEG) and computed tomography (CT) (Table 2)

* Within PharMetrics®  diagnostic data are available, though the duration of follow-up is limited to a median of 2 years’ continuous 
enrollment within PharMetrics®. As these data are highly censored, the use of summary statistics is not appropriate

Objectives
• To describe the socio-demographic and clinical characteristics of members of the 

 PatientsLikeMe® Epilepsy Community

•  To compare the characteristics of the PatientsLikeMe® Epilepsy Community with    

 those from PharMetrics® (a claims database representative of the US 

 commercially-insured population with epilepsy)

HADS	Anxiety	and	Depression	scores	ranged	from	0	to	21	(higher	scores	indicate	greater	severity).	Depression	and	anxiety	were	
categorized as severe (15–21), moderate (11–14), mild (8–10), or normal (0–7)5

Figure 1. Screenshot of a Member’s Page from the PatientsLikeMe® Epilepsy 

Community

•  The mean age was similar in patients from PatientsLikeMe® and PharMetrics® 

 (Table 1), though the difference in age distribution was substantial (Figure 2)

•  Compared with PharMetrics®, in the PatientsLikeMe® Epilepsy Community a greater   

 proportion of patients were female, had unknown seizure types, and were on polytherapy  

®
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