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ExTENDED ABSTRACT
This research aims to introduce a new marketing system 

established through social media in healthcare, and how it serve as an 
enabler of sharing private health data and mutual surveillance among 
healthcare actors. Through netnographic inquiry of this system 
called PatientsLikeMe (PLM), I explore how PLM legitimizes the 
sharing of private health information in the current healthcare market 
where privacy dominates relations among healthcare actors. PLM is 
a community organization that gathers patients with diverse health 
problems (e.g., MS, ALS, Mood, Parkinson, HIV, organ transplant) 
and other healthcare actors (e.g., pharmaceuticals, caregivers, 
physicians/researchers). It enables healthcare actors to engage in 
clinical research in its platform, hence facilitating the acceleration of 
medical research and generation of medical knowledge by patients. 
Findings reveal the community (meso) mediated dynamics of 
surveillance in healthcare through this social media platform.

PLM enables sharing and mutual surveillance in healthcare 
through intensifying connectedness among diverse healthcare 
actors and the resulting mobility and flow of health data through 
this community platform. Sophisticated surveillance tools in PLM 
enable patients to continuously monitor and watch their and others’ 
disease conditions and treatments, hence intensify sharing and 
connectedness in healthcare, not only among patients and between 
patients and physicians, but also among healthcare providers. 
Constant real-time surveillance of and by healthcare actors in PLM 
through tracking tools leads to increased disease literacy and support, 
and connectedness among healthcare actors both inside and outside 
of the community. Patient ability to create a centralized record of 
her/his health data also increases connectedness among healthcare 
providers with increased flow of health data. Transition of data flow 
among healthcare providers is also less flawed when patients create 
a centralized record of their conditions in PLM, which also reduces 
diagnosis and treatment errors. By enabling intra, inter and outer 
communal sharing and learning, PLM increases patient connectedness 
to other patients worldwide, their families and caregivers, and their 
physicians both inside and outside of the community. Multiple 
ways of learning in the community help patient improve on self-
presentation and disease literacy, and as a result, influence relations 
both inside the community (e.g., increased empathy and tolerance 
in patient-to-patient connectedness, and increased self-awareness of 
one’s health condition through constant monitoring) and outside of 
the community (interpretation and presentation of what is learned in 
the community through surveillance tools to other parties outside of 
the community). 

PLM also intensifies patient-to-physician connectedness. 
Increased disease literacy and enhanced understanding of the 
disease by patients and physicians in the community also influence 
their outside community relations. Physicians/researchers can track 
specific patients and improve on their treatment methods. Patients 
can better present their conditions to physicians and engage in 
proactive dialogues with their physicians. Patients, equipped with 
more theoretical and experiential knowledge about their diseases, 
increasingly demand validation of any type of claim made or 
information presented by other patients and physicians in the 
community with alternative sources of knowledge and scientific 
evidence. In addition, research conducted in PLM community serves 
as a form of validation and a useful check for traditional clinical 
trials. Patients and physicians can employ a more personalized 
medicine through constant monitoring of disease progression and 

the resulting centralized records, which also serves as a form of 
validation and analysis in physician-patient encounter outside of 
the community. Physicians, researchers and pharmaceutical firms 
can also recruit patients from PLM for their own research. Hence, 
patients are enabled to have increased access to clinical trials both 
in and outside of PLM, which also intensifies patient-pharmaceutical 
connectedness. Patient-to-state connectedness is also enabled by 
PLM. The state cannot interfere with the practice of sharing private 
health data, since PLM is not a healthcare provider but an opt-in 
service. Connectedness between patients and the state reflects 
the acknowledgement of patient license gained through social 
networking. Patients can directly report drug side effects to FDA, 
which also serves as a form of validation for the state and influences 
state intervention in healthcare market regulation (improved state 
supervision of pharmaceutical industry to eliminate subversion and 
exploitation by pharmaceutical companies)

PLM also strives to establish ‘sharing’ as a right versus privacy 
(a right not to share) for the discovery of new medical knowledge, 
hence initiates a shift in focus from proprietorship to partnership in 
sharing of private health data. Patients exhibit increasing willingness 
to embrace the responsibilization of sharing and getting involved 
in creating, organizing and distributing medical knowledge in 
collaboration with other healthcare actors, which will accelerate 
the medical research process and discovery of new treatments. 
Discrimination and delayed research process as a result of practices of 
privacy in healthcare, and the disguised practices of state institutions 
(e.g., patient non-awareness of her/his inherent rights in data sharing) 
to protect patient right to privacy seem to be some of the causes of 
patient turn to alternative sources of knowledge and support.

Consequently, findings articulate how PLM as a social 
networking platform in the healthcare market is beginning to initiate a 
shift from state intervention to community intervention in organizing 
sharing, generation, and distribution of private patient data, and from 
privacy to sharing as a form of organizing roles and relations in the 
current healthcare system. The processes of organization, sharing, 
generation of and access to private health information are also 
beginning to be controlled by institutions like PLM. Contemporary 
medicine had long served as a disciplinary entity to maximize our 
lifespan and normalize our bodies, hence prevent us from death. State 
institutions and healthcare providers utilized ‘security’ and ‘fear’ as 
discourses of power in this process (Epstein 2006), particularly as 
a means to protect patient privacy and increase mortality salience 
among patients. With the increased use of Internet for acquisition, 
analysis, aggregation, dissemination, deployment and sharing of 
private health data and information, healthcare industry and the state 
established policies (HIPAA) to protect patient privacy. These policies 
strictly set boundaries on the flow of patient health records to third 
parties (e.g., insurance companies, employers), increase consumer 
sensitivity and fear about privacy, and serve as a barrier to research 
and discovery (Brown 2008). Macro institutions’ excessive reliance 
on secrecy and desire to have control over patient health information 
(Weitzner et al. 2008) are now beginning to be challenged by a meso 
level institution (PLM), the foundation of which is based on sharing 
private health data.  
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