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Abstract

For patients living with acute and chronic illnesses, social support serves as an important part of their lives and can improve quality 
of life. Web-based technologies have provided individuals with the tools to connect with other patients on the internet for the past 25 
years, to share experiences and seek support. With the proliferation of smart devices and with half the world connected to the inter-
net, social media platforms have become a home to these health communities. Support is never far away as patients can conveniently 
seek information, guidance and encouragement from others through a device in their pocket. Digital technologies play an increasingly 
significant role in primary healthcare and personal health management through data driven innovation. However, as technologies are 
embedded into care and daily life, their wider implications on society require careful consideration to ensure that personal values are 
respected. The research focuses within the context of privacy on social media. Using patients with Inflammatory Bowel Disease as an 
exemplary  group, their privacy perceptions, concerns and behaviours were explored. Her qualitative work offers detailed insights into 
how social media platforms are used, what privacy looks like to patients using social media, and the benefits and disadvantages therein. 
It surfaces challenges of personal agency and regulation to ensure that individuals can continue to benefit from technology, without 
unexpected outcomes.
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