Talking about personal recovery in bipolar disorder

Background and research questions

Personal recovery, ‘a way of living a satisfying, hopeful and contributing life even with the limitations caused
by the illness’ (Anthony, 1993) may be particularly important in bipolar disorder, where symptoms often
persist despite adequate treatment. Several quantitative and qualitative studies had demonstrated this. The
first question, this project addressed was:

1) What do we know about the experience of personal recovery in bipolar disorder from qualitative
research?

However, all this research stems from researcher-controlled settings such as interviews, focus groups or
questionnaires, which might impact what people say and how they say it. Prior to this project, little had been
known about how people with a bipolar disorder diagnosis talk about personal recovery outside of research
environments. It is tricky to gather naturalistic data where people act spontaneously without the presence of
researchers. Looking at public online posts is one way to capture interactions that are not influenced by a
research setting. Therefore, the project analysed public online posts of people who stated on the online
discussion platform Reddit (reddit.com) that they had a bipolar disorder diagnosis. The dataset collected for
this research project consists of 20M online posts by about 20K people, and roughly 1B words. The project
used a mix of qualitative and quantitative methods to answer three additional research questions:

2) What are the characteristics of Reddit users with a self-reported disorder diagnosis?

3) Are there differences in terms of the expressed emotions and mood of the posts and users in mental
health and non-mental health forums?

4) What can we learn from online posts about the experience of personal recovery in bipolar disorder?

Below are brief summaries for the studies we conducted to answer each of these four questions. You can
find more information in our publications and the full thesis *” (see the end of this page for references).

We would also like to mention that it is not uncontroversial to analyse online posts without the explicit
consent of the users who wrote them, even if it is data is in the public domain such as all public Reddit posts.
Due to the large volume of the data, it was not feasible for us to ask the post authors for their explicit
consent. Therefore, we did not disclose any usernames in our publications. In this kind of research, we need
to weigh up the benefits of doing it vs its risks. We hope that this research did not cause undue harm to
anyone whose posts were used to inform this work. Rather, we hope that this research led to a better
understanding of personal recovery in bipolar disorder and may eventually contribute to better support and
treatment for people living with bipolar.

What do we know about the experience of personal recovery in bipolar
disorder from qualitative research?

This systematic review literature review combined the evidence of 12 qualitative studies on personal
recovery in bipolar disorder from 2010-2020. The CHIME recovery framework has been mainly developed in
the context of schizophrenia and comprises the main domains Connectedness, Hope & optimism, Identity,
Meaning & purpose, and Empowerment. Our literature review found that it also captures many aspects of
personal recovery in bipolar.

However, it overly focuses on the positive aspects of the personal recovery journey. Yet, we also found a lot
of evidence for negative experiences and difficulties. Therefore, the POETIC framework (Purpose &
meaning, Optimism & hope, Empowerment, Tensions, Identity, and Connectedness) extends CHIME with a
Tensions domain to capture some of the tensions and ambivalences that people with bipolar disorder often
need to navigate in their personal recovery.

The below table shows the six main domains of the POETIC framework along with its subcategories. You
can find more information in our publication
(see here for a
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What are the characteristics of Reddit users with a self-reported disorder
diagnosis?

Little is known about the characteristics of social media users who disclose a bipolar disorder diagnosis. For

this study, we used natural language processing methods to automatically infer clinical, demographic and

identity characteristics of almost 20K Reddit users who self-reported a bipolar disorder diagnosis. The figure
below summarises our findings of their age, gender, country and comorbidity distributions.

You can find more information in our publication
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Are there differences in terms of the expressed emotions and mood of
the posts and users in mental health and non-mental health forums?

In this study, we took a closer look at the posting behaviour or Reddit users with a self-reported bipolar
diagnosis. Reddit hosts thousands of subforums for various topics, called subreddits. They include general
topics such as news or politics, funny memes, but also health, mental health and bipolar-specific subreddits.
First, we wanted to know what percentage of them posted in mental health and non-mental health specific
subreddits. Second, we used the lexicon-based tool LIWC to automatically determine the percentage of
words in a post that are associated with specific emotions (e.g. positive emotion, sadness, anxiety). We
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found that users tend to express more negative and less positive emotions in mental health subreddits.
Finally, we compared users who posted in mental health subreddits to those who only posted in subreddits
on other topics. We found that users who posted in mental health subreddits tended to use more words
associated with emotions in their posts overall, including positive and negative emotions.

The figure below summarises our findings. You can read more on this in our publication
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What can we learn from online posts about the experience of personal
recovery in bipolar disorder?

The first three studies paved the way for our final study. Here, we finally delved into what Reddit users with a
self-reported bipolar diagnosis share about their personal recovery experiences. Again using natural
language processing methods, we automatically identified 4.5K posts by 2K users that were likely relevant to
personal recovery. We compared them to nearly five times as many posts that were relevant to bipolar but
not personal recovery. We then used the POETIC framework to categorise keywords, that is terms that were
significantly more frequent in the personal recovery posts. Overall, the POETIC framework also worked well
to capture personal recovery experiences shared online. Interestingly, the online data also contained candid
in-the-moment experiences that traditional qualitative experiences via interviews or focus groups had not
retrieved. For example, one user posted about their experiences in a current manic episode during two
consecutive days. Some users also seemed more comfortable to discuss sensitive topics anonymously
online, such as personal spiritual experiences, and struggles with intimate relationships.

The figure below illustrates the main domains and subcategories of the POETIC framework and their
frequency in the online posts. You can find more information on this study, including many quotes from the
online posts in our publication
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How people with a bipolar disorder diagnosis talk about personal recovery in peer online support forums
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Contact

If you have any questions or comments, you can reach out to Glorianna Jagfeld (LinkedIn, Researchoate) or
to Steven Jones (s.jones7@lancaster.ac.uk, primary supervisor).
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