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• Social media listening (SML) is an approach 
to harness information derived from social 
media platforms and generate insights into 
users’ experiences as well as monitor and 
analyse discussions on health-related topics

• Use of SML has increased rapidly in recent 
years

• No reviews of social media listening to 
understand the patient experience of chronic 
disease 

• ‘Patient experience’ refers to the impact of 
the disease, condition or treatment on the 
lives of patients1

Background 

3
1 Upton F.H.R.. 6—21st Century Cures Act. 114th Congress (2015–2016) Jul 13. 2015; Available at:. www.congress.gov/bill/114thcongress/
house-bill/6/text.

http://www.congress.gov/bill/114thcongress/
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✓Guidance for the conduct of scoping studies was followed1,2

✓Six steps: 

1. Defining the research questions

2. Identifying relevant studies

3. Selecting studies

4. Charting the data 

5. Collating, summarizing, and reporting the results

6. Consulting with a second reviewer

✓ In line with this guidance, no quality assessment of the studies included 
in the review was conducted1

1. Levac, Colquhoun, and O'Brien. "Scoping studies: advancing the methodology." Implementation science 5.1 (2010): 1-9.
2. Arksey, Hilary, and O'Malley. "Scoping studies: towards a methodological framework." International journal of social research methodology 8.1 (2005): 19-32.
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Methods
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RQ1: What social media 
listening methods have 
been used to understand 
patients' experiences 
with chronic diseases and 
treatments?

RQ3: What ethical issues 
and limitations have been 
identified in social media 
listening studies?

RQ2: What have social 
media listening studies 
revealed about patients' 
experiences of living with 
chronic diseases and 
treatments?

Research questions

5
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Identifying relevant studies 

✓Search conducted in PubMed

Concept Search terms

1 Patient Patient

2 Social media listening social media listening OR social listening OR social media content 
analysis OR retrospective keyword frequency analysis

3 Patient AND social 
media listening

1 AND 2

4 Experience experience OR quality of life OR quality-of-life OR symptom OR 
impact OR concern OR belief OR perception

5 Combined search 3 AND 4

6
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✓ Inclusion criteria:

1. Primary research 

2. Study methods included social media listening

3. Subjects included patients with a chronic physical health condition

4. The focus was on patient experience of illness 

5. Articles were published in the last 10 years (from 2011)

✓Exclusion criteria:

1. Subjects are not patients with a chronic physical disease (e.g. orthodontics, mental 
health, drug or alcohol, healthy participants, infertility, surgery, vaccination)

2. Focus on the quality or usefulness of online tools, online/social media surveys or 
information 

3. Related to quality assessment of hospitals 

7

Selecting the studies
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Charting, collating and summarizing the data

1. Data were extracted in MS Excel

2. Methods used to synthesise the data
• Descriptive numerical summary analysis 
• Qualitative thematic analysis of study findings

1. Levac, Colquhoun, and O'Brien. "Scoping studies: advancing the methodology." Implementation science 5.1 (2010): 1-9.

8
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Results 
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Studies included: PRISMA flow diagram1

1. Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71

n= 45

10
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Study aim and design 

31%
were analytical, 

looking to answer a 
specific question or 

test a hypothesis

9%
triangulated the data 

with other study 
outcomes (e.g., follow 
up patient interviews)

69%
were exploratory

aiming to understand 
patients’ experiences 

of living with a chronic 
disease/treatment 

100%
of the study designs 
were cross-sectional

11
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Location

36% USA only
22% Global*
16% >1 English-speaking country**
11% UK only
7% Not declared 
2% Australia only, 2% China only, 2% France only, 2% Sweden only

*Only 2 global studies declared searching for content beyond 
English language 

**Australia, Canada, New Zealand, the United Kingdom, United 
States, South Africa, India

12
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Types of diseases/treatments

37% Multiple types of cancer
20% Treatments 
7% Rare diseases  
7% Eye conditions
4% Hypertension 
26% Other diseases (arthritis, bronchiectasis, 
cardiovascular diseases, COPD, CKD, epilepsy, IBD, 
Parkinson, status epilepticus, stress urinary incontinence 
and total joint arthroplasty)

13
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Sample characteristics

64% did not report any socio-economic or demographic 
data
Reasons: no consent or not available

36% reported some type of data. 

Of these: 
Median age: ~40 years old (26-57) 
Gender: 75% female 15% male 
Interesting fact: 3 studies reported that age was ‘guessed’ by the 
researchers

14
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Sample size

n n

1. Unique users 2. Data points*

*Data grouped into measurable units. For example: 1 thread = ~ 5 comments = 1 data point 15
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What social listening methods have been used to 
understand patients’ experiences with chronic disease?
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Most popular platforms: 
Twitter (14 studies) and Facebook

(10 studies)
20% Disease-specific 

18% Patient-oriented social media 
platform

13% mixed platforms

Platform identification method and types of platforms

49% Generic

17
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Data extraction method

18
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Overall analysis methods

Example of a Wordcloud in Cook et al. (2019)1

73% conducted thematic 

analysis
Only 13% applied a 
psychological theoretical 
model

Other types of popular analysis included: 
Frequency analysis (incl. word cloud and conceptual 
model)
Descriptive statistics 
Sentiment analysis 
Lexical analysis 
Semantic analysis 
Popularity of hashtags 

1. Cook et al. "Patients' perspectives on COPD: findings from a social media listening study." ERJ open research 5.1 (2019).
19
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27% Used data mining*
100% of studies with > than 1,000 unique users and 
>10,000 data sets used data-mining

Advantages: find main content from large datasets 
quickly. Larger sample = less sample selection biases

Disadvantages: text mining can get some content lost and 
underrepresent low-frequency topics

~70% of the studies that did not used data mining 
(manually), selected a sample from the total dataset to 
conduct the analysis

*Data mining is an automated method that helps determine the main content from large amounts of text quickly. 
For example: sentiment analysis, semantic analysis and lexical analysis.

Data analysis methods

20
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Type of data 

Overlapping groups – sum is not 100% 21
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Examples 

Example of a study that reported images in 
Ramkumar et al. (2017)3

Example of Tweets mapped according to the illness 
trajectory in Taylor and Pagliari (2018)2

Example of thematic analysis using quotes from posts on 
Instagram in Gao et al. (2012)1

A B

C

1. Gao, Smith, and Malloy. "Head and neck cancer and social media: the patient experience and cancer survivorship." The Laryngoscope 131.4 (2021): E1214-E1219.
2. Taylor and Pagliari. "# Deathbedlive: the end-of-life trajectory, reflected in a cancer patient’s tweets." BMC palliative care 17.1 (2018): 1-10.
3. Ramkumar et al. "Social media and total joint arthroplasty: an analysis of patient utilization on Instagram." The Journal of arthroplasty 32.9 (2017): 2694-2700. 22
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What have social media listening studies revealed 
about patients' experiences of living with chronic 

disease?
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Outcomes 

Overlapping groups – sum is not 100% 24

Disease experience, unmet needs and decision making process were the most reported outcomes     
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

25

Findings of the studies reporting on patient experience were organised into six themes 
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Physical, emotional, social and 

economic impact of living with the 

illness 

• The types, frequencies, intensity 

and impacts of symptoms

associated with the chronic illness

26

Findings of the studies reporting on patient experience were organised into six themes 
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Treatment preferences, beliefs, 

concerns and perceived benefits, 

and experiences

• Also, side effects, managing 

medication changes and emotional 

responses to treatment

Findings of the studies reporting on patient experience were organised into six themes 

27
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Difficulty accessing treatment

• The need for better communication 

with healthcare professionals

• Help with side effects 

• Unmet needs for information and 

support

Findings of the studies reporting on patient experience were organised into six themes 

28
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Included delayed and missed 

diagnosis

• Difficulties getting to appointments

and communicating with or having 

symptoms taken seriously by 

healthcare professionals 

• Gratitude felt by participants 

towards their healthcare team

Findings of the studies reporting on patient experience were organised into six themes 

29
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Posts about the importance to 

patients of disease milestones 
including remission of disease, 

initiation and completion of 

treatment, and transitions between 

different phases of disease. 

• Living life to the fullest rather than 

survival of a disease 

Findings of the studies reporting on patient experience were organised into six themes 

30
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Thematic analysis of study findings 

Impact of illness 
and symptoms 

Treatment beliefs 
and experiences

Unmet needs 

Experiences of 
healthcare

Milestones Social support 

• Role of social support across the 

disease trajectory from diagnosis 

onwards. 

• Importance of support from peers and 

community of people living with the 

same condition 

• Also, advice seeking and sharing via 

social media

Findings of the studies reporting on patient experience were organised into six themes 

31
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Outcomes 

Impact of illness and symptoms: 
Conceptual model in Wolffsohn et al. 
(2020)1

Treatment beliefs and experiences:
Emotional journey in Delestre-Levai et al. 
(2021)2

Experiences of healthcare & Milestones: Digital 
touch points along the patient journey Cook et 
al. (2019)3

A B C

1. Wolffsohn, et al. "Social Media Listening to Understand the Lived Experience of Presbyopia: Systematic Search and Content Analysis Study." Journal of medical Internet 
research 22.9 (2020): e18306.

2. Delestre-Levai et al. "Patients’ perspectives on Bronchiectasis: findings from a social media listening (SML) study." ERJ Open Research (2021).
3. Cook et al. "Patients' perspectives on COPD: findings from a social media listening study." ERJ open research 5.1 (2019).

Examples in practice

32
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What ethical issues and limitations have been identified in social 
media listening studies?
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Ethics

76%
Stated ethical factors in their 
study

80%
Used publicly available data

22% 
Asked for informed consent 
of the participants

49%
Requested IRB approval

33%
Complied with study 

guidance or 
organizational 

guidanceDeclaration of Helsinki

34
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Limitations reported 

58% User selection bias
36% Content bias
31% Accuracy, quality and reliability issues
29% Lack of demographic information
27% Sample selected bias
22% Self-reported diagnosis 
18% Lack of data-mining tools (automation)

Overlapping groups – sum is not 100%

User selection bias was the main reported limitation. Bias towards younger, more educated and high-income 
people should be considered despite the growing use of social media amongst the elderly

35



Copyright reserved. Confidential. Not to be disclosed.

Limitations of this scoping review 

• No guidelines on the conduct of social media listening studies that could be followed

• One author was responsible for the majority of screening and data extraction which may have introduced 
bias

• Single electronic database (PubMed) – including a search of more databases may increase the number of 
studies included

• Our search terms may not have been comprehensive enough to pick up studies in every chronic illness 

• No contact was made with authors to verify methodological issues

36
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Discussion and conclusions

• Range of methods used to conduct the SML exercises and for analysing the data

• SML can generate rich insights into the patient experience of chronic disease

• SML can be used as a key pillar of patient insights work: 

o Potential to tap in to a broader range of voices than we typically get from qualitative interview/focus 
group studies 

o It offers a broad range of data sources (e.g. images, videos and blogs in addition to text posts) 

o The experiences that patients share online have not been prompted by or limited to the questions 
asked by a researcher

• However, the generalisability of findings may be limited by selection bias and others 

• Potential for SML to be used alongside traditional qualitative methods to triangulate findings

• Variation in use of ethics approval and methods suggests that clearer guidelines may be helpful to guide 
best practice in this field

37
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