
• Virtual engagement using tweet chats was an effective strategy for informing patient-
centered outcomes research in palliative care for people with brain cancer.

• The method uses fewer research resources than recruiting and conducting focus groups.
• The method is limited to engaging people who are Twitter users and requires collaboration

with existing Twitter communities.
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• Stakeholder-engaged research relies on dedicated people with common interests directing
prioritization, design and conduct of research.

• The use of social media to engage stakeholder groups complements in-person approaches and
extends engagement.

• The Brain Cancer Quality of Life Collaborative (BCQoLC) is a group of 15 stakeholders in the
care of people with brain cancer, including patients, care partners, researchers, palliative care
and neuro-oncology clinicians, advocacy and payer representatives. (See Poster C108)

• Mission: To engage stakeholders in the care of people with brain cancer in the prioritization,
design, and conduct of research important to stakeholders.

• Among multiple methods of stakeholder engagement used, the BCQoLC uses “tweet chats”
to engage Twitter communities in research.

• Objective: To describe the use of tweet chats to identify stakeholder perspectives on defining
quality of life and understanding communication about palliative care for people with brain tumors
and other conditions affecting the brain.

Background and Objective

Methods

Conclusions

Future Plans
• Publish and disseminate a toolkit about this method for other patient-centered outcomes

researchers to use as a way of connecting with patients and care partners, specifically on
the topic of palliative care

• Study if this model of engagement works in other areas of brain cancer research such as
connecting brain cancer patients with neuro-oncologists and surgeons

Results

Tweet chats 
In collaboration with the #HPM (hospice and 
palliative medicine) and #BTSM (brain 
tumor social media) communities, we 
conducted two (2) tweet chats in spring 
2018. 
• Tweet chats are 1-hour virtual 

conversations on Twitter, linked through 
hashtags. 

• #HPM chat discussed palliative care 
for people suffering from neurological 
conditions. 

• #BTSM chat discussed defining and 
communicating about quality of life for 
people with brain tumors. 

• Tweet chat promotion: 
• Blog posts on BCQoLC website 

(LS) Pallimed.org website (RB), 
and Medium.com (RB, LS, BK)

• Email blast to the BCQoLC mailing 
list (LS & BK)

• Multiple “promotional posts” on 
Twitter from various handles

• Chats each posed 4 questions, one 
every 15 minutes, to which participants 
tweeted responses and engaged in 
bidirectional communication with each 
other and the hosts. (Figures 1 and 2)

#BTSM chat #HPM chat
Total Twitter users 36 36

Patients 12 4
Care partners 3 2

Clinicians 5 13
Researchers 5 5

Other healthcare professionals 2 3
Organizations 6 7

Unknown 3 2
Tweets: total (per person) 417 (12/person) 355 (10/person)

Qualitative analysis
We used qualitative data analysis methods to identify themes on models of care and patient-
centered outcomes to inform research prioritization for the Brain Cancer Quality of Life 
Collaborative. 
• Symplur™ tool to generate transcripts (output in Microsoft Excel™ and describe 

participants
• Content analysis of transcripts using immersion-crystallization 

• Included only original tweets (no re-tweets) in analysis
• Generated code books with parent and child sub-codes 
• Four researchers coded each of the transcripts (two per transcript) and together identified 

themes (Figures 3 and 4)
• Presented themes to #BTSM community in an open video chat in February 2019 for 

member checking
• Followed-up on areas lacking clarity in an additional tweet chat with #BTSM in February 

2019 on communicating about and making decisions when there is uncertainty about the 
future of disease progression and treatment effects

• Institutional Review Board at the University of Colorado approved the secondary analysis of 
tweet chat transcripts as non-human subjects research

• Tweet chat participants were alerted in advance that the content would be subject to 
qualitative analysis and used to inform research

Table 1. Tweet chat participants and tweet activity

Figure 1. #BTSM Tweet chat invitation email blast and topics

Figure 2. #HPM Chat topics
T1 As a healthcare professional, how do you help patients make medical 
decisions when the person is suffering from a neurological/cognitive condition 
in which that person is no longer the person they used to be, or struggling to 
make decisions? #hpm
T1 For anyone who isn't working in healthcare: How does your healthcare 
team help when you find your way if you're struggling to make medical 
decisions? #HPM

T2: What kind of communication techniques work well for people suffering 
from cognitive difficulties? If you've experienced these conversations as a 
patient or family, do you have thoughts on what was good or not good about 
the healthcare professional's approach? #HPM

T3: Are there ever unintended consequences or unintended harm of 
navigating complex medical decisions and discussing palliative care with 
patients with neurological conditions? How can communication go wrong and 
how do you address those challenges? #HPM

T4: How might we better improve upon existing methods of discussing 
palliative care with patients living with serious neurological conditions?? #hpm

Figure 3. #BTSM tweet chat themes

Quality of life has many dimensions 
Psychosocial, physical functioning, 

cognitive functioning/memory, 
interference/invading life, 

mood/spirits, getting 
around/traveling, sleep, nausea, 

suffering, pain/headaches, seizures

A source of distress is loss of identity 
and autonomy

The experience or impact of the 
disease and/or of treatment on one’s 
sense of self/identity, and the loss of 

autonomy, having control, being 
independent

Uncertainty and variability in the 
experience of brain cancer 

Different types of tumors, locations of 
tumors, the treatments people 

receive, and feeling like one’s own 
experience doesn’t translate or relate 

to others

Conversations about quality of life 
don’t always specifically use that 
language, but that doesn’t mean 

they aren’t happening. 
It’s asking about things that are very 

personal, things about them as an 
individual and what they care about, 

what their values are. 

Conversations that address quality of 
life emerge from relationships 

between patient and care team. 
It is not a conversation that can or 
should happen right at diagnosis 

because patients and care partners 
won’t or can’t hear it, they are too 

overwhelmed. 

Good healthcare outcomes aren’t 
just about being alive or having 

stable scans.
It’s about cognitive and physical 

functioning, feeling normal, feeling 
like yourself, experiencing life and its 

milestones. 

Being a care partner or care giver to 
someone with brain cancer is very 
difficult and patients are acutely 

aware of the burden they place on 
their families. 

They don’t want to be a burden –
physically, financially, emotionally. 

Patients and care partners mention 
being surprised about their 

experience. 
The onset of symptoms, rapid decline 

and how the disease and/or its 
treatment would affect daily 

functioning. 

Access to medical journals and 
scientific evidence is desired.

People often like to do their own 
research to make their own decisions 

about what is best for them. 

Recognizing and preserving the individual’s 
autonomy is key 

Recognizing autonomy involves relating to the 
patient on a human level, which is achieved 

through use of emotional/empathic language 
and non-verbal cues (eye contact, active 

listening) instead of technical/professional 
language

A sense of urgency can limit relationship 
building

Providers experience time pressures that can 
limit knowing the person as a whole person, 

including prior to their cognitive changes 

Strategies for assessment of decision making 
capacity vary

Due to a lack of standardized practices for 
assessing decision making, providers readily 
shared capacity assessment resources and 

noted a “sliding capacity scale”

Approach the patient-family as a dyad of 
independent parts

Cognitive change necessitate carefully 
engaging in collective or sequential 

conversations with patient and family 
members

Patients desire communication about what 
to expect

In the context of relationships, patients 
wanted better communication about illness 

changes over time

Discuss palliative care and hospice care early
Because cognitive function and ability to 

make decisions will change, discuss future 
care options early

Figure 4. #HPM tweet chat themes
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