
Background

Over 400 patients of all ages in BC are 

diagnosed with brain cancer each year. 

Today, brain cancers are classified using a 

combination of pathological and tumor 

molecular markers, which together inform the 

treatment plan and prognosis for the disease. 

While molecular classification of brain cancers 

have led to improvements in care, relatively 

less attention has been paid to the optimal 

means of communicating the complexities of 

this diagnosis to patients and their families. 

Objective
The objective of this ongoing patient 

engagement project is to assess gaps in patient 

understanding of their brain cancer diagnoses, 

and to develop educational resources which 

could be provided at the time of diagnosis to 

help address these gaps. 

Methods

Patient partner and cancer researcher, Yaron 

Butterfield, has collected preliminary 

quantitative and qualitative patient 

questionnaire data from an international cohort, 

detailing individualsô experiences receiving and 

coping with diagnoses of brain cancer.

https://www.yaronbutterfield.com/yourstory

Word cloud generated from patient responses 

at the time of diagnosis.

Results

Experiences receiving diagnosis 
Thematic text analysis of 55 patient responses to 

the prompt ñInitial thoughts/feelings after 

diagnosisò yielded several key themes: 1) 

emotional turmoil and despair 2) coping and 

resilience 3) medical experiences and mistrust 4) 

seeking support and information 5) impact on 

daily life and identity 6) concern for loved ones 7) 

seeking alternative healing 8) environmental and 

occupational factors. 

Word cloud generated from patient reflections on 

interactions with the healthcare team.
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Results

Demographics

95 patients (56% female) from 10 countries in 

North America (50), Europe (7), Africa (5) and 

Asia (2) responded to this web-based survey. 

Patient respondents had received brain cancer 

diagnoses between 1983 and 2022. 

Tumour Type

Key themes identified from patient responses 

to the prompt ñTell us about your experience 

with the healthcare teamò included: 1) seeking 

a second opinion 2) individual care vs. 

systemic limitations 3) communication is key 

4) holistic and alternative approaches 5) varied 

experiences within the same system 6) the 

value of bedside manner 7) advocacy and 

autonomy 8) continuity of care 9) recognition of 

exceptional care 10) global experiences. 

Experiences with healthcare team

Results

Sentiment Analysis
Sentiment analysis revealed predominantly 

negative (76%) statements regarding the time 

after diagnosis, followed by mixed sentiments 

(14%), positive sentiments (7%) and neutral 

sentiments (5%). In contrast, sentiments 

regarding experiences with the healthcare team 

were coded as positive in 24/61 responses 

(39%), followed by negative (30%), neutral 

(15%) and mixed (16%) overall sentiments.

Conclusion and Future 

Directions
The current data reflects 

common concerns for 

patients coping with the 

diagnosis of brain cancers 

worldwide. To better support 

our local patients, we intend to

modify this survey to gather more 

tailored feedback from patients 

receiving care in BC. 

Online (<30 minute) surveys will be 

administered to patients having received 

diagnoses of primary malignant brain tumours 

in the BC Cancer Registry within the past 60  

months. The survey will be designed to capture 

a comprehensive understanding of the patient's 

experience. It will include both quantitative and 

qualitative questions.

We aim to use the insights gleaned from this 

project for:

�¾ A detailed report outlining the emotional and 

logistical challenges faced by patients.

�¾ Guiding the development of new educational 

materials and support resources.

�¾ Recommendations for healthcare providers 

in B.C. to improve patient care and support.

�¾ A framework for developing enhanced 

support services tailored to the needs of 

brain cancer patients.

By understanding the unique 

experiences of brain cancer patients at 

the critical time of diagnosis, we can 

make meaningful improvements in the 

support and care provided to them.

https://www.yaronbutterfield.com/yourstory.html

