
Ms Karolina Lisy
Peter MacCallum Cancer Centre

WHAT MATTERS MOST TO BREAST 
CANCER SURVIVORS? 

DEVELOPMENT OF A NEEDS 
ASSESSMENT TOOL FOR CLINICAL USE



WHAT MATTERS MOST TO BREAST 
CANCER SURVIVORS?
DEVELOPMENT OF A NEEDS ASSESSMENT TOOL FOR 
CLINICAL USE

GRETTA CLARKE

KAROLINA LISY 

MICHAEL JEFFORD



BACKGROUND

• Breast cancer survivors may experience a range of issues and unmet 
needs for many years post-treatment

• Needs assessment is important in identifying patient issues and 
unmet needs. 

• There is no appropriate needs assessment tool for clinical use 
sensitive and specific to the needs of breast cancer survivors 

1. Investigate the physical, psychosocial and practical issues experienced 
by breast cancer survivors

2. Explore survivors’ preferences about needs assessment and care

3. Develop a needs assessment tool for clinical use with breast cancer 
survivors

AIMS



METHODS

Study design 

Cross-sectional study involving online and paper-based questionnaires 

Inclusion criteria 

• Prior diagnosis of stage I, II, or IIIa breast cancer 

• Over 18y at diagnosis 

• Completed treatment with curative intent, no evidence of active disease 

Recruitment

• Peter Mac breast clinics (July-October, 2018) 

• Breast Cancer Network Australia (BCNA) Review and Survey Group

Data collection

• Medical and demographic data via patient report and medical records 

• Study-specific survey (based on a systematic review)



STUDY-SPECIFIC SURVEY



RESULTS

Response rates:

• 93% (122/131) for Peter Mac participants

• 11% (159/1475) for BCNA participants 



RESULTS



RESULTS

“I find it hard to explain to my husband that even 
though I've finished treatment, my side effects are 
real and I've changed” 

“The fear of it returning is always there” 

“Dealing with all the ongoing joys of 
menopause and not knowing what to 
expect which has been difficult” 

“It is very difficult to make Centrelink understand 
chronic fatigue and how it affects your ability to 
find employment”

“I received an ongoing care plan for 
after treatment which is great as I feel 
I have not been forgotten about” 

Open-ended responses

Themes Findings

Physical arm problems, fatigue, lymphedema, 
menopause, 
pain/discomfort/numbness, 
dyspareunia, skin issues, weakness

Psychosocial anxiety, depression, coping, social 
support/relationships, emotional 
burden and support, 
fear of recurrence, feeling alone, 
relationship strain, libido

Practical access to information and services, 
employment, financial burden, 
prosthesis issues, performing normal 
tasks, remoteness of residential area

Living well 
after cancer

moving on, exercise, nutrition, 
understanding what’s normal, what to 
expect

Preferences 
and quality 
of care

continuity and coordination of care, 
care plans, access to own medical info, 
being understood, communication, 
knowledge of BC issues, holistic care

“I didn't want to have to feel as though I 
was 'sick' and have all aspects of my life 
revolve around this” 



KEY MESSAGES AND NEXT STEPS
• We need to understand not only which 

issues breast cancer survivors experience, 
but also if they would like help for these 
issues

• Major role for primary care in addressing 
breast cancer survivorship needs

• Based on findings, we propose a 
preliminary needs assessment tool 
designed for routine use in clinical settings

• Future directions should include pilot 
testing, validation, and implementation in 
clinical settings. 

• Further research is also warranted into the 
needs of specific groups within the breast 
survivorship population (eg. men, rural 
survivors) 



Send your question via Slido

https://www.sli.do/
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