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My research focuses on Shared Decision Making for 

adults with low education and literacy 

Communicative and critical health literacy (Nutbeam 

2000, 2008 framework) 

As we shift towards greater involvement in decision 

making crucial that low literacy/health literacy are not 

left behind 
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3 Projects 

1. Decision Aid to support informed choice in bowel 

cancer screening (FOBT) n=585. 

2. Decision Aid to support informed choice in 

mammography screening including information about 

about overdiagnosis n=879. 

3. SDM intervention for adults attending basic literacy 

and numeracy classes in Australia n= 319. 
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PROJECT 1 DA FOR BOWEL CANCER 
SCREENING. 

Successful project resulting in 8 publications. PhD (Dr Sian Smith)  
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Stage 1: Decision Aid Development + 

Qual interviews (DA draft 1)  

Stage 2: Decision Aid Acceptability 

Study (DA draft 2) + Risk Study 

Stage 3: Decision Aid Evaluation  

RCT 

Stage 4: Follow-up qualitative 

interviews with trial participants 

Project Design 



Misunderstood the population diagrams (1000 systematic oval diagrams; 1 oval =1 person)  

Visuals attracted attention,      engaging  

Difficulties understanding the concept of informed choice in screening 

Values clarification exercises confusing 

Decision Aid Development  

(DA draft 1)  

Qual interviews: Understanding 

information needs and design 

preferences (n=33) 

Project Design: Stage 1 

Qualitative interview 

study 

Smith et al Health 

Expectations 2008 

 

Smith et al Soc Sci 

Med 2009 

Key findings 

 People misunderstood the risk diagrams (1000 systematic oval 

diagrams; 1 oval =1 person)  

 Visuals attracted attention and were engaging  

 Difficulties understanding the concept of informed choice in screening 

 Values clarification exercises confusing 
 



SYDNEY MEDICAL SCHOOL 

I’m just picturing half of the Enmore theatre. Nine people in there  

have bowel cancer. That’s the way I look at it… 

Participant 11, male, age 55, lower literacy 

 



Risk information for men with a weak family history of bowel cancer: 

bowel cancer mortality with and without FOBT screening. 

  



Personal worksheet for women with no family history of bowel cancer to 

help clarify their values about the possible outcomes of screening 

 



Sample pages from the decision aid 



Misunderstood the population diagrams (1000 systematic oval diagrams; 1 oval =1 person)  

Visuals attracted attention,      engaging  

Difficulties understanding the concept of informed choice in screening 

Values clarification exercises confusing 

Decision Aid Stage 2 (DA draft 2) 

 

Acceptability 

Survey (n=75) 

Project Design: Stage 2 

Acceptability 

findings: Smith et al 

PEC 2009,  

 

Risk communication 

study: McCaffery et 

al MDM 2011 

Key findings 

 DA used to talk to their GP about bowel screening- included question 

prompt list 

 Produced an audio-visual DVD to accompany the booklet  

 Wanted more contextual and procedural information (e.g. What is 

bowel cancer? How do I do the test?) 

 Patient stories not found to be helpful 

 Graphical risk communication study informed the choice of risk 

diagrams: systematic ovals used not bar graphs 
 

Risk format 

Study (n=120) 
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GRAPH  STUDY 

Tested pictographs vs bars among 120 adults with  

low education and literacy (size, orientation, shading) 



Misunderstood the population diagrams (1000 systematic oval diagrams; 1 oval =1 person)  

Visuals attracted attention,      engaging  

Difficulties understanding the concept of informed choice in screening 

Values clarification exercises confusing 

Decision Aid RCT (DA Final v3) n=585 

Project Design: Stage 3 

RCT Smith et al 

BMJ 2010,  

Predictors informed 

choice 

Smith et al MDM 

2011 

Qualitative fol up: 

Smith et al PEC 

2012 



 

* No formal educ 

qualifications, intermediate 

school certificate, technical/ 

trade qualification 

 

Community sample: adults 
55-64 years, n= 585 

Lower education levels* 
 

Control:  

Govt screening booklet 

FOBT kit 

Decision Aid 

FOBT kit 

Knowledge 
Involvement in decision making 

Psychosocial outcomes 
Informed choice  

 

Screening behaviour (FOBT 
completion) 

2 weeks 

3 months 

Trial design 
 

HIGH uptake 

>80% 

HIGH follow-

up >90% 



TRIAL RESULTS 

PtDA had a significant effect on primary and secondary 

outcomes: 

1. Screening knowledge: 38% (95%CI 30,45) increase 

inin PtDA arm (P<0.001). 

2. Informed choice: 22% (95%CI 15,29) increase in PtDA 

arm (P<0.001). 

3. Decisional conflict and preferences for SDM: 

Reduced uncertainty in DM (P=0.03), increased 

preferences for SDM (P=0.04). 

 

 

 

 

 

 



3 Projects 

1. Decision Aid to support informed choice in bowel 

cancer screening (FOBT) n=585. 

2. Decision Aid to support informed choice in 

mammography screening including information about 

about overdiagnosis n=879. 

3. SDM intervention for adults attending basic literacy 

and numeracy classes in Australia n= 319 
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Stage 1: Qualitative Focus Group 

study n=50  

Stage 2: RCT (n=585) 

Stage 3: Qual follow-up study parallel  

to RCT (n=67) 

Project Design 



RATIONALE FOR THIS RESEARCH 

› Breast screening can cause overdetection, leading to over-

diagnosis and overtreatment of inconsequential cancers 

- Harm to emotional wellbeing, physical health in short / long term 

18 

› Women unaware of risk of overdetection 

- This prevents them being able to make informed 

decisions about participation in screening 

 

› Evidence lacking re how info on overdetection 

affects women’s breast screening decisions 



QUALITATIVE RESEARCH 

Focus groups with 

50 diverse women 

 

Explained and 

discussed risk of 

overdetection 

 

Explored women’s 

understanding and 

sources of 

confusion 

19 

Key findings 

 Women wanted information about 

Odx 

 Infographic helped them 

understand it 

 Key misunderstandings: alternative 

forms of screening, and treatment 

decisions           Hersch et al BMJ 2013 



Stage 1: Qualitative Focus Group 

study n=50  

Stage 2: RCT of a PtDA including ODx 

(n=585) 

Project Design 
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METHODS 

Qualitative stream (n = 63) 

Intervention DA (n = 440): 
benefit + overdetection + 

false positives 

Telephone survey (n = 838) 

Primary outcome = informed choice 

(adequate knowledge, intention consistent with attitude) 

Quantitative stream (n = 879) 

R 

Telephone survey: Baseline measures (n = 942) 

Send BreastScreen NSW leaflet  

Call #3: 

FOLLOW-UP @  

3 weeks 

Call #2: 

BASELINE 

R 

Trial participants:  

Women aged 48-50 years  

Control DA (n = 439): 
benefit + 

false positives only 

Send decision aid (DA) booklet   

Call #1: 

RECRUITMENT 

Mail-out #2 

Mail-out #1 

95% follow-

up 

(838 of 879) 
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RESULTS: PRIMARY OUTCOME 

Outcome Intervention 

Group 

Control 

Group 

Difference 

(IG – CG) 

P value 

Knowledge: 

Concept+numeric  
29% 17% -12% <.01 

Positive attitudes 

towards screening 
69% 83% -14% <.01 

Intending to 

undergo screening 
74% 87% -13% <.01 

MADE 

INFORMED 

CHOICE 

24% 15% 09% <.01 
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Hersch et al 

Lancet 2015 

Significance: 

• can communicate complex 

information about Odx to women 

•  it changes some women’s 

screening decisions: 

• ethical questions about 

responsibility to inform women 
 



3 Projects 

1. Decision Aid to support informed choice in bowel 

cancer screening (FOBT) n=585. 

2. Decision Aid to support informed choice in 

mammography screening including information about 

about overdiagnosis n=879. 

3. SDM intervention for adults attending basic literacy 

and numeracy classes in Australia n= 319 
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Stage 1: Qualitative interviews (n=24)  

Stage 2: RCT (n=319) 

Stage 3: Qual follow-up interviews 

(n=30) + observation 

Project Design 



SDM TRAINING PROGRAM  

31 

    ASK SHARE KNOW:  Shepherd H et al 

Patient Educ Couns  (2011).  

Smart health choices: Irwig, L. (2008). Making sense of health advice. 

London: Hammersmith. 



32 

24 Interviews  

Native English Speakers  English as a second language  

ASK Smart Health 
Choices  

Smart Health 
Choices  

ASK 



KEY FINDINGS 

› Difficulty understanding both Ask Share Know and Smart Health Choices 

questions. Overall Ask Share Know found easier but additional support 

needed 

 

Key misunderstandings 

- Options   

- Wait and watch 

- Harms 

- Third question   
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“Wait is …when you have to wait. And watch is 

when you watch TV…” (G201) 

“Sorry, I don’t know this word.” (G202) 

“What are my opi- opi- opions?” (G201) 



SUMMARY 

3 successful interventions in area of SDM: 

Good uptake and adherence within the studies. 

 Significant effect on the primary outcomes in each trial 

Careful piloting and consultation with our target 

audience has been highly effective. 

Published developmental work along the way 

This supports transparency in intervention development 

and reporting (Hoffman et al BMJ 2014 TIDieR) 
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MOVING FORWARD….. 

Made efforts to include our target sample in the 

research/ investigator team in recent projects. 

Proved difficult – people can find it intimidating, have 

other commitments and often drop out.  

But we are learning: setting up a panel of consumers, 

pay them for their time, get contributions early in 

design process.   
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Straus, Tetroe, Graham 2013 

Knowledge to Action Framework 

UK Medical Research Council 

Developing and Evaluating 

Complex Interventions 2008 
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THANK YOU 
 
  

kirsten.mccaffery@sydney.edu.au 

 

Sydney School of Public Health 

Screening and Test Evaluation Program 

Centre for Medical Psychology & Evidence Based Decision-making 


