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When is greater patient participation 
needed in decisions about cancer care?

Multiple treatment alternatives

No treatment is clearly superior

Treatments differ in characteristics and 
outcomes

Trade offs must be made between treatment 
benefits and costs



Do men with localized prostate cancer 
want to participate in treatment decisions?

1

22

14

7

56

0 10 20 30 40 50 60

Patient Alone

Patient with Physician

Shared

Physician with Patient

Physician Alone

Percent Response Choice

(Knight et al., Society of Medical Decision Making, 2004)



Do cancer clinicians understand patient 
needs and goals for treatment?

Patients want their goals and values taken into 
account in treatment decision making (Knight et al., 
Society of Medical Decision Making, 2003)

But physicians and patients have different goals for 
treatment (Crawford et al., Urology, 1997)

Further, physicians may not always understand the 
values of their patients (Bennett et al., Eur Urol, 1997, 
Elstein et al., Health Expectations, 2004, Elstein et al., Health 
Psychology, 2005)

How can patient goals and values be incorporated 
into treatment decisions?



Shared decision making
Information

Health condition
Treatments
Potential Risks and Benefits
Costs

Assessment of patient values and goals
What is important?
What risks are acceptable?
What are the trade offs?

Discussion of patient values and goals
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Interactive values assessment/education



Values assessment



Results

Patients were highly satisfied with the 
program

Two-thirds were able to select a preferred 
treatment based on the information presented 
in the program

(Kim et al., Cancer Investigation, 2001)



Results

Only 67% of patients who selected a 
treatment actually received the preferred 
treatment

Low literacy patients had lower prostate 
cancer knowledge after program than those 
with high literacy

(Kim et al., Cancer Investigation, 2001)



Potential weaknesses…

Low literacy patients helped less

Preference assessment not reliable or valid

Lack of clinician acceptance



(Knight et al., Cancer, 2007)

Veterans Quality of Life by Education



(Knight et al., Clinical Prostate Cancer, 2002)

Values assessment/physician feedback



Results

4 of 13 patients unwilling to take any risk to 
avoid side effects

7 of 13 patients obtained logically 
inconsistent scores

1 of 13 patients obtained logically consistent 
scores and were willing to complete the 
gamble

(Knight et al., Clinical Prostate Cancer, 2002)



Contemporary decision support







Continuing questions about preference 
assessments…

Little information on the methods used to 
develop preference measures—Are all 
relevant domains of values included?

Absence of documentation on the reliability 
and validity of preference assessments

Are the measurements consistent over time if 
preferences do not change?
Do the measures predict what men want in 
their prostate cancer treatment?



Characteristics of a Strong Measure of Patient 
Preferences

Comprehensive patient considerations

Strong psychometric properties
Consistent over time
Related to recommendations and outcomes

Appropriate for all educational backgrounds

Feasible in busy clinic settings



What are possible contributions of improved 
patient preference assessment?

Clarification of individual differences in 
decision making

Understanding of how preferences may be 
constructed over time

Improved patient-centered care

Strengthened patient/physician relationship



How wide a range of values need to be 
considered?

Assessments of patient goals for localized prostate 
cancer treatment typically have focused on well 
defined, clinically-derived attributes (e.g., sexual, 
urinary, and bowel function) (e.g., Albertsen et al., 
JUrol, 1998)

However, others have identified a wide range of 
patient concerns that are difficult to integrate in 
structured approaches to decision making (e.g., self-
esteem, masculinity) (e.g., Bokhour et al., JGIM, 
2001)



What values are important in prostate 
cancer treatment decisions?

75 men diagnosed with localized prostate cancer 
recruited for participation in focus groups

Thirteen groups conducted; Each was homogenous 
in ethnicity (i.e., AA, CA) and primary treatment (i.e., 
radical prostatectomy, brachytherapy, external beam 
radiation therapy, watchful waiting)

Two experienced moderators were matched to the 
groups by gender and ethnicity; moderators were 
trained in the specific study methods

(Knight et al., Society of Medical Decision Making, 2006)



Initial schema for coding

Urinary and Sexual Function
Pain/Discomfort/Other Symptoms
Survival Concerns
Treatment Characteristics
Treatment Convenience
Impact of Prostate Cancer on Responsibilities
Impact of Prostate Cancer on Relationships
Impact of Prostate Cancer on Self-perceptions



Content coding

Two independent coders were trained in using the 
schema and their initial coding was reviewed and 
revised by two investigators experienced in 
qualitative analysis

A third coding of the transcripts was conducted by 
the two independent coders and discrepancies were 
resolved through discussion and consensus with two 
investigators experienced in qualitative analysis

NVivo software was used to assist in the 
management of the data



Theme N Example
Survival 182 Anybody who is diagnosed with that I 

guarantee you the next thing they think of is 
death.

Sexual 
Function

76 …I’m pretty much sexually inactive.

Urinary 
Function

79 I hate to say it but I just don’t see myself 
wearing diapers for being incontinent…”

Bowel 
Function

13 …I couldn’t contain my bowel movements. I’m 
going down the freeway and I’ve got to go…



Theme N Example

Treatment 
Characteristics

115 …I kept wanting to go through radiation 
because I didn’t want to be cut on.

Other 
Symptoms

75 ...then you’re going through the change like 
women go through. Hot flashes and all of 
that…

Responsibility 16 I wouldn’t be able to take care of my wife 
because I would have been held down 
because of surgery

Relationships 31 …hey I’m not married …and now if you fall 
in love in two months you are not going to 
be ready to have a family.

Self-esteem 31 We still want to maintain ourselves as we 
had been…an ego thing…



Values important in prostate cancer 
decisions

Pain/Discomfort
Other Symptoms

Treatment Characteristics
Invasiveness
Convenience Self-Esteem

Self-Image/Masculinity

Relationships

Responsibilities
Work/Family

Sexual FunctionUrinary Function

Survival
Anxiety about Mortality
Recurrence Concerns



Individual interviews

Individual interviews (n=20) were conducted to explore in greater 
depth the themes identified in the focus groups

During the interviews, the men were asked to complete a forced 
choice task

Circle around the category that is most important/line through the 
least important category

Urinary Function
Survival

Important Relationships



Individual interview results

58% of the men consistently evaluated 
concerns about relationships, responsibilities, 
or self-esteem as being more important than 
urinary or sexual function

About a quarter of the men considered 
relationships, responsibilities, or self-esteem 
to be more important than survival concerns



Conclusions

This study based on extensive patient input 
suggests that the conceptual framework for 
understanding men’s preferences for prostate 
cancer treatment be expanded to incorporate a 
broader range of decision making considerations

This work points to the need for health services 
researchers to develop theoretical models and 
measurement systems that include psychological 
and social context in understanding patient goals 
and values



Values Insight and Balance Evaluation 
Scales (VIBES)

Consists of sixty six items organized in three 
sections

In each section eight subscales are represented

Sections include three types of judgments:
Importance
Coping
Best/worst

Current studies underway to evaluate reliability and 
validity
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