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Medicine operates under an assumption that “patients will naturally gather evidence about 

the risks and benefits of each medical choice, apply their values to that evidence, and reach a 

considered decision.”1 In other words, that patients will generally make “autonomous” 

decisions, meaning decisions that are a.) intentional rather than habitual, impulsive, 

accidental, or forced, b.) involve substantial understanding of the nature of the decision, the 

foreseeable consequences and possible outcomes, and c.) are not subject to controlling 

influences.2

While this assumption has been challenged in other areas of medical decision-making1, here 

we want to challenge it in the context of treatment decision making about localized, low risk 

prostate cancer. Many men will face this decision given that there are 220, 800 new cases of 

prostate cancer each year in the U.S.3 Yet, there is alarming evidence to indicate that patients 

may not be properly informed about their options, particularly expectant management 

options such as watchful waiting or active surveillance. And there is further evidence that 

men may be especially prone to using intuition, impulse, and “heuristics” or mental short-

cuts in their decision-making4, all of which threaten autonomous decision-making.

Two recent papers in this journal highlight the complexities of treatment decision-making in 

low risk prostate cancer.5,6 As Filson, Marks, and Litwin note in their article on “Expectant 

Management for Men with Early-Stage Prostate Cancer” in this issue5, men with a new 

diagnosis of localized prostate cancer face an array of treatment options, each associated 

with high disease-specific survival given the slow growing nature of many prostate cancers. 

Radical prostatectomy and radiation therapy are the most commonly utilized treatments for 

localized prostate cancer, and each has associated treatment-related complications that 

impact men’s quality of life. Increasingly, active surveillance is being recommended by 

clinical guidelines as a treatment option for men with low risk disease.4 Unlike watchful 

waiting, active surveillance involves careful monitoring of the disease with an expectation of 

curative treatment if there is progression. While active surveillance has disadvantages of 
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periodic testing and associated anxiety, the major advantage of active surveillance is the 

preservation of current health and avoidance of treatment-related complications including 

impotence, urinary, and rectal incontinence.

Despite the appropriateness of expectant management strategies such as active surveillance 

for early stage prostate cancer, as highlighted by Filson et al. in their article, men who might 

benefit from expectant management are not routinely offered the option. Other studies have 

reported similar findings. One study found that only 10 of 25 early stage prostate cancer 

patients were offered a treatment choice7; another found that of 21 men (19 of whom chose 

surgery or radiation) few remembered active surveillance being presented as a viable 

option8; and another found that health professionals were less likely to discuss active 

surveillance for localized prostate cancer with Hispanics compared to Whites.9 Further, 

studies have found biases and heuristics at work in patients’ decision-making (all favoring 

surgery or radiation) such as the “commission bias” (doing something is better than “doing 

nothing” even if the “something” causes more harm)8 and the “availability bias” (reliance on 

anecdotal stories),10,11,12 in addition to fear10,11,12,13, heavy reliance on physician 

recommendation4,8,10,12, reported pressure from family4,8, and lack of awareness that 

treatment does not guarantee improved survival.10,11

These findings about prostate cancer decision-making are ethically significant given that 

they imply that prostate cancer decision-makers may not be as autonomous as we would 

assume. They also raise concerns about patient well-being given the risk of harm associated 

with surgery and radiation. An 8 year follow-up study of 272 men showed men who had 

surgery consistently reported more urinary leakage, impaired erection and libido14. Findings 

from the Prostate Cancer Intervention versus Observation Trial (PIVOT) showed higher rates 

of urinary leakage and erectile dysfunction among men randomized to receive radical 

prostatectomy compared to men observed.15 Higher rates of urinary leakage among men 

assigned to radical prostatectomy versus watchful waiting were observed in the 

Scandinavian Prostate Cancer Group Trial Number 4.16,17,18 While randomized trials 

comparing radiation therapy to expectant management are lacking, evidence from 

observational studies shows an increased risk of erectile dysfunction in radiation therapy 

patients compared to watchful waiting patients.19,20,21 Finally, these findings have important 

implications for societal costs as well. It has been estimated that if half of recently diagnosed 

low-risk men opted for observation, the health care savings would surpass $1 billion in the 

U.S. per year.22 Moreover, according to current U.K. National Institute for Health and 

Clinical Excellence (NICE) guidelines issued in 2008, active surveillance should be the 

preferred treatment for low-risk patients.23 And both the American Urological Association 

(AUA) and the National Comprehensive Cancer Network (NCCN) have issued guidelines 

that stress the importance of assessing life-expectancy in the decision-making process given 

that the survival benefits of immediate treatment may not be realized for many years, if 

ever.24,25 Despite all of this, only 20–30%26,27 of eligible men are on active surveillance 

protocols.

In their conclusion, Filson et al., argue for a shared decision-making process where patients 

are presented with information about the risks and benefits of expectant management 

including the use of patient decision aids.5 Also in this journal, Violette et al., reported a 

Blumenthal-Barby et al. Page 2

CA Cancer J Clin. Author manuscript; available in PMC 2016 July 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



systematic review of randomized trials of patient decision aids for localized prostate cancer 

treatment.6 It is important to note that the aids included in this review did not define or 

distinguish active surveillance or watchful waiting because they were developed before 

publication of large trials such as the Prostate Cancer Intervention versus Observation Trial 

(PIVOT).15 Among the 14 trials reviewed by Violette et al., the use of patient decision aids 

had no impact on treatment choices.6 Decision aids have long been seen as adjuncts to 

clinical encounters, preparing patients to participate in clinical decision making with the 

health care providers with the goal making decisions congruent with patient’s values.28 

Clearly, the use of patient decision aids alone will not be sufficient to raise the profile of 

expectant management for prostate cancer treatment for patients who might benefit from it. 

Furthermore, their use among specialists treating prostate cancer patients is relatively low.29

Ethically Responsible Choice Architecture

We propose that a beginning solution to the current situation in prostate cancer decision-

making is for clinicians to engage in what we call “ethically responsible choice 

architecture.” Choice architecture is a term coined by Richard Thaler and Cass Sunstein to 

refer to the organization of the context in which people make decisions. Thaler and Sunstein 

stress that the design of the choice context is important and unavoidable such that, “If you 

are a doctor and must describe the alternative treatments available to a patient, you are a 

choice architect.”30 The question then becomes how clinicians can engage in choice 

architecture around prostate cancer decision making in a way that is ethically responsible 

given what we know about how patients make decisions in this context. The current context 

is one that heavily favors immediate intervention. Thus, ethically responsible choice 

architecture would encourage men to seriously consider the harms/cons of immediate 

intervention and also the pros/benefits of active surveillance.31 This applies not only to 

clinicians but also to developers of decision aids for localized prostate cancer treatment (see 

Violette et al. in this journal for a systematic review and meta-analysis of prostate cancer 

decision aids).6 This could be accomplished using several techniques: (1) framing insights, 

(2) social norms, and (3) narratives.

1. FRAMING OF OPTIONS

When clinicians deliver options and information to men about how to deal with their newly 

diagnosed prostate cancer they have to make several decisions about how to frame that 

information (e.g., the order in which to deliver it, whether to frame numbers in terms of 

frequencies vs. percentages, whether to frame risk in absolute or relative terms, whether to 

frame information in terms of gains such as survival rates or losses such as mortality rates, 

etc.). But at a very basic level, they have to make a decision about how to frame the initial 

decision: they can frame the decision as immediate intervention vs. active surveillance or as 

open surgery vs. laparoscopic surgery vs. robot assisted surgery vs. 3D radiation, vs. 

intensity-modulated radiation, vs. proton radiation vs. brachytherapy vs. cryoablation vs. 

active surveillance. The former framing is preferable both because it simplifies the initial 

decision for patients and avoids tipping the scales heavily towards immediate treatment as 

the latter framing does. Another important technique that clinicians can employ to frame the 

options in an ethically responsible manner is to avoid presuming intervention as the default 
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by asking men which treatment intervention they prefer (e.g., surgery or radiation). Instead, 

active surveillance could be framed as the default, communicating to appropriately selected 

men that they could begin an active surveillance protocol and that they have time to decide 

whether and when to opt into more invasive management. Default options are so powerful 

that they even impact people’s end of life decisions. One study found that when life-

sustaining treatment was assumed the default in an advance directive document, 38% of 

people favored treatment, and when non-intervention was assumed the default only 20% 

favored treatment.32

2. ENGAGING SOCIAL NORMS

A second technique for ethically responsible choice architecture in prostate cancer decision-

making is to show patients that some men (e.g., a public role model33) do choose active 

surveillance and this can very well be considered a “normal” or reasonable choice. For 

example, one study of 331 prostate cancer survivors found that a normative message of “You 

don’t have to panic… You have time to think about your options” was perceived as 

believable, accurate, and important to hear by over 80% of men. 60.4% believed that this 

message would make men more likely to choose active surveillance. The message rated the 

highest in terms of likelihood to impact choice was “As long as I’m keeping a close eye on it 

with my doctors, I can possibly prolong this for a number of years until the treatment 

options have improved.” 77.3% believed that hearing this message would make a man more 

likely to choose active surveillance.34 Moreover, because physician recommendations create 

powerful social norms, physicians should avoid recommending surgery or radiation as the 

only reasonable choices for patients with low-risk localized prostate cancer. They may even 

positively recommend active surveillance as an option to think seriously about.35

3. USE OF NARRATIVES

A third technique for ethically responsible choice architecture in prostate cancer decision-

making is to make the potential harms for surgical intervention or radiation more realistic 

and salient to patients. Although men state that side effects are important, a systematic 

review of prostate cancer decision making found that these same men do not report that 

consideration of side effects actually influenced their ultimate decision.36 Patients may 

intentionally or unintentionally minimize side effects, or side effects may be presented too 

abstractly.36 Narratives (textual or video) are ideal for helping patients to imagine health 

situations that they have not previously experienced.37

Objections and Replies

There are two major objections to our proposal. One is that individual patient preference and 

patient autonomy is an important component of prostate cancer decision making that our 

proposal misses or deemphasizes. The second is that our proposal assumes that avoidance of 

immediate treatment is in patients’ best interest, but there are reasons to question this. Let us 

address each in turn. Regarding the issue of the role of patient preferences and patient 

autonomy, we want to emphasize two things. First, our articulation of ethically responsible 

choice architecture is just that: an articulation of choice architecture. The ultimate choice is 

the patient’s, within the context of the physician-patient relationship, and all options need to 
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be presented to and discussed with the patient. Patients who prefer surgery or radiation are 

free to, and will, elect those treatment options. Second, our proposal takes into account that 

the current choice architecture heavily favors immediate treatment and involves several 

factors in decision-making that are not conducive to autonomous decision-making (e.g., lack 

of information about all of the options, biases and heuristics heavily favoring immediate 

treatment, the diagnosing physician might also be the treating physician, etc.). Our proposal 

attempts to counter the existing choice climate so that expectant management is seriously 

considered as an option and the risks and side effects (not only the benefits) of surgery and 

radiation are understood and appreciated. We believe this is the ethically responsible thing to 

do given that the current climate so heavily favors immediate treatment and given that 

clinicians are ultimately responsible for creating and managing choice contexts for patients.

Regarding the issue of what is in patients’ best interests, we do not assume that expectant 

management (or immediate treatment, for that matter) is in all patients’ best interest, since 

what is best for each patient depends on their preferences, values, and trade-offs (prostate 

cancer management truly is a preference sensitive decision). Instead, we recognize that 

expectant management may be in some men’s best interests —much more than the small 

proportion of newly diagnosed men who are actually on active surveillance protocols. Five 

year outcomes reveal that while both immediate treatment and active surveillance groups 

have equal amounts of health-related distress, worry, feeling low, and insomnia, the 

intervention group (mostly surgery) consistently reported more urine leakage and impaired 

erection and libido.38 A recent systematic review of the impact of active surveillance on 

quality of life identified ten observational studies with follow-up periods ranging from 9 to 

36 months.39 Patients undergoing active surveillance reported good overall quality of life 

without negative psychological impacts. It was also concluded that longer follow-up data 

was needed to identify reasons for leaving active surveillance protocols and long-term 

impact on quality of life. Moreover, studies have shown that active surveillance does not 

necessarily produce anxiety harms40 or decisional regret.14 Thus, it is likely that expectant 

management strategies such as active surveillance may be in the best interests of some men 

with low-risk, localized prostate cancer, despite that fact that they often do not consider it a 

viable option, or it is not presented as such. The crux of our proposal is that ethically 

responsible choice architecture does not occur in a vacuum and instead needs to account for 

known facts about the current context in which this decision occurs, both on the clinician 

end and the patient end.

Acknowledgments

This research was supported by a grant (Blumenthal-Barby PI, Volk Co-I) from the Greenwall Foundation.

References

1. Schneider, CE. The Practice of Autonomy: Patients, Doctors, and Medical Decisions. New York: 
Oxford University Press; 1998. 

2. Faden, RR.; Beauchamp, TL. A History and Theory of Informed Consent. New York: Oxford 
University Press; 1986. 

3. Siegel RL, Miller KD, Jemal A. Cancer statistics, 2015. CA Cancer J Clin. 2015; 65:5–29. 
[PubMed: 25559415] 

Blumenthal-Barby et al. Page 5

CA Cancer J Clin. Author manuscript; available in PMC 2016 July 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



4. Penson DF. Factors influencing patients’ acceptance and adherence to active surveillance. J Natl 
Cancer Inst Monogr. 2012; 2012(45):207–212. [PubMed: 23271775] 

5. Filson CP, Marks LS, Litwin MS. Expectant management for men with early-stage prostate cancer. 
CA: Cancer J Clin. 2015; x(x):xx–xx.

6. Violette PD, Agoritsas T, Alexander P, et al. Decision aids for localized prostate cancer treatment 
choice: systematic review and meta-analysis. CA: Cancer J Clin. 2015; x(x):xx–xx.

7. Pieterse AH, Henselmans I, de Haes HC, Koning CC, Geijsen ED, Smets EM. Shared decision 
making: Prostate cancer patients’ appraisal of treatment alternatives and oncologists’ eliciting and 
responding behavior, an explorative study. Patient Educ Couns. 2011; 85(3):e251–9. [PubMed: 
21658883] 

8. Xu J, Neale AV, Dailey RK, Eggly S, Schwartz KL. Patient perspective on watchful waiting/active 
surveillance for localized prostate cancer. J Am Board Fam Med. 2012; 25(6):763–770. [PubMed: 
23136314] 

9. Hosain GM, Sanderson M, Du XL, Chan W, Strom SS. Racial/ethnic differences in treatment 
discussed, preferred, and received for prostate cancer in a tri-ethnic population. Am J Mens Health. 
2012; 6(3):249–257. [PubMed: 22419652] 

10. Xu J, Dailey RK, Eggly S, Neale AV, Schwartz KL. Men’s perspectives on selecting their prostate 
cancer treatment. J Natl Med Assoc. 2011; 103(6):468–478. [PubMed: 21830629] 

11. Denberg TD, Melhado TV, Steiner JF. Patient treatment preferences in localized prostate 
carcinoma: The influence of emotion, misconception, and anecdote. Cancer. 2006; 107(3):620–
630. [PubMed: 16802287] 

12. Steginga SK, Occhipinti S, Gardiner RA, Yaxley J, Heathcote P. Making decisions about treatment 
for localized prostate cancer. BJU International. 2002; 89(3):255–260. [PubMed: 11856106] 

13. de Bekker-Grob EW, Bliemer MC, Donkers B, et al. Patients’ and urologists’ preferences for 
prostate cancer treatment: A discrete choice experiment. Br J Cancer. 2013; 109(3):633–640. 
[PubMed: 23860533] 

14. Bill-Axelson A, Garmo H, Holmberg L, et al. Long-term distress after radical prostatectomy versus 
watchful waiting in prostate cancer: A longitudinal study from the scandinavian prostate cancer 
group-4 randomized clinical trial. Eur Urol. 2013; 64(6):920–928. [PubMed: 23465517] 

15. Wilt TJ, Brawer MK, Jones KM, et al. Radical prostatectromy versus observation for localized 
prostate cancer. N Engl J Med. 2012; 367:203–213. [PubMed: 22808955] 

16. Bill-Axelson A, Holmberg L, Ruutu M, et al. Radical prostatectomy versus watchful waiting in 
early prostate cancer. N Engl J Med. 2011; 364(18):1708–17. [PubMed: 21542742] 

17. Holmberg L, Bill-Axelson A, Steineck G, et al. Results from the Scandinavian Prostate Cancer 
Group Trial Number 4: a randomized controlled trial of radical prostatectomy versus watchful 
waiting. J Natl Cancer Inst Monogr. 2012; 2012(45):230–3. [PubMed: 23271778] 

18. Bill-Axelson A, Holmberg L, Filen F, et al. Radical prostatectomy versus watchful waiting in 
localized prostate cancer: the Scandinavian Prostate Cancer Group-4 randomized trial. J Natl 
Cancer Inst. 2008; 100(16):1144–54. [PubMed: 18695132] 

19. Hoffman RM, Hunt WC, Gilliland FD, Stephenson RA, Potosky AL. Patient satisfaction with 
treatment decisions for clinically localized prostate carcinoma. Results from the Prostate Cancer 
Outcomes Study. Cancer. 2003; 97(7):1653–62. [PubMed: 12655522] 

20. Smith DP, King MT, Egger S, Berry MP, Stricker PD, Cozzi P, et al. Quality of life three years after 
diagnosis of localised prostate cancer: population based cohort study. Bmj. 2009; 339:b4817. 
[PubMed: 19945997] 

21. Thong MS, Mols F, Kil PJ, Korfage IJ, van de Poll-Franse LV. Prostate cancer survivors who would 
be eligible for active surveillance but were either treated with radiotherapy or managed 
expectantly: comparisons on long-term quality of life and symptom burden. BJU Int. 2010; 105(5):
652–8. [PubMed: 19747357] 

22. Hayes JH, Ollendorf DA, Pearson SD, Barry MJ, Kantoff PW, Lee P, et al. Observation Versus 
Initial Treatment for Men With Localized, Low-Risk Prostate Cancer: A Cost-Effectiveness 
Analysis. Ann Intern Med. 2013 Jun 18.158(12):853. [PubMed: 23778902] 

Blumenthal-Barby et al. Page 6

CA Cancer J Clin. Author manuscript; available in PMC 2016 July 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



23. Branney P, White A, Jain S, Hiley C, Flowers P. Choosing health, choosing treatment: patient 
choice after diagnosis of localized prostate cancer. Urology. 2009 Nov; 74(5):968–71. [PubMed: 
19883806] 

24. Thompson I, Thrasher JB, Aus G, et al. Guideline for the management of clinically localized 
prostate cancer: 2007 update. J Urol. 2007; 177:2106–2131. [PubMed: 17509297] 

25. Mohler JL. The 2010 NCCN clinical practice guidelines in oncology on prostate cancer. J Natl 
Comp Canc Netw. 2010; 8:145–145.

26. Weiner AB, Patel SG, Etzioni R, Eggener SE. National trends in the management of low and 
intermediate risk prostate cancer in the United States. J Urol. 2015; 193(1):95–102. [PubMed: 
25106900] 

27. Ritch CR, Graves AJ, Keegan KA, et al. Increasing use of observation among men at low risk for 
prostate cancer mortality [published online ahead of print 2014]. U Urol. 

28. Stacey D, Legare F, Col NF, et al. Decision aids for people facing health treatment or screening 
decisions: review. Cochrane Database of Systematic Reviews. 2014; (1) Art No. CD001431. 

29. Wang EH, Gross CP, Tilburt JC, et al. Shared decision making and use of decision aids for 
localized prostate cancer: perceptions for radiation oncologists and urologists. JAMA Intern Med. 
2015 Published online March 9. 

30. Thaler, RH.; Sunstein, CR. Nudge: Improving Decisions About Health, Wealth, and Happiness. 
London: Penguin Books; 2009. 

31. Blumenthal-Barby JS, Cantor SB, Russell HV, Naik AD, Volk RJ. Decision aids: when ‘nudging’ 
patients to make a particular choice is more ethical than balanced, nondirective content. Health Aff 
(Millwood). 2013; 32(2):303–310. [PubMed: 23381523] 

32. Kressel LM, Chapman GB, Leventhal E. The influence of default options on the expression of end-
of-life treatment preferences in advance directives. J Gen Intern Med. 2007; 22(7):1007–1010. 
[PubMed: 17447099] 

33. Mishra MV, Bennett M, Vincent A, et al. Identifying barriers to patient acceptance of active 
surveillance: Content analysis of online patient communications. PLoS One. 2013; 8(9):e68563. 
[PubMed: 24039699] 

34. Volk R, Kinsman G, Le Y, Swank P, Blumenthal-Barby JS, McFall S, Byrd T, Mullen P, Cantor S. 
Designing Normative Messages About Active Surveillance for Men With Localized Prostate 
Cancer. J Health Commun. (forthcoming). 

35. van Vugt HA, Roobol MJ, van der Poel HG, et al. Selecting men diagnosed with prostate cancer 
for active surveillance using a risk calculator: A prospective impact study. BJU Int. 2012; 110(2):
180–187. [PubMed: 22112199] 

36. Zeliadt SB, Penson DF, Moinpour CM, et al. Provider and partner interactions in the treatment 
decision-making process for newly diagnosed localized prostate cancer. BJU Int. 2011; 108(6):
851–6. discussion 856–7. [PubMed: 21244609] 

37. Bekker HL, Winterbottom AE, Butow P, Dillard AJ, Feldman-Stewart D, Fowler FJ, Jibaja-Weiss 
ML, Shaffer VA, Volk RJ. Do personal stories make patient decision aids more effective? A critical 
review of theory and evidence. BMC Med Inform Decis Mak. 2013; 13(Suppl 2):S9. [PubMed: 
24625283] 

38. Bergman J, Litwin MS. Quality of life in men undergoing active surveillance for localized prostate 
cancer. J Natl Cancer Inst Monogr. 2012; 45:242–249. [PubMed: 23271780] 

39. Bellardita L, Valdagni R, van den Bergh R, Randsdorp H, Repetto C, Venderbos LD, et al. How 
Does Active Surveillance for Prostate Cancer Affect Quality of Life? A Systematic Review. Eur 
Urol. 2015; 67(4):637–45. [PubMed: 25454617] 

40. van den Bergh RC, Korfage IJ, Bangma CH. Psychological aspects of active surveillance. Curr 
Opin Urol. 2012; 22(3):237–242. [PubMed: 22357407] 

Blumenthal-Barby et al. Page 7

CA Cancer J Clin. Author manuscript; available in PMC 2016 July 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript


