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ABSTRACT 

Objectives 

To investigate how comparable outcomes of medical communication research are when 

using different patient accrual methods by comparing cancer patients organization 

members with outpatient clinic patients.  

 

Methods  

In an experimental video-vignettes study, the impact of oncologist communication on trust 

was tested. Background characteristics (socio-demographics, trait anxiety, health locus of 

control, and attachment style), reported trust, and the impact of communication on trust 

were compared between the two groups. 

 

Results  

Cancer patient organization members (n = 196) were younger and higher educated than 

clinical patients (n = 148). Members felt more personal control over their health (p <.01), 

but were also more anxious (p <.05). They reported lower trust in general health care (p 

<.05), in their own oncologist (p <.001), and in the oncologist in the videos (p <.05). The 

impact of oncologist communication on trust was similar for both groups. 

 

Conclusions 

Despite considerable differences in trust levels, both groups appear equally affected by 

oncologist communication. Thus, although including cancer patient organization members 

may impact the generalizability of some findings, using these participants to investigate 

communication appears justified. 

 

Practice implications 

Cancer patient organization members may regard their oncologist more critically. 

Nonetheless, communicating competence, honesty, and caring may benefit the relation 

with these patients similarly as with other patients.  
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INTRODUCTION 

Approaching real patients for participation in medical communication research is 

sometimes difficult [253]. To facilitate patient recruitment, researchers frequently refer to 

patient associations, self-help groups or advocacy groups [see for example 

13,195,254,255,256,257,258]. Members of such groups are known to be willing and 

motivated to participate in research. However, they may not always be representative of 

the average patient. Indeed, researchers who sampled patient support group members 

have frequently discussed a potential lack of representativeness as a limitation of their 

studies [e.g., 256,258].1  

Only a small percentage of all patients are represented in patient organizations. 

For example, on average 5% of Dutch cancer patients is a member of a patient 

organization [261]. Members of support groups have been found to be more likely highly 

educated, female, white, and middle class than others [262-264]. Moreover, they were 

more agreeable, employed more active coping strategies, and felt more control over their 

disease, but on the other hand they were found to feel more anxious and distressed [264].  

If such socio-demographic and personality characteristics influence patients’ 

perception and evaluation of communication, selection bias might occur when participants 

for research of medical communication are recruited through patient organizations.  

Empirical research on such selection bias is surprisingly scarce. To date, literature 

has mostly focused on comparing between research participants (volunteers, members of 

patient support groups) and non-participants, allowing only a comparison of general 

background characteristics [265,266]. Investigating whether patient selection influences 

relevant outcome measures is only possible when both patient organization members and 

non-members participate in research. This was the case in a (non-communication) study 

investigating selection bias, comparing quality of life outcomes of members from a patient 

organization for sarcoidosis with a random sample of non-member sarcoidosis patients 

[267]. Results indicated that the patient organization members reported lower quality of 

life and more physical symptoms than non-members. Comparable studies in the field of 

physician-patient communication, however, appear nonexistent.  

                                                 
1 The terms ‘patient support group’, ‘patient organization’ and ‘patient advocacy groups’ are often 
used interchangeably. In essence, however, the term ‘support group’ refers to active interventions 
aimed at individual patients [259].  The terms patient organizations and advocacy groups refer to the 
organizations that primarily promote patients’ collective interests [260]. Thus, a patient organization 
may organize support groups as one of their activities. We will refer to patient organizations 
throughout this article, adapting our phrasing when quoted literature explicitly refers to patient 
support groups.  
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We performed a study on the effect of oncologist communication on patients’ 

trust (Hillen et al., submitted). In this study, we experimentally investigated whether 

oncologist’s enhanced expression of medical competence, honesty, and caring 

communication induced higher trust in the oncologist. After viewing a video of an enacted 

medical consultation, patients’ trust in the observed oncologist was assessed (see 

Appendix A for a detailed description of the study methodology). Participants were 

accrued through various Dutch cancer patient organizations as well as oncology outpatient 

clinics. Including both members and non-members created a unique opportunity to 

compare the two groups. The aim of this study was therefore methodological: to estimate 

if cancer patients accrued through patient organizations differ from patients accrued 

through hospital outpatient clinics on 1) socio-demographic and personality 

characteristics, 2) trust levels, and 3) the impact of oncologist communication on trust. As 

such, this study provides insight into the impact of patient accrual choices patient accrual 

on patient-reported outcomes.   

 

 

METHODS 

Video vignettes, i.e., videotaped scripted medical consultations, were created (see below). 

After composing a basic vignette, three elements of oncologist communication were 

systematically varied on two levels (standard vs. enhanced): conveyance of Competence, 

Honesty, and Caring (2 x 2 x 2 factorial design). Participants were randomly assigned to 

view two out of eight versions of the video vignette. Study design, video-vignettes 

development and procedure have been described in detail in Hillen et al. (submitted) and in 

Appendix A. 

Sampling  

All participants had to be at least 18 years old, have acceptable proficiency of Dutch, and 

being in treatment or follow-up with an oncology specialist presently or previously. 

Patients were informed that the study concerned the relation between patient and 

oncologist. 
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Cancer patient organization members (CPO members) 

Members of 15 different cancer patient organizations were invited to participate through 

printed and online advertisements of the organizations’ journals and websites. Interested 

members could self-apply through telephone, e-mail or regular post.  

Clinical patients 

Patients who had been treated or were currently being treated for cancer were 

approached through four oncology departments of one academic and one non-academic 

hospital. Patients from the academic hospital (surgery and radiotherapy) received an 

invitation letter from the researchers, asking them to self-apply through an enclosed reply 

card, by phone, or by e-mail. Non-respondents were reminded three weeks later. Patients 

could also indicate their reasons for refusal on a reply card. Patients at the non-academic, 

rural hospital (surgery and medical oncology) were approached by their nurse-

practitioner. The researchers received contact details of possibly interested patients and 

contacted them by phone.  

Measures 

Socio-demographic characteristics were assessed using open-ended (age) and multiple-

choice (gender, education) questions. Patients were asked to indicate the time since 

diagnosis in months, cancer site, and whether they were still in active treatment. Trust in 

health care in general was assessed by asking: ‘How much trust do you have in the current 

Dutch health-care system?’ (very little trust = 1 to a great deal of trust = 5) [268]. Patients’ 

trust in their own oncologist was assessed using the well-validated Trust in Oncologist Scale 

(TiOS) [175,220]. The TiOS consists of 18 statements (completely disagree = 1 to completely 

agree = 5). An example of a question is ‘Your doctor strongly cares about your health’. An 

overall score is obtained by averaging the responses. Reliability of the scale was good in 

this sample (α = .94). Trust in the observed oncologist was also assessed with the TiOS, 

adapting the phrasing to refer to the observed oncologist, instead of patients’ own 

oncologist (α = .82). Attachment was assessed using the ECR short form [269], which 

measures attachment avoidance (six items) and attachment anxiety (six items) (completely 

disagree = 1 to completely agree = 7). Reliability was acceptable (α = .74 for attachment 

avoidance and α = .60 for attachment anxiety). Patients’ external health locus of control 

was assessed using the Dutch version of the Powerful Others subscale of the Medical Health 

Locus of Control scales (PO-MHLC) (completely disagree = 1 to completely agree = 6)  

[243,248]. Reliability was good (α = .83). State anxiety was assessed on the 20-item Trait 
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subscale of the State-Trait Anxiety Inventory (STAI) (almost never = 1 to almost always = 7) 

[270]. Reliability was high (α = .92). 

Analysis 

Handling of missing data and manipulation checks are described in Hillen et al. (submitted). 

Comparisons between the two groups (CPO members vs. clinical patients) were made 

with regard to socio-demographic, disease and personality characteristics using χ2 tests 
and independent t-tests (Question 1). Effect sizes for t-tests are reported as r2, (r2  = .01 

small, r2 = .09 medium, r2 = .25 large [222,271]). The main effect of patient group (CPO 

members vs. clinical patients) on trust in the observed oncologist (Question 2), as well as 

the moderating effects of patient group on the relation between communication 

manipulations and trust (Question 3) were examined using stepwise random intercepts 

multilevel analyses. This analysis accounts for the multilevel structure of observations 

(level 1) nested within patients (level 2), as all patients viewed two different videos.  

Our baseline model, Model 1, included all previously tested (Hillen et al., 

submitted) main effects of socio-demographic characteristics (age, gender, and education) 

and variations of oncologist communication (enhanced vs. standard Competence, Honesty 

and Caring) on trust2. In Model 2, we tested whether recruitment group predicted trust 

while accounting for socio-demographic characteristics and communication manipulations. 

Finally, in Model 3, we tested whether recruitment group influenced the impact of 

variations in oncologist communication on trust, by adding interactions between 

communication manipulations and recruitment group to the model. In multilevel analysis, 

all dichotomous variables were standardized as 0 vs. 1, and all non-dichotomous variables 

were standardized, to allow interpretation of beta values as giving an indication of effect 

sizes.  

 

                                                 
2In all multilevel modeling, we controlled for the observation order, by including it into the model as 
a fixed factor. This allowed us to control for the effect of the order of the two observations; 
whether trust in first or the second observed oncologist was stronger irrespective of 
communication manipulation (see Hillen et al., submitted). 
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RESULTS 

Sample descriptives 

Of all participants (N = 345), 196 were cancer patient organization members and 148 

were clinical patients (see Table 1). Median age was 63 years (SD = 11, range 29–89) and 

52% were female. Most frequently occurring primary cancer sites were colon (23%), 

breast (23%), genitourinary system (19%) and lymphoma (12%). Mean time since diagnosis 

was 5.5 years (SD = 61 months, range 2–320 months), and 26% were currently in active 

treatment. 

Comparison between CPO members and clinical patients 

Socio-demographic and clinical characteristics  

CPO members were not significantly more likely to be female (55%) than clinical patients 

(47%) (χ2(1) = 1.91, ns). CPO members were younger (M = 60 years, SE = 0.76) than 

clinical patients (M = 63 years, SE = 0.83) (t(342) = -3.34, p <.001, r2 = .03). Of all CPO 

members, 57% were highly educated (college or university), compared to 37% of clinical 

patients (t (343) = 4.26, p <.001, r2 = .05). Mean time since initial diagnosis was longer 

among CPO members (M = 84 months) than among clinical patients (M = 40 months) 

(t(339) = 6.99, p<.001, r2 = .13). CPO members differed from clinical patients with respect 

to their self-reported treatment status, i.e., whether they were still in active treatment 

(30% vs. 20%, respectively), underwent only check-ups (61% vs. 78%), or neither (9% vs. 

2%) (χ2(2) = 14.34, p <.001).  

Personality characteristics 

CPO members scored higher for trait anxiety (M = 1.69, SE = 0.04) than clinical patients 

(M = 1.58, SE = 0.03) (t(327) = 2.12, p <.05, r2 = .01). CPO members scored lower on 

Powerful Others locus of control (M = 3.11, SE = 0.07) than clinical patients (M = 3.47, SE = 

0.09) (t(337)= -3.15, p <.01, r2= .03), suggesting they felt more personal control than 

clinical patients. The two groups did not differ on attachment anxiety nor attachment 

avoidance.  
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Table 1. Demographic, health and relationship characteristics of the sample (N = 345) 

  CPO members (n = 197) Clinical patients (n = 148) 

      Mdn (Range) SD Mdn (Range) SD 

Age (n = 344)  60 (29–89) 11 63 (36–83) 10 

      

      n % n % 

Gender (n = 345)      

 Male  89 45 78 53 

 Female  108 55 70 47 

Educational level (n = 345)     

 None/Primary school 3 2 8 5 

 Secondary/Lower level vocational school 82 42 80 54 

 College/University 112 56 54 41 

Cancer site (n = 344)     

 Colon  22 11 58 39 

 Other gastrointestinal 7 4 19 13 

 Breast  39 20 40 27 

 Genitourinary  45 23 21 14 

 Gynecologic 24 12 2 1 

 Lymph nodes / bone marrow 40 20 2 1 

 Other  20 10 5 3 

Treatment status (n = 345)     

 In active treatment 59 30 29 20 

 Undergoing regular check ups 120 61 116 78 

 No treatment or check ups 18 9 3 2 

       

      M SD M SD 

Number of months since diagnosis (n = 341) 84 67 40 39 

Trust in own oncologist (n = 345) 4.12 0.66 4.32 0.48 

 

 

 

Trust 

Trust in health care was slightly lower among CPO members (M = 3.84, SE = 0.06) than 

among clinical patients (M = 4.05, SE = 0.06) (t(343) = -2.27, p <.05, r2 = .01). Mean trust 

in patients’ own oncologist was lower among CPO members (M = 4.11, SE = 0.05) than 

among clinical patients (M = 4.32, SE = 0.04) (t(343) = -3.21, p <.001, r2= .03). Mean trust 

in the observed oncologist was lower among CPO members than among clinical patients 

(F(1, 344.27) = 5.91, p = .01) (Model 2, see Table 3). Taking into account recruitment 
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origin (in Model 2) significantly improved the model fit compared to Model 1 (see Table 

2). All interactions between recruitment group and the communication manipulations 

(Competence, Honesty and Caring) were non-significant, indicating that the strength of the 

effect of oncologist communication on trust was not dependent on patients’ recruitment 

group (all three interactions non-significant). Adding the interactions (in Model 3) did not 

improve model fit compared to Model 2 (see Table 2). Therefore, in Table 3 we report 

only the main effects of Model 2.   

 

 

 
Table 2. Fit indices of multilevel models, including trust as the dependent variable 

AIC -2LL df Model fit improvement    
Model 1 1655.72 1635.72 10  

Model 2  1651.86 1629.86 11 * 

Model 3 1653.85 1625.85 14 ns 

Note: Lower values of the AIC and -2LL indicate closer fit. * indicates significance at p <.05. Model 1: 
observation order, socio-demographics (age, gender and, education) and communication manipulations 
(Competence, Honesty, and Caring). Model 2: observation order, socio-demographics, communication 
manipulations, and recruitment group. Model 3: observation order, socio-demographics, communication 
manipulations, recruitment group, and interactions recruitment group x communication manipulations. 

 

 

 

Table 3. Effects of patient socio-demographic characteristics (age, gender and education), 
oncologist communication manipulations (Competence, Honesty, and Caring) and 
recruitment group (CPO members vs. clinical patients) on trust (TiOS) in multilevel 
analysis Model 2. 

b SE b 95% CI 
  
Patient age***  .19 .05  .09, .29 

Patient education -.12 .05 -.21, -.02 

Patient gender*** .06 .10 -.14, .26 

Oncologist Competence*** .17 .05  .08, .27 

Oncologist Honesty*** .30 .05  .20, .40 

Oncologist Caring*** .36 .05  .27, .46 

Recruitment Group** .24 .10  .05, .43 

*Significant at p <.05, **Significant at p <.01, ***Significant at p <.001. Note: patient age and patient 
education were standardized. All other variables were dichotomous, and scored as 0 vs. 1. 
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DISCUSSION AND CONCLUSION 

Discussion 

We examined whether cancer patient organization members yield different patient-

reported outcomes than patients recruited through oncology outpatient clinics when 

studying physician-patient communication. We compared outcomes between both groups 

for background characteristics, reported trust and the impact of oncologist 

communication on reported trust. 

Our findings provide some relevant methodological insights into how patient 

accrual routes may influence study results. We confirmed previous findings indicating that 

patient organization members differ from patients accrued through hospital clinics on 

socio-demographic and personality characteristics [262-264]: members were younger, 

higher educated, more anxious, and felt more personal control over their disease. 

Additionally, we established how patient organization members may perceive and judge 

physicians more critically, not only their own care provider but also a newly observed 

oncologist. Effect sizes were moderate, indicating that differences in trust scores should be 

acknowledged, yet did not differ dramatically between the two groups. CPO members’ 

more critical stance may stem from a more autonomous view on their health [264], 

inducing a lower need to fully trust their oncologist [228]. Indeed, we found a lower 

perceived external locus of control among these patients, indicating a higher sense of 

personal control over their health. Alternatively, some patients may have joined patient 

organizations out of discontent or distrust of their care providers [259]. A final 

explanation for lower trust among CPO members is that they received their diagnosis 

longer ago. As a result, they may be able to reflect on their oncologist with some more 

emotional distance. 

Importantly, only the level of the patient reported outcome, i.e., trust, differed 

between CPO members and clinical patients. The strength and direction of the earlier 

established effects of oncologist communication on trust were comparable between the 

two groups. This suggests that the mechanism for how communication impacts on trust is 

similar for both groups. This finding has important consequences for the question whether 

accruing patient organization members for studies on medical communication is justifiable 

or not. Had the main purpose of our study been to establish an absolute value of our 

outcome variable, i.e., the strength of trust, then the results for CPO members would not 

have been generalizable to the cancer patient population. However, to investigate 
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processes, e.g., how variations in communication impact on trust, sampling patient 

organization members appears to yield similar results to sampling patients through hospital 

clinics. Future research should indicate whether this finding is generalizable to other 

evaluative outcome measures, such as satisfaction. 

 For the specific topic of trust in the oncologist, recruiting cancer patient 

organization members may have an additional advantage, on top of their practical 

accessibility. Trust scores have been repeatedly found to be extremely high, clustering 

around the upper end of measurement scales [17,25,61,62]. Our results show that 

including cancer patient organization members may create less skewed outcome values. 

This allows for more variation and may, consequently, lead to a better ability to detect 

effects of communication. 

A limitation of our study was the fact that recruitment was not completely 

random. First, although patients were randomly approached, their self-application may 

have resulted in a selection bias in both groups. As we have no data on non-responders, 

we cannot assess in what respects participants differed from non-responders. Second, we 

have no information about whether clinical patients were members of a CPO. If a 

proportion of clinical patients were CPO member, it is plausible that in reality, differences 

between CPO members and clinical patients are even more pronounced than established 

in the present study. Third, even within the group of clinical patients, we used different 

patient accrual methods in the non-academic compared to the academic hospital due to 

different hospital regulations. Patients were either approached directly or through their 

own nurse-practitioner. This may have induced selection bias: patients critical of their care 

providers may be less likely to participate when approached through their nurse-

practitioner. Because of the small subsample of clinical patients from the non-academic 

hospital, we were unable to examine differences between patients recruited in the 

different hospitals. Such investigation may, however, provide even more insight in how 

patient accrual methods impact on patient-reported outcomes.   

Finally, the effect sizes of the individual predictors in our multilevel analysis may 

have been somewhat underestimated. When several predictors are included into the 

model at the same time, beta’s represent only the unique effect of an individual predictor.  

Conclusion 

These results provide insight into how including cancer patient organization members 

versus clinical patients may impact on study outcomes in research on communication in 

health care. Future communication researchers using only patient organization members 

as participants should consider that their results may not be representative of the entire 
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patient group under focus. However, when investigating processes, e.g., how 

communication impacts trust, patient accrual methods may be less impactful than when 

researching absolute values of patient-reported outcomes. Research including both 

members and patients recruited through hospital clinics may take group membership into 

account as a possible confounder.  

Practice implications 

For oncology practice, it may be useful to be aware of the more critical stance generally 

taken by cancer patient organization members towards their oncologist. Nevertheless, 

communication strategies that enhance cancer patients’ trust overall, i.e., conveying 

competence, honesty and caring, may be similarly beneficial to the relation with these 

patients.


