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Chapter 1
General introduction

Dat was al in 1994, toen kreeg ik plasproblemen, ik wist niet 

wat er aan de hand was alleen ik kreeg er wat problemen 

mee. Ik ben er mee naar de dokter gegaan en die deed toen 

een onderzoek. Die heeft mijn bloed gecontroleerd, PSA 

dus, en dat is gedaan, toen moest ik terugkomen en bleek 

mijn PSA 40 te zijn. Dus dat was niet goed. 

(Respondent 58)
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Chapter 1

Introduction

This thesis analyses the psychosocial problems, the need for specialized psycho-oncological care, and the evalu-

ation of this supportive care in men with prostate cancer. It is estimated that world wide the incidence of prostate 

cancer is 536,279 new cases in 2000 (WHO 2000). In 2012 over 11,000 new cases have been diagnosed in the 

Netherlands and each year the incidence is still increasing (Dutch Cancer Registry 2014). An important reason of 

this study is the fact that, although prostate cancer is the most frequently occurring cancer among men, it does 

not get so much attention in the psychosocial approach of cancer compared to breast cancer. 

Although there is an increasing amount of research on the psychosocial impact of prostate cancer, most knowl-

edge in psycho-oncology is still based on research on younger women with breast cancer (see Figure 1 and Figure 

2). In many breast cancer patients, anxiety and feelings of uncertainty about the future are expressed as well as 

feelings of guilt (Fallowfield et al. 1990; Dunkel-Schetter et al. 1992; Van ‘t Spijker et al. 1997; Massie & Popkin 

1998), depression and posttraumatic stress disorder (Passik & Grummon 2003; Schleife et al. 2014; Meisel et 

al. 2012). Further, the variety of supportive interventions for women with breast cancer show to be useful and 

effective in improving emotional well being (Antoni et al. 2006; Sherman et al. 2010; Tacon 2011). However, it is 

still rather unclear whether or not these results also apply for men with prostate cancer. 

Unique aspects of prostate cancer

Prostate cancer is unique for several reasons. It affects only men and more specifically almost solely older men. 

Before the age of 40, prostate cancer is rare, the incidence rises with age with a peak around the age of 70 (Visser 

et al. 2002; Dutch Cancer Registry 2014). Contrary to other types of cancer, prostate cancer is often growing 

slowly and thus gives the patients time to carefully educate themselves and consider what treatment option is 

preferable. Different treatment options and their side effects are described in Box 1. 

Although there is a growing attention in the media, cancer is still a disease with a taboo. Prostate cancer can bear 

an extra stigma since it manifests itself in the sexual, urination and defecating areas, which are shameful to most 

people. For instance, a substantial portion (26%) of men experience shame during digital rectal examination (Nac-

carato et al. 2011) or would not undergo a digital rectal examination at all because of shame (Romero et al. 2008). 

So prostate cancer has unique characteristics concerning age, treatment choices and treatment side effects 

compared to breast cancer patients. This warrants studying the psychosocial aspects in this specific group of 

cancer patients. 
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 General introduction

Box 1. Prostate cancer and its treatment

The prostate gland is about the size and shape of a chestnut and it is located directly below the bladder. The 

urethra passes through the prostate gland. The function of the prostate gland is to produce the fluid that mixes 

with the semen, together forming the ejaculation. 

Prostate cancer is usually asymptomatic in the first stages. It is often detected when men consult their doctor for 

micturation problems. The physician can perform a digital rectal examination (feeling the prostate gland with a 

finger through the anus) and determine the blood PSA (prostate specific antigen) level; both are (unreliable) indi-

cators of a possible prostate cancer. To get a final diagnosis, several biopsies are taken from the prostate gland 

and viewed under the microscope. Prostate cancer can occur in several stages called the TNM (tumor, node, 

and metastasis) classification. T1 to T4 refer to the extent of the tumor growth, N0 to N1 indicate whether or not 

metastasis are found in the local lymph nodes and M0 to M1 refer to the occurrence of distant metastasis, for 

instance in the bones. The Gleason score is an indicator of the aggressiveness of the cancer cells.  

There are several treatment modalities. These options depend on the stage of the disease. For local disease, 

radical prostatectomy (surgical removal of the entire prostate gland) or radiation therapy (external or interstitial) 

are most widely used as a curative treatment. New, experimental treatments currently under research are HIFU 

(high-intensity focused ultrasound and cryosurgery (Bozzini et al. 2013). Both of these treatments are about equal 

in survival rate (75-90% after 10 years in the group with a low risk Gleason score) (IKNL 2014). In case of locally 

advanced disease or distant metastases, there is no curative treatment available at this moment. Hormonal thera-

py is then mostly used to slow down the growth of prostate tissue, including the malignant type. Depending on the 

medical condition, combinations of treatment options are possibly given. For any stage of the disease, watchful 

waiting can be a reasonable ‘treatment’ option (Aus et al. 2001; Carter 2011). 

The treatment modalities often cause serious side effects. Kyrdalen et al. 2013 give an overview of studies con-

cerning side effects of treatment options for localized prostate cancer. After radical prostatectomy in any form 

(retro pubic, laparoscopic or robotic), urinary incontinence frequently occurs immediately postoperative but this 

improves as time goes by. 

Early after surgery erectile dysfunction is common and it does not show much improvement over time. Mictura-

tion problems can occur early after the surgery and these increase over time. Radiation therapy may also lead to 

irreversible erectile dysfunction. Other common side effects of radiation are rectal bleeding diarrhea, and rectal 

urgency, due to damage of the rectum. Hormonal treatment leads in most cases to loss of libido resulting in not 

being able to have sexual intercourse and experiencing a loss of sex drive (Fowler, Jr. et al. 2002). It also may 

cause hot flushes, breast forming and fatigue (Catalona 1994; Casey et al. 2012). Watchful waiting can cause 

anxiety by having cancer without receiving any treatment (Hedestig et al. 2003). 
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Chapter 1

Quality of life, psychosocial problems, and supportive care interventions

At the start of this study in 2002 there were relatively few research projects on the psychosocial aspects of pros-

tate cancer. Over the last twelve years the number of studies has grown rapidly. Within the field of studies on 

psycho-oncology, a distinction can be made between three lines or domains of research: studies on quality of life, 

psychosocial problems, and supportive care. To put this study in perspective, we compared breast cancer and 

prostate cancer in the Netherlands. In 1989 (earliest year of cancer registration) the incidence of prostate cancer 

was 4200 rising to nearly 11,000 new cases in 2012. The incidence of breast cancer was 7709 in 1989 and in 

2013 it rose to 14,326 new cases.

Figure 1 shows the number of studies on quality of life in women with breast cancer and men with prostate cancer 

found in the Pubmed database when entering the search terms ‘breast cancer or prostate cancer’ combined with 

‘quality of life’ for the years of 1984 until 2014. 

Figure 2 shows the numbers of studies for psychosocial problems and supportive care when entering breast 

cancer or prostate cancer combined with ‘depression or anxiety’ (representing psychosocial problems), and ‘psy-

chosocial support’ for the years of 1984 until 2014.

Figure 1. Numbers of studies on quality of life in man with prostate cancer compared to women with breast cancer (1984-2014)
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Figure 1 shows a rapid growth of the number of quality of life studies over the last three decades for both breast 

cancer and prostate cancer, where as the number of studies are lower in men with prostate cancer. One of the 

reasons for this growth is that in many medical studies measurement of the concept of quality of life is included. 

The number of studies on psychosocial problems and psychosocial interventions (Figure 2), however, is still rela-

tively small and compared to the number of studies on women with breast cancer far behind. It obviously has been 

recognized that prostate cancer has been a neglected area in psycho-oncology for decades (Visser & Van Andel 

2000; Visser & Van Andel 2003; Christie et al. 2009). Where the incidence of breast cancer is about 1.3 higher then 

the incidence of prostate cancer, about fi ve times more studies on breast cancer have been conducted. 

A brief description of the different domains of research is given below.

Quality of life

The fi rst domain of studies is on health-related quality of life (HRQOL). Numerous studies have appeared in the 

urological scientifi c journals and in other scientifi c journals (Van Andel 2003; Korfage 2005). HRQOL entails several 

domains. Most researchers acknowledge the following dimensions should be included: 1) physical health, refer-

ring to bodily functions and symptoms such as pain, gastrointestinal problems, problems with urinating and defe-

cating etc; 2) functional health, including mobility, self care and role activities; 3) psychological health, which entails 

cognitive functioning, mood and psychiatric morbidity, and fi nally 4) social health, referring to social activities and 

interpersonal relationships (Macdonagh 1996; Van Andel 2003; Kaplan & Ries 2007). The content of HRQOL is 

described in detail in many studies on prostate cancer patients groups receiving different types of treatments 

(Kornblith et al. 1994; Eton et al. 2001; Van Andel 2003; Van Andel et al. 2004; Roeloffzen et al. 2010; Berge et al. 

2011). Health-related quality of life outcomes are important in the decision what kind of treatment to apply, since 

for localized prostate cancer the main treatment options radical prostatectomy or radiation (both external beam 

or interstitiair give similar results in terms of survival (60% to 90%) it is not established which treatment is the most 

optimal (surgery or radiation) (Denberg et al. 2006).

Figure 2. Numbers of studies on psychosocial problems and psychosocial support in men with prostate cancer and women 

with breast cancer (1984 - 2014)
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Psychosocial problems

The second domain of research concerns psychosocial problems in men with prostate cancer. Where as the con-

cept of HRQOL consists of broad concepts like ‘mental health’, the research domain of psychosocial problems 

delves much more into detail in psychosocial morbidity using specialized questionnaires for concepts as depres-

sion, anxiety, ways of coping and adaptation or relational problems and many others. Many studies within this 

domain focus on depression or anxiety (Bisson et al. 2002; Pirl et al. 2002; Pirl et al. 2008; Whitaker et al. 2008; 

Nelson et al. 2009). The importance of these studies lies in gaining knowledge on psychological problems related 

to the prostate cancer. This knowledge is helpful in preventing psychosocial morbidity and in developing strategies 

to facilitate adaptation to the disease. 

Supportive care needs and interventions 

This third research domain entails studies on supportive care needs (including informational needs), psychosocial 

interventions and the effect of psychosocial interventions. In many studies the supportive care needs are identified 

using questionnaires as the Supportive Care Needs Survey (SCNF) (Bonevski et al. 2000; Lintz et al. 2003). Other 

studies use focus groups (Gray et al. 1997; Butler et al. 2001). Studies concerning psychosocial interventions often 

apply a pre-designed intervention program and determine the effect on different outcome measures like depression 

(Carmack Taylor et al. 2006), knowledge on prostate cancer (Lepore et al. 2003), self-efficacy (Weber et al. 2004) 

or other outcomes (Davison et al. 2000; Poole et al. 2001; Steginga et al. 2005). The importance of these studies 

is to establish evidence-based interventions for different patient groups with different psychosocial problems.

Scope of the study 

Most of the studies on men with prostate cancer are conducted in the United States, Canada and Australia. How-

ever, several studies found cultural or racial differences in the way patients cope with a serious illness like prostate 

cancer. African Americans turn more to religion and future temporal orientation compared to European American 

men (Halbert et al. 2007).

Surbone summarizes three studies as follows: ‘There are cultural variations in patient’s health beliefs, values, 

preferences, and behaviors affect the recognition of symptoms, the threshold for seeking care, the willingness 

and ability to communicate and explain symptoms, the understanding of standard information about diagnosis, 

prognosis and treatment options, the trust in different professionals, and the adherence to prescribed treatments’ 

(Surbone 2006). This shows that results of international studies might be partly representative for the Dutch situa-

tion. Therefore, an extensive study in the Netherlands seems appropriate to gain knowledge on the psychosocial 

problems and the appropriate interventions specifically for Dutch men with prostate cancer. 

In this study, the three domains of research are addressed in one sample. Quality of life is measured, psychosocial 

problems are assessed and a seven sessions professionally lead intervention program is conducted and evaluat-

ed. The data gave the opportunity to study the relations between psychosocial problems, supportive care needs, 

the actual use of supportive care and the satisfaction with the received support. 
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1

Aim of the thesis

Preliminary studies have indicated that among Dutch prostate cancer patients there is a substantial need for psy-

chosocial support in different forms (Visser et al. 1997; Ketelaar 1998; Riemens et al. 2000). These were, however, 

studies with small sample sizes, focussing on a limited number of themes and variables. The limited number of 

international studies on psychosocial problems in men with prostate cancer and the possibly different cultural 

aspects in the experience and adaptation lead to conduct a large Dutch study to answer the following questions:

 

 I.   What are the most important psychosocial problems of men with prostate cancer and

  what is their health related quality of life. This question will be addressed in 

  chapters 2, 3, 4, 5. 

 II.  What is the need for supportive care in men with prostate cancer and what are the 

        determinants of the use of psychosocial support? This question will be addressed in  

        chapters 5, 6, 7, 8.  

 III. How do men evaluate the supportive care they receive? This question will be 

  addressed in chapter 8.
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Chapter 1

Design of the study

The project entailed the recruitment of prostate cancer patients in any stage of the disease in order to describe a 

broad spectrum of the patients and their psychosocial problems involved. Potential participants in the study were 

offered to participate in cost-free professionally led supportive care groups. They were asked to participate in such 

a group and to fill out questionnaires. If they declined participation in a group, they were still invited to fill out the 

questionnaire. For the recruitment of the patients, leaflets with a response card were used, providing information 

about the study, also including the offer to attend one of the professionally led support groups for free. Urologists 

in five hospitals handed out these leaflets in their outpatient clinics during the consultation of all their patients, and 

during educational meetings on prostate cancer organized by two other hospitals. The leaflets were also mailed 

to all members of the Dutch Prostate Cancer patients’ foundation (PKS). When an affirmative response card was 

received, a questionnaire was mailed to the patients. If a patient chose to participate in a support group, an intake 

interview was scheduled. After completion of the group sessions (about after three month) there was a second 

measurement for all men participating in the study. 

The inclusion of the final 238 participants in the study is depicted in the flowchart in Figure 3. 

Outline of the thesis

Chapter two presents a survey of published reviews (1984 to 2012) about psychosocial problems associated 

with men with prostate cancer. The objective of this literature study was to provide an overview of the psychosocial 

problems of the prostate cancer patients.

Chapter three describes the preferences of men with prostate cancer concerning their treatment in relation to 

socio-demographic and medical variables. The importance of this topic lies in the fact that different treatments 

may cause different side effects. 

Chapter four. The health-related quality of life in Dutch prostate cancer patients is studied in relation to different 

treatment modalities and time since diagnosis. This is relevant since treatments provide a good survival rate but 

also adverse side effects which may seriously impact the quality of life. 

Chapter five focuses on the specific problem area of traumatic stress. Cancer may elicit symptoms of posttrau-

matic stress disorder such as intrusive recollections or avoidance behavior. 

This study discusses the extent to which this is a problem in Dutch men with prostate cancer. The social-cognitive 

processing model of emotional adjustment to cancer (Lepore 2001) is applied to relate the traumatic stress symp-

toms to the need for psychosocial support. 

The need for supportive care introduced in chapter five, is further explored in the next three chapters. Our ap-

proach was to design the study partly demand driven by assessing men’s needs and then attempt to meet these 

needs with our intervention program. Since participation in supportive care is low in men with prostate cancer, we 

were also interested in the prostate cancer patients foundation as a form of support seeking and in determinants 

of support seeking. 
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Chapter six. The characteristics of members of a prostate cancer patients’ association are examined. These 

characteristics concern background variables, psychosocial variables like social support or distress and medical 

variables such as treatment and time since diagnosis. Although there are many reasons why an individual be-

comes member of a patient’s organization, membership of a patient’s organization can be regarded as a form of 

seeking support by meeting fellow patients. The kind of support can range from just wanting to have company to 

seeking medical information and other practical information from ‘experts by experience’ to seeking help for social 

emotional problems. All the above might be provided by the prostate cancer patients’ association. 

Chapter seven applies the theory of planned behavior (Ajzen 1991) to the intention to participate in a support 

group by men with prostate cancer. According to this model, the intention to participate in a support group is a 

function of the attitudes about supportive care, the subjective norms of the patient and perceived control. Other 

factors that might play a role in the choice to participate in a support group are socio-demographic and medical 

background characteristics and psychosocial conditions.

Chapter eight. In this chapter it is evaluated how men who did participate in support groups perceived these 

group. This is mainly based on qualitative research focused on the experience of men who participated. It is dis-

cussed what aspects were seen as helpful, what aspects were least helpful, referring to content of the program 

but also referring to sharing of experiences and emotions.  

Chapter nine finally gives a general overview of the conclusions and discussion about the results, together with 

a set of recommendations concerning how to deal with different groups of men with prostate cancer in order to 

minimize the psychological morbidity.
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784 leaflets handed out 63 non-affirmative 
response cards received

303 affirmative response 
cards received

237 men wanting to 
participate in the study but not 
interested in support groups 

66 wanting to participate in 
the study and interested in 

group participation

66 men approached to  
schedule an intake interview 

for group participation  

18 men dropped out

237 questionnaires sent
48 questionnaires administered 
prior to enrolment in a support 

group

25 non-response

20 missing values

1 meeting exclusion 
criteria 

212 questionnaires received

192 questionnaires valid

191 questionnaires non-group
 participants in database

47 questionnaires group 
participants in database

48 questionnaires received

1 missing values 

238 men total in database

Figure 3. Flow chart of the inclusion of the participants in the study
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Chapter 2
Psychosocial problems and  
adjustment in men with prostate  
cancer: A compilation of reviews

Nou, dat is eigenlijk twee punten, dat is de vermoeidheid 

die toch grote beperkingen geeft, en dat zijn ook de erectie-

klachten want je sexuele leven is natuurlijk….is van een zeer 

matige kwaliteit. Dat stelt eigenlijk niks meer voor. En dan 

kan je zeggen, goed…je bent een oude man, want je bent 

76, dan is de jeugd er ook wel af. Maar helemaal weg is het 

natuurlijk ook. Dus dat is ook een punt dat zwaar weegt.

(Respondent 132)
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Chapter 2

Introduction

Prostate cancer is one of the most common types of cancer worldwide (Black et al. 1997; Jemal et al. 2010). In 

2012 over 11,000 new cases were diagnosed in the Netherlands and the incidence is rising every year (Dutch 

Cancer Registry 2014). Prostate cancer is rare in men under forty, and its incidence increases progressively with 

age, peaking at around seventy (Visser et al. 2002; Dutch Cancer Registry 2014).

In most cases the diagnosis is made in men who consult their doctor about urinary dysfunction. However, the 

diagnosis is increasingly being made by testing the blood PSA level (Dutch Cancer Registry 2014). Patients whose 

cancer is confined to the prostate can benefit from curative treatment. This mostly entails an operation (radical 

prostatectomy) or radiotherapy. Radiotherapy can take place externally or internally (brachytherapy).

Patients with lymph gland metastases, remote metastases, or whose cancer has spread too far locally, can only 

be treated palliatively. A common palliative treatment consists of reducing the testosterone level in the blood, 

which is achieved by administering anti-androgens or the surgical removal of both testicles (bilateral orchiectomy). 

Combinations of treatments are possible at all stages of prostate cancer. In addition to the curative and palliative 

treatments ‘watchful waiting’ is a good and acceptable ‘therapy’ for patients with prostate cancer under certain 

circumstances (Sanda & Kaplan 2009).

The prognosis for prostate cancer depends to a great extent on the tumor stage and the degree of differentiation. 

If the tumor is diagnosed and treated while it is still at a local stage and has not spread, the prognosis for surviving 

a further five years is almost 100 percent in the United States and in the Netherlands. Nearly half the patients in 

whom metastases is detected at the time of diagnosis are still alive five years later (Dutch Cancer Registry 2014; 

Brawley 2012).

Many cancer patients experience feelings of anxiety, uncertainty about the future and guilt (Dunkel-Schetter et 

al. 1992; Fallowfield et al. 1990), feelings of depression (Van ‘t Spijker et al. 1997; Massie & Popkin 1998) and 

post-traumatic stress (Passik & Grummon 2003). Twenty years of research into the psychosocial problems of men 

with prostate cancer has found that these men suffer from the same psychosocial problems as people with cancer 

in general, but there are also clear distinctions. Men with prostate cancer have specific problem areas unique to 

this cancer (Heim & Oei 1993; Helgason et al. 2001; Lintz et al. 2003; Roth et al. 2008; Nelson et al. 2009). 

In 2004 we published a review on the psychosocial problems in men with prostate cancer, describing the relevant 

literature found between 1984 and 2002 (Voerman et al. 2004). In the years since this publication many studies 

on psychosocial aspects have been presented, including a series of reviews. In this chapter we will provide an 

update of the existing literature by summarizing review studies on the psychosocial aspects of prostate cancer 

published from 2003 to 2012. 

The topics discussed will be divided into two categories: general psychosocial problems occurring in cancer 

patients (e.g. depression or anxiety) and prostate cancer-specific problems such as incontinence or erectile prob-

lems. The conclusions of the review we published in 2004 will also be presented and compared with the results 

of this updated review. 
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Reviews of psychosocial problems and adjustment

Research method

The main areas of psychosocial problems which can arise from prostate cancer and its treatment were used as 

keywords in a literature search for review studies addressing these areas or topics. The keywords used to search 

for literature were: prostate cancer or prostatic neoplasm along with emotional, depression, anxiety, coping, social 

support, counseling and education, impotence, erectile dysfunction and incontinence. The following databases 

were searched: Pubmed, Cochrane, Cinahl, Embase and Psychinfo. We used these keywords in each of the da-

tabase fields. Only review articles were included in this survey. This search yielded 549 review articles. Inspection 

of the titles and abstracts for relevance reduced the number of studies to twenty. Finally, the Prisma Statement 

criteria for quality of reporting systematic reviews of studies evaluating healthcare interventions were applied to 

select qualitatively sound reviews (Liberati et al. 2009). The criteria applied were: 1) is there a clear description of 

the search strategy, and what keywords were used and in which databases; and 2) is there a description of the 

selection of studies? Thirteen review studies failed to describe a search strategy for the studies reviewed and were 

rejected from this survey. This left eight reviews meeting the quality criteria used in this chapter. The review by Vo-

erman et al. (2004) and the eight reviews included are summarized in Table 1. The number of studies overlapping 

with the Voerman et al. review is shown in Table 1. 
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General psychosocial problems 

Anxiety 

Voerman et al. (2004) described four studies finding between 8% and 49% anxiety in men with prostate cancer at 

various stages and times after diagnosis. Dale et al. (2005) conducted a review study in which they differentiated 

the studies by the stage of the medical process the patient had reached. They reviewed 29 articles varying from 

studies of pre-screening to advanced disease or cured patients receiving a PSA check. Most men who choose 

to receive PSA screening did so for peace of mind, meaning to relieve worrying, especially when they have close 

family members with prostate cancer. Anxiety levels are highest during screening, with 63% of the men exceeding 

the caseness threshold. The lowest levels of anxiety were found in PSA monitoring after treatment, although these 

percentages still varied from 9% to 31% for localized disease and 12% to 62% for advanced disease. Younger 

age and more pain were correlated with higher levels of anxiety (Dale et al. 2005)

In sum, anxiety is prevalent at all stages of prostate cancer to different levels, the highest level being found during 

the time waiting for biopsy results, the lowest level being found during PSA screening. Age and pain are influential 

factors on anxiety in that younger age and higher levels of pain are related to higher levels of anxiety.

Depression

The review by Voerman et al. (2004) summarizes four studies on depression leading to the conclusion that the 

percentage of men suffering from depression is not higher in men with localized prostate cancer than in the gener-

al population of elderly men. Higher rates of depression are found for advanced disease. According to one study 

in the United States, men with advanced disease have a 32-times higher depression rate compared to healthy 

men aged 65 and older in the United States (Pirl et al. 2002). Bennett and Badger (2005) concluded, with caution, 

from their review of 38 studies that depression rates in men with prostate cancer is higher than in older men in the 

general population, but lower than in women with breast cancer. 

The factors increasing the risk of depression are advanced disease, prominent cancer symptoms – especially pain 

and fatigue – and having a history of previous depression (Bennett & Badger 2005). Anxiety about having cancer 

and financial burdens can also increase the risk of depression (De Sousa et al. 2012). 

Others found treatment regimes to be related to depression rates. Men who underwent radical prostatectomy, 

radiation therapy or hormone therapy were at higher risk of depression (Weber & Sherwill-Navarro 2005). 

The factors related to decreased depression are being older, being married, having social support outside the 

family and having less impairment in physical functioning (Bennett & Badger 2005). The reviews by Voerman et 

al. (2004) and Bennett et al. ( 2005) differed in their conclusions. This can be explained by the fact that Bennett 

reviewed many more studies with different depression measures. 

In conclusion, depression occurs in men with prostate cancer with different prevalence rates, depending on mul-

tiple factors. However, there is no consensus as to whether depression in men with prostate cancer is more prev-

alent than in the general age-matched male population. Risk factors are having advanced cancer, suffering from 

fatigue and pain, fear of death, persisting treatment-related symptoms, and a history of depression. Protective 

factors are being older, being married, being more optimistic and having greater social support. These correlates 

of depression in men with prostate cancer are consistent with the results of studies in the general population 

(Sharpley et al. 2009). 
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Coping and mental adjustment 

Coping and mental adjustment are related constructs. Coping can be defined as a cognitive and/or behavioral 

attempt to manage (reduce or tolerate) situations appraised as stressful to an individual (Roesch et al. 2005). It 

can be classified in various ways, with the classical classification being problem-focused in contrast to emotion-fo-

cused coping (Lazarus & Folkman 1984). Adjustment mostly refers to psychosocial outcome variables such as 

mental health, quality of life or psychological distress. A successful coping strategy leads to better adjustment as 

reflected by a higher quality of life, better mental health and no or few symptoms of distress. 

Voerman et al. (2004) described only two studies on coping and/or adjustment in their review. The first study inves-

tigated the relationship between appraisal (loss/harm, threat or challenge), coping strategies (fight or flight, helpless-

ness, fatalism or avoidance), attitude (optimistic/pessimistic) and adjustment to prostate cancer (anxiety, depres-

sion and self-esteem). This study was conducted among only thirty men with prostate cancer. The results showed 

that men who remained optimistic despite their diagnosis exhibited less anxiety and had higher self-esteem. 

Men who viewed the illness as a threat or a loss, or who reacted to the diagnosis with helplessness or anxious 

preoccupation, experienced more anxiety and depression and had lower self-esteem (Bjorck et al. 1999). 

The second study by Lepore and Helgeson (1998) investigated the relationship between adjustment, operation-

alized as mental health, intrusive recollections, avoidance and social constraints. This study of 178 men showed 

that mental health was poorer in men with intrusive thoughts and social constraints. This relationship was stronger 

if these constraints came from the spouse. The more a spouse is reluctant to communicate, the higher the scores 

for anxiety and depression. This relationship was even more marked if the partner did not want to talk about 

emotional issues. 

Weber & Sherwill-Navarro (2005) reviewed nine studies concerning coping with prostate cancer. They concluded 

that men apply a variety of coping strategies. Examples are problem-solving, enhancing self-reliance by seeking 

information about the disease, avoiding social isolation by being emotionally available, evaluation and redefinition 

of the self, the use of alcohol or drugs, and avoidance of the subject of prostate cancer. One study pointed out 

that avoidance strategies had positive effects such as less anxiety, decreased need for support and relief of the 

idea of bothering others with your problems (Gray et al. 2000).

(Roesch et al. (2005) studied more relationships between coping and adjustment. In their meta-analysis of 3,133 

men with prostate cancer, they found that ‘approach’, problem-oriented and emotion-focused coping strategies 

were related to better mental and physical health. In contrast, avoidant coping strategies seemed to be related to 

lower physical and mental health.

Many more studies have been conducted since 2002. We can derive from these that physical factors, psycho-

logical factors and social factors influence adjustment. Physical factors include disease stage (Curran et al. 1997), 

pain, erectile problems, urinary problems and bowel problems. The psychological factors related to adjustment 

are coping strategy, subjective perception and attitude. The social factors are the presence of a spouse and of 

family or friends. 
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It can be concluded that poorer adjustment is related to advanced disease and to higher levels of pain, erectile 

problems, urinary problems and bowel problems. Problem-oriented and emotion-focused coping strategies are 

related to better mental and physical health. On the other hand, avoidant coping strategies generally seem to be 

related to lower physical and mental health. 

Loss or threat perceptions and being pessimistic are related to lower self-esteem and higher anxiety and depres-

sion. Being able to talk about emotional issues is related to better adjustment.

Social problems 

A cancer diagnosis also affects the patient’s social system. For example, it can affect aspects such as communi-

cation about the disease and the patient’s social network, most importantly including partner relationships. Voer-

man et al. (2004) concluded in their review that prostate cancer can lead to problems in the patients’ social lives. 

In particular, partner relationships are affected as a result of changes in the functioning of both partners’ roles. It is 

evident that partners play a crucial role in the social system and that prostate cancer can impose a heavy burden 

on the patient’s partner.

In their review, Wittmann et al. (2009) also concluded that couple relationships were negatively affected by pros-

tate cancer and its treatment. Communication within the couple was reported as an area of difficulty because 

couples often do not share their concerns; men and women reported different needs for intimacy and guidance 

about recovery from treatment. It was suggested that the partner’s sexual function is also affected by the patient’s 

erectile dysfunction (Wittmann et al. 2009). Moreover, studies found higher distress levels (Kornblith et al. 1994; 

Cliff & MacDonagh 2000) and higher levels of anxiety and depression (Couper et al. 2006) in partners than in 

patients themselves.

In conclusion, there is little specific research on the social aspects of prostate cancer, with the exception of the 

influence of prostate cancer on the marital relationship, which has been studied quite extensively since 2002. 

Sexuality and communication are the aspects most often affected by prostate cancer. 
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Prostate cancer specific problems 

Erectile dysfunction

The penis and the ability to achieve an erection are important aspects of male identity. An inability to achieve 

erections and therefore the inability to have ‘spontaneous’ sex can elicit a variety of problems and consequences 

in the patients’ lives. Erectile dysfunction occurs twelve months after treatment in 52% to 75% of men treated with 

external beam radiation (Madalinska et al. 2001; Schapira et al. 2001) and in 72% to 93% of the men treated with 

radical prostatectomy (Potosky et al. 2000; Talcott et al. 1998).

The review by Voerman et al. (2004) summarizes six studies of erectile dysfunction, which appears to be very 

stressful for both prostate cancer patients and healthy elderly men. They concluded that men with erectile dys-

function were anxious and frustrated: there is a sense of loss and a sense of being less attractive as a sexual 

partner. Depression was also linked to erectile dysfunction. 

Wittmann et al. (2009) described the areas of life on which erectile dysfunction has negative effects in their review. 

Loss of erectile function affects: 1) sexual ‘performance’: fear and reluctance to initiate sex, and the feeling that 

sex is awkward and unnatural; 2) relationships with women: the person becomes aware of his inability to perform 

sex and thereby loses a ‘pleasant’ sexual aspect in everyday contact with women; 3) sexual fantasies: there is no 

longer any physical or emotional response to an attractive woman and fantasies no longer exist; and 4) manliness: 

the loss of potency is associated with the patient regarding himself as being less manly. Some men think that they 

can no longer satisfy the sexual desires of their partner and are therefore scared that they will lose their partner. It 

is also evident that the inability to ejaculate is perceived as a loss. Hsaio et al. (2007), Weber and Sherwill-Navarro 

(2005) and De Sousa et al. (2012) all report similar findings to Wittmann et al. (2009). On how to deal with erectile 

dysfunction, Wittmann et al. concluded that men often did not disclose their emotional pain but rather cope by 

maintaining their competence roles, for example ‘being an engineer’. Some studies have identified barriers men 

put up to limit the expression of their distress about sexual dysfunction, such as working hard in order not to be 

vulnerable (Wittmann et al. 2009). 

Contrasting conclusions, however, are drawn by Bloch et al. (2007). In their review of seven studies, they found 

that erectile dysfunction as a result of radical prostatectomy did not affect psychological functioning. They suggest 

that the pursuit of cure outweighs sexual concerns. Another study in this review showed that 12 to 24 months 

after surgery, adjustment measures are influenced by perceived social support, self-esteem and locus of control, 

whereas age, sexual dysfunction and its appraisal had no effect. However, Bloch et al. (2007) pointed to the lim-

itations of these studies. 

With the exception of the review by Bloch et al. (2007), all the studies point to erectile dysfunction being related 

to psychological morbidity, which includes decreased self-esteem, psychological distress and problems in the 

spousal relationship. Some men are even prepared to opt for a treatment which allows them to retain their potency 

at the expense of the time left to live (Singer et al. 1991).

Hypothesizing that care needs are a reflection of distress, Wittmann et al. (2009) describe three studies, which 

identified factors characterizing men seeking help for erectile dysfunction. Men who seek help for erectile dysfunc-

tion are younger, have sexual partners available, have better physical and psychological health, higher education 
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and greater financial resources and received nerve-sparing surgical treatment. They also cite a study that hypoth-

esizes psychological barriers to seeking help for erectile dysfunction. Patients who have been treated by radical 

prostatectomy and have erectile dysfunction expressed interest in professional support. However, most patients 

found it too embarrassing to access it. For example, 74% of men after prostate cancer treatment and 93% of 

partners expressed a need to meet as a couple to discuss sexual dysfunction problems with a health professional. 

However, only 59% of them sought professional advice for sexual problems (Matthew et al. 2005). 

It can be concluded that the ability to achieve an erection and sexuality is very important and related to many as-

pects of psychosocial wellbeing, including in older men. These conclusions are in line with the review by Voerman 

et al. (2004).

Incontinence and urinary dysfunction

Incontinence or urinary dysfunction is a commonly occurring problem in prostate cancer patients as a side effect 

of surgical or radiation treatment. This is often found in ‘quality of life’ studies (Litwin et al. 1995; Lim et al. 1995; 

Steineck et al. 2002). One year after treatment, urinary incontinence is found in 27% (Potosky et al. 2000) to 44% 

(Schapira et al. 2001) of men treated with radical prostatectomy. 

In their review, Voerman et al. (2004) found two studies specifically focused on the psychosocial impact of incon-

tinence. From these studies they conclude that incontinence or urinary dysfunction is a factor that restricts the 

everyday life of a substantial number of patients by causing them to avoid traveling, for fear of the possibility of 

visible wet spots and or urine smell. In a psychosocial context these symptoms can have negative effects such 

as shame, social isolation and lack of intimacy, and thus cause relationship problems (Voerman et al. 2004). The 

same was concluded by Weber and Sherwill-Navarro (2005). An increase in the severity of the incontinence was 

related to greater mental distress, social restrictions and social isolation. Urinary incontinence also influenced daily 

routines by affecting the decisions men made with regard to what to wear, how they spent their money, sleeping 

arrangements and patterns, social activities and activity levels; it also contributed to low self-esteem, anxiety, 

depression, anger and stress. Weber also described that the severity of incontinence was dependent on several 

factors, including the stage and grade of the cancer, the treatment and technique used, and the patient’s age 

(Weber & Sherwill-Navarro 2005). De Sousa et al. took this even further by concluding that urine leakage is more 

bothersome than erectile dysfunction. Urine or faecal leakage can lead to social withdrawal, which can lead to 

anxiety and/or depression (De Sousa et al. 2012).

In line with the other review studies, Hsaio et al. (2007) pointed out that erectile dysfunction, urinary problems and 

bowel problems are the three most reported symptoms of concern in men with localized prostate cancer. Howev-

er, there is little consensus on the distress caused by these symptoms, mainly due to the lack of clear definitions 

of distress (Hsiao et al. 2007). 

The general conclusion on urinary problems is that incontinence is a frequently occurring side-effect of the treat-

ment. Since the review by Voerman et al. (2004), existing insights have been elaborated in other studies. In many 

cases, urinary problems reduce a patient’s freedom to decide where to go and when and what to wear, often 

leading to psychological distress including depression. 
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Bowel problems

Bowel problems are not mentioned in the review by Voerman et al. (2004). They do occur, generally as side effect 

of radiation treatment, and are found in 28% to 36% of patients twelve months after treatment (Talcott et al. 1998; 

Potosky et al. 2000). Weber and Sherwill-Navarro (2005) stated in their review that the effects of radiotherapy are 

well documented. They include an increased risk of chronic bowel dysfunction, with the major symptoms being 

rectal urgency, loose stools and mucus discharge. According to Weber et al. (2005), no studies were identified 

which assess the effect that bowel dysfunction has on quality of life (QOL) for these men. 

Hsiao et al. (2007) found bowel problems including faecal leakage among the most frequently mentioned symp-

toms of concern; however, they did not elaborate the impact of bowel problems on the psychosocial wellbeing of 

prostate cancer patients further. 

In sum, bowel problems are among the most frequently reported symptoms of concern in men with prostate 

cancer; however, studies relating bowel problems to QOL or psychological distress are scarce. 
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Discussion and conclusion

Conclusion

This article discusses review studies about psychosocial problems in men with prostate cancer. The ob-

jective was to provide an overview of the problems that play a role within this patient group. This 

was done by retrieving systematic review articles on psychosocial problems. As a starting point, 

we used our review article (Voerman et al. 2004) of studies conducted from 1984 to 2002. The in-

sights from this review were complemented with insights from reviews retrieved from the period 2003 

to 2012. The various review articles are to a great extent consistent in their conclusions on most topics.  

Box 1. Main conclusions on psychosocial aspects of prostate cancer 

	 •	 Anxiety	is	prevalent	in	all	stages	of	prostate	cancer.	It	is	at	its	highest	level	while	waiting	for	biopsy	results		

  and at its lowest level in PSA monitoring after treatment. Older men experience less anxiety then younger  

  men. Pain increases anxiety. 

	 •	 Men	with	advanced	disease	and/or	pain	and	fatigue	are	at	a	higher	risk	of	developing	depression,	with	a		

  depression rate of about 12% being found. 

	 •	 Men	with	prostate	cancer	apply	a	variety	of	coping	strategies	including	problem-solving,	information	

  seeking and seeking support, but also avoidant strategies such as distancing or adopting a role such  

  as  the strong men. Avoidant coping strategies are associated with worse adjustment compared to  

  approach or solution-oriented coping strategies. 

	 •	 Social	relationships:	the	level	of	spousal	distress	is	higher	than	that	of	the	patient.

	 •	 Erectile	dysfunction,	reported	by	up	to	93%	of	the	patients,	is	associated	with	anxiety,	frustration,	altered		

  self-perception, decreased self-esteem and loss of quality of life. It affects sexual fantasies, daily  

  interactions with women and the partner relationship. 

	 •	 Incontinence	occurs	in	up	to	47%	of	the	patients	twelve	months	after	treatment.	In	many	cases	it	

  reduces the patient’s freedom to decide where to go and when, and what to wear, often leading to 

  psychological distress.

	 •	 Bowel	problems	are	among	the	most	commonly	reported	symptoms	of	concern	in	men	with	prostate		

  cancer (13-38%); however, studies relating bowel problems to QOL or psychological distress are scarce. 

In general it can be concluded that men with prostate cancer face many physical and emotional challenges. No 

substantial differences were found in the symptom levels or coping or adjustment methods when we compare the 

conclusions of Voerman et al. (2004) and the reviews published later. Since 2003, more detailed studies have been 

conducted on specific topics. Comparison of the conclusions of the review by Voerman et al. (2004) and the more 

recent reviews can be confounded by the overlapping studies relied on in the conclusions. 
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Despite persisting symptoms, most men with prostate cancer adjust reasonably well to their condition. Van Andel et 

al. (2004) found that after about one year post-treatment, general measures of wellbeing are as high as before diag-

nosis for men with local prostate cancer (Van Andel et al. 2004). Similar results were found by Korfage et al. (2005).

Differences in the definitions of theoretical constructs and the use of different measurement instruments makes 

the comparison of studies difficult, compromising the conclusions. Methodological shortcomings in the individual 

studies were also described in the reviews, which compromise the quality of the evidence. Moreover, little informa-

tion was found on mediating and moderating variables between symptoms including erectile dysfunction, urinary 

incontinence and psychological distress. 

Clinical considerations

Since anxiety is the most prevalent psychological symptom at the time of diagnosis and while awaiting biopsy 

results, urologists should be aware of the patient’s mental state when deciding what treatment to commence. A 

qualitative study by Denberg et al. found that newly diagnosed men experience high levels of anxiety, which leads 

to undeliberate treatment decisions. Decisions at that point are based on wanting radical treatment as soon as 

possible, misconceptions about the treatment and anecdotes from other cancer patients (Denberg et al. 2006). 

After treatment and especially once the disease is at an advanced stage, patients are at a higher risk of depres-

sion, depending on age, coping strategies or the presence of a partner and or social resources. Clinicians should 

be aware of this, in order to refer the patient to an appropriate form of support to prevent further compromising 

his quality of life. This is especially important, since studies have found that depression could be associated with 

elevated mortality in cancer patients (Onitilo et al. 2006; Pinquart & Duberstein 2010; Satin et al. 2009). 

Special attention should be paid to urinary problems, erectile dysfunction and bowel problems. 

Although most men report a good quality of life about one year after treatment, we should not take these symp-

toms lightly. Most studies of the care needs of men with prostate cancer report needs in the area of sexuality more 

than one year after diagnosis, especially in younger patients (Steginga et al. 2001; Ream et al. 2008). The ability 

to achieve erection and sexuality are important subjects both for younger and older men, which deserve attention 

and which should be discussed in detail with the urologist before commencing treatment. 

An overarching point of consideration is some men’s use of avoidant coping strategies or denial. Patients may tell 

their physicians that everything is fine but suffer nonetheless. The care giver should be aware of his or her own 

‘intuitive feeling’ about the patient and use more probing questions if avoidance is suspected (Mikels et al. 2011).

In general it can be concluded that the psychosocial problems in men with prostate cancer are well described. It 

is however less clear for which subsets of prostate cancer patients psychosocial care should be recommended 

and what kind of interventions are most beneficial in terms of better adjustment. This is especially true in men with 

advanced disease. Studies of care needs and possible interventions for men with advanced disease are relatively 

scarce. The same is true of men treated by watchful waiting. There are few studies for this latter group of psycho-

social aspects in the long term. Future studies could shed more light on these patient subgroups.
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cancer: Patients’ participation in  
complex decisions
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Op dat moment was ik 54. Dus dan heb je nog redelijke kans 

op genezing. Nou, zegt de uroloog, dat stadium zijn we ei-

genlijk al een beetje voorbij. Het is vrij agressief en ernstig. 

Ja, dat is toch wel even een klap. En dan moet je gaan over-

leggen wat er gaat gebeuren. Ja… opereren, bestralen, dat 

proces is vrij kort geweest.

(Respondent 112)

Patient Education and Counseling, 2006, 63, 308-313

Chapter 3

Proefschrift_BertVoerman_v2.indd   45 29-10-15   12:21



46

Chapter 3

Abstract

Objective: (1) To explore to what degree prostate cancer (PC) patients felt they had participated in treatment 

decision making (TDM). (2) To determine whether perceived roles during TDM were associated with medical and 

sociodemographic variables. (3) To examine to what extent satisfaction with TDM was related to perceived role or 

medical and sociodemographic variables.

Methods: Patients (n = 126) were recruited in hospitals and from the Dutch PC patient organization. The rela-

tionship between patients’ role and stage of disease, treatment modality, age, social status and education was 

determined, as well as patients’ satisfaction with TDM. 

Results: Most patients felt they had participated in TDM (autonomous 18%, collaborative 60%). Older patients 

and those with advanced disease more frequently reported not having been involved in decision making. Satisfac-

tion with TDM was related to age and role in TDM but not to stage of disease or treatment modality. Younger men 

were least content when they had not been involved in decision making. 

Conclusion: Patients’ level of participation and satisfaction with TDM appears to be related to medical and socio-

demographic variables. Practice implications: Satisfaction with TDM may be related to patients’ age and assumed 

role. It is recommended to take this into account when planning treatment for prostate cancer patients.
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Introduction

Prostate cancer is the most common malignancy in Dutch men, with approximately 7000 new cases diagnosed 

every year (Visser et al. 2002). The risk of developing the disease increases with age and is less common in men 

under 50. In the early stages of prostate cancer, few men will experience any physical symptoms. Therefore, early 

detection is often coincidental. The occurrence of physical symptoms (e.g. micturation problems and lower back 

pain) is associated with advanced stages of the disease. 

In case of a localized tumor, several curative treatment options exist, such as surgery (radical prostatectomy) or 

radiation therapy (by external beam or by radioactive seed implantation into the prostate). 

No curative treatment is currently available for patients with metastases. Treatment options for these patients 

consist of hormone therapy, which temporarily suppresses tumor growth, or chemotherapy (McMurtry & McMurtry 

2003). Radiation or surgery can relieve pain caused by bone metastases. Because the disease often develops 

slowly, ‘watchful waiting’ is an often chosen strategy for older men with prostate cancer, even in advanced stages 

(Van Andel et al. 1998).

Deciding on medical treatment for PC is complex for two reasons. First of all, there is still no worldwide consensus 

among specialists about which treatment should be applied in which disease condition (Van Andel 2003). For 

instance, surgery and radiation therapy have comparable effects on survival. Secondly, with regard to quality of 

life, each treatment option has high risks of side effects. With surgery, for instance, there is a high risk of erectile 

dysfunction and incontinence. Radiation will cause fewer side effects in the short run, but the occurrence of in-

continence and bladder problems increases with time after treatment (Shipley et al. 1994; Kornblith et al. 1994). 

Hormone treatment has a severe impact on libido, and therefore on the patient’s sex life (Catalona 1994). In older 

patients the costs of treatment on quality of life may even outweigh the expected benefits and lead to the decision 

not to initiate active treatment. The absence of one preferred treatment and the high risk of side effects make 

prostate cancer a disease suitable for shared decision making.

In TDM studies three types of decision making are usually distinguished (Davison & Degner 1997; Wong et al. 

2000): (a) active or autonomous decision making, indicating the patient is solely responsible for the decision; the 

physician’s preferences are not prominent and his role is that of a counselor; (b) collaborative or shared decision 

making, referring to the situation where both patient and physician share responsibility for the decision making; (c) 

a passive role of the patient implies that the patient is not involved in decision making. In this case the physician 

reviews the treatment options and makes the decision.

Recent research has shown that a large proportion of PC patients prefer to participate in TDM (Wong et al. 2000; 

Davison et al. 2004; Steginga & Occhipinti 2004; Gwede et al. 2005). However, little is known about patients’ 

actual participation in TDM. As it has been demonstrated that cancer patients’ preferred and assumed roles in 

TDM match in approximately 35–65% of the cases (Degner et al. 1997; Ramfelt et al. 2000; Gattellari et al. 2001; 

Keating et al. 2002; Ford et al. 2003), role preferences are not a reliable indication of patients’ level of participation. 

One recent study found that 94% of men with PC were involved (actively or collaboratively) in decision making 

(Davison & Goldenberg 2003). However, these men had taken part in a previous study designed to enhance their 

feeling of self-efficacy with regard to TDM.
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Limited research also exists about PC patients’ evaluation of the treatment planning consultation. A qualitative 

study showed that TDM consultations are often perceived as physician-led. Immediately after consultation pa-

tients were content with the paternalistic decision making style. However, acceptance of this one-sided decision 

making style decreased over time once patients were able to reflect on the complexity of their condition (Cohen 

& Britten 2003).

In order to shed new light on prostate cancer patients’ participation in TDM, the aim of this study is three-fold. 

First, to determine to what degree prostate cancer patients in retrospect feel they have been involved in TDM. 

Second, to explore the relationship between patients’ perceived roles in TDM and medical and sociodemographic 

characteristics. Finally, to determine to what degree satisfaction with TDM is related to perceived role, medical and 

sociodemographic variables.

Method

Procedure

This study was conducted as part of a longitudinal study on changes in quality of life and psychosocial problems 

among men with PC. Over a period of 10 months, with intervals of 4 and 6 months, respondents were asked to 

fill out three questionnaires (T1–T3), which they received by mail. Within the longitudinal study, all men with pros-

tate cancer were eligible, regardless of the stage of their disease and treatment. Exclusion criteria were: having 

or having had another type of cancer or serious illness, and inability to speak Dutch. Respondents were recruited 

in co-operation with the Dutch prostate cancer patients’ organization (SCP), in five hospitals, and during four 

educational meetings on prostate cancer. These educational meetings were organized by hospitals and offered 

information about prostate cancer and existing treatment options. The meetings were open to all patients with 

PC and partners.
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Questionnaire

The questionnaire covered sociodemographic, medical and psychosocial topics. Sociodemographic characteris-

tics included age, current relational status (‘Are you currently involved in an intimate relationship?’) and education. 

Education was classified as lower (primary school or lower vocational training), medium (secondary school or 

inter-mediate vocational training), or higher (higher vocational training or university). Medical aspects that were 

used in this study were: time since diagnosis (years), stage of disease (localized or metastatic disease) and type 

of treatment.

Psychological measures included coping style, quality of life and psychosocial distress (POMS) (Wald & Mellen-

bergh 1990). From the shortened version of the UCL we used three coping scales: active coping, avoidant coping 

and social support seeking (Schreurs et al. 1993). The European Organization for Research and Treatment of 

Cancer quality of life questionnaire (EORTC QLQ-C30), measures several dimensions of quality of life. In the pres-

ent study the ‘global quality of life’ subscale, consisting of two items was used (Aaronson et al. 1993). The Profile 

of Mood State (POMS) questionnaire includes five subscales: depression, anger, tension, fatigue and vigor (Wald 

& Mellenbergh 1990). All five subscales have been used in the present analyses. All used questionnaires showed 

sufficient reliability (Cronbach’s a UCL 0.70–0.87; POMS 0.90–0.92; ppmc EORTC 0.76).

With regard to TDM patients were first asked to indicate whether their doctor had discussed one or several 

treatment options, which may be an indication of physicians’ effort to involve patients in decision making. Next, 

respondents were asked to what degree they felt they had had the opportunity to decide about their treatment. 

For their answer patients had three options: ‘‘I had no say in the decision, the doctor made the decision’’ (passive), 

or ‘‘I have decided together with my doctor about my treatment’’ (collaborative), or ‘‘The doctor left the decision up 

to me’’ (autonomous). Finally, satisfaction was determined by asking respondents to evaluate (on a 5-point Likert 

scale, ranging from ‘‘very dissatisfied’’ to ‘‘very satisfied’’) the manner in which a decision about their treatment 

was reached. Except for the sociodemographic characteristics, which were only measured once (T1), all variables 

used in this study were obtained at T3.

Statistical analyses

Descriptive statistics were used to create an overview of respondents’ sociodemographic and medical character-

istics and role in TDM. Chi-square analyses were used to examine whether the patients’ role in TDM was related to 

medical (stage of disease, treatment modality) and sociodemo-graphic variables (age, education, relational status).

Non-parametric analyses of variance (Kruskal–Wallis) and post hoc contrast analyses with an overall significance 

level of 0.05 were used to test whether satisfaction scores varied with the role in TDM and the sociodemographic 

and medical variables mentioned above. Non-parametric ana-lyses of variance were also used to determine 

whether patients with an active, collaborative or passive role during TDM differed in coping style. Pearson correla-

tions were used to test the association between satisfaction with TDM and well being (quality of life and distress). 

An eventual relationship may reflect a general positive or negative attitude in life, which may act as a confounding 

factor in the relationship between perceived role and satisfaction with TDM.
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Results

Subjects

The set of 3 questionnaires was completed by 187 of 261 (72%) respondents. Main reasons for drop out were 

worsening of medical condition and the wish not to be reminded of illness, or no longer motivated to complete 

questionnaires. In 33% of the cases patients gave no reason for dropping out. Time since diagnosis ranged 

from 0 to 11 years. To prevent a memory bias, patients who had been diagnosed longer than 3 years ago were 

further excluded from the analyses. Among the remaining 126 men, mean age was 67 years (range: 48–82) and 

on average PC diagnosis had occurred one and a half years ago (Table 1). Most respondents indicated they had 

a localized disease. Radical prostatectomy (RP) and hormone therapy (HT) were the most frequently reported 

treatment modalities, each reported by 29% of the respondents.

Patients’ participation in TDM

Most respondents (78%, n = 98), indicated that their doctor had reviewed more than one treatment option with 

them before a decision was made. With regard to the role in the decision making process, 60% (n = 75) stated 

they had decided in collaboration with their physician. A minority (18%, n = 22) indicated they had decided auton-

omously. Twenty-two percent (n = 28) answered they had not been involved in TDM.
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Table 1. Sociodemographic and medical characteristics (n = 126)

Men who reported to have had a passive role in TDM were in most cases (68%) presented with only one treatment 

option. Most respondents who had decided alone or in accordance with their physician remembered two or more 

treatment options were reviewed in the treatment consulta-tion (82% and 95%, respectively).

Medical and sociodemographic variables associated with patient participation in TDM

It was tested whether type of treatment was associated with patients’ involvement in decision making. Chi square 

analysis was performed on the 96 patients who had received a single treatment (i.e. radical prostatectomy, radi-

otherapy or hormone therapy).

N (%) Mean (SD)

Age 67.0 (7.9)

Education

  Lower 37 (29)

  Medium 42 (33)

  Higher 47 (37)

Time since diagnosis (years) 1.5 (1.1)

Stage of disease (metastases)

  No 75 (60)

  Yes 42 (33)

  Unknown to patients 8 (6)

Treatment

  Radical prostatectomy (RP) 37 (29)

  Hormone therapy (HT) 37 (29)

  Radiation therapy (RT) 22 (18)

  Intentionally curative and HT 21 (17)

  RP and RT 3 (2)

  No treatment/‘wait and see’ 6 (5)
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 Table 2. Patients’ roles across treatment, disease stage and age at time of diagnosis

Table 3. Patients’ satisfaction with TDM across perceived role (n = 125)

Although not reaching significance, there was a tendency towards a higher frequency of passive decision making for 

patients treated with hormone therapy (Table 2). Patients’ participation showed a significant association with stage 

of disease (Chi2 = 6.2, p < 0.05). Both patients with and without metastases had decided collaboratively in 59% 

of the cases. However, passive decision making was more frequent in patients with advanced disease (Table 2).

To test whether age at time of diagnosis had an influence patients’ role, the group of respondents was divided into 

men younger or older than 65 years at time of diagnosis (65 years represented the median age, 52% versus 48%). 

Passive Collaborative Autonomous

(%) (%) (%)

Treatment a

  Surgery                (n = 37) 13 68 19

  Radiotherapy       (n = 22) 5 68 27

  Hormone therapy (n = 37) 32 54 14

Stage of disease b

  Localized  (n = 75) 18 59 23

  Metastatic (n = 42) 33 59 7

Age at time of diagnosis c

  65 and younger   (n = 61) 15 57 28

  Older than 65      (n = 65) 31 61 8

a Chi2 = 8.7, p = 0.07 

b Chi2 = 6.2, p < 0.05 (patients who could not tell the stage of their disease were left out of this analysis) 

c Chi2 = 10.9, p < 0.01

Role Quite dissatisfied

(%)

Neither satisfied  

nor dissatisfied  (%)

Quite satisfied 

(%)

Very satisfied 

(%)

Mean  

(median)

Passive (a) (n = 28) 14 29 21 36 3.8   (4.0)

Collaborative (b) (n = 75) 4 4 24 68 4.6   (5.0)

Autonomous (c) (n = 22) 5 – 59 36 4.3   (4.0)

Kruskal–Wallis Chi2 = 14.8; p < 0.001. Post hoc comparison of satisfaction (a = 0.05): a < b
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The chi-square analysis revealed that role frequencies were not equal across age (Table 2). Younger respondents 

more often reported an autonomous role than older patients (Chi2 = 10.9, p < 0.01). No relationship was found 

between patients’ roles in TDM and education or marital status.

Satisfaction with TDM

Generally, satisfaction with the decision making process was very high. More than half (55%, n = 69) of the 

respondents were ‘‘very satisfied’’ and 29% (n = 37) were ‘‘quite satisfied’’. Nine percent (n = 11) were ‘‘neither 

dissatisfied nor satisfied’’ and only 6% (n = 8) were ‘‘quite dissatisfied’’.

Although the distribution of satisfaction scores was highly skewed, a relationship with patients’ perceived role 

during the process of decision making could be demonstrated (K–W Chi2 = 14.8, p < 0.01). Subsequent multiple 

comparison analyses revealed that men who had gone through passive decision making reported lower satisfac-

tion than those who had gone through collaborative decision making. Ratings from respondents who had decided 

autonomously did not differ significantly from those who had gone through collaborative or a passive decision 

making (Table 3).

Although hormone treatment and advanced stage of the disease were associated with rather high frequencies of 

passive decision making, satisfaction scores with TDM were not related to treatment modality (K–W Chi2 = 0.97, 

p > 0.1) or stage of disease (M–W U = 1483, p > 0.1). However, there was an association between age at time 

of diagnosis and satisfaction with TDM. Compared to the younger patients, older patients appeared to be more 

satisfied (M–W U = 1561, p < 0.05).

Since both patients’ perceived roles and their age at time of diagnosis appeared related to their satisfaction with 

TDM, a separate analysis for both age groups was conducted to detect a possible interaction effect between age 

and role on satisfaction scores. 

This analysis revealed that satisfaction scores of younger patients varied with the level of involvement in TDM (K–W 

Chi2 = 15.7, p < 0.001). Multiple comparison analyses revealed that patients who felt they had not been heard in 

TDM were less satisfied than patients who remembered to have decided collaboratively or autonomously (Table 4).

Table 4. Patients’ (aged ≤ 65) perceived role and satisfaction with TDM (n = 61) 

Role Quite dissatisfied

(%)

Satisfied nor 

dissatisfied  (%)

Quite satisfied 

(%)

Very satisfied  

(%)

Mean  

(median)

Passive (a)     (n = 9) 33 33 33 – 3.0 (3.0)

Collaborative (b) (n = 35) 9 3 29 60 4.4 (5.0)

Autonomous  (c)  (n = 17) – – 65 35 4.4 (4.0)

Kruskal–Wallis Chi2 = 15.7; p < 0.001. Post hoc comparison of satisfaction (α  = 0.05): a < b,c
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Table 5. Patients’ (age > 65) perceived role and satisfaction with TDM (n = 64)

For the older patient group satisfaction scores appeared to vary only slightly with their perceived role in TDM (K–W 

Chi2 = 5.9, p = 0.054). Post hoc comparison tests in de older patient group did not reach significance (Table 5). A 

classification of respondents on perceived role did not reveal any group differences in coping styles. Furthermore, 

all correlations between satisfaction and EORTC and POMS subscales were below r = 0.20. Satisfaction scores 

with TDM were therefore not likely to reflect a generally positive or negative attitude in life.

Role Quite dissatisfied

(%)

Satisfied nor 

dissatisfied  (%)

Quite satisfied 

(%)

Very satisfied 

(%)

Mean (median)

Passive (a)         (n = 19) 5 26 15 53 4.2 (5.0)

Collaborative (b) (n = 40) - 5 20 75 4.7 (5.0)

Autonomous (c) (n = 5) 20 – 40 40 4.0 (4.0)

Kruskal–Wallis Chi2 = 5.9; p = 0.054. Post hoc comparison of satisfaction (α = 0.05) ns
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Discussion and conclusion

Discussion

Since is it still undecided whether there is one superior treatment option for each stage of prostate cancer and 

risks of side effects with each treatment are high, there is much room for patient participation in medical decision 

making. Indeed, this study shows the degree of patient participation in TDM is high. Nearly 80% of the patients 

indicated they had selected their treatment by themselves or in collaboration with their physician. This level of 

participation is comparable to findings from previous research (Davison & Degner 1997; Davison & Goldenberg 

2003). The fact that participation in TDM was related to stage of disease (and treatment) may be explained by the 

fact that when metastases are discovered, few other options remain except for hormone treatment. As a result 

patients with advanced disease may be less often involved by physicians in the process of decision making. 

However, the fact that patients with advanced disease are not less satisfied with TDM may also be an indication of 

patients’ preference not to participate in TDM once their disease has become incurable (Benbassat et al. 1998).

In general, patients were very satisfied with the process of decision making, especially those who indicated to 

have decided in close collaboration with their doctor. Patients in a passive role were least satisfied. Satisfaction 

with TDM was also related to the age at which patients were diagnosed. Patients diagnosed at older age were 

more satisfied with TDM than men who were younger at time of diagnosis.

Moreover, the age at which patients had been diagnosed and the perceived role showed an interaction effect on 

satisfaction with TDM. Younger patients turned out to be less satisfied with a passive role compared to patients 

who had decided autonomously or collaboratively. Whereas none of the younger patients who had gone through 

passive decision making were ‘very satisfied’ with TDM, more than half of the older patients with a passive role 

were ‘very satisfied’ with the decision making process. The association between patients’ preference for partici-

pation in TDM and younger age has been found in several studies (Say et al. 2006). One possible explanation for 

this finding is a socio-cultural change in the patient–physician interaction. A physician-centered communication 

style (with the doctor being solely responsible for the medical decisions) in cancer management has long been 

undisputed e.g. (Lerner 2004). Nowadays, patients tend to become more knowledgeable with medical information 

readily accessible. It has been demonstrated that patients who feel well informed show a greater preference for 

involvement in TDM (Davison & Degner 1997).

Our empirical findings have some limitations and consequently leave questions to be answered in future research. 

First of all, our study sample is small and heterogeneous. Therefore one should be cautious in interpreting these 

findings. Second, we have limited insight in the factors that influence a decision making style during consultation. 

Our findings suggest that patients’ coping style does not influence their assumed role during TDM. Patients with 

an active role are not characterized by a high problem-focused coping style, as one might expect. Future research 

needs to further focus on factors (patient and physician factors) that determine the role that patients attain during 

TDM. For example, a passive role in decision making may be a consequence of patients’ low internal locus of 

control and a strong belief in the abilities of his physician (Steginga & Occhipinti 2004). On the other hand, it might 

also be a reflection of a physician’s paternalistic communication style (Cohen & Britten 2003).
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Third, patients’ conceptual definition of ‘deciding together with the doctor about medical treatment’ needs to be 

established. Our results did show that most men with a collaborative or autonomous role had been presented 

with two or more treatment options. However, it is not clear to what degree patients’ treatment preferences were 

discussed in collaborative decision making. After all, shared decision making involves more than the patient’s 

approval once the doctor has presented a treatment proposal. In other words, what aspects in communication do 

patients consider a prerequisite for ‘shared decision making’?

Conclusion

In sum, most Dutch PC patients feel they have been involved in the process of deciding about treatment. Older 

patients and patients with metastases more frequently feel they have had a passive role in TDM compared with 

younger patients and those without metastases. On the whole, a collaborative role is associated with higher pa-

tient satisfaction about TDM. This seems particularly true for younger patients.

Practice implications

Notwithstanding the limitations of our study, the high satisfaction with TDM of patients who had decided in collab-

oration with their doctor supports our plea for shared decision making in prostate cancer. Our data suggest that 

this may be particularly important for patients diagnosed at younger age. To date, the number of treatment options 

for patients with advanced disease is limited. However, it is important to note that this fact in itself does not restrict 

the possibility for patients to participate in TDM. 

Educating patients (and partners) about the benefits and drawbacks of hormone treatment together with the 

patient and leaving room for negotiation about whether and when to initiate treatment (for instance dependent 

on patients’ sexual activity), may enhance a sense of control and perception of participation in decision making.

One final word of caution may be in order. Patient-centeredness in medicine does not necessarily imply shared de-

cision making. Medical decision making for PC is difficult. Sometimes for professionals, often for patients (Gwede 

et al. 2005; Steginga et al. 2002). It is important to keep in mind that the individual patient may or may not feel 

comfortable with the responsibility of choosing between the available treatment options and too much encourage-

ment towards active involvement in TDM may lead to unwanted control (Woolf et al. 2005). Where possible, we 

would like to encourage clinicians to assess the degree to which patients want to be involved in TDM. Enabling 

patients to take on their preferred role in TDM may reduce patients’ anxiety (Gattellari et al. 2001) and increase 

satisfaction with the treatment choice (Keating et al. 2002).
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Abstract

Prostate cancer is the most prevalent solid malignancy in men in the Netherlands. With regard to treatment, the 

focus of attention has shifted in the last decade from pure survival rates to health related quality of life. HRQOL is 

affected differently by different treatments. 

The objective of this study is to assess the HRQOL related to treatment regime and time since diagnosis in Dutch 

men with prostate cancer. We conducted a cross sectional study among 238 men with prostate cancer in a het-

erogeneous sample who filled in a general health related quality of life measure (EORTC-QLQ-C30) and a prostate 

cancer specific quality of life instrument (the EORTC-QLQ–PR25) and a-Joy-of-Life questionnaire. Men on hormo-

nal treatment are doing worse compared to other treatments with respect to physical functioning, role functioning, 

fatigue, pain and sexual functioning. No differences were found between radical prostatectomy and radiation 

therapy on any of the HRQOL dimensions nor for time since diagnosis. In hormonal therapy, men who are diag-

nosed longer than two years ago report a worse cognitive functioning and more burdens from urinary problems. 
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Introduction

Prostate cancer is currently one of the most frequent diagnosed cancers in the western world with 38.7 million 

men in North-America, Europe and Japan affected by this disease (Black et al., 1997; Landis et al., 1998). In the 

Netherlands each year 7000 new cases are diagnosed (Visser et al., 2002; Landis et al., 1998; Visser et al., 2002). 

Prostate cancer mostly affects older men. Under the age of 50 there is hardly any risk, but with increasing age the 

chances of developing prostate cancer also increases, making age an important risk factor (Gulden et al., 1994). 

Treatment options dependent on the stage of the disease. For local disease, radical prostatectomy (surgical re-

moval of the entire prostate gland) or radiation therapy (external or interstitial) are most widely used as a curative 

treatment. In case of locally advanced disease or distant metastasis, there is no curative treatment available at 

this moment. Hormonal therapy is then mostly used to slow down the growth of prostate tissue, including the 

malignant type. Depending on the medical condition, combinations of treatment options are possibly given. For 

any stage of the disease, watchful waiting can be a reasonable “treatment” option (Aus et al., 2001).

The treatment modalities often cause serious side effects. Radical prostatectomy can cause urinary incontinence 

(0%-50%), micturation problems (0.5%-15%) and erectile dysfunction 29%-100%) (Davinson et al., 1996; Haut-

mann et al., 1994). Radiation therapy may lead to erectile dysfunction (55%-67%), rectal bleeding (3%-11%), 

diarrhoea (1%-8%) and passing bloody stools (3%-11%) (Shipley et al., 1994). Hormonal treatment almost always 

leads to loss of libido and may cause hot flushes, breast forming and fatigue (Catalona, 1994). Watchful waiting 

can cause anxiety by having cancer without receiving any treatment. (Hedestig et al., 2003) 

In terms of survival rate, there is no consensus on what treatment is best (Wasson et al., 1993) and new treatment 

modalities seldom lead to revolutionary improvements in treatments and life expectancy. These facts have evoked 

a shift of attention to not only focus on the quantity of life but also to the health-related quality of life (HRQOL). 

There is a wide consensus among researchers that HRQOL is a multi-dimensional concept. These dimensions or 

domains include at least the following four domains. The first domain is the physical health, meaning bodily func-

tions like continence or absence of pain. The second is the functional health, expressing functions like self-care, 

mobility and role activities. Third is social health, indicating the quality of interpersonal relationships; and fourth, 

the psychological health, indicating cognitive function, psychiatric morbidity and psychological distress (Litwin et 

al., 1999a; Macdonagh, 1996). 

HRQOL has become an important outcome measure for clinical trials, especially when the expected differences 

in survival rates are small (Aaronson et al., 1993; Feld, 1995; Moinpour, 1994). HRQOL provides an overview of 

the range of side effects and the impacts on life of the treatment. This  makes it possible to assess rehabilitation 

needs, and it can be used as predictor of response to future treatment (Cella & Tulsky, 1993). Other reasons for 

rating the HRQOL are to assess the long-term effects of treatments, and HRQOL considerations are potential 

relevant to the treatment decision process.

Many studies describe the HRQOL for different treatment modalities or compare the HRQOL between treat-

ments after a certain period of time. For radical prostatectomy, it was found that 12 month after the treatment,  

7%-39% incontinence disorder occurs and 14% to 69% erectile disorder (Walsh et al., 1994; Litwin et al., 1999b).  
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Except from sexual and urinary function, 12 month after radical prostatectomy 86% to 97% of the patients re-

turned to baseline level of all the domains of HRQOL (Litwin et al., 1999b). Urinary incontinence and sexual dys-

function was found in a substantial proportion of men who underwent radical prostatectomy one to nine years ago 

(median 41 months). Except from these problems, the overall HRQOL in this these patients were similar among 

age -matched controls. 

Radiation therapy leads mainly to impairment of sexual function, whereas bowel function problems have de-

creased in 24 months (Hamilton et al., 2001). The effect on other domains of HRQOL is very small one year after 

treatment (Beard et al., 1997). On the longer term, the same results are obtained by Caffo et al., (Caffo et al., 

1996). They found increased frequency of urinating and incontinence as well as serious impairment of sexual 

function in patients who were treated longer ago (median 35 month) (Lilleby et al., 1999). 

Comparing radical prostatectomy with radiation therapy, studies are indicating that incontinence and erectile 

dysfunction are more prevalent in radical prostatectomy, where as bladder irritation and bowel problems and 

are more present in radiation therapy (Talcott et al., 1998). One study found no differences in HRQOL between 

radical prostatectomy and radiation therapy one year after treatment (Lee et al., 2001). A study that compared 

radiation therapy and radical prostatectomy long after treatment shows a similar pattern. After a median of 31 and 

41 months after radiation therapy and radical prostatectomy respectively, a substantial portion of the irradiated 

patients report sexual dysfunction and bowel problems, whereas the operated patients report urinary problems 

and sexual dysfunction. In other domains of HRQOL there is no difference between radiation therapy and radical 

prostatectomy (Lilleby et al., 1999).   

Research in men receiving hormone therapy is showing negative effects on various aspects of the HRQOL. Van 

Andel and Kurth (2003), compared men who received single or combined androgen suppression immediately with 

men with delayed treatment, which showed that immediate treatment has a negative effect on energy, fatigue, 

emotional, physical and sexual function, and also produced hot flushes. A study on men who have received hor-

monal therapy for an average of 45 months shows that on the longer run physical functioning, role functioning 

and sexual functioning are worse in men on hormonal therapy compared with patients not receiving hormonal 

treatment. 

The aim of the present study is to give a description of the HRQOL in Dutch men with prostate cancer. HRQOL is 

related to treatment regimes and to time since diagnosis. 
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Methods

Sampling

This study is part of a larger project assessing the HRQOL, the psychosocial problems in men with prostate 

cancer and their need for psychosocial support. For recruitment of patients, folders with a response card were 

used, providing information about the study. These folders were handed out by urologists in five hospitals, at local 

educational meetings about prostate cancer and by direct mailing to all members of the patients’ association. 

There was also an announcement on a website on cancer (www.kanker-actueel.nl) and an advertisement was 

placed in a local newspaper. The folders also reached patients by means of other control (e.g., by friends, family). 

The patients could indicate whether they wanted to participate in the study by only filling in questionnaires or by 

joining a support group of seven sessions, combined with filling out questionnaires. 

Instruments 

The questionnaire included questions on the demographics, socio-economic status, medical status, treatment, 

HRQOL and psychosocial characteristics. HRQOL is measured by the European Organisation for Research and 

Treatment of Cancer core module EORTC-QLQ- C30, version 3.0 (Aaronson et al. 1993), and the EORTC PR 25 

prostate cancer module (Aaronson, 2002). The QLQ core module consists of 30 items of the Likert type, con-

cerning physical, emotional, cognitive and role functioning in multi item scales, as well as nine items measuring 

symptoms such as pain, fatigue, nausea and dyspnoe. In addition, there are two items on general health and 

general QOL, forming a general HRQOL scale. 

The EORTC PR 25 prostate cancer module (Aaronson, 2002) measures symptoms and problems specific for 

prostate cancer patients. This questionnaire is still in development; it is constructed to form subscales on urinary 

symptoms, bowel symptoms, hormone treatment related problems and sexual function. 

HRQOL is mainly expressed in terms of symptoms and or problems in the EORTC questionnaires. Therefore, as 

an additional positive measure of quality of life we included the Joy in Life subscale of the Health and Disease 

Inventory (Bruin & Dijk, 1996). The original questionnaire consists of 41 items, forming a Joy in Life scale (13 items) 

and a malaise subscale (28 items). Since we are only interested in the joy of life scale, we only included four neg-

ative items in place as “filler” items. 

Results

Urologists handed out 224 folders in five hospitals, 121 folders were distributed at local educational meetings and 

all members of the SCP (418) received the folder by mail. Also 21 folders found their way to men in other ways. 

Thus in total 784 patients were approached. As a result, 78 patients from hospitals, 20 patients from educational 

meetings, 157 from the SCP and 5 patients from a variety of other sources enrolled in the study, giving a total of 

260 patients who returned the first questionnaire. Inclusion criteria are having prostate cancer, having no other 

form of cancer or an other disease that might affect the HRQOL and sufficiently master the Dutch language. After 

having excluded the patients that did not meet these criteria or did have too many missing values, 238 patients 

out of which 48 patients participated in our support groups, form our sample. Background characteristics are 

presented in Table 1.
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 Table 1. Background characteristics of the patients (N = 238)

Background Characteristics

The mean age is 67.9 years; by far most men are married, and most men have an education of at least high 

school level. The majority of the participants have been diagnosed more than two years ago, the mean time since 

diagnosis is 44.3 (SD 31.3) months with a range of 1–139 months. More than two third of them had local disease. 

Treatments are mostly surgery or radiation therapy. 

Reliability of the Questionnaires

Cronbach’s alpha reliability coefficients of the EORTC QOL- C30 vary from 0.62 for the nausea subscale to 0.87 

for the general health related quality of life. Based on theoretical considerations, the urinary symptoms scale of the 

EORTC PR 25 module is split into a “level of urinary problems” and a “burden urinary problems” subscale, with 

Cronbach’s alphas of 0.70 and 0.71, respectively. A poor Cronbach’s alpha was found for the bowel problems 

subscale (0.49) and the problems related to hormonal treatment subscale (0.37). 

Age

  Mean (SD) 67.9   (8.2)

  Range 42-86

Marital status   

  Single 18%       (n =   43)

  Married 82%       (n = 195)

Education    

  Low 27%       (n =   65) 

  Medium 35%       (n =   83)

  High 38%       (n =   90)

Time since diagnosis 

  0-1 year 14%       (n =   33)

  1-2 year 21%       (n =   51)

  > 2 year 64%       (n = 154)

Stage of disease

  Local 70%       (n = 167)

  Metastasis 30%       (n =   71)

Treatment

  Radical prostatectomy (RP) 26%       (n =   62)

  Radiation therapy (RT) 16%       (n =   38)

  Hormone therapy (HT) 47%       (n = 112) 

  RP & RT  6%        (n =   15)

  Watchful waiting  5%        (n =   11)
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However, the EORTC PR 25 scales constitute rather an inventory of symptoms than the measurement of a 

theoretical construct. Therefore a low alpha does not necessarily mean that the measurement of symptoms is 

inadequate. The sexual function scale has a Cronbach’s alpha of 0.69. Finally, the reliability coefficient for the Joy 

in Life subscale is 0.87.

Comparison with External Group 

The general mean scores on all the aspects of HRQOL are showed in Table 2. 

Table 2. Means of current sample compared to means of a large EORTC sample

Health related quality of life

Mean total

n = 238

EORTC Reference

group n = 1314

t value p value

C30 functional scales (range 0-100) mean (SD) mean (SD)

  Physical functioning 82.7 (17.7) 73.6 (27.4)  4.97 p<0.01

  Role functioning 83.4 (24.3) 72.7 (31.2)  5.28 p<0.01

  Emotional functioning 80.5 (20.4) 79.7 (22.4 )  0.50 ns

  Cognitive functioning 84.4 (19.2) 79.6 (20.1 )  3.72 p<0.01

  Social functioning 86.7 (20.3) 79.6 (33.5 )  3.28 P<0.01

C30 symptom scales (range 0-100)

  Fatigue 25.8 (22.3) 33.7 (27.8) -4.18 p<0.01

  Pain 14.9 (21.3) 24.1 (28.6) -4.76 p<0.01

  Nausea & vomiting   2.2 (  8.8)   5.3 (11.6) -3.95 p<0.01

  Appetite loss   3.9 (14.8)   9.9 (18.0) -4.88 p<0.01

  Dyspnoea 11.3 (20.7) 25.4 (28.6) -0.26 ns

  Insomnia 22.3 (27.8) 23.7 (29.8) -1.70 ns

  Constipation   7.7 (18.1) 16.2 (27.5) -4.62 p<0.01

  Diarrhoea   5.7 (16.2)   7.2 (18.1) -2.87 p<0.05

  Financial problems   4.4 (14.8)   6.0 (17.1) -136 ns

C30 total score (range 0-100)

  General quality of life 76.3 (16.7) 67.3 (25.2) 5.34 p<0.01

PR 25 prostate specific problems

(range 0-100)

  Urological problems 22.9 (16.9) -

  Burden urological problems 10.3 (16.0) -

  Bowel problems   5.5 (  9.5) -

  Problems hormonal treatment 12.9 (11.9) -

  Sexual problems 79.5 (21.4) -

Joy of life (range 0-100) 57.8 (10.2) -

A comparison was made between the scores obtained in the present study and a large

international sample from the EORTC (Fayers et al. 1999).
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As Table 2 indicates, for almost every dimension, the men in our sample have a better functioning and suffer less 

from symptoms than in the EORTC sample. The data on the EORTC PR 25 are not yet available from the EORTC 

data set and the Joy-of-Life scale is specific for the present project.    

Comparing Different Treatments 

In Table 3 the mean scores on different aspects of the HRQOL are compared with the different treatments by 

means of Anovas. Higher scores in function scales indicate  better functioning, higher scores on symptom scales 

indicate that symptom to be more severe. 

To compensate for multiple testing, the Bonferroni procedure is carried out, requiring an alpha of p = 0.002 to 

reach significance. To investigate the differences between the specific treatment groups, Games-Howel post-hoc 

test for unequal groups variances were performed.
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Table 3. Means and standard deviations of different aspects of quality of life for treatment modalities (N = 238)

For different treatment modalities, significant differences are found for physical functioning, role functioning, gen-

eral HRQOL, problems related to hormonal treatment and sexual functioning. Concerning the function scales, 

Table 3 indicates that there are differences in physical and role functioning between different treatments. Men, who 

underwent a combination of radical prostatectomy and radiotherapy, or radical prostatectomy as mono treatment, 

have a better physical function than men who are on hormonal treatment. 

Also, men who received a combination of radical prostatectomy and radiation therapy have a better physical 

functioning compared with only radiation treatment.

Health related quality of life

Radical 

Prostatectomy

n = 62

Radiotherapy

n = 38

Hormone 

therapy

n = 112

Prostatectomy 

& Radiotherapy

n = 15

Watchful 

Waiting

n = 11

F value

mean (SD) mean (SD) mean (SD) mean (SD) mean (SD)

C30 functional scales

  Physical functioning 89.4  (15.3) 1† 81.7 (15.9) 3 77.4 (18.9) 1,2 92.4 (9.7) 2,3 89.1 (13.1)   6.9***

  Role functioning 86.9  (23.0) 1 86.4 (22.2) 77.4 (26.6) 2 3 100  ( 0.0) 1,2  93.9 (11.2) 3   4.2***

  Emotional functioning 80.0  (23.0) 80.9 (22.6) 78.5 (19.1) 91.1 (12.0) 90.2 (12.8)   1.8

  Cognitive functioning 87.3  (16.0) 81.6 (22.5) 83.0 (20.1) 88.9 (13.6) 83.3 (22.3)   1.0

  Social functioning 85.2  (22.4) 88.6 (24.5) 85.0 (18.9) 94.4 (10.3) 95.5 (  7.8)   1.4

C30 symptom scales

  Fatique 23.7 (23.5) 25.4 (22.4) 30.3 (22.2) 1,2 11.9 (11.5) 1 13.1 (12.0) 2   3.5**

  Pain 13.0 (20.4) 11.8 (17.3) 19.2 (24.0) 1,2   5.6 (  8.1) 1   8.1 (  4.5) 2   2.8*

  Nausea & vomiting   1.9 (  9.0)   3.1 (13.9)   2.5 (  7.5)   0.0 (  0.0)   0.0 (  0.0)   0.5

  Appetite loss   2.2  (13.3)   7.0 (22.1)   4.8 (14.0)   0.0 (  0.0)   0.0 (  0.0)   1.1

  Dyspnoea   9.7  (23.7) 13.2 (19.8) 12.3 (19.6)   6.7 (18.7)   9.1 (21.6)   0.4

  Insomnia 21.0  (28.5) 19.3 (26.4) 27.3 (28.8)1   6.7 (18.7)   9.1 (15.6)1   2.3*

  Constipation   5.3 (14.9)   8.8 (20.0)   9.6 (19.8)   4.4 (17.2)   3.0 (10.1)   0.9

  Diarrhoea   1.6 (  7.2)   7.9 (16.3)   7.8 (20.1)   4.4 (11.7)   3.0 (10.1)   1.7

  Financial problems   4.2 (16.4)   3.5 (12.9)   4.2 (13.6) 11.1 (24.1)   0.0 (  0.0)   1.0

C30 global score

  General quality of life 78.0 (15.5) 80.4 (15.2) 1 71.5 (17.2) 1,2,3 87.8 (11.3) 2 87.9 (12.0) 3   6.0***

PR 25 prostate specific problems

  Urological problems 22.4 (16.2) 21.6 (18.3) 23.6 (17.2) 24.9 (13.7) 24.2 (18.9)   0.2

  Burden urological  problems 10.2 (18.0) 11.4 (17.8) 10.9 (15.3)   5.9 (  9.3)   7.2 (14.3)   0.3

  Bowel problems   3.6 (  7.1)  8.3  (11.8)   5.9 (  9.7)   5.6 (  9.3)   3.8 (10.1)   1.6*

  Problems hormonal treatment   9.4 (10.1) 1  8.7  (  7.9) 2 17.7 (13.1) 1,2,3,4   9.6 (  7.4) 3    6.6 (8.5) 4   9.4***

  Sexual functioning 35.2 (22.8) 1 32.4 (20.8) 2 11.3 (18.7) 1,2,3,4 38.8 (21.1) 2 45.0 (15.8) 4 22.3***

Joy of life 69.1 (16.5) 69.9 (16.6) 67.0 (15.0) 75.6 (  9.7) 74.4 (16.5)   1.4

† Corresponding numbers behind the means indicate which groups differ significantly.

 * p < 0.05    ** p < 0.01       *** p < 0.001 (required for Bonferroni correction for multiple testing)
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All subjects who received the combination of radical prostatectomy and radiotherapy scored role functioning at 

the maximum. This differs significantly from men having received radiotherapy and men receiving hormone ther-

apy. No differences have been found for emotional functioning, cognitive functioning and social functioning with 

respect to different treatments. 

The symptom scales indicate that fatigue is most prevalent in men receiving hormone therapy, more than in rad-

ical prostatectomy combined with radiotherapy and watchful waiting. Pain is more severe in men who received 

hormonal treatment compared with men treated having radical prostatectomy combined with radiotherapy and 

watchful waiting. However, these differences on fatigue and pain between groups disappear after the Bonferroni 

correction. The lowest general quality of life is reported by men on hormonal therapy, compared with RP and RT 

and watchful waiting. 

With respect to the prostate cancer specific symptoms, problems related to hormonal treatment and sexual func-

tioning are the areas with differences between treatment modalities. Both problems related to hormonal treatment 

and a lower sexual function are scored higher  by men on hormonal treatment than in any other treatment. 

Since age can be an important factor with respect to what treatment option is suitable for a patient, it was checked 

whether the age was different among the treatment groups. The mean ages are indeed significantly different be-

tween hormonal therapy (69.4 yrs, SD 8.5) and radical prostatectomy (64.3 yrs, SD 6.5). The Anova’s were carried 

out again, with age as covariate. After controlling for age, physical functioning is still significantly different among 

the groups (p < 0.001) as described; only the difference between radiotherapy and the combination of radiothera-

py and radical prostatectomy disappeared. The difference for role functioning disappeared after controlling for age 

(p = 0.004) since the Bonferroni correction prescribes alpha level of 0.002. 

The general health related quality of life, as well as sexual function and the level of problems related to hormonal 

treatment are still significantly different among the treatment groups after controlling for age (p < 0.001). 

Time Since Diagnosis

Men are divided into two groups: One group has been treated until maximal one year ago (mean 7 months, SD 

3.3 months). The other group has been treated more than one year ago (mean 50 months, SD 29 months). These 

two groups are compared by means of a Kruskal-Wallis test for two groups. The results show that there are no 

differences in the general means of any of the HRQOL domains, nor in joy in life. However, when distinguished 

for treatment, some differences could be found between men who have been treated less than two years or 

more than two years ago. For men who are treated by radical prostatectomy, no differences are found. Nor are 

differences found for men treated with radiotherapy alone. Men on hormonal treatment regimes for more than one 

year report a worse cognitive functioning (mean = 81.4, SD = 20.0) compared with men who receive hormones 

less than a year (95.5 SD = 9.8) p < 0.01. Men on hormonal treatment also report a greater burden of urological 

problems with a mean of 3.4 (SD 6.6) within the first year and a mean of 12.3 (SD 16.0) after more than one year 

(p < 0.05). In men receiving both radical prostatectomy and radiotherapy, no differences were found between one 

or longer than one year after treatment. These comparisons could not be done for watchful waiting, since there 

were no men having watchful waiting after one year in our sample. 
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Conclusion and Discussion 

In this study, the HRQOL was measured by the EORTC and completed with joy in life as a positive measure. The 

results obtained in the present study indicate that no difference between radical prostatectomy and radiotherapy 

could be found on any of the HRQOL dimensions more than three years after treatment. This result is in concord-

ance with other studies that state that after a year there is no more chance in HRQOL (Lilleby et al. 1999). Another 

study however, shows that two years after treatment men who received radical prostatectomy suffer more from 

incontinence and impotence and in contrast men who receive radiotherapy suffer more from bowel problems 

(Potosky et al. 2000). 

Patients receiving hormonal treatment report, after more than three years of onset of that treatment, the lowest 

HRQOL on several dimensions. Hormone therapy oftentimes carries on for a lifetime; therefore the side effects 

may be still present at the time of our study. Remarkably, men who received both radical prostatectomy and radi-

ation therapy report the best functioning of all groups in most of the HRQOL dimensions, especially the functional 

scales and joy in life. It is unknown what accounts for this result. One would expect more urological problems, 

erectile dysfunction and bowel problems after two different invasive treatments. The group patients receiving 

watchful waiting is the oldest, but with respect to several HRQOL dimensions they function very well compared 

with the group of men on hormonal therapy. Especially, the sexual functioning in the watchful waiting groups is the 

highest of all treatment groups. 

Although age is a factor that is considered by the urologist in the decision what treatment would be best, it is not 

a factor influencing the impact of treatment modality itself on HRQOL factors. 

Whether the diagnosis and treatment was received less or more than a year ago seems only to be a factor of inter-

est in hormonal treatment. Men receiving this treatment for longer than a year have a worse cognitive functioning 

and more burdens of urinary problems than men receiving this treatment for less then a year. 

In all treatment groups, even the one on hormones, the HRQOL is very high, significantly higher than in a large 

international sample from the EORTC. This indicates that our sample is biased toward men that function better in 

general, but this still does not impair the possibilities to compare treatment regimes. 

The conclusions have to be put in the light of the specific characteristics of the study. 

Since Anova is the most appropriate statistical test for the questions under research, it has been carried out, how-

ever, with violations of the assumptions. The variables are not normally distributed variables and group sizes are 

unequal. Also multiple testing enhances the chances of type I error. To overcome these problems, the differences 

between treatment regimes have been checked non-parametrically, giving the same results. The multiple testing 

problem was compensated for by very conservative testing (Games-Howel) with very low alpha’s. This approach 

however, may be evoking type II error. 

The clinical relevance of this study is that it could aid the treatment decision. On the long term, no difference be-

tween HRQOL between radical prostatectomy and radiation therapy could be found. Whenever there is a choice 

whether or not to take hormonal therapy, it is clear that hormonal therapy has on the short and the long term 

a negative effect on many aspects of the HRQOL. It would, however, be beneficial for clinical practice if future 

HRQOL research follow patients longer in a prospective design with a larger sample. 

Proefschrift_BertVoerman_v2.indd   71 29-10-15   12:21



72

Chapter 4

References

Aaronson NK, (2002). An international field study of the reliability and validity of the EORTC QLQ-C30 and a 

disease specific questionnaire module (The QLQ-PR25 for assessing the quality of life of patients with prostate 

cancer. European Organisation for Research and Treatment of Cancer. Brussels

Aaronson NK, Ahmedzai S, Bergman B, Bullinger M, Cull AM, Duez MJ (1993). The European Organisation for 

Research and Treatment of Cancer QLQ C30: a quality-of-life instrument for use in international clinical trials in 

oncology. Journal of the National Cancer Institute 85, 365-376.

Andel G van, Kurth KH (2003) The impact of androgen deprivation therapy on health related quality of life in 

asymptomatic men with lymph node positive prostate cancer. European Urolology 44, 209-214.

Aus G, Abbou CC, Pacik D, Schmid HP, Van Poppel H, Wolff JM, Zattoni F (2001) European Association of Urol-

ogy guidelines on prostate cancer. European Urolology 40, 97-101.

Beard CJ, Propert KJ, Rieker PP, Clark JA, Kaplan I, Kantoff PW, Talcott JA (1997) Complications after treatment 

with external-beam irradiation in early-stage prostate cancer patients: a prospective multi-institutional outcome 

study. Journal of Clinical Oncology 15, 223-229.

Black RJ, Bray F, Ferlay J, Parkin DM (1997) Cancer incidence and mortality in the European Union: cancer regis-

try data and estimates of national incidence for 1990. European Journal of Cancer 33, 1075-1107.

Bruin EJ de, Dijk M van (1996)  HDI - Health and Disease Inventories, een meetinstrument voor aanpassing aan 

kanker. Handleiding. Swets en Zeitlinger, Lisse. 

Caffo O, Fellin G, Graffer U, Luciani L (1996) Assessment of quality of life after radical radiotherapy for prostate 

cancer. British Journal of Urology 78, 557-563.

Catalona WJ (1994) Management of cancer of the prostate. New England Journal of Medicine 331, 996-1004.

Cella DF, Tulsky DS (1993) Quality of life in cancer: definition, purpose, and method of measurement. Cancer 

Investigation 11, 327-336.

Davinson PJ, Ouden D van den, Schroeder FH (1996) Radical prostatectomy: prospective assessment of mortality 

and morbidity. European Urolology 29, 168-173.

Fayers PM, Aaronson NK, Bjordal K, Groenvold M. (1999) EORTC QLQ-C30 Scoring Manual (Second edition). 

EORTC, Brussels. 

Feld R (1995) Endpoints in cancer clinical trials: is there a need for measuring quality of life? Supportive Care in 

Cancer 3, 23-27.

Gulden, JW van de, Kiemeney, LA, Verbeek AL, Straatman H (1994) Mortality trend from prostate cancer in the 

Netherlands (1950-1989). Prostate 24, 33-38.

Hamilton AS, Stanford JL, Gilliland FD, Albertsen PC, Stephenson RA, Hoffman RM, Eley JW, Harlan LC, Potosky 

AL (2001) Health outcomes after external-beam radiation therapy for clinically localized prostate cancer: results 

from the Prostate cancer outcome study. Journal of Clinical Oncology 7, 178-185.

Proefschrift_BertVoerman_v2.indd   72 29-10-15   12:21



73

4

Health related quality of life

Hautmann RE, Sauter TW, Wenderoth UK (1994) Radical retropubic prostatectomy: morbidity and urinary conti-

nence in 418 concecutive cases. Urology 43, 47-51.

Hedestig O, Sandman P, Witmark A (2003) Living with untreated localized prostate cancer. Cancer Nursing 26, 

55-60.

Landis SH, Murray T, Bolden S, Wingo PA (1998) Cancer statistics, 1998. A Cancer Journal for Clinicians 48, 6-29.

Lee WR, Hall MC, McQuellon RP, Case LD, McCullough D (2001) A prospective quality-of-life study in men with 

clinically localized prostate carcinoma treated with radical prostatectomy, external beam radiotherapy, or interstitial 

brachytherapy. International Journal of Radiation Oncology, Biology, Physics 51, 614-623.

Lilleby W, Fossa SD, Waehre HR, Olsen DR (1999) Long-term morbidity and quality of life in patients with localized 

prostate cancer undergoing definitive radiotherapy or radical prostatectomy. International Journal of Radiation 

Oncology Biology Physics 43, 735-743.

Litwin MS, Fitzpatrick JM, Fossa SD, Newling DW (1999a) Defining an international research agenda for quality of 

life in men with prostate cancer. Prostate 41, 58-67.

Litwin MS, Mc Guigan KA, Shpall AI, Dhanani N (1999b) Recovery of health-related quality of life in the year after 

radical prostatectomy: early experience. Journal of Urology 161, 515-519.

Macdonagh R (1996) Quality of life and its assessments in urology. British Journal of Urology 78, 485-496.

Moinpour CM (1994). Measuring quality of life: an emerging science. Seminars in Oncology 21, 48-60.

Potosky AL, Legle, J, Albertsen PC, Stanford JL, Gilliland FD, Hamilton AS, Eley JW, Stephenson RA, Harlan LC 

(2000) Health outcomes after prostatectomy or radiotherapy for prostate cancer: results from the Prostate Cancer 

Outcomes Study. Journal of the National Cancer Institute  92, 1582-1592.

Shipley WU, Zietman AL, Hanks GE, Coen JJ, Caplan RJ, Won M, Zagars GK, Asbell SO (1994) Treatment related 

sequelae following external beam radiation for prostate cancer: a review with an update in patients with stages T1 

and T2 tumor. Journal of Urology 152, 1799-1805.

Talcott JA, Rieker PP, Clark JA, Propert KJ, Weeks JC, Beard CJ (1998) Patient-reported symptoms after primary 

therapy for early prostate cancer: results of a prospective cohort study. Journal of Clinical Oncology 16, 275-283.

Visser O, Coebergh JWW, Schouten LJ, Dijck JAAM van, Siesling S (2002) Incidence of Cancer in the Nether-

lands. Vereniging van Integrale Kankercentra, Utrecht. 

Walsh PC, Partin AW, Epstein JI (1994) Cancer control and quality of life following anatomical radical retropubic 

prostatectomy: results at 10 years. Journal of Urology 152, 1831-1836.

Wasson JH, Cushman CC, Bruskewitz RC, Littenberg B, Mulley AGJ, Wennberg JE (1993) 

A structured literature review of treatment for localized prostate cancer. Archives of Family Medicine 2, 487-493.

Proefschrift_BertVoerman_v2.indd   73 29-10-15   12:21



Proefschrift_BertVoerman_v2.indd   74 29-10-15   12:21



Part II Interventions

Proefschrift_BertVoerman_v2.indd   75 29-10-15   12:21



Proefschrift_BertVoerman_v2.indd   76 29-10-15   12:21



Symptoms of post traumatic stress and 
it’s role in supportive care needs in men 
with prostate cancer

Bert Voerman, Adriaan Visser, Bert Garssen, Maarten Fischer,  

George van Andel, Robbert Sanderman, Mariët Hagedoorn

Naarmate het moment komt van ik moet weer, en wat zal 

de uitslag zijn, want dat is toch iedere keer weer heel span-

nend, dan komt het frequenter voor, maar eigenlijk is het ook 

wel iets wat, bepaalde angstdromen, die toch bijna iedere 

nacht of om de nacht voorkomen.

(Respondent 620)

Submitted to Psycho-Oncology 2015

Chapter 5

Proefschrift_BertVoerman_v2.indd   77 29-10-15   12:21



78

Chapter 5

Abstract

Objective: This study examines (a) the extent of symptoms of posttraumatic stress disorder (PTSD) in prostate 

cancer patients, (b) the associations between PTSD symptoms and the need for supportive care, the intention to 

get supportive care and the actual use of support, and (c) the moderating effect of emotional support from their 

personal social network on these associations. 

Methods: A sample of 238 men with prostate cancer completed a questionnaire containing the Impact of Events 

Scale (IES) to measure symptoms of PTSD, questions about the need for supportive care, search behavior for 

supportive care and disease specific personal emotional support. The actual use of supportive care was also 

measured.

Results: 30% of the patients scored above the cut-off score of 26 on the IES, indicating severe levels of post-

traumatic stress symptoms. The more intrusive thoughts and avoidance patients reported, the stronger their need 

for support and the intention to seek supportive care. However, the IES scores were not related to the actual 

participation in an offered support group. Further, no moderating effect of personal emotional support was found.

Conclusion: PTSD symptoms were found in a considerable number of prostate cancer patients and they were 

positively related to supportive care needs but not related to care use. Available personal emotional support had 

no effect on the supportive care needs in men with PTSD symptoms. 
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Background

Prostate cancer has a high incidence in Western countries (Jemal et al. 2010). In 2012 over 11,000 new cases 

have been diagnosed in the Netherlands (Dutch Cancer Registry 2014). Men with prostate cancer often expe-

rience psychosocial problems including anxiety (Dale et al. 2005), depression (Couper et al. 2009), social isola-

tion, (Hedestig et al. 2003) and problems with acceptance of urinary and sexual dysfunction (Milne et al. 2008). 

Post-traumatic stress disorder (PTSD) has been reported as well (Bisson et al. 2002). For example, having intru-

sive recollections of the physician telling you have cancer, or avoiding thoughts of being at the hospital for radiation 

therapy. In 1994, the American Psychiatric Association included life threatening illnesses in the definition of events 

that may possibly cause PTSD (American Psychiatric Association 1994). 

It is not established to what extent PTSD is a factor of concern in prostate cancer patients. A search for literature in 

2012 on prostate cancer and traumatic stress in Pubmed revealed 12 studies. Three studies presented a measure 

of severity of the symptoms by using a cut off score; the other studies related PTSD symptoms to other variables. 

Bisson et al. found PTSD symptoms in 14% of 88 men with local prostate cancer shortly after the diagnosis 

(Bisson et al. 2002). Another study among members of prostate cancer support groups reported that 8% of the 

patients met PTSD criteria (Steginga et al. 2005). Halbert et al. found that 30% had scores on the impact of events 

scale (Horowitz et al. 1979) that would warrant clinical intervention (Halbert et al. 2010). Whitaker et al. found that 

23% in her sample reported intrusive cognitions more than 3 years after diagnosis (Whitaker et al. 2008). 

Lepore considers the occurrence of intrusive thoughts and avoidance as markers of incomplete cognitive pro-

cessing of the cancer. He also advocates the importance of a social environment that enables men to talk about 

and explore the meaning of their experiences as an important facilitator of mental adjustment to cancer (Lepore 

2001). 

This raises the question whether intrusive thoughts and/ or avoidance, as markers of incomplete adjustment to the 

cancer, are related to a need for supportive care (care need), but also to the intention to seek a form of supportive 

care (care intention) and the actual use of supportive care (care use). Supportive care needs in prostate cancer 

patients have been examined in several studies (Sanson-Fisher et al. 2000; Lintz et al. 2003; Steginga et al. 2001; 

Ream et al. 2008). It is not established however, whether (unmet) care needs are related to PTSD symptoms. 

A study by Hodgkinson et al. pointed out that most gynecological cancer patients have unmet supportive care 

needs. Moreover, there was a fourfold increase in unmet supportive care needs in patients who reported PTSD 

symptoms (Hodgkinson et al. 2007). It stands to reason that prostate cancer patients with symptoms of PTSD 

also have a higher care need. The current study will examine the association between symptoms of PTSD and 

care need, care intention and care use in men with prostate cancer.

Since Lepore (Lepore 2001) and others (Zakowski et al. 2003; Banthia et al. 2003; Mehnert et al. 2010; Agusts-

dottir et al. 2010) emphasize the importance of a supportive social environment to facilitate cognitive processing of 

prostate cancer, it can be argued that (unmet) supportive care needs might arise in cancer patients who perceive 

their personal social network as reluctant or unwilling to discuss the cancer experience. Therefore, we will examine 

emotional support from members of the personal social network as a moderator in the association between PTSD 

and care need, care intention and care use.
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In sum, this study examines to what extent men with prostate cancer suffer from PTSD symptoms and will test 

two hypotheses:  

Hypothesis I: Prostate cancer patients with higher levels of PTSD symptoms report a higher need for care, a 

stronger care seeking intention and a higher level of care use.

Hypothesis II: The positive relation between PTSD symptoms and care need, care intention and care use is weak-

ened by available emotional support.

Methods

Participants

A convenience sample of 238 prostate cancer patients participated in the study. From these patients, 48 (20.2 

%) chose to participate in a supportive care group. After being included in the study, all 238 participants received 

a questionnaire including a pre-stamped return envelope. Patients were eligible for the study if they had prostate 

cancer without having other types of cancer or other disabling chronic diseases. They also had to comprehend 

the Dutch language sufficiently to complete the questionnaires. 

Procedure

For the recruitment of the patients, we used leaflets providing information about the study, including a response 

card to indicate interest in the study to the researchers. The leaflets were handed out by urologists in five hospitals, 

and at educational meetings organized by two other hospitals. The leaflets were also sent to all members (400) 

of the Prostate Cancer Foundation (PKS). The leaflet included an offer to participate in a support group led by a 

professional for free. In total, 784 leaflets were handed out. We received 303 affirmative response cards from pa-

tients, 90 from the recruitment via the urologist, 193 from the PKS, 11 from educational meetings and 9 by other 

means (e.g. got the leaflet from a neighbor). From these potential participants, 18 men declined participation in the 

study. They changed their mind or were unable due to practical reasons. This left 285 men eligible for the study. 

The questionnaire was mailed to the participants or handed out after an intake interview. Ninety one percent of the 

questionnaires were returned. From these 260 respondents, we excluded 20 men due to too many missing values 

(more than 20% of the items in multiple subscales). Two other men were excluded for not meeting the inclusion 

criteria based on their own narrative described in the questionnaire.  

Eventually, 238 respondents were included in our database. From these respondents, 150 (63.1%) were a mem-

ber of the PKS and 88 (36.9%) were not. Forty-eight men (20.2%) chose to participate in a support group, which 

was to start after the data collection. The Medical Ethical Committee of the Onze Lieve Vrouwe Gasthuis in 

Amsterdam, the Netherlands, approved the study. Respondents signed a letter of informed consent and gave 

permission to retrieve their medical information. The urologist associated with the research project ensured access 

to all relevant medical information. 
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Measurement instruments

Background variables

Socio-demographic variables included age, marital status and socio-economic status (SES). The latter variable is 

a summation of education (three categories rated 1-3), annual income (four categories rated 1-4), and job status 

(five categories rated 1-5). These variables were transformed into z-scores before summation to obtain equal 

weights. Cronbach’s alpha of the SES measure was 0.84. The medical files of the patients were used to obtain 

information about the time of diagnosis, stage of the disease, and the treatment regimen. 

PTSD symptoms

Symptoms of post-traumatic stress disorder (PTSD) were assessed by the Dutch version of the Impact of Events 

Scale (IES) (Horowitz et al. 1979; Brom & Kleber 1985). The IES is widely used in psycho-oncological research in-

cluding a few studies concerning prostate cancer (Whitaker et al. 2008; Roberts et al. 2006). The instruction was: 

consider to which degree the following statements reflect the influence of prostate cancer on your daily life during 

the last seven days. The IES consists of 15 Likert type items, forming a subscale of intrusive thoughts consisting 

of 7 items (α = .87), a subscale of avoiding behavior consisting of 8 items (α = .83) and a sum score representing 

a measure of traumatic stress (α = .90). The cut-off score for severe and clinical relevant traumatic stress reactions 

is 26 on the sum score in the Dutch version (Brom & Kleber 1985). This cut-off score is also used in the IES version 

in English studies (Halbert et al. 2010; Nordin et al. 2001). 

Supportive care

As stated earlier, three measures of supportive care will be differentiated.

a. The need for supportive care (care need) was measured with an adapted version of the Needs and Use 

of Psychological care facilities in Palliative care Questionnaire (PNUP-Q) (Osse et al. 1999). We transformed the 

items in such a way that they were focused on prostate cancer. The questionnaire consists of nine items asking 

whether one would want to talk about concerns or issues related to the prostate cancer. An example of a question 

is: would you want to talk about feelings or emotions such as fear, anger or doubt concerning your disease? The 

possible responses are: 1. Not applicable; 2. No, I don’t want to talk about it; 3. Yes, maybe I would like to talk 

about it; 4. Yes, I definitely would want to talk about this. When alternative 3 or 4 was indicated, the item was 

coded 1, otherwise the item was coded 0. Nine issues were questioned: physical complaints, problems in getting 

along with people, financial concerns, emotions and feelings, hesitance to ask help or have a discussion with 

physicians, changes in sexuality, problems with urinating, problems with daily self care like shopping and cleaning, 

problems concerning concentration or memory. The summation of the coded answers on the nine items form a 

scale ranging from 0 ‘no need to talk at all’, to 9 ‘the need to talk about all nine topics’ (α = 0.77).

b. The intention to get supportive care (care intention) was assessed by asking whether the patient had sought 

a support group with fellow prostate cancer patients, coded yes or no.

c. Actual use of supportive care (care use) was measured by registration of the participation in one of the sup-

port groups organized by the researchers. 
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Emotional support

Emotional support from the personal social network was based on a questionnaire developed by De Haes (De 

Haes 1988). It consisted of six Likert type items ranging from 1 (not at all) to 4 (very much). Two items have a 

range from 0 (not applicable) to 4 (very much). The items were formulated as follows: Concerning coping with your 

disease, to what extent do you feel supported by your partner (range 1-4), your children (range 0-4), your friends 

(range 1-4), your doctor (range 1-4), your urology nurse (range 0-4) and perceived support in general (range 1-3). 

The range is 4 to 23 representing no emotional support at all to maximum support from different sources (α = 0.74). 

Statistical analysis

The data were analyzed using the IBM SPSS program version 22. Missing items were replaced by using the SPSS 

mean procedure, imputing the scale mean of the particular respondent into the missing item, taken into account 

the number of items (< 15 % of a scale). Pearson correlations were calculated to examine the associations be-

tween the main variables in the analysis. T-tests and ANOVA were used to examine the relations between the 

independent variables and the background variables to check for confounding factors. To test the hypothesized 

relationships between PTSD symptoms and care need, and the moderating effect of emotional support from the 

personal social network, linear regression and logistic regression with the forced enter method were used. Inter-

action terms were calculated by multiplying the standardized IES subscale scores by the standardized score of 

the emotional support scale. 
 

The extent to which symptoms of PTSD above the cut-off occur in men with prostate cancer was calculated sep-

arately for members and non-members of the PKS, since we found earlier in the same sample that, on average, 

PKS members showed higher IES scores than non-members (Voerman et al. 2005).   

Results

Socio-demographic and medical characteristics

The background characteristics are presented in Table 1. The mean age of the participants was 67.9 (S.D. = 8.2) 

years and most men were married (82%). Socio-economic status (SES) was almost equally divided into a low, 

medium and high level. The majority of the participants were diagnosed more than two years ago; the mean time 

since diagnosis was 3.1 years (S.D. = 2.6) with a range of 1 – 11 years. From 8 men these data were not available. 

Over two third of the participants had local disease and about half of the men have had a hormonal treatment. 
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Table 1. Background characteristics of the patients (N = 238)

Characteristic mean  (SD) range

Age 67.9   (8.2) 42-86

%        (n)

Marital status 

  Single 18       (  43)

  Married 82       (195)

Socio economic status

  Low 35       (84) 

  Medium 30       (70)

  High 35       (84)

Time since diagnosis 

  < 1 year 14       (33)

  1-2 year 18       (43)

  2-5 year 39       (93)

   >5 year 26       (61)

  Missing   3       (  8)

Stage of disease

  Local 70      (167)

  Metastasis 30      (  71)

Treatment

  Radical prostatectomy (RP) 26      ( 62)

  Radiation therapy (RT) 16      ( 38)

  Hormone therapy 47      (112) 

  RP & RT   6      (  15)

  Watchful waiting   5      (  11)
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Table 2. Correlations between the IES scales, the supportive care indicators, and available emotional support (N = 238)

Preliminary analysis

Tables 2a to 2c present the correlations between the variables under study  By definition, the IES total score 

was substantially correlated with intrusive cognitions and avoidance (Table 2a). Therefore, the IES total score will 

be used as a measure of severity of the PTSD symptoms by the cut-off score of 26. The three supportive care 

measures showed only moderate correlations (Table 2b), which justifies using these measures as separate out-

come measures in further analyses. Further, Table 2c shows that care need and care intention were related to IES 

intrusive cognitions. Emotional support was not related to any of the other measures. 

Higher age was related to less IES intrusive thoughts (r = -0.13, p = 0.04) and higher socio-economic status was 

related to less avoidance (r = -0.16, p = 0.02) and actual participation (r = 0.14, p = 0.03). Men who received 

watchful waiting as treatment had lower scores on intrusive cognitions, F (231) = 3.19, p < 0.01, and avoidance, 

F (222) = 2.40, p < 0.05, compared to other treatments described in Table 1. It can be concluded that age, SES 

and watchful waiting might be confounding variables, as well as PKS membership. 

 

a.  Intercorrelations of the IES scales

IES total scale IES intrusions

IES total scale

IES intrusions 0.89*

IES avoidance 0.92* 0.68*

b. Intercorrelations of the supportive care indicators

Care need Care intention

Care need

Care intention 0.34*

Care use 0.37* 0.26*

c. Correlations between IES scores, supportive care indicators, and available emotional support

Care need Care intention Care use Emotional support 

IES intrusions  0.32* 0.18*  0.00 -0.07

IES avoidance  0.22* 0.09  0.00 -0.12

Emotional support -0.05 0.03 -0.07      -

Pearson correlation coefficients: * p < 0.01
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Level of PTSD symptoms 

Almost 30% of the patients in the entire sample had a total score on the IES higher than the cut off score of 26 (M 

= 19.3, S.D. = 14.8), which indicates severe posttraumatic stress reactions. 

This percentage was somewhat lower for non-PKS members (20%, M = 14.4, S.D. = 13.8) than for members of 

the PKS (35%, M = 22.5, S.D. 14.5). 

PTSD symptoms, supportive care and emotional support

In support of Hypothesis I, a higher score on IES intrusions and a higher level of avoidance were related to a higher 

care need after controlling for confounders. A higher score on IES intrusions was also related to a higher care 

intention after controlling for confounders. In contrast, care use was not associated with PTSD symptoms after 

controlling for confounders (see Tables 3 and 4). Hypothesis II was not supported by the data since the interac-

tion between symptoms of PTSD and emotional support was not found to be significant for any of the outcome 

variables. 
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Table 3. Regression models for the prediction of the need for supportive care (n = 238)

Predictor variable model R2 b (se) Beta p 95% CI

Intrusive cognitions (ic) 0.23  0.08 (0.02)  0.24 0.00  0.04 – 0.14

Emotional support (es) -0.06 (0.05) -0.08 0.20 -0.15 – 0.03

Interaction ic & es -0.00 (0.01) -0.01 0.82 -0.02 – 0.01

Age -0.07 (0.02) -0.23 0.00 -0.11 – -0.03

SES  0.11 (0.06)  0.12 0.06  0.00 – 0.24

WW treatment -0.80 (0.74) -0.07 0.28 -2.26 – 0.65

PKS membership  0.65 (0.35)  0.13 0.07 -0.04 – 1.35

Avoidance (a) 0.22  0.06 (0.02)  0.19 0.00  0.02 – 0.10

Emotional support (es) -0.07 (0.05) -0.09 0.13 -0.17 – 0.02

Interaction a & es  0.00 (0.00) -0.03 0.67 -0.02 – 0.01

Age -0.08 (0.21) -0.25 0.00 -0.12 – -0.04

SES  0.13 (0.07)  0.14 0.04  0.00 – 0.26

WW treatment -1.13 (0.79) -0.09 0.16 -2.69 – 0.44

PKS membership  0.68 (0.37)  0.13 0.06  0.05 – 1.40

WW = Watchful waiting. Age, SES, WW and PKS membership are control variables
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Table 4. Logistic regression models for the intention to get and the actual use of supportive care (n = 238)

Predictor variable b OR 95% CI p b OR 95% CI p

Intrusive cognitions (ic)   0.06  1.06 1.00-1.11 0.04  0.00 1.00 0.95 - 1.05 0.91

Emotional support (es)  -0.06  -0.96 0.85-1.07 0.44 -0.05 0.95 0.86 - 1.06 0.38

Interaction ic & es   0.01  1.01 0.99-1.03 0.13  0.00 1.00 0.99 - 1.02 0.71

Age  -0.02  0.98 0.94-1.03 0.48

SES  -0.02  0.98 0.84-1.14 0.80  0.18 1.19 1.04 - 1.36 0.01

WW treatment  -0.53  0.59 0.07-5.34 0.64

PKS membership   1.54  4.65 1.60-13.54 0.00

Avoidance (a)  0.02  1.10 0.97-1.08 0.35  0.00 1.00 0.96 - 1.06 0.65

Emotional support (es)  -0.05  0.95 0.85-1.06 0.34 -0.04 0.96 0.86 - 1.06 0.39

Interaction a & es  -0.01 1.01 0.99-1.03 0.21  0.00 1.00 0.99 - 1.02 0.33

Age -0.04 0.97 0.92-1.01 0.14

SES  0.01  0.99 0.85-1.16 0.88  0.18 1.19 1.04 - 1.37 0.01 

WW treatment -0.47 0.63 0.07-5.80 0.68

PKS membership  1.46  4.29 1.47-12.57 0.00

WW = Watchful waiting. Age, SES, WW and PKS membership are control variables. 

In the care use model only SES was found to be a confounding variable.
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Discussion and conclusion

PTSD symptoms were reported in almost one third of our sample on a level that is considered severe. This per-

centage was lower (20%) in men who are not member of the prostate cancer patients’ organization PKS. This 

is the first study that examined whether PTSD symptoms were associated with the need for supportive care, 

the intention to get supportive care, and the actual use of supportive care facilities. Hypothesis I could be partly 

supported. Patients who reported higher levels of intrusive thoughts and/or avoidance reactions also had higher 

supportive care needs and a higher intention to get supportive care. Intrusive thoughts and avoidance levels had 

no significant association with the actual use of support. Hypothesis II was not supported. The relation between 

intrusive thoughts or avoidance on the one hand and supportive care needs on the other was not influenced by 

disease specific emotional support from the personal social network. The same holds for the relation between 

intrusive thoughts or avoidance and the actual use of professional supportive care. 

Level of PTSD symptoms

Our findings concerning the occurrence of PTSD symptoms are comparable with one other study. Halbert et al. 

found that 30% of their sample of recently diagnosed prostate cancer patients had IES scores of 26 and higher 

(Halbert et al. 2010). 

PTSD symptoms and need for supportive care

There are many studies on supportive care needs in prostate cancer patients but to the best of our knowledge, no 

study has related supportive care needs to PTSD symptoms. Our results are in line with studies on other types of 

cancer. One study among women with gynecological cancer found four times more unmet care needs in women 

meeting PTSD criteria (Hodgkinson et al. 2007). Sanders et al. found in lung cancer patients (male and female) 

intrusive cognitions to be a significant predictor of unmet supportive care needs (Sanders et al. 2010). Studies 

have found, however, that PTSD after cancer is more prevalent in women than in men (Nordin & Glimelius 1998; 

Hampton & Frombach 2000). This might make the results of these previous studies less comparable to ours, but 

also stresses the importance of studying the relationship between PTSD symptoms and supportive care needs 

in male cancer patients. 

PTSD symptoms and use of supportive care

We found no relation between PTSD symptoms and supportive care use. However, we found a relation between 

PTSD symptoms and supportive care needs. Although PTSD symptoms might lead to care needs, it did not trans-

late into group participation. This implies that suffering from PTSD symptoms is not a major reason for participating 

in a support group. Reasons for supportive care group participation could be other psychological needs (e.g. 

depression) (Daeter et al. 2012) or a lack of general social support (Voerman et al. 2007). This raises the question 

how men with prostate cancer handle their PTSD symptoms. Do they have other resources or do they seek other 

types of support? Future research can shed more light on how these men cope with PTSD symptoms, how the 

symptoms and coping develop over time, and if men have supportive care needs specifically about dealing with 

PTSD symptoms.  
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Emotional support as moderator

Our hypothesis about the moderating effect of emotional support from one’s personal support system could not 

be supported. A possible explanation is that men are reluctant to talk about their fears and concerns with their 

intimates, for instance because they do not want to bother their family members. Ussher et al. (2006) found in 

a qualitative study with mixed types of cancer that the patients saw a support group as facilitating family life by 

relieving the burden of care by providing a safe place to express emotions. Also Gray et al. (2000) found reluctance 

to talk about prostate cancer within the patients’ own network, sometimes this reluctance even concerned their 

own spouse. Another explanation could be that the patient has the feeling that these problems are too intense or 

‘too psychological’ to be managed within his own social system. So, even if they feel supported by their significant 

others, they may still feel the need to talk to care professionals. 

Strengths and limitations

An important advantage of our study is the relatively long average time passed between the diagnosis and the 

participation in the study, this gives insight in the PTSD morbidity on the long term in prostate cancer patients. 

PTSD symptoms are still present after an average of 37 months. Studies on other types of cancer also show that 

PTSD symptoms may persist after treatment (Kornblith et al. 1992; Lesko et al. 1992). Whitaker et al. found in 

a mixed sample of cancer patients that levels of intrusive thoughts increased between 28 and 49 months post 

diagnosis (Whitaker et al. 2008). 

This indicates that higher levels of intrusive thoughts might warrant treatment since they persist and might even 

get worse over time. We could not draw causal or time related conclusions since the design of our study is 

cross-sectional. 

The use of the construct of PTSD in psycho-oncology is subject to debate. Most precipitants of PTSD are discrete 

external events in the past that pose an immediate threat. In the context of cancer, the stressor precipitating PTSD 

is an internal, protracted event. Also, the stressor might not impose immediate threat but the adverse outcome 

of the stressor may lie in the future. Kangas (Kangas et al. 2002) points out there is considerable evidence that 

cancer patients have nightmares and intrusive memories of cancer related past experiences, but only focusing 

on intrusions related to past experiences might result in a false negative diagnosis. Since the prolonged nature of 

the stressor in case of cancer, intrusive thoughts are often future oriented (Whitaker et al. 2008). The ambiguity 

of the applicability of PTSD for cancer patients has been pointed out in other studies as well (Passik & Grummon 

2003; Kangas et al. 2002). Coyne and others consider the diagnosis of PTSD not very relevant to cancer patients. 

They state that the PTSD rate in breast cancer patients is not higher than in the general population (Coyne 2014). 

It is unknown, however, if this observation can be generalized to PTSD in prostate cancer. In our opinion, based 

on Lepore (Lepore 2001), it is important to consider intrusive cognitions and avoidance behavior as markers of 

incomplete processing of the past or anticipated future stressful events. Whether it is defined as PTSD or not, men 

with these symptoms are at risk for co-morbid problems such as mood disorders, anxiety disorders or substance 

abuse (Kangas et al. 2002). 
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Clinical relevance

A substantial portion of our sample had PTSD symptoms long after diagnosis and treatment, which suggests that 

adaptation to the prostate cancer is incomplete. Clinicians should ask questions during consultations about how 

men with prostate cancer feel and if they have any intrusions or avoidance behaviors regarding disease related 

issues. Moreover, men with prostate cancer could be educated about the adaptation process and about the ben-

efits of supportive care to facilitate adaptation to past events and coping with anticipated adverse events. Patients 

may also be suggested that family support might not always be sufficient to reach a new balance in their live. 
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Bert Voerman, Maarten Fischer, Adriaan Visser,  

Bert Garssen, George van Andel, Jozien Bensing 

Dan had ik me beter georienteerd daarvoor. Dan had ik meer 

kunnen weten. Daarom zal ik ook iedereen adviseren die dit 

overkomt, om lid te worden van de SCP. Als ze dat willen 

uiteraard.

(Respondent 47)

Journal of Men’s Health and Gender 2006, 3, 379-389
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Abstract

Background: The objective of this study was to compare prostate cancer (PC) patients who are and who are not 

members of the Dutch prostate cancer patients’ association (PCPA) with respect to demographic, medical and 

psychosocial characteristics. 

Methods: Using a cross-sectional design, 88 non-members and 150 members of the PCPA were included.

Results: The results show that members are younger, have a higher socio-economic status and experience 

higher levels of distress. Furthermore, members are less content with the patient education and the psychosocial 

support available in hospital. Members also have a higher need to talk about problems and a more positive atti-

tude towards participation in support groups. 

Conclusion: It can be concluded that members of the patients’ association differ from non-members. This has 

clinical and methodological relevance for further study among PC patients, as well as practical relevance for the 

policy of patients’ associations.
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Features of members of a patients association 

Introduction

The incidence of cancer in the Netherlands was 69,000 cases in the year 2000. The prevalence in that same year 

was approximately 366,000 cancer patients (Coebergh et al. 2004). For many types of cancer, patient’ associa-

tions has been founded. There are 24 registered patients’ associations in the Netherlands, together accommodat-

ing 25,000 cancer sufferers. This implies that 7% of the cancer patients are members of a patients’ association. 

In 1997 the prostate cancer patients’ association (PCPA) was founded in the Netherlands; nearly 7000 new cases 

of prostate cancer (PC) are diagnosed each year (Visser et al. 2002). In the year  2000, the prevalence of PC was 

33,000 patients, while the PCPA had about 400 members (1%), which is a much smaller number of patients than 

is found in other associations. 

There may be several reasons for joining a patients’ association. Patients may have needs related to having can-

cer or may join a patients’ association for information, support or activities (Carlsson et al. 2005). Shortcomings 

in the professional healthcare available can also be a reason for becoming a member of a patients’ association 

(Verklaar 1991). 

Survival rate also plays a role. Treatment of localized PC by surgery or radiation is effective in producing a good 

survival rate (51–95% after 5 years) (Middleton et al. 1995), but can also cause serious side effects (Litwin et al. 

2001). Metastatic PC, hormonally treated, has a survival rate of 20% after 5 years (Mettlin 1997). Because of the 

good survival rate, men and their partners have to learn to live with the side effects of the treatment and/or the 

fear of recurrence. Patient organizations can help with this. Knowledge regarding the psychosocial problems of 

men with PC has grown in the last decade. Studies report the presence of anxiety (8–49%), depression (0–48 

%), post-traumatic stress disorder (14%) and feelings of isolation (20%) (Kornblith et al. 1994; Bisson et al. 2002). 

These may also be reasons for finding support in a patient organization.

There are no studies available that compare the psychosocial problems between members and non-members 

of a patients’ organization. However, there are some studies comparing socio-demographic and psychosocial 

factors of those men joining a support group and those who do not. Support groups are often organized by pa-

tients’ organizations (Weber et al. 2000). Katz et al. (2002) found that men who attend a PC support group had a 

higher income and a higher socio-economic status. This study also reported better mental health among support 

group members. Another study found differences in coping style between men who did and who did not attend 

a support group. 

Men who attended a support group more often endorsed anxious preoccupation as a coping style (McGovern 

et al. 2002). Gray et al. (2000) showed that men attended self-help groups in order to get information about 

prostate cancer. The same held true for a study by Carlsson et al. (2005), who found that 53% of the members 

of a patients’ association for men with PC wanted to use the patients’ association for information and activities. 

This is consistent with another study that indicated a gap between the informational needs of patients and the 

actual information provided by health professionals (Steginga et al. 2001). There are also indications that social 

support needs are unmet by healthcare professionals (Visser et al. 1997). These studies reflect the idea that sup-

port groups can facilitate adaptation to the problems related to PC. These studies, however, do not provide any 
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knowledge of how far just membership of a patients’ association might facilitate this adaptation. Both the decision 

to become a member of a patients’ organisation and enrolling in a support group represent an attitude of taking a 

more active role in dealing with the disease. 

Since there are no studies on the characteristics of members of a PCPA compared to non-members, it is impor-

tant to gain knowledge on their possible differences for a number of reasons. There are a growing number of PC 

patients, making knowledge about this issue increasingly important. It is unknown why only a small number of PC 

patients are actively involved in their disease, as reflected by membership. Active involvement can be associated 

with better mental health so it would be interesting to motivate men to join the patients’ association. Such a study 

could also provide information on the features of men who want or need extra support in coping with their disease 

and which psychosocial support is needed. Finally, from a methodological viewpoint, if there are differences be-

tween members and non-members, membership of a patients’ association could be a confounder which would 

have to be taken into account in studies on psychosocial problems and quality of life of men with PC. 

In the present study, members and non-members were compared with respect to socio-demographic variables 

(age, socio-economic and marital status), medical characteristics (treatment, disease stage, time since diagnosis), 

satisfaction with hospital care, psychosocial characteristics (quality of life, sexuality, joy in life, psychosocial prob-

lems/needs, worries about the level of prostate specific antigen (PSA), distress, coping strategies, social support, 

emotional regulation and spirituality), attitude, subjective norms and perceived possibilities towards participation 

in support groups. 

Methods

Data collection

This study is part of a larger research project assessing health-related quality of life, psychosocial problems and 

the need for psychosocial support in PC patients. This research project was approved by the medical ethical 

board of the Onze Lieve Vrouwe Gasthuis, Amsterdam, The Netherlands. For the recruitment of patients, leaf-

lets providing information about the study and including a response card were used. Urologists in five hospitals 

handed out these leaflets. The leaflets were also mailed to all members of the Dutch PCPA. When an affirmative 

response was received, a questionnaire was mailed to the patient. Inclusion criteria for the study were having PC 

at any stage and speaking and reading Dutch to a sufficient level to understand the questionnaires. Exclusion 

criteria were having another type of cancer or a serious disease that impaired health related quality of life. These 

criteria were obtained from medical files and by patient’s self-reports.

Instruments 

Since this was the first large study in the Netherlands on health related quality of life

and psychosocial problems in men with PC, an exploratory and descriptive approach was chosen. Therefore a 

wide variety of questionnaires was used to obtain detailed information about background characteristics, medical 

history, health-related quality of life, emotional well being, social support, psychosocial problems and the need for 

support in men with PC. An overview of the psychometric characteristics and the background to the measures 

applied is presented in Table 1.
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Questionnaires Number of  

items

Range Cronbach’s 

Alpha

Reference

1. Prostate-specific antigen (PSA) This study

    worries scale

    Knowledge own PSA level 1 0 - 997 n.a.

    Knowledge of PSA in general 3 3-8 0.36

    Worries about PSA 2 2-8 0.82

2. Satisfaction with hospital care

    Satisfaction with information about 

    prostate cancer

4 4-20 0.88 Visser 1984

    Satisfaction with medical and 

    emotional support provided

3 3-30 0.86 Visser 1984

3. Quality of life (EORTC-C30) Aaronson et

al 1993
    Physical functioning 5 0-100 0.75

    Role functioning 2 0-100 0.85

    Social functioning 2 0-100 0.75

    Emotional functioning 4 0-100 0.86

    Cognitive functioning 2 0-100 0.67

    General Health Related QOL 2 0-100 0.90

4. Prostate cancer specific problems Aaronson et

al 2002    (EORTC-PR25)

    Urological symptoms 5 0-100 0.77

    Burden of urological symptoms 3 0-100 0.71

    Bowel problems 4 0-100 0.52

    Problems related to hormonal treatment 6 0-100 0.37

5. Sexuality

Based on 
Derogatis et al. 
1981

    Sexual behavior questionnaire (SBQ)

    Total sexual dysfunction 9 9-39 0.76

    Sexual problems (EORTC-PR25) 2 0-100 0.81 Aaronson et al. 
2002

Features of members of a patients association 

Table 1. Background and psychometric characteristics of the questionnaires used in this study 
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Table 1. (continued)

Questionnaires Number 

of  items

Range Cronbach’s 

Alpha

Reference

6. Psychosocial Problems Inventory 9 n.a. Osse et al. 1999 
adjusted

    for prostate cancer

    Number of problems 0-9

    Need to talk about problems 1-3

7. Determinants of Group Participation Ajzen 1991

    Attitude towards talking about pc   1   -2-2 n.a

    Attitude towards group participation 10 -10-10 0.75

    Perceived social norms   8   -8-8 0.68

    Personal efficacy   3    -2-2 0.61

8. Distress

    Profile of Mood States (POMS-short form) 32 0-4 0.91 Wald & 
Mellenbergh
1990

    Joy in Life scale 13 0-100 0.87 Bruin & Dijk
1996

    (Health and Disease inventory)

    Impact of Events scale (IES) 15 15-60 0.90 Horowitz et al. 
1979

    Life Events Scale 1 1-3 n.a. Based on Sara-
son et al. 1978

    Daily hassles scale 1 1-3 n.a. Based on Vinger-
hoets  et al. 1989
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Table 1. (continued)

Questionnaires Number of  

items

Range Cronbach’s 

Alpha

Reference

9. Social Support

       Disease specific social support 6 6-17 0.74 De Haes 1988

       Social Support Questionnaire 

       Differences (SSL-D)

Van Sonderen 1993

       Daily affection 4 4-12 0.83

       Emotional support 8 8-24 0.91

       Approval 6 6-18 0.86

       Instrumental support 7 7-21 0.83

       Companionship 5 5-15 0.80

       Informational support 4 4-12 0.78

       Total social support 34 34-102 0.95

10. Coping Schreurs et al. 1993

       Utrecht Coping List (UCL, short form)

       Problem focused coping 5 5-20 0.83

       Avoiding 4 4-16 0.77

       Support seeking 5 5-20 0.72

11. Emotional Control and Rationality Bleiker et al. 1993

     (ECR)

      Rationality 6 6-24 0.77

      Anti-emotionality 4 4-16 0.81

      Understanding others 3 3-12 0.74

      Emotional control 6 6-24 0.86

12. Spirituality Assessment Howden 1995

      Scale (SAS)

      Total score 22 22-88 0.90
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The Prostate Specific Antigen (PSA) knowledge and worries scale is an instrument we constructed for measuring 

both knowledge and fears about PSA-levels. The scale, of the Likert type, was constructed in consultation with an 

urologist (G.v.A.). Some examples of items are: What is your last measured PSA level (knowledge)? Do you have 

worries about your PSA level? (worries). Are you nervous when you get the result of your PSA test? (worries). The 

scale was pre-tested in an urology practice among 15 patients who were then interviewed afterwards regarding 

their understanding of the meaning of the items, which was adequate in all patients. The reliability of the worries 

scale is good (α = 0.82).

Complains about care and information supply by the hospitals were highlighted in a brief pilot study (Visser et al. 

1997). Therefore, questions on satisfaction with hospital care were included to obtain insight into the extent that 

patients were content with various aspects of the information supplied by physicians and nurses as well as with 

the care received in the hospital. Both questionnaires had a good reliability (α = 0.88 and α = 0.86). 

Quality of life was included since it is an important concept in psycho-oncological research. It was measured 

using the standardized European Organization for Research and Treatment of Cancer (EORTC) questionnaire; 

reliabilities ranged between α = 0.67 and 0.90. The module on prostate-specific quality of life issues in the EORTC 

questionnaire is still under development. It has a low reliability for problems related to hormonal treatment (α = 

0.37) and bowel problems (α = 0.52). To construct a measure for sexual problems for this particular population, 

items from the EORTC prostate cancer module, from studies by Voogt et al. (2001) and Van Andel et al. (2003) 

and newly constructed items were used. Together these formed a broad measure of general sexual dysfunction 

(α = 0.76). In addition, a joy of life scale, part of a questionnaire developed and tested to assess adjustment to 

cancer, was included (De Bruin & Van Dijk 1996). 

The Psychosocial Problems Inventory was based on a questionnaire developed by Osse et al (Osse et al. 1999). 

It is an inventory of nine problems together with how much the patient feels the urge to talk about these problems 

and with whom. The items include the following problem areas:  physical complaints , social contacts, financial 

situation, feelings and emotions, communication with medical staff, sexuality, micturation, daily activities and 

memory and concentration. This questionnaire was pre tested as described in the information about the PSA 

worries scale. 

The measurement of Determinants of Group Participation is based on the theory of planned behavior (Ajzen 1991). 

The items were developed according to the guidelines for that theory. The concepts measured are attitude to-

wards support group participation (α = 0.75), social norms concerning support group participation (α = 0.68) and 

self-efficacy, defined as the perceived possibilities for support group participation (α = 0.61). This questionnaire 

was also pre tested as described in the section on the PSA worries scale. 

Distress was measured using the Profile of Mood States (POMS) (Wald & Mellenbergh 1990). Some scales from 

the EORTC quality of life questionnaire (EORTC QOL C30)  overlap with the POMS and with the Social Support 

List. However, it was decided to include both scales in the study because the POMS measures more dimensions 

of emotional states and the Social Support List includes more information on social support than does EORTC 

QOL C 30 scales. 
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Since being diagnosed as having cancer is often seen as a traumatic event, the Impact of Events Scale (IES) Sec-

tion on symptoms of post traumatic stress disorder was included (Horowitz et al. 1979). The POMS and the IES 

are often used in clinical research with good reliabilities (α = 0.91 and α = 0.90 respectively). 

The life events scale (Sarason et al. 1978) and the Daily Hassles scale (Vingerhoets et al. 1989) were both reduced 

to one item. This was done to lessen the questionnaire burden for the patients. Social support was measured 

using the Social Support Questionnaire (Van Sonderen 1993), coping by the Utrecht Coping List (Schreurs et 

al. 1993) and emotional control and rationality was measured using the Emotional Control and Rationality scale 

(Bleiker et al. 1993). These last three are original questionnaires with good reliabilities. A measurement instrument 

for spirituality was included because this concept is becoming increasingly important in research on psycho-on-

cology (Brady et al. 1999; McClain et al. 2003). The ‘transcendence’ subscale was omitted from the Spirituality 

Assessment Scale (Howden 1995), because of its low reliability in another study (Macdonald et al. 1995). 

Analyses

Correlation coefficients were calculated to determine the degree of overlap between the emotional functioning 

scale and the social functioning scale of the EORTC QOL C30 on the one hand and the POMS total score and 

the Social Support questionnaire on the other. In order to test statistically for differences between members en 

non-members, Ch2 tests, student t-tests and Mann-Whitney U tests were used, depending on the measurement 

level and the distribution of the variables. The significance level was set at α = 0.05. When corrected for multiple 

testing however, an α value of 0.001 was needed to reach significance.

In addition, a logistic regression analysis (which is most suitable in exploratory studies) using the stepwise back-

ward method was carried out to identify the main factors related to membership of the patients’ association 

(Menard 1995). In that analysis, correlations between the various applied constructs can be taken into account.
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Results

Subject

From the leaflets handed out, 303 affirmative response cards were returned: 110 from the hospitals and 193 from 

the patients’ association. Questionnaires were sent to all of these men and 103 (94%) of the hospital-recruited 

men returned their questionnaires compared with 157 (81%) of the patients’ association members. Of the men 

recruited in hospital, 14 were in fact members of the PCPA and so were added to the group of members in the 

database. Furthermore, 15 ‘hospital’ men and 7 patients’ association men were rejected because they did not 

meet the inclusion criteria or had too many missing values. In total, 238 questionnaires were eligible for this study, 

88 from men recruited in hospitals or at educational meetings and 150 patients’ association members. 

Background characteristics

The background characteristics of the respondents are presented in Table 2. The average age of non-members 

is 71.2 years, whereas that of members is 65.9 years. Non-members have a lower score of 7.2 on the socio-eco-

nomic status scale than members, who score 8.7. The vast majority of all subjects (78% and 84%) are married. 

Prostate cancer had been diagnosed more than 2 years ago for 60% of non-members and 70% of members. For 

both groups almost one-third have metastasized PC. The most common treatments in non-members and mem-

bers are radical prostatectomy (23% and 29%), radiation therapy (21% and 14%) and hormonal therapy (25% 

and 24%), while combinations of operation or radiation and hormone therapy were given in 19% and 22% of the 

cases, respectively. Compared to non-members, patients’ association members are younger and have a higher 

socio-economic status. No significant differences were found for marital status, time since diagnosis, stage of the 

disease, type of treatment, comorbidity and PSA level.
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Table 2.  Background characteristics of men who are and are not members of the Dutch prostate cancer patient association

None  members

n = 88

Members

n = 150

Statistics

1.  Background characteristics

Age

   Mean (SD) 71.2 (6.7) 65.9 (8.3) t = 5.46 **

   Range 56-86 42-85

Socio-economic status

   Mean (SD)  7.2 (2.2)  8.7 (2.1) t = -5.38 **

   Range  4-12  4-12

Marital status n   (%)

   Married  69 (78)  126 (84) Chi2 = 1.17

   Single  19 (22)  24  (16)

2.  Medical characteristics

Time since diagnosis  n  (%)

   < 1 year  17 (20)   16 (11)

   > 1 year < 2 years  15 (18)   28 (19) Chi2 = 3.75

   ≥ 2 years  52 (62) 102 (70)

   Missing    4 ( 4)     4 ( 2)

Metastasis n  (%)

  No  57 (65)   89 (59)

  Yes  26 (30)   45 (30) Chi2 = 1.83

  Not diagnosed    5 (  6)   16 (11)

Treatment     n   (%)

   Radical prostatectomy (RP)  20 (23)   43 (29)

   Radiation therapy (RT)  18 (21)   21 (14)

   Hormone therapy (HT)  22 (25)   36 (24)

   RP & RT    4 ( 5)   10 (  7) Chi2 = 3.81

   Intentionally Curative + HT   17 (19)   33 (22) t = 1.56

   No treatment/wait & see    7 ( 8)     7 (  7)

Number of other diseases

  Mean (SD) 0.8 (0.8) 0.6 (0.8) t = 1.56

  Range 0-3 0-3

Prostate specific antigen level

   Mean (SD) 13.4 (48.8) 20.1 (91.2) t = -0.70

   Range 0-400 0-910

** p < 0.01
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Psychosocial characteristics

Correlations between the emotional functioning subscale of the EORTC QOL C30 and the POMS total scale 

show a considerable overlap (r = -0.73, p<0.01). The Social Support List score has a correlation of r = -0.25 with 

the social functioning scale of the EORTC QOL C30. The high correlation between the EORTC-C30 emotional 

functioning scale and the POMS total scale indicates that they probably, in part, measure the same construct. 

In the logistic regression analysis, these correlations will be taken into account. The results of the comparison of 

psychosocial factors between PCPA members and non-members are displayed in Table 3.
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Table 3.  Comparison of psychosocial factors in members and non-members of the prostate cancer patients’ association  

Measure Non members

n = 88

mean (SD)

Members

n = 150

mean (SD)

Statistics

1. PSA knowledge and worries scale

    Knowledge of PSA   2.6 (1.4)  3.5 (1.4) Z = -4.85***

    Worries about PSA level   3.8 (1.9)  4.4 (1.7) Z = -2.90**

2.  Satisfaction with hospital care

    Satisfaction with information about 12.9 (3.7) 11.3 (3.9) Z= 3.26***

    prostate cancer 

    Satisfaction with medical and 22.6 (4.5) 19.6 (5.5) Z = 4.15***

    emotional care provided

3.  Quality of life (EORTC-C30)

    Physical functioning 82.8 (16.1) 82.6 (18.7) Z= -0.53

    Role functioning 85.6 (21.6) 82.1 (25.9) Z = -0.66

    Social functioning 88.4 (19.6) 85.6 (20.7) Z = -1.18

    Emotional functioning 85.1 (19.1) 77.8 (20.7) Z = -3.06**

    Cognitive functioning 86.2 (17.5) 83.3 (20.2) Z = -0.91

    General health-related QOL 78.9 (16.0) 74.8 (17.0) Z = -1.71

4.  Prostate cancer specific problems 

     (EORTC-PR 25)

    Urological symptoms 24.4 (17.8) 22.2 (16.4) Z = -0.85

    Burden of urological symptoms   9.3 (16.2) 10.9 (16.0) Z = -1.93

    Bowel problems    4.8  (9.0)   5.9  (9.8) Z = -1.01

    Problems related to hormonal treatment  12.9 (12.2) 13.1 (11.8) Z = -0.24

5.  Sexuality

    Sexual Behavior Questionnaire (SBQ)

    Total sexual dysfunction 26.8 (4.5) 27.1 (4.6) Z = -0.06

    Sexual problems  (EORTC-PR25) 22.2 (22.6) 25.2 (24.1) Z = -0.81

6.  Distress

     Profile of Mood States -0.5 (2.1)   0.4  (2.9) t = -2.71**

     Joy in Life scale (HDI-A) 59.8 (10.3) 56.6 (9.9) t = 2.42*

     Impact of Events scale (IES) 14.4 (14.4) 22.3 (14.6) t = -3.96***

     Life Events scale 1.7 (0.7) 1.8 (0.8) Z = -1.47

* p < 0.05   ** p < 0.01  *** p < 0.001
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Measure Non members

n = 88

mean (SD)

Members

n = 150

mean (SD)

Statistics

     Daily hassles scale 1.7 (0.8) 1.8 (0.9) Z = -1.60

7.  Social Support

     Disease specific social support 16.2 (3.7) 16.4 (3.0) Z = -0.23

     Social Support Questionnaire Differences 47.0 (14.9) 48.5 (13.5) Z = -1.38

     (SSL-D) total social support

8.  Coping

     Utrecht Coping List 

     Problem focused coping 12.2 (3.6) 13.1 (3.0) Z =-1.91

     Avoidance   8.1 (2.2)   8.8 (2.2) Z =-2.45*

     Emotional support seeking   9.5 (2.7) 10.0 (2.2) Z =-1.69

9.  Emotional Control and Rationality

     Emotional control 17.5 (3.9) 16.5 (3.6) Z = 2.04*

     Rationality 16.7 (3.8) 16.9 (3.0) Z =-0.63

     Anti-emotionality   9.4 (2.8)   9.8 (2.7) Z =-0.81

     Understanding   7.3 (2.1)   7.5 (1.9) Z =-1.09

10.  Spirituality (SAS) total score 62.7 (11.0) 62.1 (9.9) Z =-0.85

11.  Psychosocial problems and needs

       Number of problems 4.1 (2.3) 4.7 (3.1) t = -1.72

       Need to talk about problems 1.7 (0.6) 2.2 (0.5) t = -5.61***

12.  Determinants of group participation

       Attitude towards group participation 0.72 (2.5) 2.5 (2.5) t = -5.27***

       Perceived social norms 2.1 (2.6) 2.6 (2.3) t = -1.55

       Personal efficacy 0.7 (1.0) 1.0 (0.8) t = -2.73**

13.  Participated in groups n      % n      %

       Yes 13  (15) 34    (23) Chi2 = 0.09

       No 75   (85) 116  (77)

* p < 0.05   ** p < 0.01  *** p < 0.001
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PCPA members have a greater knowledge of what PSA means and they also worry more about their PSA level. 

With respect to satisfaction with hospital care, members are less content with the information provided about PC 

and with their care in general, compared to non-members. Concerning quality of life, members have a lower score 

on emotional functioning compared to non-members. This is congruent with the higher distress scores found on 

the POMS for members and the lower joy in life scores found for non-members.

Furthermore, a substantially higher score was found on the traumatic stress scale for members and with respect 

to coping, members have higher scores for problem avoidance. In addition, members show a lower score on 

emotional control, indicating they have fewer problems in showing their emotions compared to non-members. 

Regarding psychosocial problems and needs, Table 3 shows that the number of problems relating to PC reported 

by patients is equal for members and non-members. However, the degree to which men want to talk about these 

problems is significantly higher among members. This is in accordance with the finding that members have a more 

positive attitude towards support group participation than non-members. Members also report a higher sense of 

self-efficacy, which means they see themselves as more capable of attending group meetings. Finally, no signif-

icant difference was found between members and non-members in the percentage of men choosing to attend 

support groups, although there is a trend (p = 0.09) for members to choose to attend. 

Logistic regression analysis

The factors that differed significantly between the members and non-members were used as predictor variables in 

a logistic regression to identify which factors were the most predictive for membership of the patients’ association. 

Table 4 shows that six factors are associated with membership. 

Table 4.  Logistic regression analysis for factors related to membership of the patients’ association

A higher socio-economic status and a lower age are associated with membership. Less satisfaction with informa-

tion about prostate cancer is also associated with membership. Clearly there is a constellation of distress factors 

associated with membership. Higher distress scores influence the odds of being a member in a positive way. 

Factor Odds ratio 95% CI

Social-economic status 1.28 1.08 – 1.53 **

Distress (POMS) 1.28 1.02 – 1.60 *

Impact of events scale 1.05 1.02 – 1.09 **

Emotional functioning 1.03 1.00 – 1.07 *

Age 0.91 0.86 – 0.96 **

Satisfaction with information about prostate cancer 0.86 0.78 – 0.94 ** 

N = 238; POMS, Profile of Mood States  * p < 0.05; ** P < 0.01
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Conclusion and discussion

To the best of our knowledge, this is the first study to compare members and non-members of a PCPA on a 

diversity of characteristics. Several interesting and coherent differences were found. Dissatisfaction with the infor-

mation provided by medical care givers as well as dissatisfaction with the care received in general, is associated 

with being a member of the patients’ association. There is a strong need for information in these patients (Boberg 

et al. 2003). A difference can be made between medical information and information about the psychosocial 

consequences of PC. One study found that the urologist is a satisfactory source of medical information for most 

men (Krol et al. 2000). Concerning information on experiential and psychosocial issues, another study pointed 

out that two thirds of both patients and physicians considered that the physician was not a good person to offer 

emotional support (Weber et al. 2000). Information, on emotional and experiential support, as well as additional 

medical information can be very adequately obtained from fellow patients (Gray et al. 1997). By attending a pa-

tients’ association or a support group, men might find out that there is much more to know than the physician has 

explained, causing dissatisfaction retrospectively. The relatively younger men with a higher socio-economic status 

were more active information seekers. This has also been found in other studies outside the Netherlands (Katz 

et al. 2002; Grande et al. 2005). This can be related to the finding that younger, more highly educated men wish 

to play a more active role in their treatment and the whole process of managing their disease and therefore need 

more information (Cassileth et al. 1980; Blanchard et al. 1988).  

The results concerning distress, coping and emotional regulation are also consistent. Members experience higher 

levels of distress, which is consistent with lower emotional control and poor coping strategies. Interestingly, the 

logistic regression analysis points out that three measures of emotional distress contribute significantly to the odds 

of being a member of the PCPA. This is surprising, given the fact that there is an overlap between these measures. 

Logistic regression takes into account shared variance, but still three different measures were kept in the equation 

as significant contributors. Studies have indicated that emotional support is less valued than information by PC 

patients (Gray et al. 1996), however, our results show that lower emotional functioning and higher levels of dis-

tress are associated with membership of the patients’ association. It can, therefore, be concluded that the PCPA 

governing body should emphasize the importance of sharing emotions in its policy statement and aim to develop 

programs or support groups that will target distress, especially traumatic stress, in addition to informational pro-

grams. Regarding the methodology of this study, it can, indeed, be concluded that there is a considerable bias in 

the patients’ association sample. 

Balderson et al. found a similar result in their study of support group members, finding higher levels of distress than 

in other studies (Balderson & Towell 2003). In future studies in PC patients, this is something to be aware of when 

sample-taking. To compare our study with previous research, only studies concerning support groups for men 

with PC are available. Support groups are different because they can be regarded as an intervention more than 

can membership of a patients’ association. Although we do not know why men became members of a patients’ 

association, differences between members and non-members do give information about specific characteristics 

of members. These differences can not be explained by the decision to participate in support groups. At the time 

of this study, no groups had been organized, apart from one pilot study (Riemens et al. 2000). Also the percentage 

of men choosing a support group was equal in members and non-members. 

Chapter 6

Proefschrift_BertVoerman_v2.indd   110 29-10-15   12:21



111

6

Features of members of a patients association 

This study has some limitations. Since the study design is cross-sectional, it is unknown whether men become 

members to alleviate their distress or whether membership causes distress. The latter seems, however, not very 

plausible, since other studies have highlighted the beneficial effects of attending support groups in men with PC 

(Grégoire et al. 1997). This indicates that actively being involved in one’s own illness process, perhaps also by 

being a member of a patients’ association, can be beneficial in adapting to the experience of PC. Because of 

the many constructs involved in this study, one might argue that the results are based on multiple testing effects. 

However, when corrected for multiple testing using the Bonferroni procedure, most of the problem areas that had 

significant results between members and non-members remained significant. Another point of consideration is 

the length of the questionnaire. Having to answer many questions may lead to fatigue or loss of motivation, and 

this possibly influences the responses. The questionnaire included items on this matter and answers indicate that 

half the sample considered the questionnaire to be too long, while one third found it acceptable. Eighty percent 

found the questions to be not too difficult and only 7% considered the questions to be irrelevant. Instructions in the 

questionnaire booklet emphasized the need to take as much time as was necessary to fill out the questions. From 

this, it can be concluded that it is not likely that the number of questions produced a significant bias. However, 

only a limited number of concepts were found to be relevant for drawing conclusions from this study; these were 

satisfaction with the care and information from the hospital, emotional distress measures, psychosocial problems 

and needs, and attitude towards group participation. For future studies, this is an indication of which concepts 

can play a role and which do not in comparing different groups of PC patients. 

The clinical relevance of this study is that knowledge has been gained on shortcomings in the professional health 

care for PC patients. The psychosocial areas of concern that need extra attention have been highlighted. One 

of the bottlenecks is information supply for the patient. The patients’ association is one of the sources that can 

play a role in filling that gap by providing experiential information. One cause for concern is that traumatic stress 

was found to be higher among members. It is recommended that urologists and patients’ association organizers 

should be alert to traumatic stress symptoms and, if necessary, refer the patient for specialized psychosocial care. 

The methodological relevance is that samples taken from a patients’ association are biased. Concerning future 

research, it is important to confirm these results using a prospective design and to elaborate knowledge of the 

features of men who become members of a PCPA.
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social support groups for prostate  
cancer patients

Bert Voerman, Adriaan Visser, Maarten Fischer,  

Bert Garssen, George van Andel, Jozien Bensing 

Nee. Ik heb het zelf verwerkt allemaal en als je in zo’n  

gespreksgroep gaat zitten, word je ook met je eigen ziekte 

weer geconfronteerd. En nu heb ik het zelf een plekje gegeven,  

waar ik dus goed mee om kan gaan en die twee vrienden die 

ik dan heb bijvoorbeeld, die geven mij ook, en wederzijds, 

psychologische steun. 

(Respondent 149)

Psycho-Oncology 2007, 16, 1092-1099
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Chapter 7

Abstract

Objective

This study aims at determining factors related to the intention to participate and actual participation in social 

support groups for prostate cancer patients, using the framework of the theory of planned behavior. The factors 

studied are background variables, medical variables, psychosocial variables and attitude, social norms and per-

ceived control. 

Methods

From various sources, 238 prostate cancer patients were recruited.  The patients filled out a questionnaire, con-

taining standardized instruments on several psychosocial problems and social support, besides questions on de-

mographic and medical characteristics. A specific questionnaire was developed to assess attitude, social norms 

and perceived control concerning participation in support groups. From the recruited men, 48 participated in one 

of the support groups organized by the researchers. 

Results

Logistic regression revealed that age, lack of social support, a positive attitude and a high  perceived control are 

predictive for the intention to participate in a social support group. Perceived control and the number of pros-

tate-specific problems did predict the factual participation. 

Conclusion

Many prostate cancer patients report psychosocial problems. A more positive attitude toward group participa-

tion and the availability of support groups at short travel distance facilitates the interest in and the factual group 

participation. 

Practical implications

Urologist and urological nurses can play a role in creating a more positive attitude towards group participation, 

especially if the social support system is weak. Groups should be organized close to patients’ place of residence.
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Introduction

Prostate cancer is a disease with a high incidence in western countries (Black et al. 1997; Landis et al. 1998; 

Visser et al. 2002). Over the past decades, research has shown that, besides physical complaints, psychosocial 

problems are frequently present in men with prostate cancer. Although anxiety is a problem in only 3% of the 

patients during the diagnostic process (Essink-Bot et al. 1998), after treatment for localized prostate cancer, fear, 

worries, sleep disturbance are found in 50% of the patients (Schag et al. 1994). Post traumatic stress disorder 

is present in 14% of the patients (Bisson et al. 2002) and feelings of isolation are found in 20% of the patients 

(Helgason et al. 2001). Studies on depression show a prevalence of depression in 13% of men with metastasized 

prostate cancer (Pirl et al. 2002). Family and social life are negatively impacted by incontinence or an increased 

urination frequency (Kornblith et al. 1994).

Social support is an important factor in dealing with these psychosocial problems of the patients and is helpful to 

adapt to prostate cancer and its treatment. Studies among prostate cancer patients indicate that social support 

leads to better mental health (Lepore & Helgeson 1998; Eton et al. 2001), less psychological distress (Baider et 

al. 2003) or even prolonged survival (Krongrad et al. 1996). A major source of social support is the direct personal 

social environment, especially the spouse (Kornblith et al. 1994). For a growing group of prostate cancer patients, 

support groups, either a self-help or a professionally led groups, are becoming a way to find social support. 

A common feature of these groups is the emphasis on education and information exchange (Feldman 1993; Gray 

et al. 1996; Coreil & Behal 1999) although sharing of personal emotions is also valued. The groups are mostly 

very positively evaluated by participants (Gray et al. 1997; Feldman 1993; Coreil & Behal 1999) and studies found 

a positive effect on psychosocial well-being (Lepore et al. 2003; Grégoire et al. 1997) or even improvements in 

immune parameters (Carlson et al. 2003). 

Despite the growing availability of prostate cancer support groups (Weber et al. 2000; Grégoire et al. 1997; Poole 

et al. 2001; Gray et al. 1996), there is a discrepancy between the need for support and the actual use. A study on 

care and support needs in prostate cancer patients shows that between 10% and 17% of the patients wanted a 

form of psychosocial support while 3% to 9% actually used these kinds of support (Lintz et al. 2003). A pilot study 

in the Netherlands point out that where 29% of the patients feel the need for support, only 9% actually participated 

(Voogt et al. 2001). 

The need for support is obviously higher than the actual use of support. Knowledge about this discrepancy be-

tween need and use as well as the decision process in men with prostate cancer to actually participate in social 

support groups, is scarce. Voogt et al. found that lower age, lower quality of life, more mood disturbance and high-

er levels of traumatic stress symptoms are related to a higher need for support (Voogt et al. 2001). Taylor (1986) 

found cancer patients with higher education to be more likely to attend support groups (Taylor et al. 1986). Also 

higher education and physician referral were found as predictors of participation in support groups in an American 

population (Eakin & Strycker 2001). 
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The question that rises is why so few men show interest in support groups, despite the fact that many men ex-

perience psychosocial problems. More knowledge about the factors that influence the need for and the actual 

use of social support groups may lead to insight in the psychological and the practical barriers for participation of 

prostate cancer patients in support groups. Based on this information, interventions can be developed or advice 

can be formulated to make these support groups available for more prostate cancer patients. 

The aim of this study is to examine factors that determine the interest in and the actual participation in a social sup-

port group for men with prostate cancer. The applied theoretical framework for studying determinants of support 

group participation is based at the theory of planned behavior (Ajzen 1991). According to this theory, the intention 

to exhibit a certain behavior is a function of the attitude and the social norms towards that behavior. In addition, 

the perceived control is related to the behavioral intention and directly to the behavior itself. Applied to the current 

study, the intention to join a support group may be a function of the attitude towards support groups, the social 

norms about attending support groups and the perceived control, whereas the actual participation is a function of 

the intention and the perceived control. The applied model for the study on the determinants of the support group 

participation is depicted in Figure 1. 

Figure 1. The applied model for studying the participation in social support groups

From this model, it can be derived that - apart from background variables, medical factors, psychological distress 

and social support and prostate specific problems - attitude, subjective norms and perceived control can play an 

important role in the development of interest and participation in social support groups. According to the Fishbein 

and Ajzen model, attitude and social norms are related to the behavioral intention and not to the behavior itself. 
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Methods

Recruitment of participants

This study is part of a larger research project on health-related quality of life, psychosocial problems and need 

for psychosocial support in men with prostate cancer. The medical ethical committee of the Onze Lieve Vrouwe 

Gasthuis Amsterdam approved the study. For the recruitment of patients, folders with a response card were used, 

providing information about the study and the request to participate by completing a series of questionnaires. 

The folders were handed out by urologists in five hospitals and distributed at three educational meetings about 

prostate cancer. There was also a direct mailing to all members of the Dutch prostate cancer patients association. 

An announcement of the research project and the support groups was made on a Dutch internet site on cancer 

(www.kanker-actueel.nl) and an advertisement was placed in a local newspaper. A folder was sent to men who 

reacted on the internet site or the advertisement. When an affirmative response card was received, either a ques-

tionnaire was send by mail or, when the person indicated wanting to participate in a support group,  the person 

was called to schedule an intake preceding group participation. Inclusion criteria for the study were having pros-

tate cancer in any stage, speaking and reading the Dutch language sufficiently to understand the questionnaires. 

Exclusion criteria were having another type of cancer or a serious disease that impairs the health related quality of 

life. These criteria were obtained from medical files and patients self reports. 

Measurement instruments

To determine the background characteristics, questions were asked about date of birth and marital status. The 

measure of socio-economic status is based the level of education (three categories), annual income (four cate-

gories), and job level (five categories). The alpha coefficient is .84. Membership of the patients association was 

determined by checking the members list. The medical files of the patients were used to get information about 

the stage of the disease. 

As a measure of general psychosocial distress, the shortened Dutch version of the profile of mood states (POMS) 

was used (Wald and Mellenbergh 1990). The POMS has five subscales with good Cronbach’s alphas in our study. 

The scales concern depression (α = .92), anger (α = .91), fatigue (α = .90), tension (α = .88), vigor (α = .78). The 

total score was also used as a general psychological distress score (α = .95).  

Symptoms of posttraumatic stress disorder (PTSD) are assessed by the impact of events scale (IES) (Horowitz 

et al. 1979). The instructions were to consider the prostate cancer as the traumatic event. The IES contains a 

subscale on intrusive thought (α = .87) and on avoiding behavior (α = .83). The total score is used as measure of 

traumatic distress, (α = .90). 

Social support is measured by two questionnaires. First, the social support list (SSL) was used to measure lack 

of general social support. This questionnaire has different scales for lack of support, support in daily living, lack of 

emotional support, lack of approval, lack of instrumental support, lack of companionship and lack of informational 

support. The total score is used as a general measure of lack of social support (α =  .96) (Van Sonderen 1993). A 

second questionnaire on disease-specific social support (De Haes 1988) was used, which has two subscales. One 

scale concerns support provided by family, friends and medical staff that is directly related to the disease (α= .74). 

The other scale measures contentment with the information, treatment and support from the hospital (α = 0.86).
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A questionnaire about specific problems for prostate cancer is based on the Needs and Use of Psychological 

care facilities Questionnaire (PNUP-Q) list, a measure of supportive care needs (Osse et al. 1999). Our adjusted 

version of the questionnaire consists of nine items covering the following areas: physical problems, problems in 

communicating with others due to the disease, financial difficulties, feelings and emotions, communication with 

medical staff, problems with sexuality, micturation problems, problems with activities of daily life, problems with 

concentration and memory. It is asked whether patients have problems in this area and whether they want to talk 

about this and with whom. The measurement of attitude, social norms and perceived control is derived from the 

theory of planned behavior (Ajzen 1991). There is no existing standard questionnaire, however, the theory provides 

guidelines how to construct a such questionnaire. 

The measurement of attitude is based on a combination of six beliefs about group participation and the six items 

on the evaluation of that belief. These items were chosen based on brief interviews with patients about their ideas 

on support groups. Six beliefs are formulated in the form of expectations or statements: 1. Do you expect that 

group participation lead to new ways to deal with you disease; 2 do you expect to get new information about your 

disease from a support group; 3. Do you think you can expand your social contacts by joining a support group; 4. 

Do you expect emotional issues to be a topic during the sessions; 5. Do you think you will have to deal with prob-

lems of others during the group sessions; 6. Do you think other people might disapprove of you if you participate 

in a support group. The belief items are rated from –2 (not at all) to + 2 (very much). Corresponding six items are 

about the evaluation of these beliefs, for example ‘new ways of dealing with my disease are’: rated –2 absolutely 

unimportant to +2 very important. The product of the belief and the evaluation of that belief is considered the at-

titude towards group participation. The attitude scale is formed by the mean of the five different attitudes, ranging 

from –12 to + 12. This scale has a Chronbach’s α of .76. For the subjective norms scale, a similar procedure 

was followed, using four statements how important others (spouse, children, best friend, urologist) might view 

participation and five ratings of the tendency to comply. This scale has a range from –8 to + 8 and has a reliability 

of .68. Perceived control is measured by three items on the perceived practical possibilities for participation (travel 

distance, health and time investment), ranging from –2 to + 2 with a reliability of .60. 

The indicator of the interest to participate in a social support group is based at three measures. First, all men who 

wanted to enroll in the study as participants in the social support group are considered as ‘having interest’ in par-

ticipating in a support group. Second, in the questionnaire one item was asking whether men had been searching 

for different kinds of support. Men who indicated to have looked for a support group are also categorized as 

having the interest to participate in the support group. Third, the PNUP-Q list indicates the interest in getting social 

support for nine earlier described prostate cancer specific problems. All men indicating the intention to discuss 

one or more problems very much in a professionally led support group, are categorized as intending to participate 

in a support group. The Cronbach’s α of this total score is .82. 

Finally, men factual participating in a support, are the men who participated in most of the seven sessions of the 

support groups organized by the researchers. 
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Analysis

In order to be able to predict the intention and the actual participation in the social support group, the sample is 

divided in two groups based on the presence or absence of the intention to participate in a support group. The 

group that has the intention to participate is also divided in a group of men who actually participated and men 

who did not participate in one of our support groups. Two logistic regression analyses were carried out. The first 

analysis use the intention to participate as dependent variable and as independent variables the background char-

acteristics, membership of the patients association, the medical characteristics, the psychological distress, the 

social support, the prostate specific problems, the attitude, the perceived social norms, and the perceived control. 

The second analysis has actual participation as dependent variable and background characteristics, membership 

of the patients association, medical characteristics, psychological distress, social support, prostate specific prob-

lems and perceived control as independent variables. We used the components of the model depicted in Figure 

one as predictors for interest and factual participation in support groups. In all analysis the back step conditional 

method was used. 

 
Results

In total, 784 folders were distributed, 224 in hospitals, 142 at educational meetings and 418 to the members of 

the patients association. A total of 303 (39%) affirmative response cards were returned to the researchers. From 

these, 18 men dropped out after we tried to schedule an intake for the support groups because they changed 

their mind or were unable to participate in the study. So 285 men were eligible for the study. A questionnaire was 

mailed to the men who did not want to participate in a support group. After an intake, the same questionnaire was 

mailed to the men who were going to participate in a support group. From the group participants and non-partic-

ipants, 260 questionnaires were returned. From these, 22 were excluded due to too many missing values or not 

meeting the inclusion criteria, leaving 238 men in our final database. Based on the intention to participate, 136 

men were not interested in participating in a support group, 102 men expressed the intention to participate and 

from these, 48 actually did participate in an offered support group, but from one the data were incomplete so this 

person was not entered into the database. 
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Background characteristics

The background characteristics from each of these groups are presented in Table 1. 

Table 1. Background characteristics of the prostate cancer patients (N = 238)

A
Not interested, 
no participation  
in groups
(n = 136)

B
Interested, 
no participation 
in groups
(n = 55)

C
Interested and 
participating 
groups
(n = 47)

Significant
differences

Age A vs B *

  Mean (SD) 69.8 (8.2) 64.3 (7.2) 66.2 (7.8) A vs C *

  Range 42-86 48-77 51-81

Marital status   

  Single 21%  (n =   28) 14%  (n = 8) 15%  (n =   7)

  Married 79%  (n = 108) 86%  (n = 47) 85%  (n = 40)

Socio-economic status A vs B *

  Mean (SD) 7.7 (2.3) 8.6 (2.1) 8.8 (2.1) A vs C *

Time since diagnosis 

  < 1 year 15%  (n = 21) 15%  (n =   8)   9% (n =   4)

  1-2 year 15%  (n = 20) 16%  (n =   9) 30% (n = 14)

  2-5 year 40%  (n = 54) 40%  (n = 22) 36% (n = 17)

   >5 year 27%  (n = 36) 24%  (n = 13) 26% (n = 12)

  Unknown   4%  (n =   5)   6%  (n =   3)   0% (n =   0)

Stage of disease 

  Local 68%  (n = 92) 75%  (n = 41) 72%  (n = 34)

  Metastasis 32%  (n = 44) 25%  (n = 14) 28%  (n = 13)

Treatment    

  Radical prostatectomy (RP) 21%  (n = 29) 36%  (n = 20) 28%  (n = 13)

  Radiation therapy (RT) 17%  (n = 23) 15%  (n =   8) 15%  (n =   7)

  Hormone therapy (HT) 46%  (n = 63) 49%  (n = 27) 53%  (n = 25)

  RP & RT   8%  (n = 11)   6%  (n =   3)   2%  (n =   1)

  Watchful waiting   7%  (n = 10)   0%  (n =   0)   2%  (n =   1)

Membership patients association

  Yes 52%  (n = 71) 82% (n = 45) 72% (n = 34) A vs B‡

  No 48%  (n = 65) 18% (n = 10) 28% (n = 13) A vs C‡

* T-test, p < 0.01

‡  Chi2, p < 0.01
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Significant differences were found in age (t (189) = 4.4, p < .01) and socio-economic status (t (189) = -2.3, 

p < 0.05) between men who are not interested in support and men who are interested but do not partici-

pate. Between men who are not interested and men who are participating, differences were found in age  

(t (181) = 2.7, p < 0.01) and socio-economic status (t (181) = -2.7, p < 0.01). No differences were found between 

the groups for marital status, time since diagnosis, stage of the disease, and type of treatment. 

Predictors of the intention and actual participation in support groups

In a logistic regression analysis it is explored which factors are most predictive for the interest in support groups. 

Background variables that were not different between the men who intend and who did not intend to participate in 

the offered social support groups, are not included in the analysis. Included in the logistic regression model were 

socio-economic status, age, the total score of the POMS, the total score of the IES, the total score of the SSL, 

contentment with the treatment in the hospital, number of prostate cancer specific problems, attitude towards 

group participation, social norms concerning group participation, perceived control, and the general health related 

quality of life. Table 2 displays the results of the analysis for the intention to participate in the social support groups. 

Table 2. Odds ratios for interest in support groups (N = 238)

Attitude towards support group participation and perceived control are the strongest  predictors of interest in 

group participation. A more positive attitude and more perceived control for participation are predictive for more 

interest in participation. Also a greater lack of general social support and a lower age are associated with interest 

in participation. The final model predicts 79.1% correct which is an improvement of 20.4% over chance. Since 

attitude of the patients toward support group participation, as expected, is predictive for the interest in participa-

tion in a support group, it is examined which of the six components of the attitude scale are most important. This 

was also done by means of a logistic regression analysis with interest as dependent variable. Attitudes toward 

new ways to deal with the disease (odds ratio 1.2, p < 0.05, 95% CI 1.0 – 1.3), receiving information (odds ratio 

1.2, p < 0.05, 95% CI 1.0 – 1.3) and coping with emotions (odds ratio 1.2, p < 0.01, 95% CI 1.0 – 1.3) are the 

components that are predictive for interest in participation. The same procedure was conducted for the perceived 

social support, since the total score is a significant predictor of interest, it is useful to know which components of 

social support are contribute to interest in participation. Only the subscale lack of daily support was predictive for 

interest in participation in a support group (odds ratio 1.2, p < 0.01, 95% CI 1.1 – 1.4).

Factor Odds ratio 95% CI p

Lack of social support 1.03 1.00 – 1.06 0.03

Age 0.93 0.89 – 0.98 0.00

Attitude 1.67 1.40 – 2.00 0.00

Perceived control 1.73 1.07 – 2.80 0.03
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The second step is to analyze within the group that has interest in group participation, the determinants of the ac-

tual participation. For this analysis socio-economic status, age, the total score of the POMS, the total score of the 

IES, the total score of the SSL, contentment with the treatment in the hospital, number of prostate cancer specific 

problems, willingness to talk about these problems, perceived control, and the general health related quality of life. 

were included as independent variables. Table 3 shows the results of this logistic regression analysis. 

Table 3. Odds ratios for actual participation in social support groups (N = 102)

A higher perceived control and more prostate specific problems are the only significant predictors remaining after 

the analyzing process. Socio-economic status remains in the model with an odds ratio of 1.2, but is not significant 

(p = 0.09). This model predicts 74.7% correct which is and improvement of 20.3% over chance.

Factors Odds ratio 95% CI P-value

Perceived control 3.14 1.41 – 7.00 0.00

Number of psychosocial problems 1.34 1.04 – 1.73 0.02
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Discussion and conclusion

In this study we applied background characteristics, medical factors, psychosocial factors and constructs from 

the theory of planned behavior in their ability to predict interest in participation in a social support group and actual 

participation in these groups. There are some studies that compare support group participants and non partic-

ipants of support groups (Berglund et al. 1997; Bauman et al. 1992). However, this is the first study to examine 

different factors in their interrelation, resulting in knowledge about the relative importance of different factors in the 

interest for and the use of prostate cancer social support groups. This is a key strength of this study, despite the 

relatively small number of group participants and the cross-sectional retrospective design. 

The psychosocial factor that are related to interest in or actual participation, and that might trigger the formation 

of attitudes about participation, is a lack of social support in daily life situations. This is in line with the finding by 

Bauman et al. (1992), that support groups are appealing to those with lack of emotional support and /or weak 

social networks. In concordance with other studies, lower age and higher socio-economic status are related to 

interest in and actual participation in support groups. Katz et al. and Bauman et al. found the same result in their 

study on characteristics of participants of support groups (Katz et al. 2002; Bauman et al. 1992).

From the factors of the theory of planned behavior, a positive attitude towards group participation and a greater 

perceived control have a greater influence on the odds of having interest in support group participation than age 

or lack of social support. The components of attitude that are most important are learning new ways to deal with 

the disease, getting information about prostate cancer and discussing emotional aspects.  The subjective norms 

do not have any predictive value in this study. Perceived control is the most powerful predictor of the actual use 

of social support groups. An increase of one unit predicts a four times higher chance of actual participation, given 

the interest in participation is present. 

Conclusion

Factors that contribute to a higher interest in participation are a lower age, a higher socio-economic status, lack of 

social support, a more positive attitude towards group participation and a higher perceived control. Factors pre-

dicting actual participation are the number of prostate specific problems and perceived control. Perceived control 

also involves the physical distance that a patient is willing and able to travel. Physical distance is a major barrier to 

support group participation according to Bauman et al. (1992). 

These results give useful information about the reasons why so few men participate in support groups. In the 

year 2000 approximately 33.000 men with prostate cancer were living in the Netherlands (Coebergh et al. 2004), 

where as the prostate cancer patients association, one of the organizers of support group activities, has only 500 

members (1.5% of all patients). 

In an evaluation study of support groups for cancer patients organized by the Helen Dowling Institute for psy-

cho-oncology, it showed that not one prostate cancer patient was included (Remie et al. 2000). Further, a check 

in the administration of the same institute revealed that only 4% of 1331 registered patients (since 1996) are men 

with genitoury cancer. Many prostate cancer patients experience psychosocial problems and a serious decline of 
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the quality of life in the first year after the diagnosis (Van Andel 2003), however, few men does in fact have interest 

in support groups or do participate. One factor is the lack of awareness of the possibilities to join a social support 

group. Eakin and Strycker (Eakin & Strycker 2001) found in their study that one of the main barriers to the use of 

cancer support is the lack of awareness of these groups which was found in 25% of men with prostate cancer.  

But even if men are aware of the possibility, attitude and perceived control are still the most important factors 

determining the interest and actual participation. 

Practical implications

These results lead to some practical implications. Urologists or urology nurses could ask prostate cancer patients 

about their attitude towards group participation, explain the benefits and give information about the patients asso-

ciation or support groups. The medical care givers should also be alert on the social support system of the patient. 

If this system appears to be inadequate, referral to supportive care, for instance in the form of a support group 

might be considered. Concerning the content of and advertising for support groups, the educational aspects of 

groups should be emphasized since that is initially the main area of interest for a man with prostate cancer. Pro-

viders of support groups for prostate cancer patients should also be aware of the impact of geographical distance 

on the possibilities of group participation for this group of older patients.

By providing more understanding of factors that contribute or form a barrier to participation in prostate cancer 

support groups, this study has contributed to more possibilities for a better care for men with prostate cancer. 
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Participation in supportive care  
groups for men with prostate cancer:  
Unraveling the relationship between 
needs and evaluation

Bert Voerman, Adriaan Visser, Birgit van den Akker,  

Bert Garssen, Maarten Fischer, George van Andel,  

Robbert Sanderman, Mariët Hagedoorn.  

Ja, het heeft me verrijkt, wat ik net al zei. En dat komt door 

het proces als geheel. Ik kan dat moeilijk benoemen op een 

onderdeel van: de tweede bijeenkomst ofzo. Dat kan ik niet 

zo benoemen. Het proces als geheel, dat heeft me verrijkt, 

door de uitwisseling… door mensen die in dezelfde situatie 

en onder professionele begeleiding.

(Respondent 694)
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Abstract

Objective: To assess the interest of men diagnosed with prostate cancer in participating in supportive care 

groups and to evaluate whether participation in their group format of choice fulfilled their supportive care needs. 

Methods: the study consisted of seven group sessions of 2.5 hours each, every other week. Three different 

group formats (a social support group for men only, a social support group for couples and a support group for 

men only, focused on existential issues) were studied. The supportive care needs were assessed using patient 

interviews conducted before the start of a group session series. The interviews were processed using qualitative 

methods. Satisfaction was measured at the end of the program by open-ended questions and by quantitative 

measurement instruments. 

Results: Of the men with prostate cancer approached, 6% (n = 48) were interested in supportive care and en-

rolled in the study. The supportive care needs found most often were contact with fellow patients, and a need to 

learn about practical issues related to prostate cancer and its treatment. Men also wanted to learn how to cope 

better with the disease. The majority of the men were satisfied with the supportive care they received and it ap-

pears that most needs were fulfilled.

Conclusion: A minority of men with prostate cancer actually used supportive care; however, the care provided is 

highly valued and met most participant needs.
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Introduction

Prostate cancer has a high incidence in Western countries (Ferlay et al. 2010; Jemal et al. 2010). Over 11,000 

new prostate cancer patients were diagnosed in 2012 in the Netherlands, accounting for about 21% of the total 

cancer incidence in men (Dutch Cancer Registry 2014). Men with prostate cancer often experience psychosocial 

problems. More specifically, fear, anger, worries and sleep disturbance were found in about 50 percent of prostate 

cancer patients after treatment for localized prostate cancer (Walsh & Hegarty 2010; Hinz et al. 2010; Schag et al. 

1994). Other studies have shown clinically significant levels of depression and anxiety in 16% and 12%  percent 

of patients respectively (Sharpley & Christie 2007). Many patients report feelings of social isolation (Helgason et 

al. 2001; Hedestig et al. 2003; Sharpley et al. 2009). Moreover, urinary incontinence and erectile dysfunction were 

found to be major concerns for many prostate cancer patients (Butler et al. 2001; Walsh & Hegarty 2010). The 

many challenges men with prostate cancer have to face give rise to the need for supportive care. These needs are 

reported in several studies (Steginga et al. 2001a; Lintz et al. 2003; Ream et al. 2008).

Despite the problems and needs expressed by prostate cancer patients, studies indicate that men make limited 

use of supportive care interventions (Gray et al. 2000; Weber et al. 2000; Manii & Ammerman 2008). Similarly, 

while a Dutch pilot study revealed that 33% of men with prostate cancer indicate a need for psychosocial support, 

including support groups (Voogt et al. 2001), their actual participation is very low, despite the availability of psy-

chosocial support in psycho-oncological care centers (Pet et al. 2010). At a psycho-oncological care centre in a 

densely populated area in the Netherlands, only 57 men (a few with prostate cancer) were treated over a period of 

seven years, compared to 310 women (mainly with breast cancer) (Wildenbeest & Visser 2011). This reflects the 

lower utilization rate of mental health services in men in general (Ang et al. 2004; Husaini et al. 1994). 

Several explanations have been proposed for this low participation rate. Weber et al. stated in their study on 

the efficacy of support groups that this is due to male socialization: men are supposed to be tough, in control, 

displaying strength and stamina (Weber et al. 2000). Other studies showed that men with prostate cancer prefer 

to confide in a few selected persons, sometimes only to their spouses (Gray et al. 2000). Kiss et al. stated that 

men want to share information whereas women want to share emotion (Kiss & Meryn 2001). Moreover, studies of 

men in general have shown that men have negative attitudes towards seeking mental healthcare (Mackenzie et 

al. 2006; Wahto & Swift 2014). 

However, a small proportion of men actually do attend supportive care facilities or involve themselves in social 

support groups (either peer support or professionally led), and others express the need to do so. It does, however, 

remain unclear what supportive care format is most appealing and helpful to these men. 

One way of getting directions concerning the supportive care format is to look at the supportive care needs in 

more detail. Different forms of supportive care needs can be distinguished. The need for information is reported 

most frequently. Patients most often need information about the recurrence of the disease, the long-term expec-

tations and the side effects of the various treatment options (Visser et al. 1997; Steginga et al. 2001a; Echlin & 

Rees 2002; Boberg et al. 2003; Lintz et al. 2003; Ruesch et al. 2014). Often, this need is barely satisfied by the 

healthcare professionals (Wong et al. 2000; Echlin & Rees 2002; Walsh & Hegarty 2010; O’Brien et al. 2011).
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Another frequently reported need for support is related to sexual issues. This need involves the desire to obtain 

the tools needed to be able to become sexually active again, or support on how to deal with the loss of manliness 

and libido problems (Visser et al. 1996; Steginga et al. 2001a; Boberg et al. 2003; Lintz et al. 2003; Smith et al. 

2007; Carter et al. 2011). 

Another need topic is the fear of recurrence or spreading of the cancer, often raised by a routine check on the 

blood PSA level. The need for support on how to deal with this anxiety and the emotions of loved ones is frequent-

ly expressed (Hart et al. 2008; Lintz et al. 2003; Steginga et al. 2001b).

Further, patients express the need for support in learning how to cope with practical daily life issues such as 

problems with micturation or fatigue (Carter et al. 2011; Ream et al. 2008; Lintz et al. 2003; Steginga et al. 2001a; 

Visser et al. 1996; Voogt et al. 2001). 

The supportive care need can be influenced by disease stage. During diagnosis and at the onset of the treatment, 

there are more informational and practical needs and issues around communication with physicians (Oh et al. 

2007; Steginga et al. 2001a; Voogt et al. 2001), whereas some men with prostate cancer in advanced stages 

need more social support and existential reflection on the meaning of their experience of the disease (Ketelaar 

1998; Steginga et al. 2001a; Carter et al. 2011).

The need for supportive care combined with a lack of participation in supportive care interventions underlines the 

importance of tailoring interventions to the specific needs of men with prostate cancer. Therefore, it is first of all 

important to assess interest in supportive care groups. Moreover, different intervention formats have been stud-

ied, yielding contradictory results (Berglund et al. 2007; Helgeson et al. 2006; Templeton & Coates 2004; Weber 

et al. 2004). Our study approach was first to assess the supportive care needs and then to give the participants 

a choice between different group formats, to choose the format most appropriate to their needs. The research 

questions of this study are summarized below. 

1. What proportion of the men with prostate cancer approached are interested in participating in a supportive  

 care group, and what kind of group do they choose? 

2. Which care needs do prostate cancer patients intending to participate in supportive care groups express?

3. To what extent did the offered support fulfill the needs expressed before the start of the groups and what is  

 the level of satisfaction with the support received?

4. Are the different supportive care needs expressed related to satisfaction and the fulfillment of the needs? 
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Methods
 

Participants

This study is part of a larger research project. Potential participants received a leaflet providing information about 

the study, including the offer to attend professionally led support groups for free. These leaflets were handed out 

by urologists in five hospitals and at educational meetings organized by two other hospitals. They were also sent 

to all members of the Dutch prostate cancer patients’ association (PCF). We distributed a total of 784 leaflets 

and received 303 (39%) affirmative response cards. Of these prostate cancer patients, 66 indicated the desire to 

participate in one of our support groups. Intake interviews were scheduled to assess whether a patient was eligible 

to join a support group. Eighteen men dropped out during this process following a change of mind about partic-

ipation or as a result of becoming unable to participate in the study for practical reasons. This left 48 men in our 

participant group sample. Before starting the seven group sessions and after completing all of them, a question-

naire was distributed with questions on sociodemographic and medical factors, as well as an open-ended ques-

tion on supportive care needs. Moreover, before the start of the group sessions, men were asked in interviews to 

indicate what their supportive care needs were and what they expected from supportive care. The participants’ 

experiences were evaluated after all seven sessions were complete.

Patients were eligible for the study if they had prostate cancer without having another disabling disease. They 

also had to comprehend the Dutch language sufficiently to understand the questionnaires. Exclusion criteria were 

having another type of cancer or another serious chronic disease which impaired health-related quality of life. 

Information on these criteria was obtained from medical files and from the patients’ self-reports. 

The Medical Ethical Committee of the Onze Lieve Vrouwe Gasthuis in Amsterdam, the Netherlands, approved 

the study. Respondents signed a letter of informed consent and gave permission for the retrieval of their medical 

information. The urologist associated with the research project contacted the various hospitals to ensure access 

to all relevant medical information. 

The offered support groups

Three kinds of support groups were offered for participants to choose from: a social support group for men only, 

a social support group for couples only, and an existentially oriented group for men only. The couples group was 

created at the request of several patients who wanted to involve their spouse in the process. All groups received 

seven sessions of 2.5 hours each at intervals of 14 days, with the last session taking place one month after the 

sixth session, covering a period of 12 weeks in total. All groups were facilitated by a male and a female counse-

lor. During the intake interview, the patients were informed about the different group formats and were asked to 

choose one. After the sessions began, no new participants were allowed to join the groups. The topics for each 

session were described to all groups in a session manual. However, the counselors were free to depart from the 

order of the topics if appropriate. The goal of all groups was to increase knowledge about the topics targeted, 

to reduce distress and to increase the participants’ sense of wellbeing by facilitating (further) adjustment to the 

prostate cancer. The material covered at each session was recorded by the counselor. 
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•	 In the social support group for men only, the session themes were 1) introduction and getting to know each 

other; 2) presentation by a urologist about the disease and treatment, and answers to questions; 3) support 

experiences at hospital and contact with medical staff; 4) coping with physical complaints; 5) social relation-

ships, intimacy and sexuality; 6) self-image and dealing with emotions; and 7) a follow-up session about any 

theme which emerged in the group. 

•	 In the social support group for couples the session themes were 1) introduction and getting to know each 

other; 2) coping with physical complaints; 3) continuation of coping with physical complaints; 4) social rela-

tionships, intimacy and sexuality; 5) self-image and dealing with emotions; 6) continuation of self-image and 

dealing with emotions; and 7) follow-up session, back to daily life, looking ahead. 

•	 The existentially oriented group had a looser format: a set of topics were scheduled and introduced, but 

the subject could change based on group dynamics and the protocol allowed the counsellors to follow the 

group’s wishes. The topics scheduled for each session were 1) introduction and getting to know each other;  

2) the experienced body; 3) dealing with emotions; 4) sexuality; 5) self-worth and emotional autonomy;  

6) farewell ritual for the participants; 7) follow-up, looking back and looking ahead. 

Design 

We used a mixed method design in this study. Information on the supportive care needs was obtained from intake 

interviews conducted before the group sessions started. These interviews were held with the prostate cancer pa-

tients who had indicated the intention to participate in one of our support groups. The interview included in-depth 

questions about their problems, their reasons for participating in a support group, their desires and preferences 

for this group, and their expectations about participating in a support group with fellow patients. The interviews 

were audio taped and typed out verbatim. 

Measurements 

After the whole series of seven group sessions was complete, a questionnaire was handed out, including the 

Dutch version of the Client Satisfaction Questionnaire (CSQ) (Brey & Peereboom 1986; Larssen et al. 1992). This 

questionnaire was used to measure the extent to which the participants’ supportive care needs were met as 

well as the level of patient satisfaction with the supportive care. The questionnaire consisted of eight questions 

about satisfaction with the support, rated on a four-point Likert scale from not at all to very much. The CSQ total 

scale range is 8 to 32, however, in the analysis, the total scores were divided by eight to create a range from 1 

to 4. The scale has a reliability of α = 0.88. Three questions were added, also rated on a four-point Likert scale. 

These questions concerned the perceived value of support group participation. The questions were 1) do you 

feel more at ease to talk about prostate cancer after your participation in the support group; 2) do you have fewer 

disease-related problems after your participation in the support group; and 3) did the support contribute to greater 

acceptance of your disease? Finally, participants were asked to provide a general rating of the support received, 

ranging from 0 (very poor) to 10 (very good). 
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Data analysis – qualitative part

The qualitative data were analyzed using the open-coding system (Boeije, 2005). In addition to the interviews, 

the answers to an open-ended question in the questionnaire were used in the open-coding system. Qualitative 

analysis was performed to identify the needs of the men with prostate cancer participating in the support groups 

(research question 2). The needs formulated by the patients in the interview and in the open question were classi-

fied to represent their content as closely as possible (open coding). Since respondents could indicate more than 

one need, the open coding system did not lead to mutually exclusive categories for further quantitative analyses. 

Therefore, we created nominal variables indicating whether the respondent did or did not indicate a specific need. 

The whole analysis was checked by another researcher (MvdB) and discrepancies were resolved by deliberation. 

Data analysis – quantitative part 

The differences between participants with respect to demographic variables, need fulfillment and satisfaction 

with the support received were analyzed using Chi-square tests on the nominal variables, and ANOVA tests on 

interval level variables. Non-parametric tests on ordinal variables were applied, because several variables were not 

normally distributed and the compared groups were smaller than N = 30. To answer research questions 3, 4 and 

5, the Mann-Whitney U test was used to compare the CSQ and satisfaction scores of men indicating a need with 

men not indicating that need. The Kruskal-Wallis test was used to compare the fulfillment of the needs and the 

satisfaction across the different group formats. 
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Background characteristics

The demographic and medical variables of the men are presented in Table 1.

Table 1. Background characteristics (N = 48)

The participants’ age ranged from 51 to 81 years with an average of 66 years (SD = 7.8 years). Most men were 

married (85%) and more than half the men had received education at least to secondary school level. The mean 

time since diagnosis was 3.7 years (SD = 2.5) with a range of 0 to 10 years. Most of the men had local prostate 

cancer. Radical prostatectomy and an intentionally curative combination of treatments were mostly found. 

Chapter 8

Age

 Mean (SD) 66 (7.8)

 Range 51–81

Socio-economic Status

 Lower 19% (n = 9)

 Medium 25% (n = 12)

 Higher 56% (n = 27)

Marital status

 Married 85% (n = 41)

 Single 15% (n = 7)

Time since diagnosis

  Less than two years 40% (n = 19)

  More than two years 60% (n = 29)

Stage of disease 

 Local 60% (n = 29)

 Advanced 29% (n = 14)

 Unknown 10% (n = 5)

Treatment

 Radical Prostatectomy (RP) 25% (n = 12)

 Radiation therapy (RT) 15% (n = 7)

 Hormone therapy (HT) 23% (n = 11)

 Intentionally curative 

 (RP, RT & HT) 31% (n = 15)

 RP & RT  2% (n = 1)

 No treatment/watchful waiting  4% (n = 2)
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Data on supportive care needs were missing for five patients: one participant was allowed to join a group without 

an interview, two participants did not mention any needs, and data from two other participants were lost due to 

tape recorder malfunction. This left 43 participants with complete data on supportive care needs.

What proportion of the men with prostate cancer approached are interested in participating in a supportive care 

group, and what kind of group do they choose? (Research question 1)

Of the 784 men with prostate cancer approached, initially 8% (n = 66) were interested in participation in one of our 

groups. Ultimately, 6% (n = 48) of those approached actually participated in a support group. Of these 48 men, 

18 (37%) participated in the social support groups for men only (divided across two groups). Three social support 

groups for couples were formed for 21 (44%) patients and their partners. The existential support group consisted 

of 9 men (19%). The men who participated in one of the groups were better educated (Chi2 = 7.6, df = 2, p = 0.02) 

than the men who did not wish to participate. No other differences on background characteristics were found 

between participants and non-participants.

Which care needs do prostate cancer patients intending to participate in supportive care groups express?  

(Research question 2)

Nine need categories were derived from the open coding process. These categories could be further aggregated 

into three main categories of need: 

A. A need for contact with fellow patients was expressed by 91%. Within this need category, ‘giving’ refers to 

participatory desires such as wanting to educate others or offer support to others, ‘receiving’ refers to the oppo-

site, the need for information and support. ‘Interaction’ refers to the need to be in touch with fellow patients and 

exchange experiences.

B. Learning about treatment-related issues was expressed by 58% of participants. This category refers to the 

more ‘technical’ information on the side-effects of treatment, practical issues around sexuality, while others wished 

to learn how others deal with metastasis. 

C. Coping with the disease was expressed by 53% of the participants. This involved the emotional reactions to 

the prostate cancer. 

More than one need could be expressed, with 21% expressing needs in only one main category, 47% expressing 

needs in two main categories and 32% expressed needs in all three main categories. 

When forming mutually exclusive categories of expressed needs as variables to enable further quantitative analy-

sis, the results show that only four men did not express the need for contact with fellow patients. This means that 

this need could not be used in further analysis as a discriminating factor or variable. Table 2 presents the results 

of the qualitative analysis.
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Table 2. Number and percentage of participants who indicated a supportive care need in the intake interview and in the 

questionnaire (N = 44)*

To what extent did the offered support fulfill the needs expressed before the start of the groups and what was the 

level of satisfaction with the support received? (Research question 3).

The results on the fulfillment of needs and satisfaction are displayed in Table 3. Nearly three quarters of all partici-

pants (72%) indicated that most or nearly all their needs were fulfilled after participating in the support group. Men 

who expressed only one need found the support more in accordance with their wishes compared to the men who 

expressed all three main needs (U = 48.0, p =.044). 

The satisfaction rating overall was 7.5. The mean rating in the social support group for men only was 8.2, in 

the couples group 7.1 and in the existential group 7.3. The lowest rating was 5 (n = 2) and the highest was 10  

(n = 1). 94.5% of the participants would recommend this kind of support to other men with prostate cancer. The 

mean fulfillment level (range 1-4) was 3.3 in the social support group for men only, 2.7 in the couples group and 

2.6 in the existential group. 

We found differences in the need fulfillment and satisfaction levels between the different group formats. In the 

groups for men only the support was more in accordance with participant wishes (K-W Chi2 = 9.4, p = 0.01,  

df = 2) and the general satisfaction level scores were higher (F = 4.91, p = 0.01, df = 41) compared to the other 

two group formats. This difference could not be attributed to any differences in the background characteristics 

between the groups. 

N (%)

1. Contact with fellow patients 39 (91)

      Giving 20 (47)

      Receiving 27 (63)

      Interaction 16 (37)

2. Learning about treatment related issues 25 (58)

      Treatment-related issues 14 (33)

      Sexuality 5 (12)

      Other issues 12 (28)

3. Coping with the disease 23 (53)

       Coming to terms and acceptance 11 (25)

       Coping with psychosocial consequences 12 (28)

       Other issues 3 (  7)

* Percentages add up to over 100% since men could indicate multiple care needs
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Are the different supportive care needs expressed related to satisfaction and the fulfilment of the needs?  

(Research question 4) 

The support provided was less in accordance to the wishes of men who expressed the need to learn how to cope 

better (U = 98.5, p = .006) and they also had a lower satisfaction score compared to participants who did not 

express this need (U = 111.0, p = .033), as shown in Table 3. No difference in satisfaction was found between men 

with and without the need to learn about treatment related issues. 

Table 3. Satisfaction outcome measures compared for different supportive care needs (N = 43)

Total 

M (SD)

Contact with fellow 

patients#

Learning about

treatment

Coping with the 

disease

Yes No Yes No Yes No

N = 43 N = 39 N = 4 N = 25 N = 18 N = 23 N = 20

According to wishes?  

(range 1–4)

2.9 (0.73) 2.9 (0.67) 2.8 (0.84) 2.9 (0.74) 2.9 (0.64) 2.7 (0.65) 3.3 (0.59)*

CSQ total score 3.1 (0.47) 3.1 (0.47) 2.8 (0.47) 3.1 (0.52) 3.1 (0.42) 2.9 (0.80) 3.2 (0.36)

(range 1–4)

General satisfaction level  

(range 1–10)

7.5 (1.06) 7.73 (0.97) 6.8 (0.84) 7.7 (1.08) 7.6 (0.92) 7.3 (1.01) 8.0 (0.84)*

# No statistical testing conducted due to the small size of the ‘no’ group

* Mann-Whitney U test, significance p < 0.05
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Discussion and conclusion

This study examined to what extent men with prostate cancer were interested in participating in supportive care 

groups and what care needs these men express. After completing seven group sessions, we evaluated the degree 

to which these needs were met and how satisfied the men were with the support received. 

Of the men with prostate cancer approached, only a small proportion (6%) participated in the support groups. 

These men appear to be better educated than the men who did not participate. The main needs expressed were 

contact with fellow patients, wanting to learn about treatment-related issues such as incontinence and sexuality, 

and learning how to cope with the disease. Nearly 75% of the participants found that most of their needs were 

fulfilled by participating in one of the supportive care groups. The participants were also satisfied with the support 

received and 94.5% would recommend this kind of support to others. Men who initially expressed the need to 

learn how to cope better with the disease found their needs less well fulfilled and were less satisfied compared to 

men who did not express this need. 

Our result concerning the interest in group participation and actual participation is in accordance with existing liter-

ature. One study of 210 prostate cancer patients found that 14% wished to participate in supportive care groups 

while 9% actually participated in such a group (Lintz et al. 2003). An earlier study by Krizek et al. found a 13% 

participation rate in men invited for psychosocial support, against 33% participation rate in women (Krizek et al. 

1999). These percentages are, however, still higher than what we found in our study. It is possible that differences 

between healthcare systems account for this difference.

There remains a discrepancy between the finding that many studies on supportive care needs show that 11% to 

40% of men with prostate cancer report psychological and/or emotional care needs (Ream et al. 2008; Lintz et 

al. 2003; Steginga et al. 2001a) on the one hand, while only a small percentage of men enroll in supportive care 

groups addressing those needs. To complicate things further, if men do participate in supportive care groups, 

they are usually very content and find the support offered to be beneficial in several ways (Coreil & Behal 1999; 

Steginga et al. 2005). To explain the low participation rate among men in such groups, the authors point to male 

socialization, in that men do not typically enjoy talking about feelings and prefer to concentrate on maintaining 

normal life, not burdening others with problems and using avoidant coping strategies (Weber et al. 2000). This is 

probably related to the negative attitudes about psychosocial help found in men (Mackenzie et al. 2006). 

Men also prefer to discuss their feelings within their families or even only with their partners (Gray et al. 2000; Manii 

& Ammerman 2008). Other explanations can be found by considering how men deal with prostate cancer. Men 

typically want information on the disease and a supportive care group might not be the most useful place to get 

the information desired. In contrast, women want to share emotion (Kiss & Meryn 2001). 

The care needs the men expressed in our study are partly different from what is found in the literature. This could 

be explained by the different methods used. Many studies use the Supportive Care Needs Survey (Bonevski et al. 

2000). This results in topics within which the needs are expressed in categories such as information needs, psy-

chological needs and needs in sexual areas (Ream et al. 2008; Lintz et al. 2003; Steginga et al. 2001a). We derived 

our data from interviews and found partly different needs, especially in the need for contact with fellow patients.  
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However, finding the need for contact with fellow patients so strongly is probably an artifact, since this sample 

is self-selected and interested in participating in a support group. Comparable results are, however, found in the 

literature on the experiences of men with prostate cancer with support groups. Meeting fellow patients is found 

to be a very important reason in most studies, as it offers the possibility of sharing information (Krizek et al. 1999; 

Gray et al. 1997; Coreil & Behal 1999). 

The giving and taking we found is also described in some literature (Gray et al. 1997). This mainly concerns giving 

and receiving information. The need to learn how to cope better with prostate cancer is not directly described in 

the literature; however, needs in the psychological domain might reflect a need for better coping. Needs in the 

psychosocial domain are found in studies on supportive care needs (Steginga et al. 2001a; Lintz et al. 2003; Ream 

et al. 2008). A study in Scotland found that men in support groups were less satisfied regarding their expectations 

for learning how to cope better with cancer (Deans et al. 1988).

In our study an explanation for this result is that men set their expectations of what they will learn about coping 

too high. Alternatively, they might want to talk about the emotional aspects of prostate cancer, but remain hesitant 

to do so in groups. 

Most studies evaluating support groups for men with prostate cancer report high satisfaction levels (Coreil & Behal 

1999; Steginga et al. 2005). It should be noted that the average satisfaction score of 7.5 on a scale from 1 to 10 

reported in our study seems high, but this kind of measure could be subject to social desirability. Remarkably, 

the groups including partners had the lowest satisfaction rates for all three group formats, despite the fact that 

men chose these groups themselves and requested the involvement of their partners. This could be for various 

reasons. 

Firstly, the higher satisfaction scores for the men-only groups can be explained by the presence of an urologist as 

part of this group format. This was valued very highly by the participants. Secondly, the men might not have been 

completely free in their choice of participating with their spouses, as their decision may have been the result of 

pressure from their partner. Thirdly, it has been established that men and women often differ in how they tend to 

cope with adverse events like cancer, and differ in the kind of support they prefer (Gray et al. 1996; Kiss & Meryn 

2001). The women may have been dominant in these groups, imposing their way of sharing. There was no differ-

ence in background characteristics that could account for these differences in satisfaction. 
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Limitations

This study is unique in the sense that in a single sample it assessed the supportive care needs of men who en-

rolled in a supportive care program, evaluated the program in terms of need fulfillment and measured program 

satisfaction. This design provides insight into what needs men with prostate cancer do express, and how these 

needs could best be addressed. However, some methodological limitations should be noted. Seventy-two per-

cent of the participants were members of the prostate cancer patients association and were therefore specifically 

different from men who are not, for instance in having a greater wish to talk about prostate cancer and having high-

er levels of distress (Voerman et al. 2006). Another issue which should be considered is that satisfaction scores 

could be subject to social desirability and a measure for social desirability was not included in the questionnaire. 

General conclusion

In sum, it can be concluded that many men with prostate cancer need support but only a small subset of these 

men will consider participation in a supportive care group. 

The men who do participate in supportive care groups benefit from them in terms of finding most of their needs 

fulfilled. Participation therefore contributed to their adjustment to the disease. An exception was the fulfillment of 

needs in the area of coping, learning more or better coping skills, which seemed unfulfilled in all the groups. Future 

research could aim to develop interventions for men with this specific need. 
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General conclusions and discussion

… je merkt alleen dat het feit dat je over zulke dingen praat, 

dat je aanvankelijk meer contact heb gekregen met vrienden 

en bekenden die vroegen: hoe gaat het met je? En omge-

keerd, omdat je ook van hun wat meer hoort, dat je ook naar 

hun toe gaat en vraagt: goh, hoe gaat het nu met jullie?

(Respondent 619)

Chapter 9
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Introduction

The aim of this thesis is to study the psychosocial problems of men with prostate cancer, their psychosocial sup-

port needs and their evaluation of the supportive care provided. 

The main research questions studied were: 

 1. What are the most important psychosocial problems in men with prostate cancer and  

  what is their quality of life?

 2. What are the supportive care needs in men with prostate cancer and what are the  

  determinants of the use of psychosocial support?

 3. How did the participating men evaluate the supportive care provided?

In the first three sections the answers to these three research questions will be summarized and discussed in 

relation to other studies. The fourth section  outlines some general methodological issues. Finally, the last section 

describes some implications for clinical practice.
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What are the most important psychosocial problems in men with prostate cancer and what is their 

quality of life?

To address this research question, the following topics will be discussed in succession: anxiety, depression and 

the health-related quality of life of prostate cancer patients. In addition, communication with physicians will be 

addressed as an important psychosocial factor in prostate cancer. 

Anxiety 

The literature study in chapter two showed that anxiety was present at all stages of the disease, with the highest 

level being found in the diagnostic phase. We found that more than three years after diagnosis, 30% of men with 

prostate cancer reported PTSD symptoms related to prostate cancer, which lead to the experience of fear or anx-

iety. Interestingly, our study showed that this was independent of the disease stage or treatment regime, whereas 

other studies found differences in anxiety levels at different disease stages or treatment, as shown for example 

in the review by Dale et al. (2005). At time of diagnosis, 5.2% to 13% anxiety was found for localized prostate 

cancer (Love et al. 2008; Nordin et al. 2001). Of recently diagnosed patients with advanced disease, 5.5% to 18 

% reported anxiety (Love et al. 2008; Nordin et al. 2001). After treatment for localized prostate cancer, anxiety was 

found for 9% of patients with radical prostatectomy (RP) (Kohler et al. 2014), 12% for radiotherapy (RT) (Sharpley 

& Christie 2007) and 17% for watchful waiting (WW) (Van den Bergh et al. 2009). In the longer term, studies found 

6% anxiety after RP, 12% after RT and 10% during WW. Of men on ongoing hormonal treatment, 5.2% were 

found to have anxiety (Chipperfield et al. 2013). 

Studies using the IES as an anxiety measure yielded higher anxiety scores. Among men with early-stage localized 

prostate cancer, Bisson found that 14% of their sample were above the cut-off score for case-ness (Bisson et al. 

2002). Whitaker et al. found that 23% of their sample of prostate cancer patients suffered from intrusive thoughts at 

three years post-diagnosis (Whitaker et al. 2008). This is still lower than our finding of 30% above the cut-off score. 

The use of the IES as the anxiety measure can explain the independence of the level of anxiety from the disease 

stage or treatment in our study. The IES measures PTSD symptoms rather than momentary arousal. PTSD symp-

toms can last for months or years and will therefore not vary very much during different disease stages (Kornblith 

et al. 1994; Kangas et al. 2002). The higher IES score we found compared to other studies can be explained by 

our sample: a substantial proportion of our sample were members of the prostate cancer foundation. We found 

that members have a higher IES score than non-members (see Chapter 6). 

The clinical relevance of the anxiety found by many studies, including ours, can be questioned. Firstly, anxiety is 

only problematic if it interferes with daily life or causes significant suffering. Secondly, anxiety disorders cannot be 

diagnosed reliably by a questionnaire alone. 

Interestingly, whereas we found 30% severe PTSD reactions, reflecting incomplete emotional adjustment to pros-

tate cancer according to Lepore (2001), and although the need for supportive care was relatively high in these 

patients (Chapter 5), it was accompanied by low distress scores (Chapter 6) and high HRQOL scores (Chapter 

4). Despite the cognitive/emotional symptoms measured by the IES, most men function well. We hypothesize 

that these men do not negatively appraise these symptoms and therefore have no burden (Whitaker et al. 2009).
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Depression 

Depression was not found to be more prevalent in men with localized prostate cancer than in the general popula-

tion of older men (about 5% for men aged 65 or older; see Chapter 2). 

There is a considerable variation in the findings concerning depression in the literature. One study of prostate 

cancer patients found no depression at all (Bisson et al. 2002), but others studies found 48% of their sample to 

be depressed (Schag et al. 1994). Information was usually missing about the period of the depression described, 

which is important for actually diagnosing depression (American Psychiatric Association 1994).

Based on the stress coping paradigm (Lazarus & Folkman 1984), the factors which influence depression can 

be divided into internal and external factors. Internal factors increasing the risk of depression are threat or loss 

appraisal or hopelessness at having prostate cancer (Bjorck et al. 1999) and pain (Heim & Oei 1993). External 

factors are the availability of social support: lack of social support is related to intrusive recollections and increased 

feelings of depression (Helgason et al. 2001). We found a higher Profile of Mood States score, which includes 

depression, in prostate cancer foundation members (Chapter 6). Becoming a member might reflect an attempt to 

improve the external factor ‘social support’.

In sum, the different measures of depression used in the studies discussed make it difficult to compare results; 

however, most studies, including ours, did not find rates of clinical depression or depression to be higher than 

in the general population of older men. Risk factors for depression were having advanced cancer, threat or loss 

appraisal or hopelessness, suffering from fatigue and pain, fear of death, persistent treatment-related symptoms, 

and a history of depression. Protective factors were being older, being married, being more optimistic and having 

greater social support. These correlates of depression in men with prostate cancer are consistent with the results 

of studies in the general population (Sharpley et al. 2009).

Health-related quality of life

We found that the level of health-related quality of life was high in men with prostate cancer. It was related to the 

treatment regime: men on androgen withdrawal treatment had a lower generic HRQOL and a lower score in the 

physical and role functioning domains. More than three years after treatment, we found no difference between 

radical prostatectomy and radiotherapy on any of the HRQOL dimensions. The HRQOL we found (81 on a scale 

from 0-100) was higher compared to an international sample of men with prostate cancer, who scored 67 on this 

measure (Fayers et al. 1999). The treatment status in the international sample was not clearly described, HRQOL 

could be measured in patients shortly after treatment, who therefore have a lower HRQOL. 

Further, in a secondary analysis of our data, Van Harten et al. (2013) transformed the HRQOL in a non-disease 

specific measure of quality of life, the EURO-QoL (The EuroQol Group 1990). Comparing this EURO-Qol scores 

with a healthy reference group (Szende & Williams, 2004), Van Harten et al. found that men with prostate cancer 

have higher scores on the general quality of life. This confirms our finding that on the longer term most prostate 

cancer survivors function very well. 
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Studies found a decline in HRQOL after treatment for localized prostate cancer, but in the longer term, the HRQOL 

almost reached pre-treatment levels, although there can be disease-specific problems including urinary inconti-

nence or erectile dysfunction (Fransson et al. 2009; Miller et al. 2005). We found contrasting results, however. 

Comparing HRQOL in men who had started treatment less than twelve months previously with men treated more 

than twelve month previously found no difference in HRQOL scores for radical prostatectomy or radiotherapy. This 

result could be explained by the fact that only a small proportion of our sample (14%) had been diagnosed less 

than one year previously. Only men on hormonal treatment showed a decline in cognitive functioning and a greater 

burden of urological problems after one year. After more than three years, patients receiving hormonal treatment 

reported the lowest HRQOL: they experienced more pain, more fatigue and more sexual problems and had lower 

general HRQOL (Voerman et al. 2006). 

The relationship between medical factors and a generic HRQOL measure was examined by Korfage et al. They 

found the SF-36 HRQOL measure to be insensitive for sexual, bowel and urinary function (Korfage et al. 2006). 

Further research needs to be conducted to determine if HRQOL measures are possibly insensitive to specific 

psychological or emotional symptoms also. This is also important because HRQOL has become an important 

outcome measure in medical research (Singh et al. 2010).

In our study we were further able to establish that men with localized prostate cancer have a good HRQOL after 

one to three years post-diagnosis. Progressive decline was found in men on hormonal treatment, however, though 

HRQOL was still rated high. We cannot rule out that response-shift played a role in these high scores (Korfage et 

al. 2006). 

Communication with the physicians

Communication with the physicians is an important psychosocial domain and can be problematic because a com-

plex decision about the treatment has to be made. After the treatment, the physicians are an important resource in 

dealing with the aftermath. We found that patients were satisfied with the way the decision what treatment regime 

to commence came about (Fischer et al. 2006). Another finding was that the majority of men were dissatisfied 

after treatment about the information provided about prostate cancer, the treatment aftermath and the options for 

further support (Fischer et al. 2005). 

Concerning the treatment decision consultation, according to a study by Cohen and Britten, patients often per-

ceive these consultations as physician-led. Patients were at first content with such one-sided decision-making. 

However, once patients were able to reflect on the complexity of their condition, acceptance of the decision-mak-

ing decreased over time. (Cohen & Britten 2003). 

These findings accord with ours. Differences in satisfaction with the physician can result from patient charac-

teristics. Orom et al. found that men with prostate cancer and with low optimism can be at greater risk of treat-

ment-related decision-making difficulties and dissatisfaction with the treatment-related decision-making process 

(Orom et al. 2009).
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Dissatisfaction about the communication with the physicians after treatment was found in other studies as well. 

For instance Cegala et al. found that in retrospect, about one third of their sample of prostate cancer patients was 

less than satisfied with their communication with the physician (Cegala et al. 2008). 

The conclusion is that satisfaction with the decision-making process depends on a match between patient needs 

and preferences on the one hand and the role the physician assumes to meet these needs and preferences on 

the other. However, once the medical process has begun, satisfaction with the communication with the physician 

declines. In the context of the healthcare system, physicians and nurses are probably unable to meet the prostate 

cancer patients’ information and support needs. To meet these information and support needs, active referral to 

patient organizations or supportive care programs is recommended. This is appropriate for patients with difficulties 

with dealing with medical/practical problems as well as emotional problems. 

 

What are the supportive care needs in men with prostate cancer and what are the determinants of the 

use of psychosocial support?
 

We found a positive relationship between supportive care needs and the level of PTSD symptoms. Men who 

became members of the prostate cancer patients foundation report a need to talk about prostate cancer related 

problems. The needs expressed by the men in our supportive care groups were the need for contact with fellow 

patients, the need to learn about the disease and the need to find out how to cope with the disease. 

Furthermore, our (unpublished) data showed that more than half (56%) of the sample had actually been searching 

for a form of supportive care from the moment of the diagnosis of prostate cancer. The need for supportive care 

expressed concerned educational meetings (a need expressed by 39% of the patients), a support group (a need 

expressed by 18%), telephone counseling (a need expressed by 12%) and individual support (a need expressed 

by 12%). 

In concordance with our findings, supportive care needs were found by many other studies. Needs concern var-

ious areas such as the need for information (Visser et al. 1997; Steginga et al. 2001a; Boberg et al. 2003; Lintz 

et al. 2003; Ruesch et al. 2014), the need for support on sexual issues (Visser et al. 1996; Steginga et al. 2001a; 

Smith et al. 2007; Carter et al. 2011) or the need for support on how to deal with the emotions of loved ones 

(Steginga et al. 2001b; Lintz et al. 2003; Hart et al. 2008). Moreover, patients expressed the need for support in 

learning how to deal with practical daily life issues such as micturation problems or fatigue (Carter et al. 2011; 

Ream et al. 2008; Lintz et al. 2003; Steginga et al. 2001a; Visser et al. 1996; Voogt et al. 2001). 

Despite the supportive care needs of men with prostate cancer, these men are often reluctant to actually seek 

and use supportive care. As shown in our study, only a very small percentage (about 1%) of all Dutch men with 

prostate cancer sought support by becoming members of the prostate cancer foundation at the time of this study. 

Moreover, in this research project it was found that only 6% of the men with prostate cancer approached involved 

themselves in a supportive care group. This is remarkable, since we found that 30% had prominent PTSD reac-

tions, which is related to supportive care needs. The low participation rate in supportive care programs for men with 

prostate cancer was also found by other studies (Weber et al. 2000; Krizek et al. 1999; Manii & Ammerman 2008).
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To investigate factors related to the intention to get supportive care and actually use it, we applied the theory of 

planned behavior (Ajzen 1991). Factors we found positively related to the intention to participate in a supportive 

care group were lower age, higher socioeconomic status, lack of social support, a more positive attitude towards 

group participation, and higher perceived control. Factors predicting actual participation among patients with 

the intention to participate are the number of prostate-specific problems (for instance, sexuality or incontinence 

issues) and perceived control (physical distance from the group facility). 

In a different analysis we also found a higher intention to get supportive care among men who were more dissatis-

fied with the information provided by the hospital. This was not found for dissatisfaction with the emotional support 

provided by the hospital (Fischer et al. 2005). 

The literature showed comparable results. Katz et al. found a higher level of education and annual income in 

support group participants (Katz et al. 2002). Poole et al. and Krizek et al. found a relationship between wanting 

to learn from other patients and group participation (Poole et al. 2001; Krizek et al. 1999). 

Another study of determinants of the intention to get social support among Dutch prostate cancer patients by 

Deater et al. (2013) yielded different results. They found psychological needs, physical needs and depressive feel-

ings to be the main determinants of the intention to seek supportive care. However, Deater et al. used a smaller 

sample and could not include data of support group participants, which likely affect the results. They also did not 

give an explanation for the low actual participation rate. 

Since we found that attitude is an important determinant of the intention to seek supportive care, we hypothesize 

that men have a more negative attitude towards participation in supportive care settings, despite their needs. 

There are several possible explanations for this negative attitude. One is male socialization (being tough) (Krizek et 

al. 1999; Thaxton et al. 2005). Another explanation is that ‘men don’t like to talk about their problems’ or prefer to 

resolve their issues by themselves or perhaps with their spouse (Manii & Ammerman 2008).

It is notable that in the determinants of intention as well as in the actual participation, PTSD symptoms or psycho-

logical distress (as measured by the POMS) are rejected in the statistical model. Dissatisfaction with the emotional 

support provided at hospital was also unrelated to the intention to get supportive care. In Chapter 5 we reported 

that PTSD symptoms were related to the intention to seek psychosocial support; however, PTSD symptoms were 

ruled out as a factor by age, lack of social support, attitude and distance from the support facility. The number of 

prostate cancer-related problems was, however, related to actual participation. Most of these reported problems 

were of a practical or medical nature. 

This leads to the following conclusion. Men seem to participate in supportive care groups for reasons other than 

having psychological distress or anxiety issues. To complicate things further, the majority of men we interviewed 

about their reasons for participation in supportive care groups hoped to discuss their feelings about the disease. 

This is contrary to the notion that men wish to share information rather than feelings, as stated by Kiss and Meryn 

(2001).
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It can be argued that the reasons for participation could be symptom-oriented or process-oriented. Men with 

symptom-oriented reasons are trying to find ways to handle symptoms such as erectile dysfunction or urinary 

complaints better. Symptom-oriented reasons also entail seeking information. Process-oriented reasons for par-

ticipation could be a lack of social support or desire to exchange (emotional) experiences with other patients: 

in short, the men want to involve themselves in a psychological adjustment process concerning their prostate 

cancer. 

In conclusion, many men experience a degree of psychosocial problems that warrants seeking help, but most 

do not seek help. The main requirement for considering support group participation is a positive attitude towards 

participation. If men actually participate, they do so mainly for symptom-oriented reasons in the form of informa-

tional help. Attendance at a support group also facilitates the emotional processing of the prostate cancer when 

that is the reason for participation. 

 

How did the participating men evaluate the supportive care they were provided? 

The prostate cancer patients in our sample who participated in supportive care groups (see Chapter 8) evaluated 

the whole supportive care program positively, with an average score of 7.5 on a scale from 1 to 10. The social 

support group for men only was awarded the highest score of 8.2, against 7.1 for the couples group and 7.3 for 

the existentially oriented group. 

The topics discussed in the groups which were evaluated as beneficial by the patients were: relationships, sexu-

ality, incontinence, treatment, contact with physicians, emotions, experiences, and coping with prostate cancer. 

The satisfaction thus refers to a broad range of the subjects discussed in the groups. 

Nearly three quarters of the participants in at our groups (72%) indicated that most or nearly all previously formu-

lated supportive care needs were fulfilled. In most cases, the patients’ original needs or wishes were met by the 

group format provided and how it was presented by the group facilitators. Moreover, 94.5% of the participants 

would recommend this kind of support to others.

The contacts with the fellow patients were valued very highly: this was an important reason for participation in one 

of the groups for 91% of the patients. An explanation for this can be found in the composition of our sample: most 

of the men attending the groups were members of the prostate cancer patients association and therefore had 

already expressed the intention to meet other patients. Other studies also found that contact with other patients 

was highly valued (Steginga et al. 2005; Thaxton et al. 2005). 

Men with the need to learn how to better cope with the disease were less satisfied compared to men with other 

needs. This could be explained by considering that new (emotional) coping skills are not easily or quickly learned, 

meaning that men with this need possibly set their expectations too high. 

Contentment with supportive care is found in many other studies of psychosocial interventions for men with prostate 

cancer. Men are reluctant to participate in support groups and traditionally the participation rate is low; however, 

once involved in a support group, most men are very content and satisfied (Gray et al. 1997; Steginga et al. 2005).
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When exploring the dissatisfactory aspects at the group meetings, patients bring forth that they missed discussing 

topics such as sexuality, nutrition, alternative treatments and medical information. They also felt that the exchange 

lacked a depth of contact. In addition, the facilitators’ contribution in terms of giving structure was felt to be in-

sufficient by almost half the men at these sessions. This was particularly true at the existentially-oriented support 

group. Sharing personal problem situations, talking excessively and the exercises given by the facilitators were 

considered the least useful elements of these sessions. 

The results of the evaluation are contradictory when set in a broader context. While most supportive care needs 

were found to have been met, almost half the men felt the sessions lacked structure, which was rated as very 

important. Also the depth of the contact was considered too shallow, on the other hand, most men joined the 

support group in order to share information rather than emotion. We hypothesize that men with symptom-oriented 

reasons for participation value structured, educational sessions in which information-sharing is most helpful . Men 

with process-oriented reasons for participation place greater value on the depth of the contact with fellow patients 

obtained and the exchange of emotional  experiences. More research needs to be done on the kinds of group 

dynamic which work best with the different kinds of patients in terms of their reason for joining support groups. 

Our final conclusions concerning the evaluation of the support offered are that men who participate in a supportive 

care program consider contact with the fellow patients as very important and value the support provided highly. 

However, the level of satisfaction is related to the degree of structure brought into the sessions. Sessions seem 

to be most satisfactory when they have a more educational format with a clear structure. There should, however, 

be room for sharing personal experiences and emotions. How much room depends on the patient’s underlying 

reasons for participation. 

General methodological issues

A strength of our study is that it is the first to provide a comprehensive outline of the psychosocial problems of 

men with prostate cancer, their need for psychosocial support and how they evaluate the support provided. A 

study of this breadth has not been performed in the Netherlands before and, even more than ten years after the 

start of the study, it is still the only study of such extent and to adopt this approach. Another strength is that most 

of the measurement instruments we used were translated, validated and standardized questionnaires with a good 

reliability, making this study comparable with international studies in the field. Moreover, we found no prominent 

differences between our Dutch results and studies in other Western countries on the topics of psychosocial 

problems, health-related quality of life, supportive care needs and the use of and evaluation of supportive care.

There also are some limitations. The sample is heterogeneous and selective and might therefore be biased in a few 

points. More than half of the participants were members of the prostate cancer patients foundation and therefore 

have different characteristics on some variables compared to men who are not members, as presented in Chapter 

6 (Voerman et al. 2005). This especially concerns the wish to talk about prostate cancer and the level of distress, 

both of which were higher among members. However, this characteristic of the membership group was controlled 

for in statistical analysis when prostate cancer patients foundation membership was identified as confounder. This 

variable was then introduced as a covariate in the analysis.
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We would also like to stress that the assumptions of parametric statistics were violated for some statistical tests 

due to skewedness, kurtosis or small sub-sample sizes. To resolve these problems, analyses were also performed 

non-parametrically, mostly yielding the same results. Multiple testing problems were compensated by very con-

servative testing (Games-Howel) with low alphas or Bonferroni corrections. This approach, however, could cause 

type II errors, meaning that there may be effects or results rejected by the statistics. 

Despite the noted methodological limitations, this study provides valuable knowledge for the Dutch situation for 

optimizing the care for prostate cancer patients. 
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Implications for clinical practice

Some clinical implications can be derived from the study presented in this thesis. A first implication concerns the 

decision making process about the preferred treatment. Younger men and men with higher socioeconomic status 

prefer collaborative decision-making. Older men and men with lower socioeconomic status prefer their physician 

to decide about the treatment (Chapter 3). In the first case, the physicians should discuss multiple treatment op-

tions and take the role of adviser or sparring partner in the decision. In the second case, the physician can also 

point to different treatment options, but clearly make an expert statement of his or her preferred treatment for the 

particular patient. In either case, the physicians should explain the medical story in plain, easily comprehensible 

language and be sensitive to the patients decisional preferences.

A second implication is that the physicians should be alert to their patients’ levels of anxiety. At the time of diag-

nosis most patients have a considerable level of distress, which influences the decision-making process on the 

treatment. If medically justified, patients should have some time to mentally process the message of having cancer 

until the anxiety level lowers before deciding what treatment to commence (Chapter 2).

A third implication: the effects on the health related quality of life should be taken into account when considering 

the different treatment options. Although we found no difference in health related quality of life in the longer term, 

physicians should still encourage patients to consider what is important in their lives concerning sexuality and 

how they think they are going to handle being incontinent and/or impotent (Chapter 4). The use of a decision aid 

could be encouraged. 

A fourth implication is that an anxiety disorder can be prevalent for longer periods after the initial treatment. Check-

ing on anxiety or other problems could be considered during PSA check-up by administering a questionnaire such 

as the Distress Thermometer, which was developed to screen for distress and the desire for referral (Tuinman et 

al. 2008).  

A fifth implication from the literature is that physicians and nurses should be alert to the presence or absence of a 

good quality social network. The absence of a good social network can slow down processing, possibly leading 

to psychological morbidity. In such cases, referral to supportive care facilities should be considered and discussed 

with the patient (Chapter 2). 

The sixth implication is that men should be firmly encouraged to join a patient organization or find other help: 

many men express a need for support in one or more areas, but only few of them take action. Supportive care 

should have an educational character, with structured sessions involving a physician in one or more sessions is 

recommended (Chapters 7 and 8). 

Finally, dealing with a man with prostate cancer is a major burden for the spouse, and the spouse is very important 

to the patient in coping with the disease (Chapter 2). 

Therefore, the physician or urology nurse should pay extra attention to the spouse’s wellbeing. 
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Summary

Prostate cancer is one of the most common types of cancer worldwide and in The Netherlands. In 2012 over 

11,000 new cases were diagnosed in the Netherlands and the incidence is rising every year. Once confronted 

with prostate cancer, men have to face a variety of challenges. This starts with anxiety during the diagnostic pro-

cess. Since it is often not clear which treatment is most beneficial in terms of survival or quality of life, one has to 

be involved in a decisional process about which active treatment to commence, or whether to choose watchful 

waiting as ‘treatment’. 

All treatments have serious side effects impacting the quality of life, at least temporary. A man diagnosed with 

prostate cancer has to adjust to a new reality. In the first place he has to cope with having cancer and the pro-

cesses he has to go through. Secondly, side effects that often persist over time occur in the form of erectile 

dysfunction, urinary problems or (faecal and/or urinary) incontinence. In case of metastasis, problems related to 

hormonal treatment such as fatigue, depression and pain may occur. The different chapters of this thesis describe 

these aspects of prostate cancer in more detail. 

Chapter 1, which is the general introduction, outlines the reasons and relevance of this research project. Prostate 

cancer is unique in that it exclusively affects men, mostly older men, and prostate tumors are often growing slowly. 

Therefore there are several treatment options to choose from, including no treatment but monitoring the disease 

process. Prostate cancer also bears a stigma since often it affects the urinary, sexual, and bowel function. 

Compared to breast cancer, there is far less attention paid to the psychosocial aspects of prostate cancer. Three 

lines of studies can be distinguished: studies of health related quality of life, studies of psychosocial problems and 

studies of supportive care needs and interventions. Our study aimed at getting more insight into the psychosocial 

problems of men with prostate cancer and whether these men have a need for psychosocial support. 

In the study, 784 men with prostate cancer were approached through urologists in hospitals, during educational 

meetings about prostate cancer and by a mailing to all members of the prostate cancer patients association. Be-

sides the request to fill out a questionnaire, these men were also offered participation a supportive care program 

at no charges. This program consisted of 7 social support group sessions.  

Questionnaires were filled out by both group participants and non group participants. The questionnaires were filled 

out at the beginning of the study (T0) and after the end of the supportive care program about 4 month later (T1) 

and after another 3 months (T2). In total we received 238 eligible and valid questionnaires at T0. The set of three 

complete questionnaires was filled out by 187 men. Forty eight men participated in one of the support groups.

Chapter 2 presents a survey of published reviews from 2003 to 2012 about psychosocial problems associated 

with prostate cancer. Eight methodologically sound reviews were selected and compared with a review that we 

conducted in 2004 which included studies on psychosocial problems and interventions published between 1984 

and 2002. 

Anxiety is prevalent in all stages of the disease. The highest level of anxiety has been found during screening and 

the diagnostic phase. Older men experience less anxiety than younger men, and pain is associated with higher 
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levels of anxiety. The lowest levels have been found during PSA (blood substance that indicates the possibility of 

prostate cancer) screening. 

There is no consensus whether depression is more prevalent in men with localized prostate cancer compared to 

men in the general population. Men with advanced, incurable prostate cancer have a higher risk of depression. 

Other risk factors are pain, fatigue, persisting incontinence or impotence and having suffered from depression be-

fore. Protective factors are being older, being married, being more optimistic and having sufficient social support. 

How well patients adjust to the disease and its consequences depends on physical factors, psychological factors 

and social factors. Physical factors include disease stage, level of pain, erectile problems, urinary problems and 

bowel problems. More severe symptoms are related to lower wellbeing. Psychological factors entail coping strate-

gies, subjective perception of being diagnosed with prostate cancer and attitudes concerning illness. Coping with 

the disease refers to attempts (cognitive and/or behavioral) to manage the stressful situation of having prostate 

cancer and its consequences. Problem-focused coping and emotion-focused coping are related to better adjust-

ment in the form of better mental and physical health. On the other hand, avoidant coping strategies generally 

seem to be related to lower physical and mental health. Loss or threat perceptions have been found to be related 

to higher anxiety and depression. An optimistic attitude has been found to be related to a higher self-esteem. The 

presence of a spouse or friends one could talk to about emotional issues has been found to be related to better 

adjustment. Marriage including sexual relationships is often negatively affected by suffering from prostate cancer. 

Next to the described psychosocial problems, men with prostate cancer suffer in over 90% of the cases from 

erectile disorders; almost half of the men suffer from incontinence. Bowel problems occur in 13% to 38% of the 

cases. These three symptoms are the most important concerns for prostate cancer patients. 

In conclusion, the problems of concern in men with prostate cancer are well described; however, there is no con-

sensus about the need for psychosocial interventions and the format that would be most effective. This is one of 

the topics of our study. Men could indicate whether they wanted support in the form of a social support group and 

formulate their wishes concerning these groups. The facilitators took into account these wishes and the satisfac-

tion with the support was evaluated afterwards (see also chapter 8).

Chapter 3 examines the satisfaction of prostate cancer patients with the treatment decision making process. 

We determined the relationship between patients’ role in the decision making process as well as their satisfaction 

with the treatment decision making on the one hand, and stage of disease, treatment modality, age, social status 

and education on the other hand. The analysis was based on the data of the third measurement moment (T2) of 

our study, which includes assessments of 126 prostate cancer patients. Most respondents had localized prostate 

cancer, radical prostatectomy and radiotherapy was the most frequent reported treatment. 

Most patients (78%) felt they had participated in the decision making, of which 18% felt they had decided auton-

omously and 60% felt they had decided in collaboration with the physician. The remaining 22% of the patients 

indicated that the physician had made the decision. Older patients and those with advanced disease more fre-

quently reported not having been involved in decision making. Younger men (< 65 years) were more satisfied with 
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treatment decision making when they had been more involved, this relationship was a trend in older men but not 

significant in older men (> 65 years). 

In conclusion, most patients, especially younger ones preferred to be involved in the treatment decision. However, 

the physician has to assess whether the patient wants (to share) responsibility in treatment decisions. Some pa-

tients feel very uncomfortable by having unwanted control. 

Chapter 4. Because there is no consensus about the best treatment for prostate cancer, health related quality of 

life is important to consider as additional outcome of a medical treatment. Considering the effect of a treatment 

modality on health related quality of life dimensions can aid the decision what treatment to commence. This chap-

ter describes the health related quality of life in men with prostate cancer. The main dimensions are physical, role, 

emotional, cognitive and social functioning. Also common cancer (treatment) related symptoms as fatigue and 

prostate cancer specific symptoms such as incontinence are assessed within the measurement of health related 

quality of life. In this study we also measured ‘joy in life’ as a positive measure of quality of life. 

We found that in men who were treated an average of three years ago have a high quality of life in all four dimen-

sions. We also found no difference in health related quality of life between radical prostatectomy and radio therapy 

as single therapy after three years. 

Men receiving hormonal therapy were doing worse in physical health, functional health and general health related 

quality of life compared to men receiving other types of treatment. Men receiving hormonal treatment for more 

then one year felt a greater burden of incontinence or erectile problems and showed worse cognitive functioning 

compared to men receiving hormone treatment for less then one year. 

It can be concluded that men treated for localized prostate cancer with surgery or radiation therapy experienced 

a good quality of life after an average of three years post treatment. In men with metastatic prostate cancer who 

were being treated with hormones, the quality of life after three years of treatment was worse compared to men 

who were treated for one year after treatment. 

In chapter 5 it is explained that the occurrence of symptoms of post traumatic stress disorder (PTSD) such as 

intrusive thoughts or images reflect incomplete mental adjustment to prostate cancer and its treatment. The study 

describes the extent of symptoms of post traumatic stress disorder in prostate cancer patients and the associ-

ations between these symptoms and the need for supportive care, the intention to get supportive care and the 

actual use of supportive care. Since social support is found to be important in the adjustment to cancer, it was 

expected that social support from patients’ personal social network moderates these associations. 

In this study, we found an indication for severe levels of posttraumatic stress symptoms in 30% of the patients 

in our sample. Higher levels of intrusive thoughts and avoidance in patients were related to a stronger need for 

support and the intention to seek supportive care. However, higher levels of intrusive thoughts and or avoidance 

were not related to the actual participation in the support groups that were offered free of charge. Available per-

sonal social support had no effect on the supportive care needs in men with PTSD symptoms or the actual use. 
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The conclusion can be drawn that a supportive care need and the intention to get supportive care not necessarily 

translated into actual joining a support group. Put differently, PTSD symptoms were not a major reason for men 

to join a support group. 

In chapter 6 we addressed the question why only a small percentage of men with prostate cancer becomes 

member of a patients’ association and what factors are related to membership. We compared members and non 

members of the prostate cancer patients association on different characteristics, including socio-demographic, 

medical, quality of life, sexuality, psychosocial, care needs, and attitude towards support seeking. 

The comparison revealed that members of the patients’ association were younger, had a higher socio-economic 

status and experienced higher levels of distress and less joy in life. Furthermore, members were less content with 

the patient education and the psychosocial support available in the hospital. Members also had a higher need to 

talk about problems and a more positive attitude towards participation in support groups. In addition, members 

had a better knowledge of PSA (a blood substance possibly indicating prostate cancer). 

Higher socio-economic status, lower age, higher distress and dissatisfaction with the information from the hospital 

are the most important factors related to membership of the prostate cancer patients’ organization. 

Chapter 7 describes the factors related to the intention to participate and actual participation in social support 

groups for prostate cancer patients within the framework of the theory of planned behavior. This theory, applied to 

participation in support groups, states that the intention to participate is determined by attitude, social norms and 

when there is the intention, perceived control (the subjective idea to which degree it is possible to participate, for 

instance physical distance to the facility) is important to come to actually participate in a supportive care group. 

Therefore, these theoretical factors were studied, together with socio-economic variables, medical variables and 

psychosocial variables. 

Logistic regression revealed that younger age, lack of social support, a positive attitude and a high perceived 

control were predictive for the intention to participate in a social support group. Perceived control and a higher 

number of prostate-specific problems did predict the actual participation of men who were initially interested. For 

practice the results imply that the urologist and urological nurses can play a role in creating a more positive attitude 

towards group participation, especially if the social support system is weak. Groups should be organized close to 

patients’ place of residence.

Chapter 8 addresses the interest of men diagnosed with prostate cancer in participating in social support groups. 

Subsequently, we evaluated whether participation in the group format of patients’ own choice fulfilled their sup-

portive care needs previously formulated. We offered seven group sessions of 2.5 hours each, every other week. 

Three different group formats were studied. A social support group for men only (18 men in two groups), a social 

support group for couples (21 couples in three groups) and a support group for men only, focused on existential 

issues (nine men in one group). The supportive care needs were assessed using interviews conducted before 

the start of a group session series. The interviews were processed using qualitative methods; the answers were 

categorized in themes that emerged from the material. Satisfaction was measured at the end of the program by 

open-ended questions and by quantitative measurement instruments. 
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This study showed that 8% of the men with prostate cancer approached were interested in supportive care and 

eventually 6% (48 men) participated in one of our support groups. The supportive care needs reported most often 

were contact with fellow patients and a need to learn about practical issues related to prostate cancer and its 

treatment. Men also wanted to learn how to deal with the disease emotionally (coping). Nearly three quarters of 

the participants found most of their needs fulfilled. However, among men with the need to learn better strategies 

to cope with the disease, this need was less fulfilled and those who expressed this need were less satisfied with 

the support than men who did not express this need. 

In the group for men only, using the existential format, the satisfaction and the fulfillment of the needs were lower 

compared to the other two group formats. Men do value a clear structure in the groups. 

This study showed that a minority of men with prostate cancer actually used supportive care; however, the care 

provided was highly valued and met most participant needs. Almost all participants would recommend this sup-

port to others. 

Chapter 9 summarizes the results of all the chapters in the context of the main research questions and presents 

a general discussion and conclusions. 

The following questions were studied: 1. what are the most important psychosocial problems in men with prostate 

cancer and what is their quality of life ?, 2. what are the supportive care needs in men with prostate cancer?, 3. 

what are the determinants of the use of psychosocial support? and 4. how did the participating men evaluate the 

supportive care provided?

The most important psychosocial problems found were anxiety in different levels during different phases of the 

medical process. From the study it was further derived that incontinence, erectile disorder, bowel problems, pain 

and fatigue are often occurring problems, including their negative social implications. In our study we could fur-

ther establish that men with localized prostate cancer have a good health related quality of life one to three years 

post-diagnosis. Many men have supportive care needs and want to share experiences with fellow patients. How-

ever, a very small percentage of these men actually use supportive care facilities or join a patients’ association. 

The intention to seek support or actually use it is associated with socio-economic and psychosocial factors. Most 

men who have participated in a supportive care program are very content with the support. 

Limitations of the study are described. The sample is based on self selection by the participants. Moreover, more 

then half of the participants are member of the prostate cancer patients’ association. These properties may have 

biased our results. However, in the analysis we took this into account by correcting for membership in statistical 

testing. Finally, practical implications of the entire project are described, for instance different aspects of health 

related quality of life need to be taken into account while considering treatment options. Furthermore, physicians 

need to be aware of severe anxiety during treatment decision making and should consider to actively refer patients 

to a patients’ organization or a supportive care facility if the social support is insufficient. 

Summary
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Prostaatkanker is wereldwijd en in Nederland een van de meest voorkomende vormen van kanker. In 2012  

werden in Nederland meer dan 11.000 nieuwe diagnoses gesteld en de incidentie stijgt elk jaar. 

Mannen die met prostaatkanker worden geconfronteerd, staan voor een verscheidenheid aan uitdagingen. Dit 

begint veelal met het ervaren van angst tijdens het diagnostisch proces.

Het is vaak niet duidelijk welke behandeling het meest gunstig is in termen van overleving of kwaliteit van leven. 

Er dient dus een beslissing te worden genomen over welke behandeling er gestart wordt of dat er wordt afgezien 

van behandeling in de vorm van ‘waakzaam afwachten’. 

Alle behandelingen hebben ernstige bijwerkingen die, in ieder geval tijdelijk, de kwaliteit van leven kunnen  

beïnvloeden. De patiënt met prostaatkanker moet zich aanpassen aan een nieuwe werkelijkheid. Zo dient hij te 

leren omgaan met de emoties rondom de diagnose en behandeling van de ziekte. Daarnaast zijn er regelmatig 

blijvende bijwerkingen in de vorm van problemen met de erectie en problemen met plassen en kan er sprake zijn 

van incontinentie (urine of ontlasting). Bij uitgezaaide prostaatkanker kunnen er, mede als gevolg van hormonale 

behandeling, vermoeidheid, depressie en pijn optreden. Deze aspecten van prostaatkanker worden nader belicht 

in de verschillende hoofdstukken van dit proefschrift.

Hoofdstuk 1 schetst de redenen en de relevantie van dit onderzoeksproject. Prostaatkanker is uniek omdat het 

uitsluitend, meestal oudere, mannen treft. Prostaattumoren groeien vaak langzaam waardoor er meer tijd is om 

zaken af te wegen dan bij andere kankersoorten. Er zijn verschillende behandelopties om uit te kiezen, te weten 

operatie of bestraling. Maar ook kan gekozen worden voor het niet actief behandelen maar wel in de gaten hou-

den van het ziekteproces. 

Prostaatkanker draagt een sociaal stigma, niet alleen vanwege de ziekte kanker maar juist ook omdat de urine-

wegen, de seksuele functie en de darmwerking vaak worden beïnvloed. Vergeleken met borstkanker is er in het 

onderzoek naar prostaatkanker veel minder aandacht besteed aan de psychosociale aspecten. Het onderzoek 

dat wordt uitgevoerd naar de psychosociale aspecten van prostaatkanker kent drie lijnen, te weten studies over;  

(a) de gezondheidsgerelateerde kwaliteit van leven, (b) de problemen op het psychosociale vlak en (c) de onder-

steunende zorgbehoeften en interventies. Het doel van de studie gerapporteerd in dit proefschrift is om meer 

duidelijkheid te krijgen over de psychosociale problemen van mannen met prostaatkanker en wat hun eventuele 

behoefte is aan begeleiding daarbij. 

In onze studie werden 784 mannen met prostaatkanker benaderd door urologen tijdens voorlichtingsbijeenkom-

sten over prostaatkanker die in ziekenhuizen werden gegeven en via een mailing aan alle leden van de vereniging 

voor prostaatkankerpatiënten (destijds de Stichting Contactgroep Prostaatkanker; nu bekend onder de naam de 

ProstaatKankerStichting). De mannen kregen naast het verzoek een aantal vragenlijsten in te vullen, het aanbod 

om deel te nemen aan een ondersteunend zorgprogramma voor mannen met prostaatkanker, zonder dat daar 

overigens kosten aan waren verbonden. Het ondersteunende zorgprogramma had de vorm van een sociale 

steungroep die zeven keer bij elkaar kwam. 
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Deelnemers aan het onderzoek werd gevraagd de vragenlijsten in te vullen: bij aanvang van de studie (T0) en 

na afloop van de serie bijeenkomsten ongeveer 4 maanden later (T1) en na nog eens 3 maanden (T2). Voor 

mannen die niet aan het ondersteuningsprogramma deelnamen golden dezelfde intervallen voor het invullen. In 

totaal waren er 238 mannen in het onderzoek betrokken die aan de inclusiecriteria voldeden en die een complete  

vragenlijst hadden ingevuld op T0. De set van drie volledige vragenlijsten werd door 187 mannen ingevuld, 48 van 

hen hebben ook deelgenomen aan de sociale steungroepen. 

In hoofdstuk 2 wordt een overzicht gegeven van reviewartikelen, gepubliceerd van 2003 tot en met 2012 over 

psychosociale problemen bij prostaatkanker patiënten. Acht methodologisch verantwoorde reviewartikelen wer-

den gevonden en deze werden vergeleken met een door ons in 2004 gepubliceerd reviewartikel. Dat artikel ging 

over studies naar psychosociale problemen en interventies, gepubliceerd tussen 1984 en 2002.

Angst is aanwezig in alle fasen van de ziekte. Het hoogste niveau van angst wordt gevonden tijdens screening 

op prostaatkanker en de diagnostische fase. Oudere mannen ervaren minder angst dan jongere mannen; pijn is 

geassocieerd met hogere niveaus van angst. De laagste angst niveaus werden gevonden bij de PSA monitoring. 

Hierbij wordt na de behandeling op regelmatige intervallen de PSA waarde in het bloed bepaald. De PSA waarde 

geeft een aanwijzing voor de activiteit van de prostaatkankercellen. 

Er is geen consensus of depressie vaker voorkomt bij mannen met lokale prostaatkanker in vergelijking met de 

algemene bevolking van oudere mannen. Mannen met uitgezaaide, ongeneeslijke prostaatkanker hebben een ho-

ger risico op depressie. Andere risicofactoren zijn: pijn, vermoeidheid, aanhoudende incontinentie of impotentie en 

eerdere depressieve episodes. Beschermende factoren zijn: een hogere leeftijd, getrouwd zijn, een optimistische 

levenshouding en het hebben van voldoende sociale steun. 

Hoe goed patiënten zich kunnen aanpassen aan de ziekte en de gevolgen daarvan is afhankelijk van fysieke,  

psychologische en sociale factoren. Fysieke factoren omvatten het ziektestadium, niveau van pijn, erectiepro-

blemen, plasproblemen en darmproblemen. Meer problemen zijn gerelateerd aan een verminderd welbevinden.  

Psychologische factoren betreffen coping-strategieën, subjectieve perceptie van het hebben van prostaatkan-

ker en attitudes rondom ziekte. Coping verwijst naar pogingen (cognitieve en/of gedragsmatige) om met de 

stressvolle situatie van het hebben van prostaatkanker en de gevolgen ervan om te gaan. Probleemgerichte en 

emotie-gerichte coping strategieën zijn gerelateerd aan een betere geestelijke en lichamelijke gezondheid. Aan 

de andere kant, vermijdende coping strategieën zijn gerelateerd aan een slechtere lichamelijke en of geestelijke 

gezondheid. Indien de situatie waarin men zich bevindt wordt gezien als een verlies of bedreiging dan gaat dat 

samen met hogere niveaus van angst en depressie. Een optimistische instelling gaat samen met minder depressie 

en een hogere eigenwaarde. De aanwezigheid van een partner of vrienden waarmee over emotionele problemen 

gesproken kan worden, is gerelateerd aan een betere aanpassing. Tegelijk wordt de kwaliteit van de partnerrelatie 

en de seksuele relatie vaak negatief beïnvloed door de prostaatkanker.

Naast de beschreven psychosociale problemen lijden mannen met prostaatkanker in ruim 90% van de gevallen 

aan erectiestoornissen en in bijna de helft van de gevallen aan incontinentie. Darmproblemen komen voor bij 13% 

tot 38% van de patiënten. Deze drie problemen vormen de belangrijkste redenen tot bezorgdheid bij de patiënt.
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Geconcludeerd kan worden dat de problemen van mannen met prostaatkanker goed in kaart zijn gebracht en 

beschreven. Er is echter nog geen consensus over de noodzaak van psychosociale interventies en wat de meest 

effectieve vorm van interveniëren is. Een van de onderwerpen waarop we ons hebben gericht en wat verderop 

nog aan de orde komt, is de evaluatie van een interventie die de prostaatkanker patiënten kregen aangeboden in 

het kader van dit onderzoek.  

In hoofdstuk 3 wordt de vraag naar de tevredenheid van prostaatkankerpatiënten met het besluitvormings-

proces rondom de behandeling onderzocht. Hiervoor worden de gegevens van de vragenlijsten op het derde 

meetmoment (T2) gebruikt. Het betreft een retrospectieve studie over 126 mannen met prostaatkanker. De relatie 

werd bepaald tussen aan de ene kant de rol die de patiënt aannam (passief, collaboratief of autonoom) en aan 

de andere kant het stadium van de ziekte, welke behandeling werd ingezet, leeftijd, sociale status en opleiding-

sniveau. Ook werd de relatie van bovengenoemde factoren met de tevredenheid over de besluitvorming over de 

behandeling bepaald. Radicale prostatectomie en radiotherapie voor gelokaliseerde prostaatkanker waren de 

meest uitgevoerde behandelingen. 

De meeste patiënten (78%) rapporteerden dat ze hadden deelgenomen aan de besluitvorming, waarbij 18% vond 

dat ze zelfstandig had besloten en 60% in samenwerking met de arts. Twee-en-twintig procent van de patiënten 

had de arts laten beslissen. Oudere patiënten en patiënten met gevorderde ziekte meldden vaker niet betrokken 

te zijn geweest bij de besluitvorming. Jongere mannen (<65 jaar) waren meer tevreden met de besluitvorming als 

ze er meer bij betrokken werden. Dit verband was niet significant bij oudere mannen (> 65 jaar).

Concluderend kan worden gesteld dat de meeste patiënten en zeker de wat jongere groep, bij de besluitvorming 

over de behandeling betrokken moet worden. Het is echter ook van belang dat de arts inschat of een patiënt de 

(gedeeltelijke) verantwoordelijkheid voor zijn behandeling wil hebben. Sommige patiënten voelen zich hier, zo blijkt, 

erg ongemakkelijk bij. 

Hoofdstuk 4. Omdat er geen consensus bestaat over de beste behandeling voor prostaatkanker in termen van 

overleving, is gezondheidsgerelateerde kwaliteit van leven belangrijk om mee te wegen. Het effect op verschil-

lende domeinen van de gezondheidsgerelateerde kwaliteit van leven kan van belang zijn voor de keuze welke 

behandeling toe te passen. In dit hoofdstuk wordt de gezondheidsgerelateerde kwaliteit van leven bij mannen 

met prostaatkanker beschreven. De belangrijkste domeinen zijn fysiek functioneren, rol functioneren, emotioneel 

functioneren, cognitief functioneren en sociaal functioneren. Veel algemeen bij kanker voorkomende en aan de 

behandeling gerelateerde symptomen zoals vermoeidheid behoren tot het domein van de aan de gezondheid 

gerelateerde kwaliteit van leven. Ook specifieke klachten die het gevolg zijn van prostaatkanker en de behandeling 

zoals incontinentie of erectiestoornissen behoren tot de   gezondheidsgerelateerde kwaliteit van leven. Daarnaast 

hebben we in deze studie ook ‘levensvreugde’ gemeten als positieve indicator van de kwaliteit van leven.

Er kwam naar voren dat mannen die gemiddeld drie jaar geleden werden behandeld een hoge kwaliteit van het 

leven hebben in alle vier de domeinen. We vonden drie jaar na behandeling ook geen verschil in de gezondheids-

gerelateerde kwaliteit van leven tussen patiënten die met radicale prostatectomie of met alleen radiotherapie zijn 

behandeld.  Mannen die een hormonale behandeling kregen hadden een lagere lichamelijke gezondheid, func-
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tionele gezondheid en algemene gezondheidsgerelateerde kwaliteit van leven vergeleken met mannen die deze 

behandeling niet kregen. Patiënten die meer dan een jaar met hormonale therapie werden behandeld hadden 

meer last van incontinent zijn, meer last van erectieproblemen en een lager cognitief functioneren in vergelijking 

met mannen die minder dan een jaar een hormonale behandeling kregen. 

Geconcludeerd kan worden dat mannen die behandeld zijn voor lokale prostaatkanker met een operatie of  

bestraling na gemiddeld drie jaar een goede kwaliteit van leven ervaren. Bij mannen met uitgezaaide prostaatkanker  

die met hormonen worden behandeld is de kwaliteit van leven na gemiddeld drie jaar minder dan na gemiddeld 

een jaar. 

In hoofdstuk 5 wordt uitgelegd dat het optreden van de symptomen van post-traumatische stress stoornis 

(PTSS), zoals opdringende gedachten of beelden en vermijding een signaal zijn van een onvolledige mentale 

aanpassing aan de prostaatkanker en de behandeling. De studie beschrijft de omvang van de symptomen van 

PTSS bij prostaatkankerpatiënten en de associaties tussen deze symptomen en de behoefte aan ondersteunende 

zorg, de intentie om deze zorg te zoeken en het feitelijke gebruik van ondersteunende zorg. Aangezien bekend is 

dat sociale steun een belangrijke hulpbron is bij de mentale aanpassing aan kanker, werd verwacht dat de relatie 

tussen PTSS symptomen en de behoefte aan en gebruik van zorg zwakker wordt of helemaal wegvalt als er vol-

doende steun is uit het eigen sociale netwerk. 

In deze studie vonden we bij 30% van de mannen een score die wijst op ernstige posttraumatische stress-symp-

tomen. Het meer en vaker voorkomen van opdringende gedachten en of vermijding bij mannen met prostaat-

kanker was gerelateerd aan een sterkere behoefte tot ondersteuning en een hogere intentie om ondersteunende 

zorg te zoeken. Echter, hogere niveaus van opdringerige gedachten en of vermijding waren opvallend genoeg niet 

gerelateerd aan de daadwerkelijke deelname aan de aangeboden steungroepen. 

Beschikbare persoonlijke sociale steun had geen effect op de relatie tussen de behoefte aan ondersteunende zorg 

bij mannen met PTSS symptomen en het daadwerkelijke gebruik ervan. De conclusie die getrokken kan worden is 

dat de behoefte aan ondersteunende zorg en de intentie hebben om deze zorg te zoeken zich niet per se vertaald 

in daadwerkelijk zoeken en volgen van een ondersteunend zorg-programma. Als de mannen deelnemen aan een 

ondersteunende zorgprogramma, dan zijn PTSS symptomen kennelijk niet de reden om dat te doen.

In hoofdstuk 6 wordt de vraag behandeld waarom slechts een zeer klein deel van mannen met prostaatkanker 

lid wordt van de prostaat kanker stichting en welke factoren samenhangen met lidmaatschap. Hiervoor vergeleken 

we leden en niet-leden van de prostaatkankerpatiënten vereniging op diverse  kenmerken, waaronder socio-de-

mografische kenmerken, medische aspecten, kwaliteit van leven, seksualiteit, psychosociale, zorgbehoeften en 

houding ten opzichte van steun zoeken. Uit de vergelijking bleek dat de leden van de vereniging van de patiënten 

jonger waren, een hogere sociaal-economische status hadden en een hogere niveau van distress en minder ple-

zier in het leven ervaren. Bovendien waren leden minder tevreden met de patiëntenvoorlichting en de psychoso-

ciale ondersteuning vanuit het ziekenhuis. Leden hadden ook een grotere behoefte om te praten over problemen 

en een meer positieve houding ten opzichte van deelname aan steungroepen. Leden hadden een betere kennis 

van PSA (de stof in het bloed die kan wijzen op prostaatkanker).
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Een hogere sociaal-economische status, lagere leeftijd, hogere distress en ontevredenheid met de informatie uit 

het ziekenhuis zijn de belangrijkste factoren die samenhangen met het lidmaatschap van de prostaatkankerpati-

enten organisatie. 

Hoofdstuk 7 beschrijft de factoren die verband houden met de intentie om deel te nemen en de daadwerkelijke 

deelname aan sociale steungroepen voor patiënten met prostaatkanker. Het theoretische kader voor deze studie 

is die van de ‘planned behavior’. Deze theorie, toegepast op deelname aan steungroepen, beschrijft dat de inten-

tie om deel te nemen wordt bepaald door attitude, sociale normen en waargenomen controle. De intentie tot deel-

name is uiteindelijk van belang om daadwerkelijk gebruik te gaan maken van een vorm van ondersteunende zorg. 

Deze factoren werden bestudeerd, samen met de sociaal-economische, medische en psychosociale variabelen.

Uit een logistische regressie bleek dat een jongere leeftijd, gebrek aan sociale steun, een positieve houding ten 

aanzien van psychosociale ondersteuning en een hogere waargenomen controle voorspellend waren voor de 

intentie om deel te nemen in een sociale steungroep. Afstand tot de groepslocatie en een groter aantal pros-

taatspecifieke problemen voorspellen de feitelijke deelname van mannen die aanvankelijk waren geïnteresseerd. 

Voor de praktijk betekenen deze resultaten dat de uroloog of de urologische verpleegkundige een rol kunnen  

spelen in het creëren van een meer positieve houding ten opzichte van deelname aan een groep, vooral als het 

eigen sociale steun-systeem zwak is. Groepen zouden moeten worden georganiseerd in de buurt van de woon-

plaats van de patiënten.

Hoofdstuk 8 richt zich op de interesse die mannen met prostaatkanker hebben in deelname aan sociale steun-

groepen. Vervolgens wordt geëvalueerd of deelname aan een van de groepen de eerder geformuleerde wensen 

heeft vervuld en hoe hoog de tevredenheid over de groepen is. Er werden zeven groepssessies van 2,5 uur, om de 

week aangeboden voor mannen met prostaatkanker. Er waren drie soorten groepen: sociale steungroepen voor 

alleen mannen (18 mannen in twee groepen), sociale steungroepen voor (echt)paren (21 paren in drie groepen) en 

een steungroep voor alleen mannen, gericht op existentiële kwesties (9 mannen in een groep). De wensen en ver-

langens van de mannen ten aanzien van de sociale steungroepen werden geïnventariseerd met behulp van inter-

views gehouden voor de start van de groepssessies. De interviews werden verwerkt met behulp van kwalitatieve 

onderzoeksmethoden, de antwoorden werden gecategoriseerd in thema’s die naar voren kwamen uit het materi-

aal. Tevredenheid werd gemeten aan het eind van het programma door middel van open vragen en vragenlijsten. 

Deze studie toonde aan dat 8% van de 784 benaderde mannen met prostaatkanker geïnteresseerd is in deelname 

aan een sociale steungroep en dat uiteindelijk 6% daarvan (48 mannen) deel nam aan één van onze groepen. De 

ondersteunende zorgbehoeften die het vaakst werden genoemd waren lotgenotencontact, een behoefte om te 

leren over praktische kwesties in verband met prostaatkanker en de behandeling ervan en men wilde ook leren 

hoe met de ziekte om te gaan voor wat betreft de eigen emoties. Bijna driekwart van de deelnemers vond dat aan 

de meeste van hun behoeften was voldaan. Echter, mannen die de behoefte hadden geuit tot het beter leren om-

gaan met de ziekte vanuit emotioneel perspectief  (d.w.z. coping) waren minder tevreden met de ondersteuning in 

vergelijking met mannen die deze behoefte niet hadden geuit. De tevredenheid en de mate van vervulling van de 

behoeften was het hoogst in de groep zonder partners die niet gericht was op existentiële kwesties. Het kwam 

naar voren dat een duidelijke structuur in de bijeenkomsten als belangrijk wordt ervaren. 
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Deze studie toonde aan dat een minderheid van de mannen met prostaatkanker daadwerkelijk gebruik maakte 

van ondersteunende zorg. Als mannen eenmaal deelnamen, dan werd de zorg zeer gewaardeerd en voldeed het 

aan de meeste behoeften van de deelnemers. Bijna alle deelnemers gaven aan deze steun aan anderen aan te 

bevelen.

Hoofdstuk 9 vat de resultaten van alle hoofdstukken samen in het kader van de belangrijkste onderzoeksvragen 

en beschrijft de algemene discussie en conclusies.

De volgende  vragen werden bestudeerd: 1. Wat zijn de belangrijkste psychosociale problemen bij mannen met 

prostaatkanker en wat is hun kwaliteit van leven; 2. Wat zijn de ondersteunende zorgbehoeften bij mannen met 

prostaatkanker; 3. wat zijn de determinanten van het gebruik van psychosociale ondersteuning en 4. hoe evalue-

ren de deelnemende mannen de aangeboden psychosociale ondersteuning. 

Het belangrijkste psychosociale probleem betreft angst op verschillende niveaus tijdens de verschillende fasen 

van de medische sequentie. Uit ons onderzoek blijkt verder dat incontinentie, erectiestoornissen, darmproblemen, 

pijn en vermoeidheid veel voorkomende klachten zijn bij mannen met prostaatkanker, met de eventueel daarbij 

behorende negatieve sociale gevolgen. In onze studie konden we vaststellen dat mannen met gelokaliseerde 

prostaatkanker één tot drie jaar na de diagnose een goede gezondheid gerelateerde kwaliteit van leven hadden. 

Veel mannen hebben behoefte aan ondersteunende zorg en willen ervaringen delen met lotgenoten. Een klein 

percentage van deze mannen maakt echter daadwerkelijk gebruik van zorg faciliteiten of wordt lid van de pati-

entenvereniging. De intentie om professionele steun te zoeken of daadwerkelijk te gebruiken hangt samen met 

sociaal-economische en psychosociale factoren. De meeste mannen die hebben deelgenomen aan een onder-

steunend zorgprogramma zijn zeer tevreden. 

De beperkingen van het onderzoek hebben betrekking op de steekproef. Deze is niet op toeval gebaseerd maar 

op zelfselectie door de deelnemers. Ook is meer dan de helft lid van de ProstaatKankerStichting. Dit kan mogelijk 

tot een vertekening van de resultaten leiden, hoewel hiervoor in de analyses werd gecompenseerd. 

Tot slot worden de praktische implicaties van het gehele onderzoek beschreven. Belangrijke punten daarbij zijn 

dat er bij de keus voor een specifieke behandeling zorgvuldig moet worden besproken wat de effecten kunnen 

zijn op verschillende aspecten van op de gezondheidsgerelateerde kwaliteit van leven. Tevens is het belangrijk 

rekening te houden met ernstige angst tijdens de besluitvorming over de behandeling. Ook actieve doorverwijzing 

naar een patiënten organisatie of een zorg faciliteit is aan te bevelen als het eigen sociale netwerk onvoldoende 

steun kan bieden. 
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Dankwoord
 

Bij dit onderzoeksproject zijn heel veel mensen direct en indirect betrokken geweest. Zonder hun bijdragen en 

ondersteuning was dit proefschrift nooit tot stand gekomen. Ik wil dan ook graag enkele mensen noemen die op 

verschillende manieren belangrijk zijn geweest voor het project. 

De belangrijkste motor die de promotietrein aan de gang heeft gehouden is Adriaan Visser. Adriaan, je wist mij 

altijd te motiveren om door te gaan. Jouw eigen enthousiasme, maar ook je vasthoudendheid hadden daar zeker 

mee te maken. Bedankt dat je altijd vertrouwen in mij en in de goede afloop hebt gehouden, dat moet soms 

erg lastig voor je geweest zijn. Mijn grote dank gaat ook uit naar alle mannen met prostaatkanker die door ons 

benaderd zijn en die de moeite hebben genomen om een aantal dikke vragenlijsten in te vullen en die de moed 

hadden om deel te nemen aan groepsbijeenkomsten waarin de persoonlijke beleving besproken ging worden. 

In het verlengde hiervan wil ik ook graag dank uitspreken naar de urologen in verschillende ziekenhuizen die zich 

hebben ingezet om patiënten te werven om mee te doen aan het onderzoek. Hier wil ik speciaal George van Andel 

noemen, George, jij was niet alleen vanaf het begin betrokken bij het project, jouw inzet en enthousiasme richting 

je collega’s heeft ervoor gezorgd dat het onderzoek ging lopen. 

Het onderzoek is gedaan in dienst van het Helen Dowling Instituut. De vijf jaar dat ik daar heb doorgebracht is voor 

mij een ontzettend leuke tijd geweest. Dat had alles te maken met de toenmalige collega’s en de hele sfeer op het 

HDI. Maarten, met jou heb ik zo veel plezier gemaakt dat het soms ten koste is gegaan van het werk. Daarnaast is 

jouw werk en inbreng van cruciaal belang geweest voor het onderzoek. Ook heb ik de inbreng van Bert Garssen 

altijd gewaardeerd. Bert, je was een van de bedenkers van het onderzoek en je was altijd bereid om concept arti-

kelen te lezen en (snel) van commentaar te voorzien. Andere mensen van het HDI die belangrijk zijn geweest voor 

het onderzoek maar ook voor de gezelligheid en collegialiteit zijn Eltica de Jager, Els de Kok, Machteld van den 

Berg, Irma Kruijver, Bram Kuijper en uiteraard Stieneke en Dinie die in ondanks drukte ondersteuning boden waar 

nodig. Heel blij was ik ook met de mensen die bereid waren de mannengroepen te begeleiden.

Mijn dank gaat ook uit naar mijn promotor van het eerste uur, Jozien Bensing wegens haar inzet. Omdat dingen 

soms zo lopen, wil het zo zijn dat mijn promotie nu in Groningen gaat plaatsvinden met Robbert Sanderman en 

Mariët Hagedoorn als promotoren. Robbert en Mariët, jullie waren vanaf het begin af aan enthousiast over het 

onderzoek en onze bijeenkomsten verliepen in een ontspannen, constructieve sfeer. Ik wil jullie dan ook graag 

bedanken voor jullie inzet en vertrouwen. 

Veel mensen uit mijn directe omgeving hebben direct of indirect bij gedragen aan het welslagen van het project en 

mijn persoonlijke welzijn gedurende het hele traject. 

Op de vaste dinsdagavond klimavond kom ik een aantal vrienden tegen die altijd belangstelling hadden voor hoe 

het ging en het jammer vonden als ik weer eens een weekendje niet mee ging omdat ik aan het proefschrift moest 

werken. Inge, Willem, Martijn, Bas en ook Marco, dank voor jullie steun en humor. 
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Een warm gevoel kreeg ik van de belangstelling van mijn collega’s in Almere voor het proefschrift. Om mij te onder-

steunen was de voortgang van het proefschrift tot vast agendapunt van de teamvergadering gemaakt. 

Ook wil ik mijn paranimfen Michiel en Ignace bedanken. Jullie zijn vrienden van het eerste uur en we hebben 

samen veel leuke dingen meegemaakt. Jullie waren de aangewezen personen om paranimf te zijn. Dank dat jullie 

mij hierin willen ondersteunen. 

Op de achtergrond altijd aanwezig en altijd bereid tot steun in wat voor vorm dan ook, mijn familie Joan, Jaap,  

Ellen, Henk en mijn neef Stef. Naar mijn schoonfamilie waarbij ik mijn schoonouders Ben, Gerrie graag wil noemen:  

jullie trots gaf me altijd een fijn gevoel. Cindy, erg bedankt voor de moeite die je voor me hebt gedaan met de 

vormgeving van het boekje. 

En dan natuurlijk mijn partner Linde die mij nooit anders heeft gekend dan bezig zijnde met mijn proefschrift, Lieve 

Linde, ik ben blij met jou en ik verheug me op het post-promotie tijdperk, waarin er veel meer tijd en ruimte is voor 

samen een weekend weg zijn, of samen lekker thuis zijn en veel meer andere leuke dingen.
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