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‘Me, being only a guest in this foreign language,  

must encounter her with modest respect. 
 I cannot permit myself the freedoms 
 That are allowed to her own sons.’  

(Kahlil Gibran)α 

Preface 
 

Yes, I have to admit that the writing of this thesis has been a struggle  
for me from the beginning to its very end. Of course the writing of a thesis is a 
struggle for most people. In this case the struggle was partly due to the 
complexity of the subject under study: male sexuality after treatment for a 
genitourinary cancer. This subject forced me to reflect on at least two critical 
phenomena and their interrelation: sexuality in males, and the illness named 
cancer. For another part the struggle was elicited by my wandering as a 
psychologist in a medical  world. This forced me to take carefully notice of the 
life and world view of ‘physicians’ as well as of ‘patients’, and to reflect critically 
on the assumed contributions of my own discipline to this field. A third aspect 
of my struggle originated in the inescapable, but also puzzling task to bridge the 
gap between myself, being a women, and the subject of study in this thesis: male 
sexuality. The road to this bridge still has not ended and presumably never will.  

Personally speaking, I feel ambivalence toward ‘sexuality as the subject 
of study’, as many of my respondents did, however without withdrawing from 
the study (most of them did not, nor did I). Sexuality is a sensitive topic (Lee, 
1993), concerning personal identity, intimacy, privacy, fertility, partnership and 
parenting, and a glossary of feelings, images, belongings, personal and cultural 
norms and values. Until now, in the field of sexuality I learned from the 
thoughts and viewpoints of several authors (for examples, see the reference list 
below). Sexuality is an important issue in every culture, in every society and in 
every individual person, but: not relevant at any time, at any place and toward 
any person. There are many other important issues in life, and most people 
(including myself) are not always prepared or willing to talk about sexuality, 
certainly not in a personal way. As a consequence, I feel ambivalence toward my 
own thesis: to what degree can I justify this type of research? What is, to my 
own opion, the relevance of the research question, and to the opinion of the 
respondents? How would I feel being a respondent in this kind of research? 
Have I made proper choices? How can I do justice to the sincere quality of the 
issue and still report ‘valid’ results? My own position, insights and professional 
attitude developed while working on this thesis. To day, to perform the work on 
                                                 

α Ik, die in deze taal slechts te gast ben, moet haar met de nodige eerbied tegemoet treden. 
 Ik mag mij niet de vrijheden veroorloven die haar eigen zonen zich kunnen permitteren’,  
bron: Kahlil Gibran, Den Haag: Mirananda Uitgevers B.V., 2001, pg 14. 
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a thesis like this I would make other choices and steps than I did before– but 
such a change is the result of an irreversible process, and concerns conclusions 
that one can draw only afterwards. This implies that I regard the results and 
conclusions described in this thesis as fundamental ‘preliminary’. However, I 
finished it.  

Although sexuality usually is not the main topic for patients when 
confronted with cancer, and for their eventual partners, it appeared to be a topic 
and of course not an unimportant one, in this study as well as in others (see for 
example Weijmar Schultz & van de Wiel, 1991; Auchincloss, 1991). I hope this 
thesis may encourage physicians and patients to remain sensitive towards this 
sensitive topic, also when a devastating disease such as testicular cancer disrupts 
the story of a life.  
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Chapter 1 

 
 
General Introduction 

 
 
 

Background 
Tolstoj has written an intriguing, partly autobiographical, disease novel, 

entitled ‘The death of Ivan Illitsj’ (Tolstoj, 1886). In this novel an upper-class 
judge falls ill. Throughout the story the actual nature of the disease remains 
unclear. The novel however focusses in detail on what happens to Ivan’s inner 
life. From the very first time that he visits the physician with his vague 
complaints, everything changes: his feelings towards other humans, towards his 
work, his life, things, time, his body, his self-experience, everything. Ivan Iljitsj 
becomes isolated, angry and obsessed with his vague complaints, which grow 
worser and worser, although no one knows what is the matter with Ivan. 
Although doctors come and go, he remains ill and nobody is able to cure him. 
Nobody speaks about his forthcoming death, although everybody expects it to 
come.  

The last three days of his life Ivan Illitsj utters one longlasting scream. 
Then, in his last moments, he experiences the meaning of his life: for the first 
time he feels connection and compassion with others, he feels rescue, light and 
joy. Tolstoj brings disease, fear and death uncomfortably close to the reader. It 
describes in finesse that even the best physicians, or scientific medical 
knowledge, can not take away the fact that all humans are still mortal and that 
illness urges to retraite and reflection.  
 
 

The Dutch novellist Vestdijk wrote a study about the role of disease 
and the diseased person in literature (Vestdijk, 1984). He contrasts two broad 
historical-cultural western views on illness, Christianity and Renaissance (with a 
turning point of dominance at about the 15th century). According to him in ‘the 
Christian view’ disease is perceived as caused by the basically sinfull nature of 
humans: while everybody is sinfull, everybody essencially is sick, untill he is 
rescued by this belief in Christ. So the answer of the patient to his disease is 
crucial in this view. In a broader sense, this view articulates the possibility that 
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people take an existential perspective towards their illness: how do I want to/have to 
relate towards my situation?  The ideal of Renaissance was the ancient, classical 
world, in which health and perfection were central issues. In this world view 
disease was secundary, an accidental error in an original harmonious perfection. 
This latter view gave rise to our western enlightenment and rationalism, which 
accumulated in the natural sciences and our current biotechnical medicine: the 
law of our world is order, and mistakes such as illness have to be restored as 
much as possible. This has resulted in an ongoing diversion in specialisms and 
compartiments of knowledge.  

With the current medical knowlegde many diseases can be cured. With 
respect to patients with testicular cancer for example, about 90% has a ten-year 
survival nowadays, while this was about 60% in the sixties of the past century 
(van Basten et al., 1999). However, patients may feel embarrassed by the 
organisation of the medical world and experience themselves more as ‘a case of 
disease’ than as ‘a person with a disease’ (Janson et al., 1996).  

 
 
According to Vestdijk, the writing of disease-romans started in the 19th 

‘romantic’ century, and they are interesting not when a disease is at the centre, but 
when a diseased person is on the plot. The diseased person needs no special 
knowlegde of his exact diagnosis, but needs to be, or become, conscious of his 
ill condition. The way this knowledge influences his inner life is important: the 
passivity or the struggle, the protest, his attitude towards health and illness, life 
and death. Although not mentioned by Vestdijk, Tolstoj’s novel is an impressive 
example of such a person-centered disease story. A similar process can be 
acknowledged in the stories of testicular cancer patients. Although from a medical 
point of view testicular cancer nowadays has a favourable prognosis, many 
patients do experience – for the first time in their life - a fundamental fear of 
death. Some try, a soon as possible, to move away from that. Others however, 
experience a process of reflection and a deepening of their meaning in life. The 
appraisal and experience of sexuality and intimacy may be part of this 
maturation. 

 
Of course the contrast Vestdijk poses between disease versus diseased 

person is, in behalf of his argument, rather extreme. This thesis moves, more or 
less, between these two views.  

The study was initiated in 1994 by some physicians of the Groningen 
University Hospital 1 and performed by a collaboration between a physician (dr. 

                                                 
1 Prof. Dr. H.J. Hoekstra and Prof. Dr. H. Schraffordt Koops, Dept. of  Surgical Oncology; 
Prof. Dr. D. Th. Sleijfer, Dept. of Medical Oncology; Dr. M. van Driel, Dept. of Urology; and 
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J.P. van Basten) and a psychologist (me myself), at the Groningen University 
Hospital, The Netherlands. Dr. van Basten finished his thesis in 1999, describing  
predominantly physical-biological results and considerations concerning the 
side-effects of treatment regimens on sexual functions in patients with testicular 
cancer. Our initial collaboration was reflected in some chapters, that were 
included in the thesis of dr.Van Basten (see for example van Basten et al, 1995, 
1996, 1997). It was my task to assess sexual functioning as perceived by the 
patients, and to examen an eventual relation of their reports to treatment 
modalities. In Part I of the thesis sexuality is studied by means of questionnaires 
in terms of ‘sexual functioning after treatment for testicular cancer’ (chapters 2-
6).  

However, being a psychologist and (in the mean time) psychotherapist, 
I felt at unease by restricting myself to assessment of sexual functioning by 
questionnaires alone, although at first this was the priority of the project. As a 
consequence the methods used in this thesis show some diversity. I wanted to 
know about the contextual stories of the patients too. Therefor I elaborated the 
current study by an analysis of interviews with testicular cancer patients 
concerning their sexual life. This resulted in some insights, which I could apply 
in psychotherapeutic work with these patients. In Part II the experiential world 
of the patient is the focus of interest (chapters 7-10). Below a more detailed 
outline of the thesis is given. 
 
 

Outline of the thesis 
 

Part I 
The research question of Part I concerned the effects of testicular 

cancer and its treatment on sexual functioning. We were interested whether 
different medical treatment conditions would affect sexual functioning in a 
specific way. Therefor this part of the research focussed on discernable 
behavioral changes in sexual functioning and not on intra-psychological personal 
processes. According to Masters and Johnson (1966) and the DSM-IV (APA 
2001), we used the phases of the sexual response cycle as discernable 
behavioural aspects of outcome variables (sexual desire, arousal, erection, 
orgasm, ejaculation). However, it has to be noticed that ‘sexual desire’ refers 
more to an experienced feeling and/or cognition than a ‘function’ (Kaplan, 
1979). These outcome variables were used as an ordering principle to perform a 
review concerning the prevalence of sexual dysfunction in relevant studies 

                                                                                                               
Prof. Dr. H.B.M van de Wiel, Dept. of Medical Psychology. The study was granted by the 
Dutch Cancer Society, RUG 94-873 
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between 1975 and 2000 (chapter 2). Furthermore we performed some 
retrospective studies in the area of the Comprehensive Cancer Centre North-
Netherlands (CCCNN). As no adequate Dutch measure was available at that 
time, we adapted a survey which had been formerly used amoung women with 
gynaecological cancer (Weijmar Schultz and Van de Wiel, 1991), to assess 
perceived reduction of sexual functions mentioned. This resulted in a study 
amoung 314 patients who had been treated for testicular cancer; 287 of them 
(85%) returned the questionnaire concerning their sexual functioning (chapter 
3). As we were interested whether patients with testicular cancer would report 
more sexual morbidity compared to male cancer patients with a non-
genitourinary tumor, we replicated the former study amoung males who had 
been treated for malignant lymphoma (Hodgkin’s disease or non-Hodgkin 
lymphoma). Although the sample that could be approached was much smaller 
(n=80) than the sample of testicular cancer patients, the response again was very 
satisfactory (n=58, 72.5%) (chapter 4). As sexuality is a relevant as well as a 
sensitive topic in the context of testicular cancer, a special issue concerned 
patients’ satisfaction with information and support on this topic. Here we also 
compared the opinion of patients with testicular cancer versus patients with 
malignant  lymphoma (chapter 5). The last step in the study design concerned 
the performance of a prospective study. The central question here was the sexual 
rehabilitation process of patients, from the start of treatment up to one year 
later. In this study we used a newly developped Dutch scale on sexual 
dysfunctioning  (the SDQ, Vroege, 1994); during the currency of study, 
normscores for  this scale were collected). We included newly diagnosed patients 
with testicular cancer during a period of 2 ½ years; this resulted in a sample of 
49 patients. We approached the patients three times, (at zero, six and 12 months 
after diagnosis) (chapter 6). 
 
 

Part II 
After the assessment, by use of questionnaires, of male sexual functions 

in relation to their medical treatment in Part I, Part II of the thesis focusses on 
the experiential world of the patient, as well as on subsequent practical and 
theoretical psychological considerations. As a survey can hardly capture the 
deeper-level processes that are evoked by confrontation with cancer, it seemed 
obvious to arrange interviews with part of the patients. The leading question in 
these interviews was: a. how do patients treated for testicular cancer experience 
their sexual life, in the year after cancer diagnosis, and b. how is this experience 
related to the emotional impact of diagnosis and treatment?  
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In qualitative research the collection of interviews is continued until the 
conversations reveal no really new information anymore (Wester, 1987). In the 
current study 21 of the patients that had participated in the prospective study 
were interviewed. The outcome of these interviews is described in chapter 7. As, 
in the mean time, the inclusion of patients for the study had finished and my 
work as a psychologist in the hospital continued, sometimes testicular cancer 
patients with sexual problems were referred to me. This gave me the opportunity 
to apply the insights I acquired in the former interviews to my psychotherapeutic 
treatment strategy with these patients. It appeared to be very important, in case 
of sexual complaints after treatment for (testicular) cancer, to focus not on 
sexuality alone, but to include several dimensions of life in the process of change 
after cancer diagnosis. In a casus called ‘Game over’ the course of such a 
psychotherapeutic process has been described in detail (chapter 8). The thesis 
finishes with a more general theoretical chapter, in which sexuality has no 
specific focus anymore, but where the concept of ‘cancer as a psychotrauma’ and 
the subsequent existential task of living with cancer is discussed and translated to 
psycho-oncological therapeutic implications (chapter 9). 

The framework of this thesis grosso modo reflects the path of my own 
professional exercise untill now. I think it still continues. 
 



16  

References 
APA, American Psychiatric Association (2001). DSM-IV-TR. Diagnostic and statistic 

Manual of Mental Disorders. Washington, D.C.: American Psychiatric 
Association. 

Janson, R., Remie, M.E., Maex, E., Visser, A.Ph., Garssen, B.(1996). Meer dan mijn 
kanker [Being more than cancer]. Rotterdam, The Netherlands: Barjestew 
Meeuwes.  

Masters, W.H., Johnson, V.E. (1966). Human sexual response. Boston: Little, 
Brown. 

Kaplan, H.S. (1979). Disorders of sexual desire. New York: Brunner/Mazel. 
Tolstoj, L.. (1886). De dood van Ivan Iljitsj [Smert' Ivana Iljitsja]. Amsterdam (1988), The 

Netherlands: Meulenhoff Nederland b.v.  
Van Basten, J.P., Jonker-Pool, G., van Driel, M.F., Sleijfer, D.Th., van de Wiel, 

H.B.M., Hoekstra, H.J. (1995). The sexual sequelae of testicular cancer. 
Canc Treat Rev 21:479-495.  

Van Basten, J.P., van Driel, M.F., Hoekstra, H.J., Sleijfer, D. Th., van de Wiel, 
H.B.M., Droste, J.H.J., Schraffordt Koops, H., Mensink, H.J.A. (1999). 
Objective and subjective effects of treatment for testicular cancer on 
sexual function. Br J Urol 84:671-678. 

Van Basten, J.P., Jonker-Pool,G., van Driel, M.F., Sleijfer, D.Th., van de Wiel, 
H.B.M., Mensink, H.J.A., Schraffordt Koops, H., Hoekstra, H.J. (1996) 
Fantasies and facts of the testes. Br J Urol 78:576-562. 

Van Basten, J.P., Jonker-Pool, G., van Driel, M.F., Sleijfer, D.Th., Droste, J.H., van 
de Wiel H.BM., Schraffordt Koops, H., Molenaar, W.M., Hoekstra, H.J.. 
(1997) Sexual functioning after multimodality treatment for disseminated 
nonseminomatous testicular germ cell tumour. J Urol 158:1411-1416. 

Vestdijk, S.(1964) De zieke mens in de romanliteratuur [The diseased person in novels]. Delft, 
The Netherlands: Koninklijke Nederlandsche Gist- en Spiritusfabriek nv. 

Vroege, J.A.(1994). Vragenlijst voor het signaleren van Seksuele Dysfuncties (VSD), 5e versie 
[Questionnaire for screening Sexual Dysfunctions (QSD), 5th version]. Utrecht, The 
Netherlands: Academisch Ziekenhuis Utrecht,Afdeling Medische 
Seksuologie/Nederlands Instituut voor Sociaal Sexuologisch Onderzoek. 

Weijmar Schultz, W.C.M., van de Wiel, H.B.M. (1991). Sexual dysfunctioning after 
gynaecological cancer treatment (Thesis). Groningen, The Netherlands: 
Dijkhuizen Van Zanten b.v. 

Wester, F.P.J. (1987). Strategieën voor kwalitatief onderzoek.[Strategies for doing qualitative 
research]. Muiderbergh, The Netherlands: Cotinho.  

 



   

 

 
 

PART  I 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
In Part I of the thesis the consequences of malignant disease for  male sexual 
functioning are at focus. First, a  review of literature between 1975-2000, 
concerning sexuality after treatment for testicular cancer, is offered (chapter 3). 
Thereafter the results of some retrospective studies are presented, where we 
compare sexual outcomes of different treatment modalities, as well as 
differences between two types of cancer (testicular cancer versus malignant 
lymphoma) (chapters 3 and 4). Furthermore, attention has been paid to the 
needs of these male cancer patients for information and support concerning 
sexuality after cancer treatment (chapter 5). Part I concludes with a prospective 
survey study amoung patients with testicular cancer, concerning the time from 
diagnosis up to one year  follow-up (chapter 6). 



  



  

 
Chapter 2 
 
 
 

Review and meta-analysis of  
36 empirical studies between 1975-2000 1 
 

Summary 
Objective: This review summarises results from literature concerning 

sexual functioning after treatment for testicular cancer from 1975-2000.  
Methods: After a literature search in Medline and Psylit was conducted, as well as a 
search for cross-references, a meta-analysis was performed. To describe sexual 
functioning aspects of the sexual response cycle were used: sexual desire, sexual 
arousal, erection and orgasm (Masters and Johnson, 1966; Kaplan, 1979; APA, 
1994), as well as ejaculatory function, sexual activity and sexual satisfaction. The 
number of patients included in the studies, as well as treatment modalities 
concerned, were taken into account.  
Results: A total of 36 relevant studies was screened (28 retrospective and 7 
prospective studies), concerning a total of 2786 cases of testicular cancer. Meta-
analysis revealed that ejaculatory dysfunction was reported most frequently through 
studies, and was clearly related to surgery in the retroperitoneal area. Erectile 
dysfunction was related to irradiation, but reported least frequently. Other sexual 
functions were not related to type of treatment modality. Meta-analysis revealed no 
deterioration of sexual functioning in the course of time, except decrease of sexual 
desire and increase of sexual satisfaction. Retrospective studies reported more sexual 
dysfunctioning than prospective studies. Detailed analysis of separate studies 
however, revealed a wide variation in reported sexual morbidity, as well as in 
assessment-methods.  
Conclusions: Sexual functioning after treatment for testicular cancer receives 
increasing attention in the medical literature. Somatic consequences of disease and 
treatment may reduce ejaculation. But other aspects of sexual functioning are not 
clearly related to disease- or treatment-related factors and may refer to a sychological 
vulnerability caused by confrontation with a life-threatening, genitoury disease, such 
as testicular cancer.  

                                                 
1 This article has been published as: Jonker-Pool, G., Van de Wiel, H.B.M., Hoekstra, H.J., 
Sleijfer, D.Th., Van Driel, M.F., Van Basten, J.-P., Schraffordt Koops, H. (2001) Sexual 
functioning after treatment for testicular cancer-review and meta-analysis of 36 empirical 
studies between 1975-2000. Archives of Sexual Behavior, 30 : 55-74. 



20  

Introduction 
In the western countries testicular cancer is the most prevalent 

malignancy in males aged between 20-40 years (Wingo et al., 1995). Although the 
disease is relatively rare, its incidence has profoundly increased in the past half 
century (Harding et al., 1995; Hoff Wanderas et al., 1995). In northern Europe 
the incidence is 7.5/100.000 inhabitants per year (Adami et al., 1994). In the 
Netherlands the incidence is 4.7/100.000 inhabitants (Visser et al., 1996). 
Incidence rates in non-western countries are much lower (Kenya 0.08/ 100.000 
and India 0.2/100.000 inhabitants) (Zimmerman and Kung’u, 1978; Raina et al., 
1995).  

Generally, two types of testicular cancer are distinguished: 40% 
concerns seminoma tumours (ST) and 60% concerns non-seminoma testicular 
germ cell tumours (NSGCT). The highest incidence rate of seminomas is 
between 30-35 years of age, whereas non-seminomas are mainly diagnosed 
between 25-29 years of age (Hadu, 1979; Hoff Wanderas et al., 1995). Treatment 
is based on the histology of the primary tumour, and on the results of staging 
investigations (Fung and Garnick, 1988; Peckham et al., 1983). In case of a 
seminoma tumour hemi-orchiectomy is followed by radiation therapy (RT). A 
stage I non-seminoma currently is successfully treated by hemi-orchidectomy 
alone, followed by frequent surveillance, the so-called ‘Wait & See’ policy (W&S) 
(Gels et al.,1995). Disseminated disease is currently treated with cisplatin-based 
PCT and resection of only residual retroperitoneal tumour mass (RRRTM). It 
should be noted that formerly a more invasive resection in the abdominal of 
retroperitoneal lymph nodes (RPLND) was performed (Gels et al., 1997). With 
the introduction of cisplatin-based poly-chemotherapy, followed by tumour 
reductive surgery, the survival rate has increased to almost 90% (Gels et al., 
1997).  

This increasing survival rate has advanced the awareness of the long-
term sequelae of diagnosis and treatment. As the disease affects relatively young 
men in their genital area, it may be not surprising that several authors have 
investigated aspects of sexual functioning and fertility after treatment for 
testicular cancer in the past decades. Unfortunately however, it is very difficult to 
make a clear picture based on the outcomes of the existing studies. For instance, 
in the literature loss of sexual desire varies between 2-69% and ejaculatory 
dysfunction even between 17% up to 100%. This wide range of reported 
dysfunctioning makes it difficult to use empirical results as a sound basis for 
patient education and counselling. To create a more comprehensive picture, it 
was decided to perform a meta-analysis on existing data. 
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Methods 
Relevant literature was collected by performing a computer-based 

search (Medline, Psylit) of publications from 1975 up to the end of 1999, with 
the keywords: testicular cancer, cancer of the testicles, sexual functioning, 
sexuality, sexual rehabilitation. As a second step all references given in the 
selected publications were examined. The following aspects of sexual 
functioning, based on Masters & Johnson (Masters and Johnson, 1966; Kaplan 
1979) and the DSM-IV (APA1994) were used to screen the literature: loss of 
sexual desire (libido), male erectile disorder, orgasmic dysfunction (in terms of 
delay or less intense orgasmic joy) and premature, delayed or absent ejaculation. 
Added were some other relevant aspects of sexual functioning, frequently 
mentioned in the literature: sexual activity and sexual satisfaction. A meta-
analysis of the results was performed to obtain insight in the ranges of outcomes 
of the reviewed field, and in eventual sources of heterogeneity. Means were 
weighted for number of patients included per study. To identify trends, 
outcomes of dependent (and co-) variables were simply interrelated across 
studies.  
 

Results 
Entire patient population 
In the literature from 1975, a total of 29 retrospective studies and 7 

prospective studies was found (see Appendix), which concerned respectively 
2437 and 338 cases that could be used for meta-analysis. Statistical analysis of 
the reported data, weighted by the number of patients per study, revealed the 
following mean scores (in rounded percents) on sexual dysfunctioning for the 
entire patient population (outcomes of prospective studies between bars): 
- loss of desire: 20 % (11%) 
- male erectile disorder: 11.5 % (14%) 
- orgasmic dysfunction: 20% (9%) 
- ejaculation disorder: 44 % (51%) 
- decrease of sexual activity: 24% (13%) 
- sexual dissatisfaction: 19% (18%) 
The mean age was 35 (30.3 ) years and the mean follow-up period 6.9 (2.0 ) 
years. The mean response rate was 77 % (88%). For more detailed results, i.c. 
exact percentages, ranges and standard deviations (SD’s), see Table 1; note that 
SD-values of the reported sexual functions are broad, and that ranges vary 
widely between studies. 
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Table 1. Overview of meta-analytic outcomes of 36 reviewed studies    

 
 

 
 

Nr. of 
studies 

Total patients  
n=2775 100%)

 
Range  

Weighted 
mean a  

 
(SD) 

n: 
 

retrospect 
prospect 

29 
 7 

2437    (   88%) 
 338    (   12%) 

16-264 
29-76 

83.4 b 
53.5 b 

(57.6) 
(19.7) 

Age retrospect 
prospect 

24 
  5 

2138    (   88%) 
  248    (   73%) 

20-77    yrs 
17-51    yrs 

34.7 yrs 
30.3 yrs* 

( 4.1) 
( 1.7) 

Follow-up retrospect 
prospect 

24 
 7 

1988     (  82%) 
  338     (100%) 

0.25-
25.5yrs 
0.25-3   yrs 

 6.9  yrs 
 2.0  yrs* 

( 4.2) 
( 1.1) 

Response retrospect 
prospect 

25 
 5 

2101     ( 86%) 
  248     ( 73%) 

43-100 % 
60-100 % 

76.6 % 
87.9 %* 

(15.8) 
(18.4) 

Desire           
                     

retrospect 
prospect 

15 
  4 

1521    ( 62 %) 
  147    ( 43 %) 

  2-69  % 
10-13  % 

19.6 % 
11.2 %* 

(16.5) 
(  1.5) 

Erection  
                

retrospect 
prospect 

20 
  6 

1792    (  74%) 
  239    (  77%) 

 0-35.2% 
 0-29   % 

11.5 % 
13.8 % 

(10.7) 
(11.5) 

Orgasm retrospect 
prospect 

13 
  2 

1251    (  51%) 
    71    (  21%) 

 0-53   % 
 9%- ? ? 

19.8 % 
  9.0 %* 

  (13) 
- 

Ejaculation retrospect 
prospect 

19 
  5 

1836    (  75%) 
  239    (  71%) 

17-100 % 
30-   81% 

44.2 % 
51.3 %* 

(24.5) 
(19.4) 

Sexual 
Activity 

retrospect 
prospect 

  10 
  1 

  990    (  41%) 
    31    (    9%) 

13 - 40 % 
13%- ?? 

24.2 % 
13    %* 

  (6.8) 
- 

Sexual 
Dissatis-
faction 

retrospect 
prospect 

16 
  2 

1400    (  57%) 
    93    (  28%) 

4 - 38 % 
18%- ?? 

19.1 % 
18.0 % * 

(10.3) 
- 

Indicated are the number of studies in which the concerning variable was reported and the nr. of 
patients included in these studies 
a Weighted mean: mean score of total of studies, weighted by sample-sizes of the studies involved; 
b Mean of nr. of patients not weighted by nr. of patients;   
* Using t-test to compare means of retro- and prospective studies; all means, except concerning 
erectile dysfunctions, were significant different, p< 0.001 
 

Outcomes of specific treatment-modalities 
 The study of outcomes of specific treatment modalities is important, 
because it may highlight differences in sexual morbidity. In part of the studies 
outcomes specified per treatment modality were reported. This concerned about 
half of the patients included in retrospective studies (n=1311 out of a total 
n=2437) (Table 2). Only three out of seven prospective studies reported 
outcomes specified according to treatment modality; because of this low number 
the outcomes of these studies cannot be compared. Despite wide ranges and 
standard deviations (SD) in reported data concerning sexual dysfunctioning, 
meta-analysis revealed significant differences between treatments with respect to 
all sexual variables. The following mean scores (in rounded percents) were found 
per specific treatment modality (for more detailed results, i.c. exact percentages, 
SD’s, ranges and number of observations, see Table 2). 
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Surveillance (concerning 4 studies, n=108):  
- loss of desire: 25 % 
- male erectile disorder: 7 %  
- orgasmic dysfunction: 24 % 
- ejaculation disorder: 16 % 
- sexual activity: 11%  
- sexual dissatisfaction: 8% 

Compared to the entire patient population relatively high percentages of loss of 
sexual desire and orgasmic disorders were reported, especially if we take in 
account that, medically spoken, orchidectomy followed by surveillance is the 
least invasive treatment modality. As to be expected, relatively little (but still 
some) ejaculatory dysfunctioning was reported.  
 
Radiotherapy (RT) (concerning 9 studies, n=417):  

- loss of desire: 14% 
- male erectile disorder: 25%  
- orgasmic dysfunction: 23% 
- ejaculation disorder: 40%  
- sexual activity: 29% 
- sexual dissatisfaction: 16% 

The results revealed that irradiated patients reported the highest rate of erectile 
disorders and the lowest rate of loss of desire, compared to the other treatment 
groups.  
 
Chemotherapy (PCT) (concerning 6 studies, n=160):  

- loss of desire: 25 % 
- male erectile disorder: 11 %  
- orgasmic dysfunction: 28 % 
- ejaculation disorder: 28 % 
- sexual activity:34 %  
- sexual dissatisfaction: 15 % 

Treatment with PCT resulted in a rather 'average' pattern of sexual disorders. 
The outcome of ejaculatory dysfunctioning was lower compared to patients 
treated by RT, whereas the outcome of reduced sexual activity was relatively 
high compared to the mean score for the entire population.  
 
PCT + surgery (retroperitoneal lymph nodes, RPLND, or residual tumour mass, 
RRRTM) (concerning 9 studies, n= 404): 
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- loss of desire: 13 %  
- male erectile disorder: 11 %  
- orgasmic dysfunction: 22 % 
- ejaculation disorder: 62 % 
- sexual activity: 29 % 
- sexual dissatisfaction: 20 % 

Like PCT alone, PCT + surgery also resulted in a rather average pattern of 
reported sexual dysfunctioning. As expected, patients treated by surgery in the 
abdominal area reported a dramatic much higher rate of ejaculatory 
dysfunctioning compared to patients treated by PCT alone. With respect to 
these studies it must be noted that surgical therapeutic principles have evoluated 
since the introduction of cisplatin in 1977, and that the extensity of surgery has 
evolved from very radical to more concise. The effect is that in older studies 
concerning PCT + surgery patients reported more ejaculatory dysfunction than 
in more recent studies. However, the most striking result in this group of 
patients can be seen on the reported loss of sexual desire: the combination of 
two invasive treatment modalities leaded to less reported loss of sexual desire 
(13%) than either PCT (25%) or abdominal surgery alone (66%). 
 
Retroperitoneal lymph node dissection (RPLND) (concerning 6 studies, n=193): 

- loss of desire: 66 % 
- male erectile disorder: 10 %  
- orgasmic dysfunction: 11 % 
- ejaculation disorder: 81 % 
- sexual activity: 0 % 
- sexual dissatisfaction: not reported 

As Table 2 shows, studies about sexual outcomes after RPLND-alone reported a 
very high percentage of ejaculation disorder, probably due to the very radical 
surgical procedures used in the period that RPLND-alone was the common 
intervention. Especially bilateral RPLND implicated the risk for retrograde 
ejaculation (e.g Bracken, 1976; Nijman et al., 1987). The high outcome of 
reported loss of sexual desire in this subgroup of RPLND-treated patients (6 %) 
needs to be interpreted with caution, as this outcome could be based on only 
two studies (one of them used very small subgroups, Gritz et al., 1989, and the 
other used rather vague assessment methods, Nijman et al., 1987). 
 
PCT+RPLND+RT (concerning 1 study, n=26): 
One study (Fossa et al., 1988) offered specified data concerning this combined 
treatment. The results are depicted here only to provide a picture 'as complete as 
possible’, but will not be taken into account in the discussion.  
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- loss of desire: not reported 
- male erectile disorder: 24%  
- orgasmic dysfunction: 55% 
- ejaculation disorder: 60% 
- sexual activity: not reported 
- sexual dissatisfaction: not reported 

 
 The total means across the specified treatment modalities in Table 2 
were 2-7% higher compared to the general means presented in Table 1 (29 
retrospective studies, irrespective of treatment modality). Between treatments 
there appeared to be significant differences in reported sexual functioning (Table 
3, lowest row); it must be noted that the number of patients included per sexual 
variable is not fixed (due to the fact that the studies vary in their report of sexual 
variables). Taking in account this variability the following image emerges: 

- loss of desire appeared to be relatively high in patients treated by 
Surveillance and PCT-alone (both groups 25%) 

- loss of erection was generally low, but highest in patients treated with 
RT (25%) 

- reduced orgasm was relatively low in patients treated with RPLND-
alone (11%) 

- ejaculatory problems were very high (62-81%) in patients treated with 
surgery ± PCT, but were also reported by 40% of patients from studies 
concerning RT  

- reduced sexual activity was relatively low especially in patients treated 
with Surveillance (but still 10.5%)  

- sexual dissatisfaction generally was reported less frequent than sexual 
dysfunctioning (<20%), and the least by patients treated with 
Surveillance (7.5.%) 

 
 Interrelations 
 Interrelations between outcomes of sexual functioning across studies 
were moderately high (Table 3), especially between desire and erection,. desire 
and sexual dissatisfaction, and  erection and orgasm (Rho resp. 0.74, 0.72,  and 
0.77, p<0.001), as well as, to some lesser degree, between erectile dysfunctioning 
and dissatisfaction (Rho 0.60, p=0.039). But their was also a moderately strong 
relationship between sexual activity vs desire, erection and orgasm ( Rho 0.67, 
p=ns, Rho 0.59, p=0.097, and Rho 54, p=ns). However, it should be noted, in 
the presence of high interrelations, that erectile dysfunctioning was reported 
much less frequent compared to the other variables.  
Interestingly, especially ejaculatory functioning, although the most prevalent 
sexual dysfunction, was hardly at all related to the subjective reports of the other 
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functions (Rho’s between 0.03 and 0.13, ns). Interrelations, with ejaculation 
excluded, revealed an a-value of 0.79 across the studies. In general reported 
sexual desire and sexual activity contributed most to the a-value across studies, 
and reported orgasmic failure least. The age of the respondents was hardly 
related to reported sexual functioning, except for orgasm (Rho 0.54, p=0.08), 
and to a lesser degree ejaculation (Rho 0.33, p=ns). Follow-up period also 
seemed not related to reported sexual functioning. Interestingly, interrelations 
with publication year all except one were positive, which means that respondents 
tended to report more problems in more recent studies, except where it 
concerned ejaculatory problems: those were evidently reported less in more 
recent studies (Rho –0.43).  
 
 
Table 3. Correlations between outcomes of available variables of  36 studies 

 Desire Erection Orgasm Ejaculate Activity Dissatisf Age F.up 
     
Desire 

 
1. 

 
 

 
 

 
 

 
 

 
 

 
 

 
 

Erection  0.74* 1.       
Orgasm 0.18 0.77* 1.      
Ejacu- 
lation 

0.13 0.03 0.07 1.  
 

 
 

 
 

 
 

Activity 0.67 0.59** 0.54 0.07 1.    
Dissatis- 
faction 

0.72* 0.60** 0.24 -0.12 0.48 1   

Age 0.19 -.020 0.54** 0.33 -0.32 0.02 1.  
Foll.-up - 0.06 0.10 -0.15 0.16 -0.02 -0.18 0.11 1. 

(Spearson’s rho significant if * p <0.001, ** p<0.05) 
 
 

 Discussion 
 The aim of this study was to review literature concerning sexual 
functioning after treatment for testicular cancer. Included the year 1999, 36 
studies (29 retrospective and 7 prospective studies) could be found and were 
analysed. This concerned over 20 studies more than quoted by Heidenreich 
(Heidenreich and Hofman, 1999), who suggested that concerning testicular 
cancer ‘there is only a limited number of research data available with regard to 
sexual and marital satisfaction of the patients’. Besides aspects of the sexual 
response cycle in terms of disorders as described in DSM-IV (APA,1994), 
absence of ejaculation, reduced sexual activity and sexual dissatisfaction were 
taken into account in screening and describing outcomes of the reviewed 
studies.  
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 In general, the reviewed studies varied widely in variables and 
treatments included, and also in reported sexual morbidity. Furthermore 
comparison of outcomes was hindered because different research methods were 
used, and only a limited number of studies used standardised questionnaires, or 
healthy/patient comparison groups (see Appendix). Therefor we performed a 
meta-analysis in which the number of patients per study, as well as the type(s) of 
treatment was taken into account.  
Erectile dysfunctioning was reported least frequently (mean 11.5% in available 
retrospective studies and 14% in prospective studies), and ejaculatory 
dysfunctioning most frequently (mean 44% in retrospective, and 51% in 
prospective studies). With respect to specific treatment modalities it appeared 
that erectile dysfunction, although not frequently reported, was clearly related to 
irradiation therapy. Ejaculatory dysfunction was straightforwardly connected 
with surgical techniques concerning retroperitoneal lymph node dissection, 
disrupting important nerve-fibres (i.e. retrograde ejaculation). In view of this 
high mean rate it may be promising that in more recent studies, in which more 
focal surgical techniques are used adjunct to effective cisplatin-based 
chemotherapy (resection of residual retroperitoneal tumour mass, RRRTM 
+PCT) less ejaculatory dysfunctioning is reported (Wood et al., 1992; Tekgul et 
al., 1994; Gels et al., 1997).  
 There was a relative independence of reported sexual functioning and 
age of respondents. Furthermore there is no clear relationship between follow-
up periods and sexual functions. Although prospective studies offered not 
enough data for statistical comparison, generally retrospective studies showed 
higher rates of sexual morbidity than prospective studies. This suggests the 
presence of a response bias: retrospective questioning triggers another type of 
response compared to prospective follow-up research (Fichten et al., 1991). 
 
 At first glance, these contradictory findings, as well as the wide ranges 
of outcomes, seem to preclude definite conclusions concerning sexual morbidity 
after treatment for testicular cancer. However, if  we make a distinction between 
a physiological and a psychological perspective, a comprehensible pattern can be 
detected. Looking at the sexual responses that are perceived as (at least partially) 
physiological phenomena (erection and ejaculation) we see, as could be expected, 
that these dysfunctions indeed are clearly related to treatment modalities that 
directly effect the nerve systems and/or innervation (RT and 
RPLND/RRRTM), whereby erectile dysfunctioning generally is the least 
reported problem. At the other hand, the medically and physiological least 
invasive treatment (Surveillance) indeed leads to the lowest rate of these two 
problems. This means that the physiological domain shows a high level of 
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consistency. But: if we look at the sexual responses that are perceived as 
predominantly psychological and behavioural phenomena (sexual desire, orgasmic joy, 
sexual activity and satisfaction) another, but totally different pattern can be 
detected. All treatment modalities reported a decrease of sexual desire, orgasmic 
intensity, sexual activity and sexual satisfaction, whereby patients treated by the 
medically relatively lower-invasive treatment reported higher sexual morbidity 
compared to more invasive treatments, e.g. data of patients treated by ‘Wait and 
See’ (orchidectomy alone), or PCT-alone compared to PCT+surgery.  
 This indicates that changes in sexual functioning after testicular cancer 
treatment on a psychological level are relatively independent from physiological 
changes, caused by factors such as the stage of disease and influences of 
treatment-type. Interrelations also underscored the distinction between physical 
and psychological effects of cancer treatment: reported sexual functions where 
strongly interrelated, except for ejaculation. Also interesting is the recurrent 
result that reported sexual dissatisfaction is much lower than reported sexual 
dysfunctioning. May it be that men change their sexual satisfaction-values after 
having experienced a life-threatening genitor cancer (Jonker-Pool et al., 1997)? 
All this suggests that the aspects of sexual functioning that are predominantly 
mediated by cognition, perception and emotion (subjective sexual experiencing 
and sexual motivation) may become affected by the psycho-traumatic experience 
of having cancer, and not by physiological factors per se (Jonker-Pool et al., 
1997; Van Basten et al., 1997; Van Basten et al., 1999). This result replicates 
findings in a female population of women who were treated for gynaecological 
cancer (Weijmar Schultz et al., 1993).  
 Outcomes of this study reveal that future research should, at the one 
hand, take into account the effects of specific treatments, to address the risk of 
physiological sexual morbidity. At the other hand future medical studies should 
not focus only on biological-medical causes in phenomena that are bio-
psychosocially regulated by there very nature (Bancroft, 1989). Fortunately there 
is a trend to a more comprehensive research attitude. When we take into account 
the publication year of the studies it appeared that older studies tended to stress 
more biological-organic sequelae of testicular cancer, while the more recent 
studies also paid attention to psycho-social issues related to sexuality, such as 
marital relationship and subjective sexual distress (Schover and Von 
Eschenbach, 1985; Hannah et al., 1992; Fossa et al., 1988). 
 When the trends found in this meta-analytic study appear to be correct, 
this includes important suggestions for the coaching of patients. Patients can be 
accurately informed about the physiological-sexual risks to be expected after 
specific treatment, as well as about the psychological-sexual vulnerability that may 
evolve due to the intrinsic actual and symbolic danger where it concerns a  
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genital tumour at a relatively young age. Adequate information and support may 
prevent, or reduce, unnecessary sexual and relational anxiety and suffering. 
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Chapter 3 

 
 

Sexual functioning after treatment for 
testicular cancer:  
comparison of treatment modalities 1 

 
 
 
 Summary 
 Background: This retrospective study evaluates changes in sexual functioning 
after treatment for testicular cancer and investigates whether there is a relationship 
with different treatment modalities. 
Methods: A self-report questionnaire was sent to 337 men who had been treated for 
testicular cancer at the University Hospital Groningen between 1977 and 1994. Medical 
information was obtained from the patient records. 
Results: Response rate: n=287 (85%), patients included n=264 (78%). Mean age at 
follow-up: 37.7 (range 17-71) years. Mean follow-up period 6.7 (range 0.25-18) years. 
Decrease in sexual functions was reported by 40% of patients (decrease in libido 19%, 
arousal 12%, erection 12.5%, orgasm 19% and  ejaculation 26%). Moreover, 23.5% 
reported decreased sexual activity and 12.5% was dissatisfied about sexual functioning. 
Patients with stage II-IV non-seminoma who had been treated by polychemotherapy 
(PCT) with or without resection of residual retroperitoneal tumor mass 
(PCT±RRRTM) reported a significantly sharper decrease in sexual functioning than 
patients who had been followed by a wait-and-see policy (W&S, stage I non-
seminoma). It was remarkable that patients treated by PCT alone reported sharper 
decreased sexual functioning than patients treated by PCT+RRRTM. Patients treated 
by radiotherapy (stages I-IIA seminoma) did not differ significantly from the W&S 
group.  
Conclusion: Testicular cancer patients are at risk for reduced sexual functioning, 
especially when treated by chemotherapy, with or without resection of residual tumor. 
Although chemotherapy may influence somatic aspects of sexual functioning, it 
appears that psychological factors arising from the confrontation with testicular cancer 
play a strongly mediating - if not determining - role.  

                                                 
1 This article has been published as: Jonker-Pool, G., van Basten, J.P., Hoekstra, H.J., van 
Driel, M.F., Sleijfer, D.Th., Schraffordt Koops, H., and van de Wiel, H.B.M. (1997). Sexuality 
after testicular cancer treatment - comparison of treatment modalities. Cancer 80: 454-464. 
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Introduction 

 Although testicular cancer is a rare form of cancer, there is an increasing 
incidence in the industrialized countries and it is one of the most common 
malignancies among young men (Adami et al, 1994; Mostofi, 1973).  The tumor is 
chiefly found in young men aged between 25 and 35 years, in their sexually most 
active years. The incidence in the Netherlands is 4.7 / 100.000 (Visser et al, 1996). 
It is important to evaluate the extent to which sexual and fertility problems occur, 
because almost 90% of these patients can - often after intensive treatment - be 
cured completely (Fossa et al, 1988).  
Within the field of oncology there is an increasing attention to sexual problems 
resulting from illness and the associated treatment modalities (Andersen, 1985; 
Auchincloss, 1989, 1991; Schover and Jensen, 1988; Weijmar Schulz et al, 1990; 
Weijmar Schultz and Van de Wiel, 1991). In testicular cancer patients, much 
attention has been focused on the possible physiological consequences on overt 
sexual behaviour (erection, coitus and ejaculation). It is only during the past decade 
that the evaluation of sexuality in terms of its more subjective aspects (libido, 
arousal, orgasm and satisfaction) (Bancroft, 1984; Masters and Johnson, 1966; 
Kaplan, 1979) have entered the discussion (Aass et al, 1993; Gritz et al, 1989; 
Moynihan, 1987; Rieker et al, 1985, 1989; Schover and Von Eschenbach, 1985; 
Schover et al, 1986; Stoter et al, 1989; Tinkler et al, 1992). 
 Data on sexual functioning after treatment for testicular cancer vary 
widely and only a few studies analyzed the results of sexual functioning in 
connection with the treatment applied. However, comparison of outcomes is 
difficult due to lack of conformity regarding treatment regimens, composition of 
the patient groups and research questions in the various studies. For example, in 
some studies a major risk factor for sexual dysfunctioning was found to be 
irradiation (Schover and Von Eschenbach, 1985, Schover et al, 1986; Tinkler et al, 
1992; Rieker, 1989), in others this concerned especially chemotherapy (Bloom et al, 
1993; Gritz et al, 1989; Nijman et al, 1988). Some studies assume that there are no 
differences between different treatment groups (Aass et al, 1993; Kaasa et al, 1991). 
One study found no differences between irradiated patients and patients under 
surveillance only, but significant differences with healthy controls (Rieker et al, 
1989), whereas in another study there were no significant differences between 
patients under surveillance and healthy controls (Blackmore, 1988). Therefore it is 
not quite clear whether and to what extent physiological consequences of a 
particular treatment, or emotional and cognitive consequences, influence sexual 
functioning.
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 To gain better insight into possible changes in the subjective experience 
of sexuality after confrontation with testicular cancer, as well as into the 
influence of various treatment modalities, a study was performed on patients 
who were treated for testicular cancer at the University Hospital Groningen 
between 1977-1994. In this study the following two questions played a central 
role: 1) To what extent does confrontation with testicular cancer and/or its 
treatment lead to changes in sexual functioning; and 2) To what extent are there 
differences in sexual functioning after treatment between the various treatment 
groups. 
 
 Treatment-related biological-organic influences on sexual functioning 
 To examine the extent to which biological-organic aspects relevant for 
sexual functioning may become disturbed after treatments for testicular cancer, an 
extensive literature study was performed on the possible hormonal, vascular or 
neurological changes (Van Basten et al, 1995). In summary, this led to the 
following conclusions. 
 After unilateral orchidectomy decreased testosterone levels were found in 
5-34% of patients, probably due to pre-existing abnormalities in the remaining 
testicle (Berthelsen et al, 1983; Hansen et al, 1989; Nijman et al, 1985; Willemse et 
al, 1983). However normal sexual functioning is possible even with very low serum 
testosterone levels (6-12 nmol/l) (Buena et al, 1993; Gooren, 1987), and it has been 
shown that erection can still occur even after castration (Greenstein et al, 1995; 
Heim, 1981). The exact consequences of subnormal testosterone levels on orgasm 
and ejaculation are current topics of discussion (Bancroft, 1994; Buena et al, 1993; 
Carani et al, 1992).  
 Radiotherapy may decrease Leydig cell functioning in the remaining 
testicle (Fossa et al, 1980; Von Eschenbach, 1980; Ogilvy-Stuart and Shalet, 1993) 
or testosterone production (Tomiç et al, 1983; Fossa et al, 1986).  Although the 
penile blood vessels lie outside the radiation field, erectile dysfunction may be 
related to radiation damage to the small blood vessels and nerves that regulate the 
penile blood supply (Bergman et al, 1984; Goldstein et al, 1984; Swanson, 1981).  
 Polychemotherapy (PCT) may decrease testosterone levels by Leydig cell 
damage within the remaining testicle (Swanson, 1981), or by hyperprolactinaemia 
(El-Beheiry et al, 1988).  However, Leydig cell dysfunction probably is temporary 
(Aass et al, 1991). Erectile dysfunction may be related to PCT induced vascular 
damage (van Driel et al, 1994; Roth et al, 1988;  Stoter et al, 1989; Vogelzang et al 
1981). In addition, theoretically, decreased ejaculation, erectile dysfunction or 
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orgasmic difficulties may also be related to PCT-induced peripheral neuropathy 
(Roth, 1988; Stoter et al, 1989). 
 Among patients treated by resection of residual retroperitoneal tumour 
mass following PCT (PCT+RRRTM), 6-30% reported ejaculatory disturbances 
(Aprikian et al, 1994; Jones et al, 1993; Sheinfield and Bajorin, 1993;Tekgul et al, 
1994; Wood et al, 1992).  It is unknown whether retrograde ejaculation has a 
negative influence on the intensity of orgasm(Rosen and Beck, 1988). In the case 
of reduced orgasmic intensity in cases treated by PCT and RRRTM, probably not 
the retrograde ejaculation, but PCT is the responsible agent (Nijman et al, 1982, 
1988). Because the parasympathetic nerve tracts which regulate erection lie outside 
the area of RRRTM, the same may be true in the case of erectile disturbances after 
PCT+RRRTM. 
 
 
 Methods 
 Patients and treatments: All patients who had been treated for a malignant 
testicular germ cell tumour between 1977-1994 at the University Hospital 
Groningen and who were still alive, were approached by means of a written 
questionnaire (n=337). The patients were informed about the use of the data by a 
covering letter wherein it was emphasized that non-response would not affect 
treatment. On a separate form patients could indicate whether they wished to 
receive information about the results of the study. Permission to perform the study 
had been obtained from the Medical Ethical Committee.  
 Two histological types of testicular tumour were distinguished: seminoma 
(ST) and non-seminomatous testicular tumours (NSGCT), ST generally being 
diagnosed at a later age (40-50 years) than NSGCT. Patients were staged according 
to the Royal Marsden Hospital Staging Classification, as follows (Peckham et al, 
1983): Stage I: no metastases evident outside testis; Stage II:  infradiaphragmatic 
nodal metastasis (IIA:< 2 cm; IIB:2-5 cm; IIC:> 5 cm); Stage III: 
supradiaphragmatic nodal metastases (A,B,C, as for stage II); and Stage IV: 
extradonal metastases; (abdominal status as for Stage II). 
 All patients underwent orchidectomy. Patients with NSGCT stage I were 
treated by orchidectomy alone and entered an intense outpatient follow-up policy 
('Wait & See', W&S), consisting of physical check-ups, screening for elevated 
tumormarkers and CT-scanning (Gels et al, 1995). Patients with metastasized 
NSGCT (stage II-IV) receive four induction courses of PCT: cisplatin in 
combination with vinblastine and bleomycin (PVB), or with etoposide instead of 
vinblastine (BEP) (Einhorn, 1990). At the Groningen University Hospital 
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polychemotheray was applied since 1976 (Gelderman et al, 1988; Stoter et al, 
1979). If there was any residual retroperitoneal tumour tissue, surgical resection 
followed subsequently (Aprikian et al, 1994; Donohue et al, 1995). Patients with ST 
stage I or IIA received radiotherapy in a dose of 25-30 Gy to the ipsilateral para-
aortal and para-iliac lymph nodes (Horwich and Dearaley, 1992 Marks et al, 1991). 
Patients with ST stage IIb-IV also received four courses of PVB or BEP, but 
without additional surgical intervention (Stoter et al, 1979). 
Design: From a medical point of view, treatment within the W&S condition is not 
as far-reaching as that within the other conditions: after orchidectomy, the patients 
only have to attend regular outpatient check-ups. Therefore, to evaluate the 
possible influence of the treatment modality (RT, PCT or PCT+RRRTM), the 
W&S group formed a very acceptable control group. 
Questionnaire: Because there were no adequate validated questionnaires available, a 
questionnaire was designed in which patients could indicate the extent to which 
they felt their sexual functioning had changed after treatment for testicular 
cancer. Questions concerned: decrease of sexual response (libido, sexual arousal, 
erection and orgasm); decrease, absence, retarded or premature ejaculation; 
decrease of sexual satisfaction; changes in sexual activities; changes in the value 
of sexuality because of the confrontation with testicular cancer and its treatment. 
In addition, demographic variables were inquired (age, relationship, education, 
religion and work) and patients were asked if there were any other abnormalities 
besides testicular cancer. The questionnaire comprised a total of 31 items. Data 
on the independent variables (tumour type: NSGCT/ST and treatment: W&S, 
RT, PCT, PCT+RRRTM) were obtained from the medical records. 
Scoring: Changes in sexual response functions and in sexual satisfaction could be 
indicated on a 4-point scale ('no change at all': score 0, to 'sharp decrease': score 3). 
Ejaculatory problems could be indicated as to early, to late, decreased, or 
completely absent. Changes in sexual activity were measured by combining the 
questions on sexual activity before the diagnosis and in the present situation; in this 
way, a 7-point scale was obtained, from 'sharp decrease' (score -3) to 'sharp 
increase' (score +3). Changes in the value of sexuality could be indicated on a 5-
point scale, from 'has become far less important' (score -2) to 'has become much 
more important' (score +2). 
Statistical analysis: To portray the clinical relevance of the results in interpretive 
percentages, the raw scores for the above-mentioned dependent variables were 
combined. Four-point scales were dichotomized into two categories: the scores 0 
and 1 (no change and slight change), and the scores 2 and 3 (moderate change and 
sharp change) were taken together. Because premature, or retarded ejaculation was 
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indicated by only 13 patients (5%) the results of these items are described briefly, 
but not used in analyses. To get comparable outcomes reduced ejaculation was 
scored 2 and complete absence was scored 3. Variables for which the patient was 
asked to indicate the amount of change were reduced to three categories: decrease, 
no change and increase in the relevant aspect. To present the average outcomes of 
the various scales in a comparable manner, the raw scores were standardized on a 
scale from 0 to 10. To analyze the differences between the various treatment 
groups, means and standard deviations of the raw scores were used. (Chi square- 
or Mann-Whitney U test for categorical variables, and Student's T or ANOVA for 
continuous variables.) A p-value <0.05 was considered to be significant. 
Correlations were calculated using Spearman's Rho. 
 
 Results 
 Response 

 The questionnaire was returned by 287 patients (response rate, 85%). 
Those who did not have complete medical data (n=9, 2.7%), or had no standard 
treatment (n=5, 1.5%), or had bilateral testicular cancer (n=9, 2.7%) were 
excluded. A total of 264 patients (78%) remained for further analysis. 

  
Patient characteristics 

 Table 1 overviews the patient characteristics (n=264, 78%). There were 
no significant differences in mean age and mean follow-up between included and 
not-included (n=23, 6.8%) and non-respondent patients (n=27, 8%). From the 
total of 264 patients, 59 had stage I NSGCT including the wait-and-see policy 
(W&S, 22.5%), 41 had ST and followed by 25-30 Gy adjuvant radiotherapy (RT, 
15.5%), 42 had a disseminated NSGCT and were treated by PCT (16%), another 
122 PCT-patients received adjuvant surgery (PCT+RRRTM, 46%). 
At time of the study the mean age of the total patient group was 37.7 (range 17-71, 
SD 9.7) years. The mean age of the patients treated wit RT (all ST) was 43.4 years, 
which was over 9 years more than that of the W&S group (34.2 years). The four 
treatment groups differed significantly in mean age (p=0.0001). The mean follow-
up period was 6.7 (range 0.25-17.7, SD 4.4) years; the four groups differed 
significantly on this aspect (p=0.000). The mean follow-up period in the W&S 
group (4.4 years) was much shorter compared to the PCT group (7.1 years) or the 
PCT+RRRTM group (8.7 years). This can be explained by the fact that about a  
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Table 1. Patient & treatment characteristics  
 

 
 

Total 
 
n=264 
(100%) 

W&S 
 
n=59 
(22.) 

RT 
 
n=41 
(15.%) 

PCT 
 
n=42 
(16%) 

PCT+ 
RRRTM 
n=122 
(46%) 

 
 
 
sign.p 

Age (SD) 
Follow-up 

37.7  (9.7) 
6.7    (4.4) 

34.2 (9.8) 
 4.4  (3.2) 

43.4(10.5) 
 3.8  (2.2) 

38.9(9.8) 
 7.1(3.5) 

36.9(8.5) 
 8.7 (4.6) 

0.0001a 
0.0000a 

Partner: 
  no (%) 
  yes    

 
 28  (10.5) 
236 (89.5) 

 
   5  (8.5) 
 54 (91.5) 

 
  5    (12) 
36    (88) 

 
  5   (12) 
37   (88) 

 
  13 (11) 
 109(89) 

 
 
nsb 

Work: 
  no (%) 
  yes 
  other  

 
    2    (8) 
219   (83) 
  24    (9) 

 
  5  (8.5) 
49   (83) 
  5  (8.5) 

 
  7 (17,5) 
28    (68) 
  6 (14.5) 

 
  2    (5) 
35   (83) 
  5   (12) 

 
  7 (5,5) 
107(88) 
  8 (6.5) 

 
 
 
nsb 

Education: 
  lower(%) 
  middle 
  high  

 
   64  (24) 
133 (50.5) 
  67 (25.5) 

 
17  (29) 
28  (47) 
14  (24)  

 
10 (24.5) 
16    (39) 
15 (36.5) 

 
  9(21.5) 
28(66.5) 
  5   (12) 

 
28  (23) 
61  (50) 
33  (27)  

 
 
 
nsb 

Religion: 
  no (%) 
  yes   

 
161  (61) 
103  (39) 

 
42  (71) 
17  (29) 

 
28   (68) 
13   (32) 

 
24   (57) 
18   (43) 

 
67  (55) 
55  (45) 

 
nsb 

Other  
diseases: 
  no (%) 
  yes 

 
 
215  (81.5) 
  48    (18) 

 
 
53 (90) 
  6 (10) 

 
 
32  (78) 
  9  (22) 

 
 
32  (76) 
10  (24) 

 
 
99  (81) 
23  (19) 

 
 
nsb 

W&S: intensive regular outpatient check-ups (Wait & See); RT: radiation therapy; PCT: 
polychemotherapy; RRRTM: resection of residual retroperitoneal tumormass; a ANOVA  b 
Chi2 ns:not significant when p>0.05 
 

quarter of patients originally in the W&S condition develops metastases during 
follow-up and subsequently receives PCT (Einhorn, 1990). 
 

 The majority of patients had a partner (n=236, 89.5%) and was employed 
(n=219, 83%), there were no significant differences between the four treatment 
groups regarding these and other demographic variables. Other diseases besides 
testicular cancer were reported by 48 patients (18%). There were no significant 
differences between the four treatment groups, although  
the W&S group reported fewer other diseases (n=6, 10%) than in the other groups 
(RT n=9, 22%; PCT n=10, 24.5%; PCT+RRRTM n=23, 19%). The most 
frequently mentioned diseases as mentioned by the patients were: back pain (4x), 
stomach complaints (4x), Peyronie's disease (2x), cardiac problems (2x) and general 
fatigue (2x).



46 

Changes in sexual functioning in the total group 

 Table 2 provides information about the reported incidence of post-
treatment decreased sexual response (libido (a), arousal (b), erection (c), orgasm 
(d)), decreased ejaculation (e) and sexual dissatisfaction (f), as well as changes in 
sexual activity (g) and the value of sexuality (h). Libido loss was  
reported by 51 patients (19%), reduced arousal by 32 (12%), reduced  
erection by 33 (12.5%) and reduced orgasm by 50 (19%). Retarded ejaculation 
was mentioned by only one patient from the PCT+RRRTM-group, premature 
ejaculation was reported overall by 16 patients (total group 4.5%: W&S 5%, RT 
5%, PCT 7%, PCT+RRRTM 3.5%). Owing to the low incidence of these 
problems, they will not be analyzed any further. Decrease or absence of 
ejaculation was reported by 68 patients (26%); complete absence was exclusively 
mentioned by patients treated by PCT+RRRTM. A total of 77 patients reported 
a reduction of one or more aspects (a-d) of the sexual response (29%) 
(ejaculation included 106 patients (40%) reported reduction of one or more 
functions).  
 Thirty-three patients (12.5%) were dissatisfied about their sexual life 
since treatment. This mainly concerned patients who reported reduction of two 
or more sexual functions (16 patients, 49% of this group). One third of the 
patients reported a change in sexual  
activity (n=89, 34%: decrease 23.5%, increase 10.5%). Changes in the value of 
sexuality were reported by almost a quarter (n=58, 22.5%: decrease 7.5%, 
increase 15%). Besides outcomes of the total population Table 2 also gives an 
overview of the outcomes per treatment modality. 

  
Comparison of the various treatment groups 

 Table 3a presents the results of a comparison between the W&S group 
versus the other treatment modalities (RT, PCT and PCT+RRRTM). Owing to 
the fairly wide variation in mean age between the various treatment groups, not 
only the Mann-Whitney U test was used, but also ANOVA corrected for age. 
In Table 3b the standardized mean scores of the various treatment modalities 
are presented. 
 The scores in the group treated by RT were generally higher than those 
of the W&S group, but only the scores for sexual activity were significantly 
different. In the group treated by PCT, the scores were considerably higher 
than in the W&S group. Significant differences were found for almost all 
variables using the non-parametric tests, but application of ANOVA corrected for 
age showed significant differences only for decreased libido, orgasm, ejaculation 
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and for the index of the cumulative scores and changes in sexual activity. The 
scores in the group treated by PCT+RRRTM were generally much higher than 
those in the W&S group; it was surprising that on all points, the scores in this 
group were lower than those in the PCT group. After correction for age, 
differences between this group and the W&S group were significant for ejaculation, 
the index of the cumulative scores, sexual dissatisfaction and changes in sexual 
activity. In addition, ejaculation in this group differed significantly from that in the 
RT and PCT groups (vs. RT p=0.000; vs. PCT p=0.002; data not shown). 
 
 
Table 2. Changes in sexual functioning  
 

 
 

Total 
 
n=264 
n(%) 

W&S 
 
n=59 
n(%) 

RT 
 
n=41 
n(%) 

PCT 
 
n=42 
n(%) 

PCT+ 
RRRTM 
n=122 
n(%) 

a. Libido   decreased 51  (19) 7 (12) 9    (22) 13 (29.5) 23   (19) 
b. Arousal  decreased 32  (12) 3   (5) 7    (17)  6 (14.5) 16   (13) 
c. Erection decreased 33(12.5) 2(3.5) 6 (14,5)   7   (17) 18   (15) 
d. Orgasm   decreased 50  (19) 7 (12) 6 (14.5) 12 (28.5) 25 (20.5) 
e. Ejaculate: decreased 
              absent 
              total 

37  (14) 
31  (12) 
68  (26) 

4   (7) 
- 
4   (7) 

6 (14.5) 
-  
6 (14.5) 

 9 (21.5) 
- 
9  (21.5) 

18   (15) 
31 (25.5)  
49 (40.5) 

  Total decrease a-d 
        decrease a-e 

 77  (29) 
106 (40) 

11  (19) 
13(22.5) 

11(27.5) 
12   (30) 

18   (43) 
19   (45) 

37 (30.5) 
63    (52) 

f. Satisfaction decr. 33 (12.5)    3  (5)   3 (7.5) 6 (14.5) 15    (12) 
g. Sex. activity:  
        decreased  
        increased 
  total change     

 
62 (23.5) 
27 (10.5) 
89    (34) 

 
  6 (10) 
11 (19) 
17 (29) 

 
  9 (22) 
  2   (5) 
11 (27) 

 
15  (36) 
  2    (5) 
17  ( 41) 

 
32     (26) 
12     (10) 
44     (36) 

h. Value of sex:  
        decreased 
        increased 
   total change 

 
19  (7.5) 
39   (15) 
58 (22.5) 

  
2   (3.5) 
11  (19) 
13(22.5) 

 
 3  (7.5) 
 4   (10) 
 7 (17.5) 

 
  4  (10) 
  5  (12) 
   9( 22) 

 
11      (9) 
19  (15.5) 
30  (24.5) 
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Table 3a. Differences in sexual functioning depending on treatment: 
    'Wait & See' (n=59) versus RT (n=41), PCT (n=42) and 
    PCT+ RRRTM (n=122) 

 
 
        

W&S 
vs  
RT1 

corr. 
age2 

W&S 
vs 
PCT1 

corr. 
age2 

W&S vs 
PCT+ 
RRRTM1 

corr. 
age2 

a. Libido   ns3 ns 0.019 0.033 0.036 ns 
b. Arousal ns ns 0.035 ns 0.042 ns 
c. Erection ns ns 0.056 ns ns ns 
d. Orgasm ns ns 0.010 0.014 ns ns 
e. Ejaculate ns ns 0.031 0.04 0.000 0.000 
   Index a-d  
   Index a-e  

ns 
ns 

ns 
ns 

0.006 
0.004 

0.017 
0.004 

0.012 
0.000 

0.047 
0.001 

f. Satisfaction  ns ns 0.041 ns 0.020 0.041 
g. Sex. activity 0.016 ns 0.001 0.005 0.006 0.023 
h. Value of 
   sexuality 

ns ns ns  ns ns ns 

1 Mann-Whitney U 2 ANOVA corrected for age  3ns: not significant if p>0.05 
 
 
Table 3b. Means of the raw scores for sexual functioning per 
     treatment group (Scale 0-10, n=264)   
 

Decrease:  - 
Increase:  + 

Total  
mean (SD) 

W&S RT PCT PCT+  
RRRTM 

a. Libido  -2.31 (2.95) -1.47 -2.44 -3.02 -2.43 
b. Arousal -1.59 (2.58) -0.90 -1.71 -1.98 -1.75 
c. Erection -1.45 (2.82) -0.73 -1.67 -1.87 -1.58 
d. Orgasm -2.17 (3.22) -1.44 -1.54 -3.17 -2.38 
e. Ejaculate -2.17 (3.69) -0.45 -0.98 -1.43 -3.55 
   Index a-d 1 
   Index a-e 2 

-1.90 (2.53) 
-1.95 (2.39) 

-1.15 
-1.01 

-1.88 
-1.67 

-2.56 
-2.34 

-2.04 
-2.35 

f. Satisfaction -1.78 (2.85) -1.07 -1.38 -2.14 -2.13 
g. Sexual    
    activity  

-0.24 (1.30) +0.26 -0.33 -0.60 -0.33 

h. Value of  
    sexuality  

+0.18 (1.17) +0.38 +0.06 +0.06 +0.17 

1 Index a-d: total score decreased libido, arousal, erection and orgasm/max. score, 
 standardized  to a scale 0-10  
2 Index a-e: idem index a-d, scores on reduced ejaculation included 
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Table 4a. Correlation between sexual variables (n=264) 
 

 
 

Li Ar Er Or Ej Sa Act Val 

a. Libido (Li) 
b. Arousal (Ar) 
c. Erection (Er) 
d. Orgasm (Or) 
e. Ejaculate (Ej) 
f. Satisfaction (Sa) 
g. Sex. Activity (Act) 
h. Value (Val) 

1.00 
0.74 
0.55 
0.58 
0.29 
0.56 
0.48 
0.23 

 
1.00 
0.71 
0.65 
0.22 
0.56 
0.48 
0.20 

 
 
1.00 
0.67 
0.33 
0.58 
0.40 
ns1 

 
 
 
1.00 
0.32 
0.62 
0.41 
ns 

 
 
 
 
1.00 
0.43 
0.20 
ns 

 
 
 
 
 
1.00 
0.41 
0.24 

 
 
 
 
 
 
1.00 
ns 

 
 
 
 
 
 
 

   Index a-d 
   Index a-e 

0.87 
0.81 

0.83 
0.76 

0.75 
0.72 

0.84 
0.79 

0.34 
0.61 

0.66 
0.69 

-0.48 
-0.46 

ns 
ns 

Spearman's Rho, p<0.05, 1 ns: not significant when Rho<0.12   
 
 
Table 4b. Correlation between sexual variables and co-variables (n=264) 
 

 
 

 
Age 

 
Follow-up 

 
Stage 

 
Other diseases 

 
a. Libido  
b. Arousal  
c. Erection 
d. Orgasm 
e. Ejaculate 
f. Satisfaction 
 
g. Sexual Activity 
h. Value of sexuality   

 
0.19 
0.27 
0.30 
0.15 
ns 
0.19 
0.26 
0.25 

 
ns1 
0.16 
0.14 
0.12 
0.21 
0.21 
ns 
ns 

 
0.14 
0.12 
ns 
0.16 
0.31 
0.16 
0.17 
ns 

 
0.21 
0.16 
0.21 
ns 
0.18 
0.25 
0.16 
ns 

   Index a-d 
   Index a-e 

0.23 
0.27 

0.13 
0.20 

0.18 
0.26 

0.20 
0.22 

 S
 

pearman's Rho. p<0.05; 1 ns: not significant when Rho <0.12 

 
 Correlations  
 The correlation between the scores for the sexual response functions: 
libido, arousal, erection and orgasm, was fairly high and these variables form a 
homogeneous scale (Spearman's Rho 0.55-0.74; Cronbach's á 0.89), whereas the 
correlation between these variables and ejaculation, and the item-total correlation 
of ejaculation was rather low and decreased the Cronbach's á (Spearman's Rho 
0.22-0.33; item-total correlation 0.37; Cronbach's á 0.84). Sexual satisfaction 
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showed a reasonably strong correlation with the scores for the sexual response 
functions: libido, arousal, erection and orgasm (Spearman's Rho 0.56-0.62), but the 
correlation with decreased ejaculation was less strong (Spearman's Rho 0.43). 
Changes in sexual activity showed a moderate correlation with the sexual response 
functions (libido, arousal, erection and orgasm) (Spearman's Rho 0.40-0.48) and a 
low correlation with ejaculation (Spearman's Rho 0.20). The correlation with 
changes in the value of sexuality was not significant or very low (Spearman's Rho 
0.20-0.23) (Table 4a). Although there were significant differences in age and 
follow-up period between the four treatment groups (Table 1), these variables, as 
well as the stage of the disease and the presence of other complaints or diseases 
showed only weak correlations with the scores for reduced sexual functioning 
(Spearman's Rho <0.12-0.31) (Table 4b). 
 
  

Discussion 
 This large-scale study on 337 patients (total response n=287, 85%; 
included patients n=264, 78%) provides information about changes in sexual 
functioning after treatment for testicular cancer as perceived by the patients. It 
shows how the subjective appraisal of sexuality can be influenced by testicular 
cancer. Almost one quarter of the patients reported decreased sexual activity 
(23.5%), while more than one quarter reported a decrease in one or more aspects 
of male sexual response (libido, arousal, erection, orgasm, 29%). Decreased libido 
and orgasm were reported relatively more frequently than decreased arousal and 
erection. When ejaculation was included, 40% reported a decrease in one or more 
sexual functions. There was a moderate correlation between sexual dissatisfaction 
and a decrease in sexual response functions. Half of the patients who reported a 
decrease in two or  more sexual functions were dissatisfied. Compared to the 
situation prior to diagnosis and treatment, almost a quarter of patients stated that 
the value of sexuality had changed. Comparison of treatment modalities introduced 
important nuance to the results of the total group, and only partly supported 
conclusions of previous research on physiological aspects (van Basten et al, 1995), 
as well as conclusions of earlier studies comparing treatments (Aass et al, 1993, 
Gritz et al, 1989; Schover and von Eschenbach, 1985, 1986; Tinkler et al, 1992; 
Rieker et al, 1989; Bloom et al, 1993). In absolute terms, the W&S patients 
reported the least decrease in sexual functions and sexual activity. Co-morbidity 
does not apply to the W&S group, but still 22.5% of these patients reported a 
decrease of one or more sexual functions. These findings seem to be somewhat 
different from those derived from research into healthy respondents, although no 
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exact figures are available on disturbances in sexual functioning for the normal 
population (Frenken, 1987; Spector and Carey, 1990). It is difficult to explain this 
result on the basis of biological-organic disturbances, because orchiectomy was the 
only medical interference. Emotional or cognitive factors, such as anxiety, 
impairment of physical integrity, feelings of loss, aversions and loss of control, may 
play an important role (Auchincloss, 1989; Aass et al, 1993; Moynihan, 1987; 
Tinkler et al, 1992; Rieker et al, 1985, 1989). The fact that about  one quarter of 
patients with stage I disease treated with surveillance can be expected to relapse 
and require chemotherapy (Gels et al, 1995), may also generate anxiety and stress. 
For this reason it has been argued that patients should be offered the option of 
initial nerve-sparing RPLND versus Surveillance (Donohue et al, 1993; Foster and 
Donohue, 1992). However, it appears that doctors tend to over-estimate the 
psychological morbidity and under-estimate the experienced physical complaints of 
testicular cancer patients, in particular in patients treated by W&S (Fossa et al, 
1996), although the eventual psychosomatic component of these complaints 
remains unclear. 
 The RT group was an average of nine years older that the W&S group, 
but the two groups did not differ significantly on any aspect except decreased 
sexual activity. Correlations between sexual functioning and age were generally 
weak and correction of the scores for age did not change the general trend. Erectile 
dysfunction as a consequence of radiotherapy induced vascular damage seems 
unlikely, because only few RT patients reported erectile problems (15%). A large 
proportion of the RT group mentioned decreased libido and sexual activity (each 
22%). It is unlikely that these problems were caused by low testosterone levels, 
because generally measurements of serum testosterone are within the normal 
ranges (Swanson, 1981), and even very low serum testosterone levels permit 
normal sexual functioning (Buena et al, 1993; Gooren, 1987). Also in this respect 
emotional and cognitive factors, may be decisive. 
 In the group treated by PCT (+ RRRTM) a limited number of patients 
reported erectile problems (17% and 15%, respectively), and there was no statistic 
significant difference compared to the W&S group. Therefore, PCT-induced 
erectile dysfunction could not be proven. However, a considerable proportion of 
PCT-patients reported decreased libido (29.5%) and orgasm (28.5%). Also after 
correction for age, this group still differed significantly from the W&S group. 
Theoretically, these differences may have been caused by long-term biological 
impacts of PCT such as neuropathy and general health status, but at the same time 
interaction with emotional and cognitive factors may have a decisive role in view of 
the life-threatening nature of cancer in general and the drastic nature of PCT 
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(Bloom et al, 1993; Gritz et al, 1989; Stoter et al, 1989). The same applies to the 
decrease in sexual activity, as was reported by over one third of the patients. For a 
patient undergoing a course of PCT, the situation is more or less impossible to 
steer because of the paradoxical nature of this aggressive treatment, and his unclear 
future. Such massive loss of control can give rise to passivity 71 and perhaps even 
to emotional regression (Corradi, 1983).  
 According to expectations, the sharpest decrease in ejaculation was 
reported in the PCT+RRRTM group (Narayan et al, 1982; Nijman et al, 1987; 
Richie, 1990). This group was the only one that reported absence of ejaculation c.q. 
retrograde ejaculation. Contrary to expectations however, considerably less 
decrease in libido, orgasm and sexual activity was reported (although not 
significantly different) in the group treated by PCT+RRRTM than in the group 
treated by PCT alone. This trend underscores the lack of evidence for a mere 
biological-organic based decrease of sexual functioning after treatment by PCT. 
From a psychological point of view chemotherapy may give rise to uncertainty, 
anxiety and passivity, whereas additional resection of residual tumour mass after 
chemotherapy (PCT + RRRTM) may increase feelings of feelings of recovery and 
certainty by its concrete effect. The same argument has been stated with respect to 
the discussion concerning nerve-sparing RPLND versus Surveillance in stage I 
NSGCT (Fossa et al, 1996). 
 In general, uncertainty, anxiety and loss of control seem to have a 
inhibiting influence on sexual functioning (Barlow, 1986; Dekker and Everaerd, 
1989), although this relation may also occur in reverse (Rowland et al, 1996).  
Additionally, negative fixation on the genital region can lead to a decrease in sexual 
activity (Faith and Schare, 1993). As in patients with gynaecological cancers 
(Weijmar Schultz et al, 1992), changes in the experience of sexuality and sexual 
behaviour in patients treated for testicular cancer can only partly be explained by 
biologic-organic disturbances. Although patients receiving PCT are at risk for 
sexual morbidity, changes in sexual functioning seem to be strongly related to 
emotional, cognitive and motivational aspects Bancroft, 1983; Rosen and Beck, 
1988; Frijda, 1993; Haas and Haas, 1993). In this respect, it was noteworthy that a 
decrease in one or more sexual functions led to reduced sexual satisfaction in only 
a limited number of patients ((Aass et al, 1993). It is possible that after a cancer 
diagnosis, which carries a heavy emotional burden and involves a life-threatening 
experience, patients rebalance their emotions and cognitions, such as norms and 
values concerning sexuality and the partner-relationship (Gritz et al, 1989; Schover 
and Von Eschenbach, 1985; Rieker et al, 1985). This may give rise to shifts in their 
outlook (Quigley, 1989; Lazarus, 1991).  
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 Conclusion 

 

 A substantial proportion of the patients treated for testicular cancer in the 
current study experienced a decrease in sexual functioning, although the majority 
had no complaints at all. Comparisons between treatment groups introduced 
important nuance to the results and showed significant differences between patient 
groups. Patients treated by PCT (+RRRTM) reported a considerably sharper 
decrease in sexual functions, satisfaction and activity than the W&S group. 
Therefore, chemotherapy can be considered to be the main risk factor for decrease 
of sexual functioning.  
 The differences between treatment groups in reduction of sexual 
functions could not be attributed to age, the duration of follow-up, tumour stage 
or the presence of other diseases, because these variables showed only very weak 
correlations with the variables concerning sexuality. Furthermore, there were no 
differences in demographic variables or reports of other abnormalities between 
the treatment groups. Theoretically, treatment-related biologic-organic factors, 
such as hormonal, vascular or neurogenic disturbances, may be held responsible 
for reduced sexual functioning, but this has yet to be demonstrated. Psychologic 
factors seem to play an important mediating (if not determining) role. When 
future studies confirm this suggestion, psychologic intervention would be of 
benefit for patients who suffer from decreased sexual functioning after 
treatment for testicular cancer. 
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Chapter 4 

 

Male sexuality - Testicular cancer 
versus Malignant Lymphoma 1 

 
 
 
 
 
 

 
Summary 

 Objective: Comparison of sexual functioning in males after two types of 
cancer: testicular cancer (genital tumour) versus malignant lymphoma (non-genital 
tumour).  
Methods: a self-report questionnaire was used (total 31 items). Treatment effects were 
assessed by comparison of functioning after treatment with irradiation (RT) versus 
chemotherapy (PCT). Disease effects were assessed by comparing outcomes of 
malignant lymphoma (ML, Hodgkin- and non-Hodgkin patients) versus testicular 
cancer (TC).  
Results : total of patients included: TC n=41, ML n=50 (26 Hodgkin’s Disease, HD, 
and 24 Non-Hodgkin lymphoma, NHL). Sexual dysfunction was reported by  35.8% 
of patients with TC and 29.8% with ML.  
Treatment effects only appeared in TC: PCT-patients reported more sexual dysfunction 
than RT-patients (resp. 43.9% in PCT versus 27.5% in RT).  
Disease effects: TC-patients reported more sexual dysfunction than patients Hodgkin’s 
disease, when treated with PCT (43.9% vs 27.8%), as well as with RT (27.5% vs 
12.5%). There were no differences between testicular cancer patients and non-
Hodgkin’s lymphoma.  
Conclusion: Substantial sexual dysfunction was reported by patients with TC as well 
as with ML, but generally patients with testicular cancer seem some more vulnerable 
for sexual morbidity. For both types of cancer chemotherapy results in more sexual 
dysfunction than irradiation.  

                                                 
1 This article has been submitted as: Grieteke Jonker-Pool, Harald J. Hoekstra, Gustav W. van 
Imhoff, Eric J.A. Sonneveld, Dirk Th. Sleijfer, Mels F. van Driel,, Heimen Schraffordt Koops, 
Harry B.M. van de Wiel. Male sexuality after cancer treatment - Testicular cancer versus 
Hodgkin’s disease and non-Hodgkin’s lymphoma. 
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Introduction 
 Sexuality after treatment for cancer has become a topic of relevance in 
psycho-oncology. In the past, attention was mainly focussed on female patients 
with breast and genital cancers (Andersen, 1985; Auchincloss, 1991; Weijmar 
Schultz et al.  1992), and on genital cancers in men (e.g. testicular cancer), 
assuming that these groups of patients may be especially vulnerable for sexual 
distress after treatment (Arai et al., 1997; Bloom et al., 1993; Gritz et al., 1989; 
Heidenreich and Hofmann, 1999; Joly et al., 2002; Jonker-Pool et al., 1997; Ozen 
et al., 1998; Rieker et al., 1989; Schover and von Eschenbach, 1985; Schover et 
al., 1986). However, it is worthwhile to pay also attention to the sexual 
functioning of patients with a non-genital type of cancer, especially where it 
concerns a type of cancer that may be diagnosed at a relatively young age. Like 
cancer of the testis, Hodgkin’s disease (a sub type of malignant lymphoma), has 
the highest incidence in the second and third decades of life (Newell et al., 1984; 
Visser et al., 2001). As in testicular cancer (Sonneveld et al., 2001), the prognosis 
is good: 70-80% of patients with Hodgkin’s disease may be cured with current 
treatment strategies (Hasenclever and Diehl, 1998). Also, a substantial number 
of patients with aggressive non-Hodgkin’s lymphoma may be cured (Fisher et al., 
1993; Miller et al., 1998). High survival implies that post-treatment quality of life 
is an important issue, also where it concerns sexuality.  
 
 In a previous study with testicular cancer patients (Jonker-Pool et al., 
1997) we studied sexual functioning after treatment, and compared the effects of 
several treatment modalities. This study revealed a decrease in one or more 
sexual functions (libido, arousal, erection, orgasm, and/or ejaculation) in a 
substantial proportion of testicular cancer patients (29%, when ejaculatory 
dysfunction was included even 40%). However, when type of treatment was 
considered it appeared that patients treated with chemotherapy reported 
significantly more sexual morbidity (45%), compared to patients under 
surveillance after orchidectomy alone (22.5%). So, discerning different treatment 
groups offered differentiated information. 
To our opinion these outcomes were rather high and we were interested whether 
there would be differences between male patients with a genital versus a non-genital 
cancer. Therefore, we decided to replicate the former study, among male patients 
with malignant lymphoma. 
 A first objective of the current study was to explore eventual treatment 
effects on sexual functioning within the group of patients with malignant 
lymphoma. Patients with Hodgkin’s disease are treated with polychemotherapy 
(PCT) or irradiation (RT), and patients with non-Hodgkin’s disease with PCT 
alone. Referring to our previous study among patients with testicular cancer
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 (Jonker-Pool et al., 1997), and the literature (Fobair et al., 1986), we  
hypothesised that polychemotherapy would lead to more sexual morbidity than 
radiotherapy.  
 Our main issue hwever, was to compare disease-specific effects: for reasons of 
comparison we selected only TC-patients treated with PCT or RT from our former 
study and used these data for comparison with patients with malignant lymphoma. We 
expected that, if there were differences between both cancer types, the patients with 
testicular cancer would report more sexual dysfunction compared to patients with 
malignant lymphoma, because the former have a genital cancer. Furthermore, in case 
of testicular cancer,  irradiation concerns the pelvic area and may threaten the sexual 
organs, while in case of Hodgkin’s disease radiation is above the diaphragm. If there 
were no differences between the compared treatment groups, than a cancer-specific 
effect cannot be confirmed. 
 
 

Methods 
 Subjects: The population consisted of two groups of relapse-free male 
patients, treated at the University Medical Center Groningen, The Netherlands. 
The first group concerned a selection of testicular cancer patients included in 
our previous study (patients treated with irradiation or polychemotherapy), 
treated after 1977. The second group concerned patients treated for malignant 
lymphoma (Hodgkin’s disease, or aggressive non-Hodgkin’s lymphoma), in first 
complete remission, also treated after 1977. Permission to perform the study had 
been obtained from the Medical Ethical Committee of the University Medical 
Center Groningen. Patients were informed about the purpose and method of the 
study by their physician, as well as by a letter accompanying the questionnaire. 
Treatments: Treatments of the patients concerned irradiation (RT) or 
polychemotherapy (PCT), as follows:  
-  Hodgkin’s disease: irradiation above the diaphragm (HD-RT), or 

chemotherapy (HD-PCT).  
- Non-Hodgkin Lymphoma: chemotherapy (NHL-PCT). In case of localized 

disease chemotherapy was followed by involved field radiotherapy.  
Testicular cancer:  
- seminoma germ cell tumor: irradiation below the diaphragm (TC-RT)  
- disseminated non-seminoma germ cell tumor: chemotherapy (TC-PCT) 
In general we will have to consider age-effects: the age at diagnosis in case of  
Hodgkin’s disease generally is lower then in case of non-Hodgkin lymphoma; 
the diagnostic age of non-seminoma testicular germ cell tumor generally is also 
about ten years lower compared the seminoma type. Detailed information about 
histology, staging methods and treatments is presented in Appendix 1. 
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Design: To test our hypotheses the following design was used. 
A. As a first step treatment-specific effects on male sexual functioning were 

evaluated:  patients treated for Hodgkin’s disease (HD) with PCT where 
compared to patients treated with RT.  HD-PCT treated patients were also 
compared to NHL-PCT treated patients. Part of the outcomes of the 
former study among patients with testicular cancer, concerning RT and PCT 
will be presented for comparison. 

B. As a second step the cancer-specific effect on male sexual functioning was 
evaluated by comparing patients with malignant lymphoma versus testicular 
cancer patients treated with ‘by proxy’ comparable treatment modalities (in 
casu RT and PCT). 

C. To complete analysis we screened eventual co-relations between sexual 
functioning versus age or follow-up periods. 

Procedure: Patients with malignant lymphoma were approached by means of the 
same written questionnaire as the one used in the study concerning patients with 
testicular cancer (Jonker-Pool et al., 1997). On this 31-item questionnaire 
patients could indicate the extent to which they felt that their sexual and 
relational functioning had changed after cancer treatment. This means that 
patients subjectively, in retrospect, compared their former situation (before the 
disease) to their present situation. The items about sexual functioning were 
based on the sexual response cycle (Masters and Johnson, 1966) and the DSM-
IV (American Psychiatric Association, 1994): perceived decrease of a. sexual 
desire, b. sexual arousal, c. erection, d. orgasm, e. ejaculation disorder, f. sexual satisfaction (4-
point scales, ranging from ‘no change at all’: score 0, up  to ‘sharp decrease’: 
score 3), g. changes in sexual activity and h. changes in the value of sexuality (7-point 
scales, decrease –3 up to 0, or increase 0 up to 3). The prevalence of patients 
with one or more dysfunctions on variables a-d is expressed in ‘sum a-d’. Raw 
scores of a-d were standardized to a 10-point index (index a-d), to express the 
relative effect of treatment on the sexual response . Furthermore, demographic 
variables were assessed (age, relationship, work, education and religion) and patients 
were asked if there were any other physical complaints besides cancer. Data on 
independent variables (tumor type and type of treatment) were obtained from 
the medical records. 
Statistical analysis: To analyze differences between the various treatment- and 
cancer groups, means and standard deviations of the raw scores were used (Chi 
square- or Mann-Whitney U test for categorical variables, and Student's T or 
ANOVA for continuous variables). Raw scores were dichotomized (cut-off 
points half way the scale), to be able to group the results in percents. Correlation 
was calculated using Pearson or Spearman's Rho.
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Results 

 A: Treatment Specific Effects: Irradiation versus Chemotherapy 
 Response and demographic variables 
 Malignant lymphoma (Table 1a) : Of the male patients treated for 
malignant lymphoma, 58 out of 80 patients returned the questionnaire (response 
rate 72.5%): 31 patients (53%) had Hodgkin’s disease (HD) and 27 patients 
(47%) had non-Hodgkin lymphoma (NHL). Eight of these patients where 
excluded: six were treated before 1977, one patient returned the questionnaire 
but was suffering from a brain tumour, and one patient received non-standard 
treatment. Thus a total of 50 included patients with malignant lymphoma could 
be evaluated: 26 patients with HD and 24 with NHL. The NHL-patients were all 
treated with PCT. Of the HD patients, 18 patients were treated with PCT, and 
eight with RT.  As expected there was a significant difference in age at diagnosis 
between HD-PCT and NHL-PCT treated patients  (median age respectively 24.9 
versus 38.9 years, p=0.003). This age-difference was also present at follow-up 
(p=0.004). A total of 20.4% reported about physical complaints or other 
malignancies (such as fatigue, Raynaud symptoms, hypertension, diabetes) 
besides malignant lymphoma.The NHL-patients  reported significantly more 
physical complaints compared to HD-PCT (respectively 34.4% versus 5.6%, 
p=0.049). There were no other significant differences in demographic variables. 
A substantial part of the patients reported that their relationship had changed 
since they had cancer (37.2%); half of the patients (n=24) commented on this 
question, and most of these cases (75%) reported a positive intensification of the 
relationship, mostly accompanied with more satisfaction and joy in life. In only 
two cases disruption of the relationship as a consequence of the disease was 
reported (for more details, see Table 1a).   
 Testicular cancer (Table 1b): Of the selected patients with testicular cancer 
41 patients (50%) were treated with RT and 42 patients (50%) with PCT (total 
n=83, response rate 78). As mentioned before, these treatment groups were part 
of a larger sample of 264 patients (Jonker-Pool et al. 1997). RT-treated patients 
had a diagnostic age of 38 years, versus 30.9 years in TC-PCT patients 
(p=0.001). This difference was also present at follow-up (p=0.049). So in both 
tretament  
groups TC- patients were some older than patients with ML. Also here a 
sustantial part of TC-PCT patients reported a changed relationship: 44.7% 
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 Tabel 1a. Demographic variables: Malignant Lymphoma  
 
                    Treatments    
Demographics 

Total 
100%(n=50) 

HD-RT: 
16% (n= 8) 

HD-PCT: 
36% (n=18) 

NHL-PCT: 
48% (n=24) 

Median age at  diagnosis 
-       Yrs (range) 

33.9 yrs 
  (14.1-58.1) 

31.3 yrs 
(21.3-41.7) 

24.9 yrs 
( 14.1-54.3) 

38.9 yrs 
(16.7-58.1) a 

Median age at follow-up 
- Yrs (range)  

42 yrs 

       (19-63)  

38.5 yrs 

     (34-54) 

34.5 yrs 

      (23-60) 

50 yrs 

      (19-63)b 

Median Follow up period  
- Yrs (range) 

8.1 yrs 
  (0.25-18.9) 

10.4 yrs 
 (1.7-17.1) 

 5.6 yrs 
   (1.9-18.9) 

7.8 yrs 
   (0.3-16.8) 

Having a partner: 
- Yes  % (n) 

 
86   %  (43) 

 
100  % (8) 

 
83.3 %(15) 

 
83.4 % (20) 

Relationship Changed  
- Yes  % (n) 

 
37.2 % (16) 

 
37.5 % (3) 

 
33.3 %  (5) 

 
40   %   (8) 

Work:   
- Yes  % (n) 
- No 
- No,  illness 
- Otherwise 

 
58   %  (29) 
  2   %    (1) 
  6   %    (3) 
34   %  (17) 

 
87.5 % (7) 
0      % 
0      % 
12.5 % (1) 

 
66.6 % (12) 
  5.6 %   (1) 
  0    % 
27.8 %   (5) 

 
41.5 % (10) 
  0    % 
12.5 %   (3) 
46    % (11) 

Education:  
- Low  % (n) 
- Medium  
- High                   

  
28.6 % (14) 
46.9 % (23) 
24.5 % (12) 

 
25   %  (2) 
37.5 % (3) 
37.5 % (3) 

 
38.9 %   (7) 
38.9 %   (7) 
22.2 %   (4) 

 
21.7 %   (5) 
56.6 % (13) 
21.7 %   (5) 

Religious: %  (n)            46   %  (23) 37.5 % (3) 50   %    (9) 45.8 %  (11) 
Other Disease:  
- Yes %  (n) 

 
20.4 % (10) 

 
25   %  (2) 

 
5.6  %    (1) 

 
34.4 %   (7)c 

 a    HD-PCT vs NHL PCT p= 0.003,  b p= 0.004, c   p= 0.049 (Mann-Whitney U-test)   
Abbreviations:  HD: Hodgkin’s disease, NHL: Non-Hodgkin’s lymphoma, ML: Malignant 
Lymphoma(HD and NHL), RT: Radiation Therapy, PCT: Polychemotherapy   
 
versus 11.1% in TC-RT (p=0.001). A total of 26 patients commented on this 
question and also here most of the patients (n=18, 75%) reported a positive 
intensification 
of the relationship. Six patients reported to experience relational pressure or 
stress and anxiety, or had a divorce. There were no other significant differences 
between TC-RT and TC-PCT patients. A total of 23.2% reported other physical 
complaints or disease  (such as back pain, stomach complaints, Peyronie’s 
disease, fatigue) besides testicular cancer (22% TC-RT, 24.4% TC-PCT, not 
significant). (for more details, see Table 1b) 

 

 Changes in sexual functioning  
 Malignant lymphoma(Table 2a): A total of 29.8% of the patients with 
malignant lymphoma reported one or more sexual dysfunction (sum a-d, Table 
2). The highest rate of sexual dysfunction was reported by patients with non-
Hodgkin lymphoma (sum a-d 38.1% in NHL-PCT, versus 27.8% in HD-PCT 
and 12.5% in HD-RT. Due to the low number of HD-RT patients (n=8), no 
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 Tabel 1b. Demographic variables: Testicular Cancer  
 
        Treatments 
Demographics 

Total TC  
100% (n=83) 

TC-RT        
50 % (n=41) 

TC-PCT    
50% (n=42)                    

Median age at  diagnosis   
Yrs (range) 

34.7 yrs 
(16-66.3) 

38 yrs  
(21.8-66.3) h 

30.9 yrs 
(16-53.7) d, k 

Median age at follow-up 
Yrs (range)         

40 yrs 
(22-71) 

42 yrs 
(24-71)     

38.5 yrs 
(22-62)  e,l  

Median Follow up period 
Yrs (range) 

5.3 yrs 
(0.3-17.7) 

3.3 yrs 
(0.7-8.1) i 

6.1 yrs 

(0.3-17.7) f 
Having partner: Yes % (n)   88 % (73) 87.8 % (36)  88.1  % (37) 
Relationship  Changed  
Yes   %  (n) 

 
28.4 % (21) 

 
11.1 %   (4) j  

 
44.7  % (17) g 

Work:   
   - Yes   %  (n) 
    - No                          
    - No,  illness   
    - Otherwise 

 
75.9 %  (63) 
 4.8  %   (4) 
 6.0  %   (5) 
13.3 %  (11) 

 
68   %  (28) 
10   %   ( 4) 
  7.5 %  ( 3) 
14.5 %  ( 6) 

  
83.3  % (35) 
  0 
 4.8   %   (2) 
11.9  %   (5) 

Education:  
     - Low  %  (n) 
    - Medium              
    - High                   

 
22.9 % (19) 
53    % (44) 
24.1 % (20) 

 
24.1 %  (10) 
39   %   (16) 
36.6 %  (15) 

  
21.4  %   (9) 
66.7  %  (28) 
11.9  %  ( 5) 

Religious:%  (n)            37.3 % (31) 31.7 %  (13)  43     %  (18)         
Other Disease:  
%  (n) 

 
23.2 % (19) 

 
22%       (9) 

 
24.4  %  (10)      

 

d  TC-RT vs TC-PCT p=0.001, e p=0.049, f  p=0.000 , gp=0.001 
Cancer specific effects, TC versus ML (Table 1a and 1b):  h  TC-RT vs  HD-RT p=0.035, i p= 
0.004, j p=0.065, k  TC-PCT vs NHL-PCT p=0.005, l p=0.003 
 
statistical differences could be established between RT and PCT, but only one 
HD-RT patient  (12.5%) reported sexual dysfunction, compared to five HD-
PCT patients (27.8%). Patients with non-Hodgkin’s Lymphoma reported 
substantially more sexual dysfunction than  HD-PCT (decreased orgasm 
p=0.091, index a-d  p=0.061), but also more increase of sexual activity (p=0.044). 
 
 Testicular cancer (Table 2b) : A total of 35.8% of the selected TC-patients 
reported reduction of one or more sexual functions (sum a-d). In general, PCT-
treated patients reported more sexual morbidity than RT- treated patients: sum 
a-d TC-PCT 43.9% versus TC-RT 27.5% (difference not significant), more 
decrease of ejaculation (resp. 14.6% in TC-RT and 21.4% in TC-PCT), of sexual 
satisfaction (resp. 7.3% and 19%), and of sexual activity (resp. 22% and 35.7%) 
(!). However, the only difference that reached statistical significance concerned 
decreased orgasm (14.6% in TC-RT versus 28.6% in TC-PCT, p=0.026).  
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Table 2a. Comparing treatment groups: Malignant Lymphoma 
   
                         Treatment 
Sexual function 

Total ML 
100  % (n=50) 

HD-RT: 
16% (n=8) 

HD-PCT: 
36% (n=18) 

NHL-PCT  
48% (n=24) 

a. Desire decreased 
        %   (n) 

20.4 % (10) 12.5 % (1) 16.7 % (3) 26.1 % (6) 

b. Arousal decreased 
       %   (n) 

16.7 %   (8) 12.5 % (1) 
  

16.7 % (3) 18.2 % (4) 

c.    Erection decreased 
       %   (n) 

16.3 %   (8) 12.5 % (1)  5.6 %  (1) 26.1 % (6) 

d.  Orgasm decreased 
       %   (n) 

22.9 % (11) 12.5 % (1) 16.7 % (3) 31.8 % (7) a 

Sum a-d 
 

29.8 % (14) 12.5 % (1) 27.8%  (5) 38.1 % (8) 

Index a-d (Scale 0-10) Mean 1.95  
         (2.52) 

Mean 0.83  
        (2.36) 

Mean 1.48 
       (2.19) 

Mean 2.78   
        (2.68) b 

e. Ejaculation decr/absent  
       % (n) 

10.4 %   (5) 0   5.9 % (1) 17.4 % (4) 

f. Sexual Satisfaction: 
       % (n)     

12.2 %   (6) 12.5%  (1) 11.1 % (2)  13 %   (3) 

g. Sexual activity: 
     - increased     %  (n) 
     - decreased    %  (n)         
total change % (n) 

 
  8   %   (4) 
30   %  (15) 
38   %  (19)  

 
0 
25 %   (2) 
25%    (2) 

 
16.7 % (3) 
16.7 % (3) 
33.4%  (6) 

 
  2 %  (  1) 
20 %   (10) 
22%    (11) c 

h. Value of sexuality: 
     - increased      %  (n) 
     - decreased      % (n) 
     - total change  %  (n) 

 
  2 %     (1) 
18.4 %   (9) 
20.4 % (10) 

 
0 
12.5 % (1) 
12.5%  (1) 

 
33.4 % (6) 
16.7 % (3) 
40.1%  (9) 

 
 4.3 %   (1) 
21.7 %  (5) 
26    %  (6)   

a    HD-PCT vs NHL-PCT p=0.091,  b p=0.061, c  p=0.044 (Mann-Whitney U) 
Abbreviations: HD: Hodgkin’s disease, NHL: Non-Hodgkin’s lymphoma, ML: Malignant 
Lymphoma (HD and NHL), RT: Radiation Therapy, PCT: Poly-chemotherapy 
 
B. Cancer specific effects: malignant lymphoma versus testicular cancer 
We studied cancer-specific effects by comparing ‘by proxy’ comparable 
treatment groups.  
 Irradiation  
 Demographic variables (see Table 1a and 1b): The median age at diagnosis 
of irradiated patients with Hodgkin’s disease was significantly lower than of RT-
treated testicular cancer patients (31.3 vs 38 years, p=0.035), but  the median 
follow-up period was significantly longer (resp. HD-RT: 10.4 vs TC-RT: 3.3 
years, p=0.00). Compared to Hodgkin’s disease, a relatively small part of TC- RT 
patients  reported a changed relationship (resp. HD-RT 37.5% versus TC-RT 
11.1%, p=0.065).  
 
Sexual variables (see Table 2a and 2b): HD-RT treated patients reported 
significantly less sexual dysfunction compared to TC-RT treated patients 
(decreased desire resp. 12.5% versus 22%, p=0.09, and sum a-d resp. 12.5% 
versus 27.5%, p=0.088).  
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Table 2b. Comparing treatment groups: Testicular  Cancer  

       
Treatment 

 
Sexual function 

Total 
TC 
100%(n=83) 

 
TC-RT  
50% (n=41) 

 
TC-PCT   
50% (n=42) 

a. Desire decreased 
        %   (n) 

25.3%  (22) 22%    (9) d     
 

29.5% (13)          

b. Arousal decreased 
       %   (n) 

15.7%  (13) 17%     (7)   14.5%  (6)   

c.    Erection decreased 
       %   (n) 

16.0%  (13) 14.6%  (6)  17.1%  (7)             

d.  Orgasm decreased 
       %   (n) 

21.7%  (18) 14.6%  (6)  28.6% (12) f, i  

Sum a-d 
 

35.8% (29) 27.5% (11) 43.9% (18) 

Index a-d (Scale 0-10) Mean 2.22  
(2.73) 

Mean 1.88  (2.57) e Mean 2.56 
(2.87)   

e. Ejaculation decreased/        
       absent % (n) 

18.1%  (15) 14.6%  (6)  21.4%  (9)           

f. Sexual Satisfaction: 
       % (n)     

13.3%  (11) 7.3%    (3)    14.5%  (6)              

g. Sexual activity: 
     - increased     % (n) 
     - decreased    %  (n)    
     - total change % (n) 

 
4.8%     (4) 
28.9%  (24) 
33.7%  (28) 

 
   4.8% (2) 
   22%  (9)             
   27%(11)  

 
 4.9%   (2) 
35.7% (15)            
41%    (17) g      

h. Value of sexuality: 
     - increased      %   (n) 
     - decreased      %   (n) 
     - total change  %   (n) 

 
11 %    (9) 
8.5%    (7) 
19.5% (16) 

 
9.8%    (4) 
 7.3%   (3)          
17.5%  (7)    

 
12.2%  (5) 
9.8%    (4)           
22%     (9) h           

  
Cancer specific effects, TC versus ML (table 2a and 2b): d  TC-RT vs HD-RT p=0.09 , e 

p=0.088, f   TC-PCT vs HD-PCT p=0.078, g p=0.077, h  p=0.070 
i   TC-RT vs TC-PCT p=0.026  
Abbreviations: HD: Hodgkin’s disease, NHL: Non-Hodgkin’s lymphoma, ML: Malignant 
Lymphoma (HD and NHL),  
RT: Radiation Therapy, PCT: Poly-chemotherapy 
 
 Chemotherapy 
 Demographic variables (see Table 1a and 1b): compared to TC-PCT, the 
median age of patients with non-Hodgkin lymphoma  was about eight years 
higher at diagnosis (38.9 vs 30.9 years, p=0.005), and about 12 years higher at 
follow-up (50 vs 38.5 years, p=0.003). The other demographic variables revealed 
no statistical differences.  
  
Sexual variables (see Table 2a and 2b): HD-PCT treated patients tended to report 
less sexual dysfunction compared to TC-PCT treated patients. Differences were 
nearly significant concerning: decreased orgasm (resp. 16.7% versus 28.6%, 
p=0.078), decreased sexual activity (resp. 16.7% versus 35.7%, p=0.077), and a 
stronger increase of the value of sexuality in HD-PCT patients versus TC-PCT 
patients (resp. 33.4% versus 12.2%, p=0.070).  



68  

Differences in sexual functioning between NHL-PCT and TC-PCT were not 
significant, despite the fact that the former group (NHL) was about eight years 
older than the latter (TC).  

 
 Interrelations (not in table) 
 Demographic variables versus sexual variables  
 Malignant Lymphoma: To account for the differences in age between 
patients with HD and with NHL (see Table 1a), we decided to calculate co-
relations of HD and NHL separately. However, relations  
between age and reported decreases of sexual functions generally were low 
(<0.30 or much lower); only patients with NHL showed some substantial 
relationships with age (i.e. erection, orgasm and sexual activity, Rho’s resp. 0.36, 
050 and -0.41 in NHL). The relationship between sexual functioning and 
duration of follow-up also was generally weak; again, only in NHL there was a 
remarkable negative correlation between duration of follow-up and decrease of 
sexual activity (Rho -.064), which means that a longer follow-up is related to a 
lower sexual activity. Patients with NHL also were the only groep for which the 
valuation of sexuality was negatively related to the presence of other physical 
complaints or disease, which means that the more physical complaints, the lower 
the valuation, and vice versa (Rho -.036).  
 Testicular cancer: Patients with TC only showed no significant 
interrelations, except between sexual functions and the presence of physical 
complaints (i.e. desire: Rho 0.34, erection: Rho 0.29 and index a-d: Rho 0.29) 
 Inter-relations between sexual variables: Generally, the interrelations between 
sexual functions were high: the alpha-value of sexual functions a-d (desire, 
arousal, erection and orgasm) was 0.91 for TC, 0.94 for HD and 0.87 for NHL; 
addition of ejaculation lowered the alpha-value in all groups. This justifies the 
use of the index a-d. There were two remarkable discrepancies between TC and 
HD/NHL. First, although generally ejaculatory dysfunction had the weakest 
interrelation with other sexual functions, for patients with TC this relation was 
stronger than for HD or NHL (ejaculation versus index a-d, TC: Rho 0.51, 
p<0.05, HD: Rho 0.20, ns, NHL: Rho 0.26, ns). Second, for patients with TC 
the value of sexuality is very weakly related to reported sexual dysfunctioning 
(‘value’ vs index a-d, TC: Rho -0.12, ns, HD: Rho –0.68, p<0.05, NHL: Rho –
0.44, <0.05).   
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Discussion 

 In this study we compared two male patient groups, concerning sexual 
functioning after cancer treatment: malignant lymphoma versus testicular cancer. 
First, eventual treatment effects on sexual functioning were studied and second, our 
main interest, differences between both types of cancer (a genital versus a non-
genital type of tumor). We hypothesized that patients with testicular cancer 
would suffer more sexual morbidity.  In general the results lead to the following 
conclusions: 
A. treatment-specific effects: especially in testicular cancer, and to a lesser degree in 

malignant lymphoma, patients treated with PCT tended to report more 
sexual dysfunction compared to RT-treated patients  

B. cancer-specific effects: A substantial part of patients with malignant lymphoma 
reported one or more sexual dysfunctions (sum a-d 29.8%); in the patients 
with testicular cancer (selected subgroups: RT and PCT) this proportion was 
some larger (sum a-d 35.8%).  Problems with ejaculation were also higher in 
TC patients, but differences were not significant. Especially the strong 
decline of sexual activity in testicular cancer patients treated with PCT 
(35.7%) was larger than in patients with Hodgkin’s disease treated with PCT 
(16.7%, p=0.077). From these findings we conclude that patients with 
testicular cancer  tend to be more vulnerable for sexual morbidity than 
patients with malignant lymphoma.  

C. interrelations: For patients with TC or HD the relationship between sexual 
functioning and  age was low. Only patients with non-Hodgkin lymphoma 
(the oldest patient group) showed some relation with age. The relation 
between duration of follow-up (means between 5 and 8 years) and sexual 
morbidity also was low. This may imply that sexual morbidity does not 
decrease in the course of time, but concerns a rather rigid long-term 
consequence, also for patients with a non-genital tumor. From a clinical 
point of view this is an important finding.   

In contrast to patients with malignant lymphoma, for patients with testicular 
cancer the presence of other disease or physical complaints is explicitly 
interrelated with sexual dysfunction. However, as the reported complaints 
(headache, stomach pain, fatigue) cannot be assumed to affect strongly the 
functioning of bio-sexual organs, this may reflect a tendency to somatization in 
testicular cancer patients.  
 Also noteworthy is that, for patients with testicular cancer the valuation of 
sexuality hardly changed and was, in considerable contrast with patients with 
malignant lymphoma, almost unrelated to the degree of reported decrease of 
sexual functions. It may be that patients with testicular cancer experience their 
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actual reported decrease of sexual functioning as caused by the fact that they have 
suffered a genital tumor (‘external attribution’) (Festinger and Carlsmith, 1959), 
while their valuation of sexuality is internally fixed and not related to actual 
sexual functioning. Of course an individual patient can not know that, from a 
physical point of view, there is no convincing reason why sexual dysfunction 
should be caused by  testicular cancer (van Basten et al., 1995; van Basten et al., 
1999). At the other hand, for young males with a non-genital tumor cancer it may 
be more balancing to devaluate their own priority of sexuality when sexual 
functioning is hampered (no extern attribution, but intern attribution). For them 
decreased sexual functioning cannot reasonably be caused by their type of 
cancer. 

  
 In general our hypothesis can only moderately be confirmed: testicular 
cancer patients tended to report only some more sexual dysfunction than 
patients from ‘by proxy’ comparable treatment groups with malignant 
lymphoma. Patients with testicular cancer however, seem more vulnerable for 
sexual dysfunction when confronted with physical complaints. The results of 
this study tend to be in line with the studies of Bloom (Bloom et al., 1993) and 
Hannah (Hannah et al., 1992), who reported a side-specific effect (more loss of 
sexual enjoyment in patients with a testicular tumour), as well as a treatment 
effect in patients treated with PCT. They are also partly in line with a 
comparative study of Johnstone (Johnstone et al., 1991), although we can not 
conclude, as he did, that that sexual functioning deteriorated markedly more in 
patients treated for testicular cancer compared to those with Hodgkin’s disease.  
 The findings are also in line with some other studies amoung  patients 
treated for Hodgkin’s disease: a substantial proportion of patients (22-37%) 
reported some form of sexual dysfunction, after treatment with chemotherapy, 
but also after irradiation, had significantly lower sexual interest (10%-25%), 
reported a lower frequency of sexual contact, and was less satisfied about the 
quality of sexual contact compared to healthy controls. (Bloom et al., 1993; 
Brierley et al., 1998; Chapman et al., 1981; Devlen et al., 1987a; Devlen et al., 
1987b; Johnstone et al., 1991; Joly et al., 1996; Kornblith et al., 1992; Van Tulder 
et al., 1994; Yellen et al., 1993). Patients also reported fewer divorces and more 
improved relationships (Joly et al., 1996), or high satisfaction about the partner-
intimacy (Van Tulder et al., 1994). However, in only one study Hodgkin’s disease 
was discerned from non-Hodgkin Lymphoma (Devlen et al., 1987b), although 
there is a substantial difference in mean age at diagnosis between these two types 
of malignant lymphoma.  
 Of course comparison of treatment groups from two types of tumor (in 
casu ML and TC) is debatable. First, treatment for testicular cancer always 
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implies orchidectomy. Second, in case of Hodgkin’s disease, treatment with 
irradiation (above the diaphragm) cannot reasonably be considered to influence 
physical functioning of sexual organs, while in case of testicular cancer this can 
not be precluded (irradiation below the diaphragm, (Schover et al., 1986). 
However, TC patients under surveillance reported as much sexual dysfunction as 
irradiated patients in the study of our own research group (Jonker-Pool et al., 
1997), as well as in other studies (Arai et al., 1997; Gritz et al., 1989; Moynihan, 
1987; Tinkler et al., 1992). Therefor, the difference between HD-RT and TC-RT 
patients seems not to be related to differences in the treatment with irradiation, 
but may be related to the fact that patients with testicular cancer are 
orchidectomized (although  sexual dysfunctioning after orchidectomy seems to 
be caused not by physical, but by psychological factors, see also (van Basten et 
al., 1995). 
 Concerning the effects of polychemotherapy, of course the applied 
polychemotherapy is also not exactly the same for both patient groups, but a 
best proxy. In both patient groups PCT seems related to more sexual morbidity. 
Biological-organic factors, such as hormonal, vascular or neurological 
disturbances theoretically may be held responsible for reduced sexual functioning, 
but this has not yet been demonstrated convincingly (van Basten et al., 1999). 
The higher sexual morbidity in PCT-treated patients  may be mediated by other 
factors, such as chronic fatigue, physical malaise or psychological stress 
accompanying this intensive treatment, and concerning these side-effects of the 
treatment both patient groups will be comparable. 
   An interesting finding concerned the reported changes in partner-
relationship: in both, malignant lymphoma and testicular cancer (except TC-RT), 
about 33-45% of the patients reported a change, in most cases this concerned an 
intensification of the relationship. From personal contacts with patients, as well as 
the literature (Ferrel and Dow, 1996) we have the impression that these changes 
in the marital relationship are related to the traumatic character of cancer, 
especially when treatment with polychemotherapy has been experienced. The 
dissemination of the disease, uncertainty about the success of the treatment and 
about the prognosis creates an immense tension concerning ‘survival: yes or no’, 
for both of the partners. These changes however were not related to reported 
sexual morbidity (Rho’s all below 0.10, not in table). Thus, the quality of the 
relationship seems not to be regulated by the quality of actual sexual functioning, 
but by the quality of sharing an intense, fear full period of life.  
 When the suggestions from this study are correct, it would be adequate 
to pay more explicit attention to the sexual functioning of male cancer patients, 
and to considere how health care systems can offer appropriate help to meet the 
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needs that emerge after otherwise successful medical treatment (Devlen 1987b; 
Heidenreich and Hofman, 1999; Yellen et al., 1993).  
  
 
 Conclusion 
 This study focussed on male sexual matters after cancer treatment. The 
results are univocal: young adult males, confronted with either type of cancer, 
are vulnerable in their sexual functioning. Concerning treatment effects it appeared, 
as in other studies, that patients treated with polychemotherapy are more at risk 
for sexual dysfunctioning than those treated with irradiation. Concerning disease 
effects it appeared that a substantial proportion of both patient groups (genital as 
well as non-genital tumor) reported sexual dysfunction (30-35%). These sexual 
complaints may persist even years after treatment. But patients with a genital 
tumor (in casu testicular cancer) seem more vulnerable for sexual morbidity than 
patients with a non-genital tumor (in casu malignant lymphoma). As to clinical 
practice these findings imply that physicians should actively pay attention to the 
sexual wellbeing of adolescent and adult male patients in general, especially when 
treated with chemotherapy and always in case of testicular cancer. 
 
Appendix : Histology, staging and treatments  
Patients aged 17 or older at the time of diagnosis, known to be alive, free of disease, and expected 
to have a reasonable state of health, i.e. without other morbidity, were included in the study. 
Malignant lymphoma: Two types of histology can be distinguished: Hodgkin’s disease (HD) or non-
Hodgkin Lymphoma (NHL), whereby non-Hodgkin Lymphoma usually are diagnosed at a later age 
(50-75 years) than Hodgkin’s disease (15-45 years). Patients with HD were fully staged, including a 
staging laparotomy where appropriate. Stages I and IIA (Ann Arbor) non bulky disease (Cottswold 
criteria) were trated with curative extended field radiotherapy (RT) 35-45 Gy. All other stages of 
HD with polychemotherapy (PCT) consisting of MOPP (mechlorethamine, oncovin, procarbazine, 
prednisone) and/or ABV(D)-like chemotherapy (adriamycin, bleomycin, vinblastine, dacarbazine); 
four of these patiënts with HD received RT besides PCT. Patients with NHL were also fully staged. 
First line curative treatment consisted of CHOP-like chemotherapy (cyclophosphamide, 
doxorubicin, vincristine, prednisone), 6-8 courses for stages II-IV (Ann Arbor), three courses 
combined with involved field radiotherapy 30-40 Gy for stage I; six patients with NHL received RT 
besides PCT (Fisher et al., 1993; Miller et al., 1998).  
Testicular cancer: Two types of histology can be distinguished: seminoma (SGCT) and non-seminoma 
germ cell tumours (NSGCT), SGCT generally being diagnosed at a later age (40-50 years) than 
NSGCT (20-35 years). Patients with testicular cancer were staged according to the Royal Marsden 
Hospital Staging Classification (stages I-IV) (Sonneveld et al., 2001). All patients underwent 
orchidectomy. Patients with NSGCT stage I were treated by orchidectomy alone and entered an 
intense outpatient follow-up policy ('Wait & See', W&S), consisting of physical check-ups, 
screening for elevated tumour markers and CT-scanning (Gels et al., 1995). Patients with 
metastasised NSGCT (stage II-IV) received four induction courses of polychemotherapy (PCT): 
cisplatin in combination with vinblastine and bleomycin (PVB), or with etoposide instead of 
vinblastine (BEP). In our hospital cisplatin based PCT was applied since 1976 (Sonneveld et al.  
2001). If there was any residual retroperitoneal tumour tissue, surgical resection followed 
subsequently (Gelderman et al., 1988; Sonneveld et al., 2001). Patients with SGCT stage I or  IIA 
received radiotherapy (RT) in a dose of 25-30 Gy to the ipsilateral para-aortal and para-iliac lymph 
nodes; SGCT stage IIb-IV received four courses of PVB or BEP, but without additional surgical 
intervention (Horwich and Dearnaley, 1992).
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Chapter 5 
 

Male sexuality after cancer treatment:  
Needs for information and support 1 

  
 
 

Summary  
 Objective: Testicular cancer (TC) as well as malignant lymphoma (ML), 
both have nowadays an excellent prognosis. However, both types of cancer may be 
diagnosed at young adulthood and patients may experience sexual concerns. In this 
article the need for information and support concerning sexuality will be explored, 
and the traumatic impact of cancer diagnosis with respect to this will be considered.  
Method: A total of 264 patients with testicular (TC), median age 36 (SD 9.7) years, 
and 50 patients with malignant lymphoma (ML), median age 42 (SD 11.7) years 
returned a questionnaire concerning sexual functioning; four items assessed the need 
for information or support concerning sexuality, at diagnosis and at follow-up.  
Results: It appeared that more than half of the patients with testicular cancer 
reported a lack of information and support concerning sexuality during treatment; 
67% of them still had a need for information at follow-up. These rates were 
significantly lower for patients with malignant lymphoma. Especially patients with 
testicular cancer who suffered sexual dysfunction reported extremely high needs for 
information and support.  
Conclusion: According to these findings it can be concluded that more attention 
should be paid to the doctor-patient communication with respect to sexual concerns 
in general, and especially where it concerns patients with testicular cancer.  

 
 

                                                 
1 This article has been accepted for publication in Patient Education and Counseling (december 
2002), as: Grieteke Jonker-Pool, Harald J. Hoekstra, Gustaaf W. van Imhoff, Eric J.A. 
Sonneveld , Dirk Th. Sleijfer, Mels F. van Driel, Heimen Schraffordt Koops, Harry B.M. van 
de Wiel (2003). Male sexuality after cancer treatment – Needs for information and support: 
testicular cancer compared to malignant lymphoma. 
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Introduction 
 An increasing number of patients with cancer has a favourable long-
term prognosis with the aid of well-defined treatment modalities. Since two 
decades almost 90% of the patients treated for testicular cancer can be cured  
(Sonneveld et al., 2001). However, patients may experience considerable 
psychosocial and existential burden, some of them until many years after the 
initial treatment  (see for example ). There are several reasons why this type of 
cancer, although in many cases ‘curable’, may be experienced as an invasive 
emotional event. First, testicular cancer affects young men in their prime of life 
(diagnostic age 15-35 years) (Rubin, 1993; Visser et al., 2001); they are very 
unexpectedly confronted with a life-threatening diagnosis. Second, patients have 
to face problems that one expects at old age, not at young age. Third, in case of 
metastases the polychemotherapy (and surgery) may be experienced as very 
invasive; the treatment itself may provoke death-anxiety (Coates et al., 1983; 
Stoter et al., 1989). Fourth, all patients will have to cope with the risk and fear of 
recurrence, so with a diffuse image of the future for many years (Cella and 
Tross, 1987). Experiences of this intensity may cause symptoms of 
posttraumatic stress (Horowitz, 1976), including re-experiencing and/or 
avoiding disease-related situations and cues, and symptoms of hyper-vigilance 
(American Psychiatric Association, 1994). Only recently investigators have payed 
attention to post-traumatic stress in cancer survivors and/or their relatives (Alter 
et al., 1996; Smith et al., 1999; Hobbie et al., 2000). One may assume that the 
impact of testicular cancer, although the prognosis is positive, is comparable to 
other types of cancer.  
 
 However, a special issue in testicular cancer is that it concerns the 
genitals. The affected testicle will always be removed and the diagnosis signifies a 
sudden and major threat from and to the male genital area. This may affect in 
especially the sexual-masculine integrity of the person (Bell, 1961; De Silva, 
2001; Gallo-Silver, 2000; Mills and Turnbull, 2001; Myers, 1976; Ropponen et 
al., 1994; van Basten et al., 1996). As a result sexual functioning can assumed to 
be under pressure, and research indeed revealed sexual morbidity among 
patients treated for testicular cancer (see for example Aass et al., 1993; Gritz et 
al., 1989; Jonker-Pool et al., 1997).  
 In the current study we assessed the need for information or support 
concerning ’sexual functioning after treatment’ of patients with testicular cancer, 
during treatment and at follow-up, by means of a questionnaire (Jonker-Pool et 
al., 1997). We expected that these needs would be higher for patients with 
testicular cancer than for male patients with a non-genital tumour. Therefore the 
questionnaire was also sent to a sample of male patients with a non-genital 
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tumour, in casu malignant lymphoma.  
  Outcomes were related to reported changes in sexual functioning, as 
well as to age and duration of follow-up. If it is true that testicular cancer, being 
a genital tumour, triggers a sexual uncertainty we hypothesise that:  
a. informational as well as supportive needs concerning sexuality will be 

prominent, in especially in patients with testicular cancer  
b. these needs will have a relatively low correlation with the actual sexual 

functioning as such, and  
c.  assuming the sexual-traumatic impact of testicular cancer, these needs will 

be relatively stable and not strongly related to duration of follow-up  
 
 

Methods 
 Patients: The medical records of (male) patients, treated since 1977 at the 
University Medical Center Groningen (UMCG) for a malignant testicular germ 
cell tumour (TC), or for malignant lymphoma (ML), were checked concerning 
their health status. Since 1977 the treatment of cancer improved dramatically due 
to the application of cisplatin-based chemotherapy (Gels et al., 1995). Patients 
who were alive, without signs of recurrence, aged between 17-70 years, were sent 
a questionnaire. The age boundary of 70 years was chosen because it may 
prevent bias, due to the risk of including patients with physical or mental co-
morbidity, or bereavement due to old age. Patients were informed by a covering 
letter about the aim of the study and the use of the data; it was emphasised that 
non-response would in no way affect treatment. Permission to conduct this 
study was obtained from the Medical Ethical Committee of the UMCG.  
Treatments:  
- Testicular cancer (TC): All patients with TC are orchidectomized. TC consists 
of two subtypes: seminoma and non-seminoma germ cell tumours. Dependent 
on dissemination grade the tumours are classified in stages I (no dissemination 
outside the testicles) to IV (dissemination outside the lymph nodes, such as lung 
metastases). Seminoma tumours are always treated with RT. Non-seminoma 
tumours are, dependent on stage, treated with a ‘wait & see policy’ (W&S, stage 
I) or polychemotherapy (PCT, stage II-IV). If there is any residual retro-
peritoneal tumour mass, surgical resection follows subsequently (PCT + surgery 
(Horwich and Dearnaley, 1992; Sonneveld et al., 2001).  
- Malignant lymphoma also consists of two subtypes: Hodgkin’s disease (HD), 
treated with RT (stages I-IIA) or PCT (all other stages), and non-Hodgkin 
lymphoma (NHL), treated only with PCT (dependent on stage: three courses  



80  

combined with involved field radiotherapy 30-40 Gy for stage I; 6-8 courses for 
stages II-IV (Fisher et al., 1993; Miller et al., 1998). 
Generally, age-effects have to be considered, because the age at diagnosis in case of 
non-Hodgkin lymphoma generally is higher (between 50-75 years) than in 
Hodgkin’s disease (15-45 years). Age at diagnosis of a seminoma testicular germ 
cell tumor generally is also about ten years higher (between 40-50 years) 
compared to the diagnostic age of patients with a non-seminoma tumor (20-35 
years).  
Questionnaire: To explore sexual functioning after treatment for testicular cancer, 
we adapted a questionnaire which had been formerly used in a explorative study 
among women with gynaecological tumours (Weijmar Schultz et al., 1986) (see 
also Caffo and Amichetti, 1999). We added four items concerning information 
and support: two items were about information and support received from the 
medical staff during the treatment period (sufficient – not sufficient, 4-point 
scale), the two other questions assessed the current need for information or 
support (yes or no).  
Design: First, we wanted to assess the patients’ retrospective need for information 
(in the tables abbreviated as IR=information need retrospective) and support 
(SR=supportive need retrospective), as well as their current needs 
(IF=information need at follow-up, and SF=supportive need at follow-up), and 
compare the results of patients with TC to those of patients with ML. Second, 
we wanted to investigate the relationship between reported needs for 
information or support and reported sexual functioning, and again compare 
both patient groups (TC versus ML). Third, we wanted to assess eventual 
associations between needs for information or support at the one hand, and 
duration of follow-up period and age at the other (detailed data concerning 
sexual functioning of the testicular cancer patients were described earlier 
(Jonker-Pool et al., 1997). To complete the results we checked eventual 
differences between treatment sub-groups of both patient groups.  
Statistical analysis: Results concerning needs for information and support in 
retrospect and at follow-up will be presented as raw scores (Table 1), or as 
dichotomised scores (cut-off half way the 0-3 point scale, Table 2b and 3). 
Sexual dysfunction scores were dichotomized and a sum-index (sum-SDF) was 
obtained by summing up the number of patients that reported strong/moderate 
decrease of at least one (or more than one) of the following sexual functions: 
libido, arousal, erection and orgasm. This resulted in two subgroups: patients 
with no sexual dysfunction (SDF=0), patients who reported one or more than  
one sexual dysfunction (SDF=1-4). To analyse the differences between groups, 
Kruskall-Wallis’ or Mann-Whitney’s-U test were used for categorical variables.



81 

 Significance of correlation was established by using Spearman's Rho. A p-value 
< .05 was considered to be significant.  
 
 

Results  
 Response and patient characteristics  
 Testicular cancer: A total of 287 patients returned the questionnaire 
(response rate 85% of a sample of 337 patients). Those who had incomplete 
medical data (n=9), had no standard treatment (n=5) and bilateral testicular 
cancer patients (n=9) were excluded. A total of 264 patients (78% of the original 
sample) remained for analysis. For treatment characteristics, see Table 3a. At the 
time of diagnosis, the median age of this patient group was 29 (SD 9.4) years, at 
follow up 36 (9.7) years. The median follow-up period for TC was 5.9 (SD 4.4) 
years. There were no significant differences concerning demographic variables 
between the four treatment groups.  
 Malignant lymphoma: 58 patients (response rate 72.5% of a sample of 80 
patients) returned the questionnaire. Eight patients were excluded: six were 
treated before 1977, one patient suffered from a brain tumour, and one patient 
received a non-standard combination of treatments. A total of 50 patients 
(62.5% of the original sample) remained for analysis. For treatment 
characteristics, see Table 3b. The median age at diagnosis was 34.4 (SD 11.6) 
years, median age at follow-up was 42 (SD 11.7) years. There were no significant 
differences between both subgroups of ML. 
 
 
 Need for information or support concerning sexuality 
 Comparing testicular cancer (TC) and malignant lymphoma (ML) 
 Table 1 presents the raw scores of needs for information and support 
of both patient groups (TC and ML), during treatment (retrospective) as well as 
at follow-up. As can be seen patients from the table, patients with TC generally 
were much more dissatisfied about information and support concerning 
sexuality compared to patients with ML. Over half of the patients with TC 
valued information and support offered during treatment as absolutely not/not 
sufficient, and at follow-up two-thirds of these patient group reported a current 
need for information concerning sexuality. 
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Table 1. Need for information and support concerning sexuality, during 
treatment (retrospective) and at follow-up of patients with testicular cancer (TC, 
n=264) or malignant lymphoma (ML, n=50) 
 

 
During 
treatment 
(retrospect.) 

  
Absolutely 
Insufficient 
n     (%) 

 
In- 
sufficient 
n     (%) 

 
Hardly 
Sufficient 
n     (%) 

 
Sufficient 
 
n      (%) 

 
p-value 
 
(Chi) 

 
Information 
(IR)                

 
TC (n=263)* 
ML  (n=48)* 

 
77    (29.5) 
  8    (16.5) 

 
62   (23.5) 
  9      (19) 

 
38   (14.5) 
  7   (14.5) 

 
36 (32.5) 
24    (50) 

 
 
ns 

Support 
(SR) 
 

TC (n=258) 
ML  (n=47) 
 

91    (35.5) 
  9     (19 ) 
 

48   (18.5) 
  9     (19 ) 
 

46      (18) 
  6      (13) 

73    (28) 
23    (50) 

 
0.028 

At follow-up: 
Need for 
Information 
(IF) 

 
 
TC (n=262) 
ML  (n=48) 

Yes 
 
175   (67) 
  13   (27) 

No 
 
86     (33) 
35     (73) 

 
 
 

 
 
 

 
 
0.000 

Need support 
(SF)  

TC (n=262) 
ML (n= 49) 

56  (21.5) 
  4      (8) 

206 (78.5) 
  45   (92) 

 
 

 
 

 
0.031 

 
* lower numbers in the table are due to missing values (this applies also to the other table)  
 
  

Relation between sexual dysfunction and informational or 
supportive needs 

Although in general the reported needs for information and support were high, 
we wanted to check whether there were differences between patients with, 
versus without sexual dysfunction. First we present the outcomes of reported 
sexual dysfunctions in detail (Table 2a) and thereafter we present the relation 
between informational and supportive needs and the total number of reported 
sexual dysfunctions (SDF1-4, Table 2b). 
A total of 29.5% of patients with TC and 30% of patients with ML reported one 
or more sexual dysfunctions (for more details, see Jonker-Pool et al., 2003). 
Although analysis at treatment level revealed that patients with TC, treated with 
PCT, reported the highest rate of sexual dysfunction, the differences between 
TC and ML concerning sexual functioning reached no statistical significance. It 
is remarkable that in both patient groups, about half of the patients without sexual 
dysfunction reported a lack of information and support in retrospect; at follow-
up the need for information was still very high for patients with TC. However, 
patients with TC with sexual dysfunction reported significantly higher needs for 
information and support compared to patients without sexual dysfunction; for 
patients with ML this was only de case concerning ‘need for  
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Table 2a. Sexual dysfunctions of patients with testicular cancer (TC) and of 
patients with malignant lymphoma (ML) 
 

   

 

 
Sexual Dysfunction (SDF) 

 
Testicular cancer  
100% (n=264) 

 
Malignant lymphoma 
100  % (n=50) 

 
1.    Desire decreased        %   (n) 

 
19%     (51) 

 
20.4 %   (10) 

2.    Arousal decreased       %  (n) 12%     (32) 16.7 %    (8) 
3.    Erection decreased     %   (n) 12.5%  (33) 16.3 %    (8) 
4.   Orgasm decreased       %   (n) 19%     (50) 22.9 %   (11) 
Sum (SDF 1-4) 29%     (77)   30 %    (14) 

 
 
 
 Table 2b. Relation between sexual dysfunction & need for information and 
support: testicular cancer (TC n=264) and malignant lymphoma (ML n=50)  
     
        In Retrospect       At Follow-up 

Nr of Sexual 
Dys-
Functions 
(SDF) 

  
Absolutely not/ 
Not sufficient  
Information   
(IR) 

 
Absolutely 
not/  
not sufficient  
support (SR) 

 
Need for  
Information 
(IF): 
Yes  

 
Need for  
Support  
(SF): 
Yes 

SDF=0        TC: 182  
(70.5%) 
ML:   33     
(70%) 

TC:  90      (50%) 
 
ML:  15     (47%) 

TC:  87  
(48.5%) 
ML:  19 
(61.5%) 

TC: 112 
 (61.5%) 
ML:     7 
    (22%) 

TC: 27 
  (15%) 

     (3%) 
SDF=1-4:    TC:   77  

(29.5%) 
ML:  14     
(30%) 

TC:  47      (61%) 
 
ML:    6     (43%) 

TC:  51 
   (67%)   
ML:    9 
 (64.5%) 

TC:   60 
    (78%) 
ML:     5 
 (35.5%) 

TC: 28 
(36,5%) 
ML:   3  
(21.4%)  

Total * 
 

TC total: 
 n= 261 
ML total:  
n=   47 

TC: 137    (53%)a 

 
ML:  21     (46%) 

TC: 138 
   (54%)b 

ML:   28 
   (62%) 

TC: 172  
( 66.5%) c 
ML:   12 
   (26%) 

TC: 55 
  (21%) d 
ML:  4 
 (8.5%) e 

ML:  1    

* lower totals are due to missing values (this applies also to the other tables)  a  Pearson’s Chi 2 
p =0.053, b p=0.004, c  p=0.007, d p<0.000,   e p=0.039; in ML the remaining variables reveal 
no significant differences between SDF=0 and SDF=1-4  

 
 
 
 

support’ at follow-up. So, patients with TC showed a stronger increase of needs 
for information and support (in retrospect and at follow-up) when sexual 
dysfunction was the matter than patients with ML.  
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 Interrelations 
 Relations- between informational and supportive needs 
 The correlation between reported lack of information and lack of 
support in retrospect was very high in TC (Rho 0.78), as well in ML (Rho 0.83). 
This means that responses on these two retrospective items were very similar. 
However, in both patient groups there was no relationship of interest between 
these two variables and duration of follow-up period, as well as age. As the need 
for information and support at follow-up concerned a dichotomous question, we 
compared means of patients answering ‘yes’ versus ‘no’. Patients that did want 
information at follow-up (about 30% in both patient groups), also wanted more 
frequently support; while of the patients that wanted no information at follow-
up almost all also wanted no support.  
 Informational and supportive needs versus follow-up period and age  
- Testicular cancer: There were no differences in age between TC patients that 
currently wanted information yes versus no, or support yes versus no. But TC 
patients that wanted support at follow-up had a some longer follow-up period 
(mean 6.5 versus 8 years, p<0.22).  
- Malignant Lymphoma: There were no differences in follow-up period between 
ML patients that currently wanted information yes versus no, or support yes versus 
no. But ML patients that wanted information at follow-up were relatively 
younger (mean 35 versus 45 years, p<0.005).   
  
 Treatment-specific effects?  
 As mentioned in the ‘method’ section, TC as well as ML consisted of 
diverse histological and/or treatment subgroups. To identify treatment groups 
that may need special attention, we would like to check whether there were 
differences between treatment subgroups concerning informational or 
supportive needs (Table 3a and 3b).  
- Testicular cancer: patients treated with RT were significantly less dissatisfied with 
support in retrospect (SR 34% in RT, versus resp. 57% in ‘Wait & See’, 59.5% in 
PCT, and 57% in PCT+RRRTM, Chi p<0.052). Patients treated with 
PCT+Surgery, so those with the most threatening staging, treated with the most 
intensive treatment regimen, and with the highest level of sexual dysfunctioning, 
reported the highest need for support at follow-up (SF 28% versus resp. 10.5% 
in W&S, 17% in RT and 21.5% in PCT, Chi p<0.048).  
- Malignant lymphoma: In ML (statistical) differences between subgroups were 
hard to establish, due to low numbers per subgroup. At face value, HD-PCT 
treated patients had the lowest dissatisfaction with information and support in 
retrospect, but not at follow-up. 
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Table 3. Comparing treatment groups: need for information and support  
 
a. Testicular Cancer (TC, n=264)   Treatment-groups 
 

 
 

 
Total 
 
 
n (%) 

 
W&S 
 
n=59 
(22%) 

 
 RT 
 
n=41 
(15%) 

 
PCT 
 
n=42 
(15%) 

 
PCT+ 
Surg 
n=122 
(45%) 

 
p- 
value b  

 
During Treatment: 
Insufficient inform. a 

 
 
139 
   (53%) 

 
 
30  
 (52%) 

 
 
17 
(41.5%) 

 
 
22 
(52.5%) 

 
 
70 
(57.5%) 

 
 
0.370 

Insufficient support a 
 
At follow-up: 
Need for inform.:‘yes’  
 
Need support:     ‘yes’  

139  
   (54%) 
 
175 
   (67%) 
56 
(21.5%) 

32 
 (57%) 
 
41 
   (71%) 
6 
(10.5%) 

14  
  (34%) 
 
25 
 (61%) 
  7 
 (17%) 

25 
 (59.5%) 
 
28 
   (67%) 
  9 
(21.5%) 

68 
   (57%) 
 
81 
   (67%) 
34 
   (28%) 

0.052*  
 
 
0.800 
 
0.048* 

 
 
 
b. Malignant Lymphoma (ML, n=50)   Treatment-groups 
 

 
 

 
Total 
n (%) 

 
 HD-RT 
n=8 
(16%) 

 
HD-PCT 
n=18 
(36%) 

 
NHL-PCT 
n=24 
(48%) 

 
p- 
value c  

 
During Treatment: 
Insufficient inform. a   

 
 
17 (35.5%) 

 
 
3   (37.5%) 

 
 
 5  (29.5%) 

 
 
  9  (39%) 

 
 
(ns) 

Insufficient support a           
 
 
At follow-up: 
Need for inform.:  ‘yes’  

18    (38%) 
 
 
13 (27%) 

3      (43%) 
 
 
1 (12.5%) 

 4  (23.5%) 
 
 
  7   (41%) 

11  (48%) 
 
 
5   (22%) 

(ns) 
 
 
(ns) 

Need for support:  ‘yes’  4    (8%) 1 (12.5%)    3   (17%) 0 (ns) 
      

 

a dichotomised scores: absolute or moderate insufficient information or support; b Pearson’s 
Chi2, * significant where p<0.05; c in ML statistical differences between subgroups are hard to 
establish, due to low numbers per subgroup 
Abbreviations:  TC: testicular cancer, ML: Malignant Lymphoma, HD: Hodgkin’s disease, 
NHL: Non-Hodgkin’s lymphoma, W&S: wait & see policy, RT: Radiation Therapy, PCT: 
Polychemotherapy 
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Conclusion and discussion  

 Generally, cancer diagnosis implies loss of control in many aspects of 
life. Especially carcinoma of the testicles may result in sexual dysfunctioning. In 
this article we explored the subjective need for information and support 
concerning sexuality of testicular cancer patients, and compared these to a group 
of male patients with a non-genital tumour (malignant lymphoma). We assumed 
that  
a. informational as well as supportive needs concerning sexuality will be 

prominent in both patient groups, but higher in patients with testicular 
cancer  

b. there is a relatively low association with actual sexual functioning 
c. needs for information and support may remain a long time after treatment, 

due to the psychological impact of the cancer diagnosis 
In general the results underscored these three assumptions where it concerned 
needs for information, but offered important nuances concerning the patients’ 
current needs for support concerning sexuality.  
 
 Generally, patients with testicular cancer reported no more sexual 
dysfunction than those with malignant lymphoma. However, concerning needs 
for information and support we established some interesting differences. 
Looking back at the period of their treatment, so in retrospect, the majority of 
patients with TC, and half of the patients with ML, considered the information 
and support concerning sexuality as ‘insufficient’. Patients with TC reported a 
significantly higher lack of support concerning sexual matters during their 
treatment, compared to patients with ML. Although these subjective self-reports 
(presenting the cognition of the patients) may differ from the degree of 
information and support as it was actually given during treatment, the results 
offer a valid indication of the patient’s perception of this matter. At follow-up the 
need for information concerning sexuality was extremely high for patients with 
TC (67%). The need for support at follow-up was lower for both patient groups, 
but still significantly higher in patients treated for TC compared to those with 
ML. Our first hypothesis could be confirmed, which may be an indication of a 
higher sexual vulnerability for patients with a genital tumour.  
 In accordance with expectations, the relationship between reported 
sexual dysfunction and informational and supportive needs was low. Not only 
the majority of patients reporting decreased sexual functions expressed a lack of 
information and support during treatment, but also about half of the patients 
without any sexual morbidity in both patient groups (TC as well as ML). 
However, there appeared to be some relation of interest between reported 
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presence of sexual dysfunctions and the need for support at follow-up, in both 
patient groups. It appeared that TC patients with one or more sexual 
dysfunctions reported extremely high needs for information and support (up to 
78%), significantly more than TC patients with no sexual dysfunction; for 
patients with ML this trend was also present but could not statistically be 
established. So, although in general there is a high need for information and 
support, especially patients who report sexual dysfunction may actually need 
support.  
 Generally, there appeared to be no relation between informational or 
supportive needs at the one hand, and duration of follow-up period at the other, 
but patients with TC with a longer follow-up period reported more need for 
support after a longer follow-up period. The very high need for information at 
follow-up especially in TC (67%), also in many of the patients without any sexual 
morbidity (61.5%), underscores our hypothesis that the experienced need for 
information or support does not decrease in the course of time. This adds to the 
idea that the impact of (testicular) cancer, here specifically pointed at sexuality, 
remains long time after diagnosis. Although older patients are assumed to have 
lower needs for information (Cassileth et al., 1980; Turk-Charles et al., 1997) a 
relationship with age could not be established for patients with TC. This again 
underscores our idea that sexuality has become a vulnerable area particularly for 
patients with testicular cancer, irrespective of age. 

 
Discussion  

 Comparing different treatment subgroups with TC revealed an 
interesting point: patients treated by surveillance, who have – from a medical 
point of view – an ‘optimal prognosis’ and received minimal surgical treatment, 
reported a need for information and support comparable to those treated by 
PCT (± surgery). This finding is in line with two other studies. Arai (Arai et al., 
1997) found that testicular cancer patients under surveillance reported equal 
levels of morbidity, but higher needs for prosthesis and the most decreased 
sense of attractiveness compared to other treatment groups. Derdiarian found 
that patients with a local tumour sought more information compared to those 
with metastases (Derdiarian, 1987).  
 Irradiation may be assumed to be a less intrusive treatment than 
polychemotherapy. Although in our study testicular cancer patients treated with 
RT reported the lowest needs for information and support, the differences with 
other treatment groups were not significant. A recent study among TC-RT 
treated patients reported that most of these patients considered information and 
counselling given by their physician about the sexual consequences of therapy to 
be insufficient (Caffo and Amichetti, 1999). This evokes the idea that there 
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seems to exist a paradoxical relationship between objective medical status (such 
as stage of disease or treatment intensity) and subjective informational needs. 
Therefore, when counselling cancer patients, it may be useful to consider the 
impact of cancer on sexuality, also where it concerns a good prognosis and/or a 
seemingly non-intrusive treatment. 
 If we should have aimed to recall the information or support actually 
offered during the period of treatment, of course memory-disturbances would 
be a matter of concern, as the range of follow-up periods was rather wide (0.25-
17 years). However, as it concerned a retrospective study we were not asking for 
the actually offered information and support during treatment, but how the 
patients themselves, perceived information and support concerning sexuality, as an 
indication of the importance of the subject. Patients may feel dissatisfied with 
the information offered during treatment, not because no information was 
offered, but may be because it was not tailored, not adequate, could not be 
processed mentally and/or did not fit their emotional needs and this also might 
have hampered their memory. 
  
 Conclusions 
 The results from this study show much dissatisfaction about 
information and support concerning sexuality among male cancer patients with 
testicular cancer as well as in patients with malignant lymphoma. Interestingly, in 
both patient groups the reported need for information was much higher than the 
reported sexual morbidity. The actual need for support showed some relation to 
reported sexual dysfunction. Generally, patients with testicular cancer reported a 
much higher need for information and support as compared to patients with 
malignant lymphoma. At this point some specific conclusions can be drawn:  
a. in general (male) cancer patients appreciate it to be asked whether they need 

information or support concerning sexuality, during treatment and during 
subsequent surveillance 

b. this seems especially relevant for patients who indeed do suffer from sexual 
dysfunction 

c. and even more specifically relevant for patients with testicular cancer.  
Therefore it can be concluded that male cancer patients in follow-up should be 
professionally invited by their physician to report about their sexual functioning, 
and patients with testicular cancer in particular. 
 Still, we do not yet know what kind of information concerning sexuality 
patients would like to receive from their physicians. From some other studies we 
know that patients consider post-treatment sexuality and fertility very important 
subjects and are very appeased when the oncologist initiates the subject of 
sexuality (Bullard et al., 1980; Metz and Seifert, 1990). But patients are different 
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in their tendency to welcome or keep off information associated with the threat 
of illness (Leydon et al., 2000; Van Zuuren and Wolfs, 1991), and may become 
non-discriminatory in gathering information (Taylor, 1979). By its very nature 
the experience of cancer may intensify a general need for information and 
emotional support. At the one hand information is ‘never enough’, but at the 
other hand the capacity to take-in information may be reduced (Jenkins et al., 
2001; Mills and Sullivan, 1999; Taylor, 1979; van der Molen, 1999). Although 
patients may formulate all kinds of informative questions, it is not always 
immediately clear what the patient is searching for: medical information about 
the disease, or emotional support (Ford et al., 1996; Katz, 1984).  
 When asked, patients most of the time cannot specify what kind of 
information or support they would to receive. First of all patients seem to have a 
need to express a general feeling of uncertainty and embarrassment, not pointed 
to sexuality anyway: “You just don’t understand what happens to you, you know 
nothing, you cannot image that it is true”. Furthermore, even years after 
treatment, patients may show clinical signs of having experienced the impact of a 
psycho-trauma: they tend to tell about their illness in bright, detailed and 
fragmented memories, sometimes interrupted by a break through of emotions 
(American Psychiatric Association, 2001) . So when, for example, a patient with 
testicular cancer asks: "Doctor, do you think the disease may cause sexual 
difficulties?", such a question may not refer to a ‘cognitive’ request for a short 
lecture about sexuality after cancer in the first place. It may be an expression of a 
need for interpersonal support. This ambiguity should be taken into account 
when assessing or interpreting the needs of (testicular) cancer-patients. 
 
 Practice Implications 
 At this point we would like to offer some more general reflections. It 
can be concluded from this study that male cancer patients, and patients with 
testicular cancer in particular, should be professionally invited by their physician 
to report about their eventual sexual concerns. Still, we do not assume that the 
high rate of reported insufficient information and support concerning sexuality 
per se reflects the absence of actually given information. The adequacy and 
efficacy of information or support may depend more on the quality of the 
doctor-patient relationship than on the content of the information as such, in 
especially where it concerns the sexual aspects of a genital, life-threatening 
tumour (Penson et al., 2000; De Silva, 2001; Mills and Turnbull, 2001). This 
relationship implies not only the vulnerability of the patient but, as a 
consequence, also of the doctor, in who’s hands the patient feels his fate has been 
laid down. Also in our civilized era, for many patients in despair it holds that 
‘…all the time the doctor’s knowledge, like a flickering lamp, is the one dim light 
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in the darkness’ (Jung, 1946). Here emerges an challenge for doctors: to explore 
their own capacity to face the emotions of their (male) patients, in especially 
where it concerns sexuality in relation to the threat of death (Beier, 1966; Cassell, 
1991; Katz, 1984; Viswanathan, 1996).  
 However, this is also a serious point of concern, because helpers who 
are emotionally empathic with patients tend to experience ‘traumatic 
countertransference’, which may lead to some kind of vicarious traumatization in 
the helper, when he is not supported himself by an adequate supportive system 
(McCann and Pearlman, 1990). To conclude these reflections, from this point of 
view the question is not only: how to offer enough information and support, but 
especially: how to do this in the right way. May be the most important question is: 
what do doctors need, to be able to give information and support in the right way.  
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Chapter 6 
 

 

Sexual health after treatment for 
testicular cancer: a one year follow-up1 

 
 

Summary 
Purpose: A retrospective study at the University Medical Centre Groningen 

(UMCG), The Netherlands, showed sexual dysfunction in 30%-40% of patients 
treated for testicular cancer (follow-up seven years). This finding gave rise to the 
performance of a prospective study.  
Methods: Sexual health was assessed with the Questionnaire for Sexual 
Dysfunctions (QSD), and a questionnaire assessing sexuality- and illness-related 
aspects, at 0 (T1), 6 (T2) and 12 months after diagnosis (T3).  
Results: response: 49 patients (64.5%) at T1, 37 (48.5%) at T2 and 35 (46%) at T3. 
Mean age: 30.4 years. Sexuality oriented behaviours showed no differences between 
patients and normal controls. Sexual dysfunctions were reported by less than 14% of 
the patients; there were no differences with controls. Sexuality related aspects: at T3 
only 10% felt less attractive, 86% did not want a prosthesis. Illness-related aspects: at T3 
almost all patients reported a good physical and mental health. Partner relations 
improved in 32%, none deteriorated. Patients treated with orchidectomy alone 
reported the highest rate of sexual dysfunction.  
Conclusion: One year after diagnosis testicular cancer patients report little sexual 
dysfunctioning, and they enjoy good physical and mental health. These outcomes 
are lower than outcomes of an earlier retrospective study in the same region. 
However, one year after treatment patients are still in the midst of their disease 
story. A retrospective study, performed at another time and in other circumstances, 
may reveal information that is no less ‘true’ than results of a prospective study, but 
just offers information about a different ‘reality’.

                                                 
1 This article has been submitted as: Grieteke Jonker-Pool, M.A. , Dirk Th. Sleijfer, M.D., Ph. 
D., Harald J. Hoekstra, M.D., Ph. D., Mels F. van Driel, M.D., Ph.D., Heimen Schraffordt 
Koops, M.D., Ph. D., Eric L.P. van Sonderen, M.A., Ph.D., Harry B.M. van de Wiel, M.A., 
Ph. D. (2003). Sexual health after treatment for testicular cancer: a one year follow-up. 
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Introduction 
Nowadays, the survival rate of patients treated for testicular cancer 

reaches almost 90% (Sonneveld et al., 2001). As testicular cancer concerns a 
tumor at the genitals in relatively young adults, especially the quality of sexual life 
after treatment has called attention in the past decades. (see for example Arai et 
al., 1997;  Bloom et al, 1993; Gritz et al, 1989; Jonker-Pool et al, 1997; Rieker et 
al., 1989; Schover and Von Eschenbach, 1985; Schover et al, 1986) A review 
concerning sexual function revealed 36 studies, published between 1975-2000 
(Jonker-Pool et al., 2001). The majority of these studies (n=29) concerned a 
retrospective study (mean follow-up 7, range 0.25-25 years); seven studies were 
published as a prospective study (mean follow-up 2, range 0.25-3 years); the 
studies were very diverse in design and outcome. Generally, the retrospective 
studies reported a substantial loss of sexual functions, while the seven available 
prospective studies seemed to offer a more optimistic picture. Taking in 
consideration the numbers of patients included in the several studies we found, 
for example, loss of desire in 20% of the patients included in the retrospective, 
versus 11% in prospective studies; orgasmic dysfunction in 20% versus 9%; 
decrease of sexual activity in 24% versus 13%. These differences between 
retrospective versus prospective studies may evoke two opposite considerations: 
sexual morbidity after testicular cancer is less serious than assumed by 
retrospective studies or, the other way around: it is more serious than suggested 
by prospective studies.  
In a previous retrospective study in our region, we found levels of post-
treatment sexual morbidity in patients treated for testicular cancer, comparable 
to the rates that were found in the retrospective studies of the review mentioned 
(Jonker-Pool et al, 2001). Those outcomes were, to our opinion, rather high 
(between 30-40% of the patients reported sexual dysfunction after a mean 
folow-up period of 7 years). As only few prospective studies are available, and 
we were interested in the course of sexual functioning in the first year after 
diagnosis, we decided to perform a prospective study, in the same geographic 
region as the previous retrospective study.  
 
 

Methods 
Patients: All patients with testicular cancer, who were admitted to the 

University Medical Center Groningen (UMCG), The Netherlands (October 1994 
- April 1997), were asked to participate in the study. Medical data were obtained 
from medical records. Permission for the study was given from the Medical 
Ethical Committee of the UMCG. Patients received an information letter, and 
they signed an ‘informed consent’.
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Histology and Treatments: Two types of histology are distinguished: seminoma 
(STGCT) and non-seminoma testicular germ cell tumors (NSTGCT). The 
tumors are classified into stages I (no dissemination outside the testicles) to IV 
(dissemination outside the lymph nodes, such as lung metastases). 
- Seminoma testicular germ cell tumours with stage I - IIB disease are treated 

with irradiation (RT), stages IIC- IV are treated with polyhemotherapy 
- Non-seminoma testicular germ cell tumours Stage I are treated with 

orchidectomy alone followed by intensive surveillance (‘Wait & See’). 
Disseminated tumours Stage II-IV are treated with four courses of 
polychemotherapy (for more details, see Appendix) 

In general STGCT is diagnosed at a later age (40-50 years) than NSTGCT (20-35 
years). 
Design: Patients received two questionnaires, at diagnosis (between 0-3 weeks 
after initial treatment with orchidectomy, T1), 6 months later (T2) and 12 
months later (T3). Questionnaire A concerned the ‘Questionnaire for Sexual 
Dysfunctions’ (QSD; Vroege, 1994), consisting of two parts: Part I, sexuality 
oriented behaviours (16 items), and Part II, sexual dysfunctions (22 items). 
During the study, also scores from a normal community population were 
collected for the QSD.  
Questionnaire B (34 items) covered some demographic variables, as well as 
sexuality-related (such as body image, fertility) and illness-related aspects (such 
as subjective physical and mental health, stress, control, social support. As 
questionnaire B concerned disease-specific questions, no controls were available. 
Statistical analysis: For comparison of outcomes at T1, T2 and T3, a non-
parametric paired samples test (Wilcoxon) was used, using the raw scores. For 
most of the variables (where possible) raw scores were dichotomised in the 
tables, to be able to present percents. Results of the QSD were, at T3, compared 
with the age-matched, normal controls (using Anova). Correlation with age was 
calculated using Spearman's Rho. As the total sample size was rather small, the 
presentation of results is explorative in character.  
 

 
Results 
Response and patient characteristics 
Response: A total of 76 patients was admitted to the UMCG, between 

October 1994 and April 1997. It can be assumed that this sample included most 
of the newly diagnosed patients of the region, as the UMCG functions as an 
regional expertise centre concerning testicular cancer.  At T1, a  total of 49 
patients 



98 

(64.5%) returned the questionnaires (12 patients refused and 15 did not return 
the questionnaires).  At T2 and T3 this concerned respectively 37 and 35 
patients (respect. 75% and 71 % of the respondents at T1). Reasons for non-
response were not always indicated, but four patients felt too ill, and a few 
others commented that the questionnaires confronted them too much with the 
treatment period. Results of a total of 29 patients could be compared pair-wise 
at T1, T2 and T3  (indicated as ‘respondents T123’; 59% of the sample included 
at T1, 38% of the originally approached sample) and will be described below. As 
there appeared to be hardly any differences between outcomes at T2 and T3, we 
decided to present only outcomes of T1 and T3 in the tables.  

Patient characteristics: The mean age of the patients was 29 (17-52) years. 
The majority of the patients had a partner (n=21, 72%); singles were younger 
than patients with a partner (mean age: 27.3 versus 32.3 years). The education 
level had a regular distribution (low: 18%, median 41% and high 41%). The 
majority of patients had a non-seminomatous testicular germ cell tumour (n=24, 
83%). According to expectations, these patients were younger compared to the 
patients with a seminomatous tumour. For other details about ages and 
treatments received after 12 months, see also Table 3.  
 

Questionnaire A: Sexual Dysfunction Questionnaire (SDQ) 
Part I: sexuality oriented behaviour (Table 1a) 

This part of the QSD assessed sexuality-oriented behaviour, as well as sexual 
satisfaction. For example: ‘Do you ever have sexual fantasies or daydreams?’ 
(question 4). At T1, only few patients reported to have negative feelings such as 
sexual disgust (n=6, 12.5%), sexual anxiety (n=3, 6.5%) or having sex with 
reluctance (n=3, 6.5%). At T3 this prevalence had hardly changed; pair-wise 
analysis revealed no statistical differences between T1-T3.   

Part II: sexual problems (Table 1b) 
Table 1b offers an overview of the items of part II of the QSD: sexual dysfunction, 
the frequency (F), as well as the emotional burden (B). In the table frequencies 
where only presented when reported by 10% or more of the cases. At T1 only 
few patients reported sexual dysfunction; this was still the case at T3. The most 
frequently reported ‘dysfunction’ concerned ‘premature orgasm’ (at T1: 21%, T3: 
17%, ns). Other dysfunctions were  
reported by less than 14% of the patients. Again, there were no significant 
differences in patients’ reports between T1-T3.  

Patients versus age-matched, normal controls at T3: a total of 21 patients 
having a partner (mean age: 32, range 21-50, SD 7.0 years) was compared to 46 
age-matched controls having a partner (mean age: 35, range 24-56, SD 8.6 years). 
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Table 1a. Questionnaire for Sexual Dysfunctions 
   Part I: feelings and activities (QSD, Vroege 1994), N=29 
 

 T1: 0 months 
 

T3 12 months a 

Yes, sometimes:  
1. Someone attractive 
2. Aroused by lecture or TV 
3. Searching sexual arousal 
4. Sexual fantasies or daydreaming 
5. Occupation with sexual cues: much 
6.                                               little  
7. Masturbation: yes 
8.                 Mastrubation: very much 
9.                                        very little 
10. Desire sexual contact 
11. Having sexual contact 
12.         Need for sexual contact: much 
13.                                                 little 
14. When thinking about sex: disgust 
15. When thinking about sex: anxiety 
16. Sexual contact with reluctance 

 
27     (93%) 
27     (93%) 
18     (62%) 
23  (79.5%) 
  3  (10.5%) 
  3  (10.5%) 
23  (79.5%) 
  3  (10.5%) 
  3  (10.5%)  
29   (100%) 
24     (83%) 

10  (34.5%) 
  4     (14%) 
  3  (10.5%) 
  1    (3.5%) 
  2       (7%) 

  
27    (93%) 
27    (93%) 
20    (70%) 
25    (86%) 
  3 (10.5%)     
  0 
22    (76%) 
  1   (3.5%) 
  1   (3.5%) 
28 (96.5%) 
24    (83%)  
  9    (31%)  
  1   (3.5%) 
  0 
  0 
  3 ( 10.5%) 

 
39 satisfaction present sexual life:  

- dissatisfied 
- neutral 
- satisfied 

40 sexual contact with partner  
- dissatisfied 
- neutral 
- satisfied 

 
   
  5     (17%) 
  4     (14%) 
19  (68.5%) 
   
  3  (10.5%) 
  1    (3.5%) 
17  (59.5%) 

 
  
  1     (3.5%) 
 6      (21%) 

  21 (72.5%) 
 
  0 
  3      (10%)       
  19 (65.5%) 

a There were no significant differences between T1-T3, not on individual items  
nor on SDQ-total scores (Wilcoxon, paired samples test) 
 

There appeared to be only few differences: 
- QSD-part I (sexuality-oriented behaviour): controls reported a higher 

frequency of searching sexual arousal (item 3, nearly significant, p=0.10), 
and of sexual fantasies (item 4, p<0.001). No other differences were found.  

- QSD-part II (sexual dysfunction): no differences were found (in frequency, 
F, nor in burden, B, of sexual dysfunction). For patients as well as controls 
‘premature orgasm’ reached the highest score (difference ns). 
 
Questionnaire B: Sexuality & illness related aspects 
In questionnaire B we formulated questions concerning some sexuality-

related  & illness-related aspects (Tables 2a and 2b) that were not asked in the 
QSD and that may eventually be related to sexual dysfunction. For example: ‘Do 
you feelless attractive since the treatment for testicular cancer?’ (Table 2a); or: 
‘How do you experience your mental well-being’ (Table 2b). 
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Table 1b. Questionnaire for Sexual Dysfunctions 
   Part II: problems during sexual contact (QSD, Vroege 1994) 

 
 
 

T1: 0 months 
 

T3 12 months a 

QSD total: sexual problems  
(questions 17-38), mean (range) 
max. range QSD-total: 5x22=110 

 
F:  9 (0-43) 
B:  9 (0-39) 

 
F: 8    (0-26)  
B: 7.5 (0-26) 

 

Outcomes dichotomized scores 

17 sexual aversion 
18 anxiety during sex 
19 erection: no rigidity 
20 no arousal 
21 erection: less rigidity 
 
22 arouasal: less intense 
 
23 erection: less duration 
 
24 arousal: less duration 
 
25 no orgasm 
26 orgasm: less quick 
27 anejaculation 
28 anhedonic orgasm 
29 orgasm: less intense 
 
30 ejaculation: less powerfull 
 
31 orgasm: premature 
32 ejaculation: acute 
33 genital pain 
34 pain in other sites 
35 genital insensitivity 
36 reduced genital sensitivity 
37 tension after sexual contact 
38 nasty after sexual contact 
 

 
 
 
 
 
 
 
 21  F: 3 ( 10%) 
       B: 4  (14%) 
 22  F: 3  (10%) 
       B: 4  (14%) 
 23  F: 4  (14%) 
       B: 4  (14%) 
24   F: 4  (14%) 
       B: 4 ( 14%) 
 
 
 
 
29 F: 3   (10%) 
     B: 4   (14%) 
30 F: 4   (10%) 
     B: 2   ( 7%) 
31 F: 6   (21%) 
     B: 4  (14%) 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
29 F: 4   (14%) 
     B: 3   (10%) 
30 F: 4   (14%) 
     B: 1 ( 3.5%) 
31 F: 5   (17%) 
     B: 5   (17%) 
 
 
 
        

Dichotomized scores: Frequencies (F) or experienced burden (B) are only reported 
where the number of cases is >10% of the total sample 
a There were no significant differences between T1-T3, not on individual items  
nor on SDQ-total scores (Wilcoxon, paired samples test) 
 
Body image, fertility and some physical sexual response functions (Table 2a, items a-e): 
Generally, patients reported very positive on these aspects. Only a few patients 
reported concerns about their body image. Some differences in means between 
T1-T3 reached statistical significance, but this concerned only few persons: 
- At T3, 3 patients felt less attractive versus 0 at T1(item b) 
- At T1, the majority of the patients, 70%, did not want a prosthesis and this rate 

increased up to 86% at T3 (item e); for unknown reasons, at T3 the  
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majority of patients (65%) did not answer the question whether or not a 
prosthesis was offered anyway, but only five patients (17%) answered ‘yes’ 
to this question 

- The mean frequency of intercourse (concerning men with a partner, n=21, 
item i) tended to increase from T1-T3 (as the frequency of intercourse 
concerns a very individual practice, we were only interested in changes in 
means between T1-T3 and not in the frequency itself; therefor means are 
presented and no dichotomised percents). 

 
Illness-related concerns (Table 2b):  
Again, patients reported very positive about their situation. 
- At T3 most of the patients experienced a (very) good physical, as well as 

mental health (items a and b). Of course, this question was not asked at T1.  
- The influence of cancer on everyday life (item c) decreased strongly: from 

38% at T1, to 10.5% at T3. 
- One question concerned feelings of control :‘Do you think you can 

influence the consequences of the disease yourself?’ (item d). The very 
majority reported: ‘yes, fairly strong, or strong’ at T1 (86%) as well as at T3 
(90%).  

- Social support: Almost none of the patients had difficulty in talking about 
the disease with colleagues, family or partner, at T1 nor at T3 (item e) 

Of the patients having a partner (n=21), about one third reported that the 
partner relation had improved, at diagnosis (T1) and still at T3 (item f). 
 

Some general remarks: 
Partners versus singles: There were hardly any differences in scores between 

‘men having a partner’ versus ‘singles’ concerning Questionnaire A . Concerning 
Questionnaire B, men with a partner seemed a little more vulnerable for negative 
consequences after testicular cancer (worries about changes in appearance, 
worries to be less attractive and some lower physical well-being); singles had 
some more difficulty in talking with others about their disease. However, these 
differences were very small. 
Correspondence between T1 and T3: Most of the time, the ‘cases’ at T3 concerned the 
same individuals as the ‘cases’ at T1, for both questionnaires. 
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Table 2a. Sexuality related aspects (dichotomized scores, n=29) 
 
 T1 

0 months 
T3 
12 months 

a. Appearance changed: Yes  3   ( 10%)  3    (10%)  
b. Less attractive: Yesa  0  3    (10%)  
c. Worried about public attention at sports etc.   3    (10%) 2      (7%) 
d. Prosthesis offered: Yes 

                                  No 
                                  missing values:  

  3   (10%) 
18   (62%)   
  8   (28%) 

5    (17%) 
5    (17%) 
19  (65%) 

e. Want a prosthesis: b 
             No  
             Maybe 
             Yes 

 
20  (70%)  
6    (20%) 
3    (10%) 

 
24   (86%) 
3    (11%) 
1      (4%) 

f. Worried about fertility: Yes  8     (28%) 5     (17%)    
g. Quantity of semen   
                                     -      as before 

- decreased 
- increased 

 
(Not asked    at T1) 

 
21   (73%) 
  5   (17%) 
  2     (7%) 

h. No noctural erections  
(never, or less than one’s a weak) 

5      (17%)   7   (21%) 

i. Intercourse (men with partner, n=21)   
(mean, scale 0-5, 0=no intercourse,  

          5=> 4 times per week) c              

1.42 (SD 1.02) 2.15 (SD 1.2) 

a difference T1-T3 (Wilcoxon paired test) p= 0.020; b T1-T3: p= 0.087; c T1-T3: p=0.064 
 
 
 
Table 2b. Illness related aspects  
 
  

T1 
 
T3 

a. Physical health:    moderate 
                                good 

(not asked)   2       (7%) 
 26    (93%)  

b. Mental health :    moderate/bad 
                                good  

(not asked) 
 

  2       (7%) 
27     (94%) 

c. Influence of cancer on everyday life: yes a 11   (38%)  3    (10.5%)  
d. Control: Power to influence consequences  
                  of cancer: yes  

 
25   (86%) 

 
26     (90%) 

e. Social support: talk about cancer  
   difficult with collegues 
                with family b 
                with partner (n=21) 

 
 1   (3.5%) 
2      (7%)  
1   (3.5%) 

 
1  (4%) 
0 
0 

 f. Partner relation (n=21):   
                    No change  
                    Improved                        
                    Deteriorated  

 
13    (68%) 
  6    (32%) 
  0 

 
13    (68%) 
  6    (32%) 
  0 

g. (Men without a partner: n=12) 
   Worried about finding a partner: Yes 

 
  1   (8.5%) 

 
0 

a  difference  T1-T2 (Wilcoxon): p=0.022, T1-T3: p=0.002; b T1-T2: p=0.026, T1-T3: p=0.084 
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Considering Treatments (Table 3)  
Treatments (orchidectomy-alone, adjuvant RT or PCT) differ in their 

physical as well as their emotional burden. The retrospective study (Jonker-Pool 
et al, 1997) showed differences between treatment groups in sexual functioning. 
As generally the scores were very positive in this prospective study, no much 
differences between treatment groups can be expected. Furthermore, as the 
number of patients per treatment subgroup was very low, we only offer an 
impression of some outcomes (Table 3).  
- at T3  patients, under ‘Wait & See’-policy (patients without metastases) 

reported the highest rate of sexual dysfunction (item c, SDQ-total mean 
11.3 versus 3.4 in PCT+surgery ); but these scores were still very low 
considering the total range of the scale (0-110)   

- all but two patients, treated with PCT alone, reported a ‘good’ physical health 
(item d), as well as a ‘good’ mental health (item e)   

 
Respondents versus partial-respondents (Table 4)  
Part of the sample returned questionnaires at T1, but not at T2 and T3 

(partial respondents, n=20, 41% of the sample of T1, see also the paragraph 
‘Response’). The scores of these partial-respondents (PR) might be different from 
those of the respondents at T123 (R); we compared both groups at T1. There 
were no differences in age, but relatively more respondents did not have a 
partner, compared to partial respondents. Scores concerning sexuality oriented 
behaviour or sexual dysfunction (questionnaire A, QSD I & II), were 
comparable. However, , respondents T123 (R) reported some more problems 
concerning sexuality related aspects (questionnaire B), than the partial 
respondents (PR): they had more worries about public attention at sports etc., 
more frequently considered to take a prosthesis, had some more difficulty in 
talking with family or friends about cancer, and had a lower frequency of 
intercourse. 

 
Correlations with age (not in table)  

The relation between scores concerning sexuality versus age was low to very low.  
- Patients: Sexuality oriented behaviours (QSD  part I): generally less than 

Rho -0.20; Sexual dysfunctions (QSD part II): all Rho’s less than 0.15 
- Control-group: Sexuality oriented behaviours (QSR part I) Rho –0.30 or 

lower; Sexual dysfunction (QSD part II): all  Rho’s less than -0.19  
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Tabel 3. Comparing Treatments (at T3, dichotomized scores) 
 W&S 

N=14  
(48%) 

PCT 
N=3  
(11%) 

PCT+Surg
N=7 
(24%) 

RT 
N=5 
(17%) 

Total 
N=29 
(100%) 

Tumour Type Non-
seminoma 

Non-
seminoma 
 

Non-
seminoma 

Seminoma  

a. Age a  
Median (range, SD) 
 

27 (17-52,  
    SD 9.0) 

29 (18-33,  
   SD 7.7) 

32 (21-37,  
    SD 5.5) 

37 (32-50,    
    SD 6.9) 

29 (17-52,   
    SD 8.8) 

b. Having a partner b 

 
8 (57%) 2 (67%) 7  (100%) 4 (80%) 21(72.5%) 

c.  SDQ-total, part II: 
frequency dysfunction 
(scale 0-110) c 
burden dysfunction  
(scale 0-110) 
 

 
11.3 (2-26,  
     SD 8.5)  
  8.3 (2-22,  
     SD 6.2) 

 
9.3 (0-8,  
     SD 3) 
7.5 (0-12,  
   D 5.4) 

 
3.4 0-22,  
     SD 9.9) 
4.3 (0-20,    
     SD 8.8) 

 
6.1 (0-14,     
   SD 4.1)    

8.3 (0-26,    
    SD 7.7) 

 
8.0 (0-26,   
    SD 7.2) 
7.5 (0-26,   
    SD 6.7) 

d.   Physical health:  
- Medium 
- Good  

 
0  
14 (100%) 

 
2 (67%) 
1 (33%) 

 
 
6  (100%) 

 
0 
5 (100%) 

 
26   (7%) 
6   (93%) 

e. Mental health  
- Bad 
- Medium 
- Good 

 
0 
0 
14 (100%) 

 
1 (33%) 
1 (33%) 
1 (33%) 

 
0 
0  
7  (100%) 

 
0 
0 
5 (100%) 

 
1   (3.5%) 
1   (3.5%) 
27  (93%) 

a  p=0.024 (Mann-Whitney); b p=0.057 (Cramers’ V); c W&S versus PCT+surg: p=0.04 
  (Mann-Whitney) 
  
Table 4. Comparing respondents (R, n=29) and partial-respondents (PR, n=20)  
 
                                                T1: R    

 
        PR  

a. SDQ-total (part II) 
Mean Frequency (ns) 
(scale 0-110) 

        Mean Burden (ns) 
        (scale 0-110) 

  
R:     9.5     (SD 8.4) 
 
R:    10.0   (SD11.1) 
  

 
PR:   8.4   (SD 10.2)    (ns) 
  
PR:    7.5    (SD 7.5)    (ns)  

b.     Worried about public  
attention at sports etc. (scale 1-5)

R:      1.6 
 

PR:    1.2             (p=0.10) 

c.     Want a prosthesis 
        (scale 1-5) 

R:      2.2 
 

PR:    1.5            (p=0.023) 

d.     Frequency of intercourse   
        (scale 0-5) 

R:      2.4 
 

PR:    3.3            (p=0.028) 

e. Difficulty to talk about    
Cancer  (scale 1-5) a 

R:      1.5  
 

PR:    1.0            (p=0.043) 

f. Age  R:  31.5  (SD 9.0)  yrs   PR: 34.7 (SD 11.8 )yrs (ns) 
g. Having a partner: yes 
        

R:    62%  
 

PR: 89.5%         (p=0.039) 

Mann-Whitney U,  ns: no significant difference between Respondents (R) and Partial 
Respondents (PR); a Higher mean indicates more problems, except for item d (concerning 
intercourse). 
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Discussion 
In general the outcomes of this prospective study concerning sexual 

functioning after treatment for testicular cancer are very positive. Only few 
patients reported to have problems in sexual functioning, at the time of 
diagnosis (T1), as well as after six (T2) and 12 months of follow-up (T3). The 
majority of the patients reported to be satisfied with their present sexual life. 
Concerning sexuality- and illness-related aspects the results were also positive. 
There was good physical and mental health for almost every patient, the 
influence of cancer on daily life was minimal after 12 months, there were very 
high feelings of control, almost none of the patients had problems in talking 
about cancer, and one third of partner-relations improved. It hardly could be 
better after one year of treatment.  

The results concerning sexual functioning in this study seem comparable to, 
or even somewhat lower than in previous prospective studies among patients 
with testicular cancer (Aass et al, 1993; Fossa et al. 1990; Johnstone et al, 1993; 
Nijman et al., 1988; Tamburini et al., 1989; Trump et al., 1985).  Especially 
problems with ejaculation seem much lower, maybe due to progress in surgical 
techniques  Furthermore, after one year of follow-up there were almost no 
differences between patients and the age-matched control group. In our current 
study the most prevalent sexual complaint of the patients, orgasm earlier than 
preferred (‘premature’ orgasm, in about 20%), was even slightly more prevalent 
in the control group; apparently, the most frequently reported problem is that 
the party is over too soon. The only difference between patients and controls 
was that the latter reported more sexuality- oriented behaviour. This finding is 
the only indication that testicular cancer patients maybe, to some degree, are 
mentally blocked concerning sexual playfulness, or are more occupied by their 
recent history of illness. Interestingly, the very majority of the patients did not 
want a prosthesis (86% at T3); in interviews most patients stated that you 
(almost) cannot see that a testicle had been removed, and they felt an aversion to 
repeated surgery in their genital area again. 

The outcomes seem comparable to dysfunction-rates in the normal 
population, as reported in a recent Dutch review (Vroege et al., 2001), as well as 
in a review of Simons and Carey (2001). The findings also seem to 
correspondent to those of a very recent, large-scale prospective study of Fossa et 
al., among patients treated with different chemotherapy regimens (Fossa et al., 
2003). They found that sexual interest, activity and enjoyment decreased only 
during the first three months and returned to baseline levels in the very majority 
of patients (reduction of sexual interest or sexual activity in resp. 12% and 14%). 
Therefor we can conclude that there is a quick rehabilitation of sexual function 
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after initial treatment, and one year after diagnosis patients with testicular cancer 
have a normal sexual function. 
 However, to evaluate the results of this study adequately, attention 
should be paid to the response rate and the drop-out. At the start of the study 76 
patients were, according to incidence-expectations in the course of the inclusion 
period, diagnosed with testicular cancer (Visser et al., 2001). Initially, a total of 
49 patients could be included (64.5%); in the course of time however, there was 
a dropout of 30% of the original sample at T1. This is not surprising, as it 
concerned a study on a very intimate topic, among patients being treated for 
cancer (Lee, 1993). Problems with inclusion and dropout are general problems 
for prospective studies among cancer patients. It is often difficult to make firm 
conclusions, due to low numbers of patients included. In most of the reviewed 
prospective studies the number of patients included was relatively low and 
response-rates were not reported or unclear (Jonker-Pool et al., 2001). Still, 
drop-out also hampered our analysis in this study and indeed response-bias was 
the case: it appeared that, at T1, respondents were more sensitive to sexuality-related 
concerns, compared to patients that dropped out after T1. At the one hand this 
may imply that the total frequency of sexual problems might have even been 
lower, when these patients had not dropped-out. But at the other hand, it may 
be that part of the patients dropped out because they underwent more intensive 
treatment, which may have influenced their sexual functioning negatively and/or 
their motivation to return the questionnaires. This point must remain 
unresolved.  

An interesting finding of this study (although it concerned small 
subgroups) was that patients who had metastases and were treated with 
chemotherapy and surgery, reported less problems concerning sexual functioning 
than patients under the least intrusive treatment, ‘Wait & See’. This is in contrast 
with the findings of our retrospective study (with a mean follow-up of about 7 
years) (Jonker-Pool et al., 1997). More striking however is the fact that, in 
general, the outcomes concerning sexual dysfunction were very much lower in 
the current prospective study than in the prior retrospective study. How can we 
explain this? From a medical point of view it is conceivable that treatment 
regimens have improved so sharply, that currently treated patients will show no 
sexual morbidity in the future. However, from a methodological and 
psychological point of view three options are conceivable:  
1. the prospective patients were neutral, while the retrospective patients 

idealised their health prior to the disease and attributed current sexual 
discomfort to the experienced genital cancer (Fichten et al., 1991). 
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2. the retrospective patients were neutral in their response, while the 
prospective patients shift their evaluation to the positive and presented an 
idealised ‘good health’ (Sprangers and Schwartz, 1999). 

3. both groups, retrospective as well as prospective revealed ‘real’ information, 
but from a different life circumstance and a different point of view. 

Generally retrospective studies show higher rates of morbidity compared to 
prospective studies (Fichten et al, 1991). This also appeared to be the case in the 
review mentioned (Jonker-Pool et al., 2001). From a methodological point of 
view, retrospective questioning may trigger another type of response compared to 
prospective follow-up research. For example, in a sharp-witted design Fichten et 
al. studied the differences in outcomes concerning sexuality of a retrospective 
versus a prospective design in patients with benign prostate disease (Fichten et 
al, 1991). Compared to a prospective tested group, patients that were tested 
retrospectively reported to experience more deterioration of sexuality after 
treatment (surgery). But: this retrospective ‘negative’ post treatment report 
appeared to be related to a (also retrospective) ‘positive’ pre treatment 
estimation sexual functioning, an estimation that was more favourable than that 
of the prospectively followed group. This phenomenon also may apply to our 
retrospective study. Concerning prospective studies however, ‘response shift’ 
should be considered: the phenomenon that patients push-up, in the course of 
time, their personal criteria for self-evaluations of quality of life, for example 
concerning a value domain such as sexuality. This phenomenon may render 
assessments completed at several follow-up moments in prospective studies 
incomparable, and result in inaccurate conclusions concerning ‘real’ quality of 
life (Sprangers and Schwartz, 1999).  

 
How than, one may wonder, would such a ‘shift’ take place in our sample? 

The patients included were urged to take care of, or even to fight for their lives 
in the past 12 months, paradoxically: due to cancer in their procreative organs. 
People in such a situation need to concentrate on survival. It is no wonder that 
patients feel happy when they can report positive: about their sexual functioning 
(‘no problems’), body image (‘you hardly can see anything anymore’), their health 
and their partner-relations (of which in one third improved, and no one was 
deteriorated!). They were occupied with only one goal: ‘triumphing the battle’. 
But in fact they were in the midst of an existential threat and a story that had not 
ended yet. 

The after-beat of threat and trauma however, always follows when the 
situation is safer. Part of this may be reflected in retrospective studies. In the 
fortune of long-term survival, patients may no longer over-emphasise signals of 
well-functioning, but pay more attention to negative consequences and mourn 
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about their ‘loss’. Part of them may feel tired, or even damaged. This may result 
in sexual discomfort which then, on the long-term, is ‘attributed’ to the genital 
cancer as a primary cause.  

So in both cases, retrospective as well as prospective, the outcomes reflect 
the subjective perception of the situation; but both situations are quite different. 
Therefore we cannot conclude at the moment, that the outcomes of this 
prospective study, although very positive, are more ‘true’ then those of our 
former retrospective study.  

 
Perhaps we should consider, with respect to these kinds of problems 

concerning ‘objectivity’, that it is not easy to catch a sensitive topic such as 
‘sexuality after testicular cancer’ by medical considerations and a questionnaire 
alone. Sexuality is more than ‘sexual functions’ and conscious sexuality-oriented 
behaviour. In a layered pattern, it is related to many other domains of our 
personal, developmental and social existence (Bancroft, 1989; Badinter, 1992; 
Kaplan, 1979; Simon and Gagnon, 1986). It is very well conceivable that one 
year after treatment for cancer other ‘true’ answers emerge from a questionnaire 
than a few years later, while it still concerns the same basic processes and the 
same person, but at another time and in another circumstance. To reveal aspects 
of such a process, a method is needed that can surpass the first layers of a 
person’s response and can reach deeper grounds. May be personal ‘in depth’ 
interviews can offer insights concerning ‘sexuality after testicular cancer’ from 
layers that cannot easily be reached by a questionnaire. For, generally, sensitive 
topics need a sensitive approach. 
 
 
Appendix: Histology, staging and treatments  
Patients aged 17 or older at the time of diagnosis and (given the circumstances) expected to 
have a reasonable state of health, i.e. without other known morbidity, were included in the 
study. 
Two types of histology can be distinguished: seminoma (STGCT) and non-seminoma germ 
cell tumors (NSTGCT), STGCT generally being diagnosed at a later age (40-50 years) than 
NSTGCT (20-35 years). Patients with testicular cancer were staged according to the Royal 
Marsden Hospital Staging Classification (stages I-IV) (Sonneveld et al., 2001). All patients 
underwent orchidectomy. Patients with NSTGCT stage I were treated by orchidectomy alone 
and entered an intense outpatient follow-up policy ('Wait & See', WS), consisting of physical 
check-ups, screening for elevated tumor markers and CT-scanning (Gels et al., 1995). Patients 
with metastasised NSTGCT (stage II-IV) received four induction courses of 
polychemotherapy (PCT): cisplatin in combination with vinblastine and bleomycin (PVB), or 
with etoposide instead of vinblastine (BEP). In our hospital cisplatin based polychemotherapy 
is applied since 1976 (Sonneveld et al., 2001). If there was any residual retroperitoneal tumor 
tissue, surgical resection followed subsequently (Sonneveld et al., 2001; Gelderman et al., 
1988). Patients with STGCT stage I-IIB received radiotherapy (RT) in a dose of 25-30 Gy to 
the ipsilateral para-aortal and para-iliac lymph nodes. Patients with STGCT stage IIC-IV 
received four courses of PVB or BEP, but without additional surgical intervention  (Horwich 
and Dearnaley, 1992).
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PART  II 
 

 

 

 

 

 

 

 

 

 

 
 
 
 
 
Part I primarily focussed on the eventual consequences of malignant disease for 
male sexual functions, and the needs for information and support. Outcomes of 
diverse types of  medical treatment, as well as outcomes of two types of tumour 
(testicular cancer versus malignant lymphoma) were compared, using a review 
and questionnaires (retrospective and prospective) as research methods.  
In Part II of the thesis the attention is diverted to the experiential world of the 
patient, so to the patient as a person. Therefor, other  methods of research have 
been used here. First, outcomes are presented of a series of interviews with 
patients, one year after the diagnosis of testicular cancer (chapter 7). This 
chapter is followed by a case-report of a patient and his partner, who 
experienced sexual problems after treatment for testicular cancer (chapter 8). In 
an attempt to offer a framework for interpretation of the results of the thesis,  
Part II concludes with a more general, theoretical chapter where the traumatic 
impact, as well as the existential consequences of cancer diagnosis are considered 
(chapter 9). 



  
 

 



  

 

Chapter 7 

 

One year after the diagnosis of 
testicular cancer - 
Interviews about sexuality and related issues 1  

 
 

 
‘At each step towards simplification 

the language has lost some of its music’ 
(Hazrat I. Kahn, 1923) 

 
 ‘Was it I who spoke? 

Was I not also a listener?’ 
(Kahlil Gibran, 1923) 

 
 
 Summary 
 Testicular cancer, a genitourinary tumour, is diagnosed in young men, generally 
aged between 20-40 years. In this study, 21 patients were interviewed about their sexual 
life one year after diagnosis. Five themes appeared to be important: 1. sexuality and 
body-image; 2. intimacy, partner relationship and fertility; 3. family and social context; 4. 
emotional impact of diagnosis and treatment; 5. influence on life perspectives. Although 
sexual functions generally recovered very soon after treatment, sexual desire and 
intimacy were sometimes hampered by anxiety, uncertainties or indifference. Some 
couples experienced tension, because the partners had very different emotional needs. 
The disease had a very heavy emotional impact; many patients showed symptoms of 
(post-)traumatic stress. Contrastingly, partner relationships could become more intense 
and many patients reported having found more positive life perspectives. In-depth 
interviews proved to be an appropriate method to assess sexuality in the context of 
other life domains in patients treated for testicular cancer. 

                                                 
1 This article has been accepted for publication in Gedrag en Gezondheid, Tijdschrift voor Psychologie 
en Gezondheid (august 2003), as: Pool, G., Jaspers, J.P.C. and Van de Wiel, H.B.M. Een jaar na 
de diagnose testiskanker: Interviews over de beleving van seksualiteit en aanverwante 
gebieden.. 
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  Introduction 

 

 Since the end of the nineteen nineties, some attention has been paid to the 
psychosexual consequences of cancer in general, and to genital tumours, such as 
testicular cancer, in particular. Testicular cancer is a fairly rare malignancy; the 
prevalence is about one in 250 men (0.4%) (Adami et al., 1994; Visser et al, 2001). 
The disease affects relatively young men, aged between about 20 and 40 years, thus 
in the period that is normally characterised by advancement, relationships and 
settling down. From a medical perspective, there are excellent treatments for 
testicular cancer: at present, 80-100% of patients can be cured. However, without 
treatment, the disease is fatal. Treatment comprises surgical removal of the affected 
testis followed by, depending on tumour type and stage, a wait-and-see follow-up 
policy, or radiotherapy, or chemotherapy and if necessary, abdominal surgery to 
remove any residual disease. The greatest risk of tumour recurrence occurs in the 
first year after diagnosis. 
 In medical research, sexuality is mostly described in terms of sexual 
functions. A review of retrospective studies on testicular cancer and sexuality 
showed that 20-25% of the respondents reported a decrease in sexual functions 
(Jonker-Pool et al., 2001). In our own retrospective study in the north of the 
Netherlands (mean follow-up period 6.7 years), 29% of the patients reported a 
decrease in sexual functions (Jonker-Pool et al., 1997). No correlations were found 
with physiological or hormonal changes after treatment (Van Basten et al., 1999). 
For comparison purposes: in an American study on the general population, 0-5% of 
men reported disturbed sexual functions (Simons and Carey, 2001). Dutch research 
showed that about 3% of men have problems with sexual desire, 6% have erectile 
problems, 5-8% have problems with orgasm and 0-1% have sexual pain problems 
(Vroege et al, 2001). To investigate whether the prevalences reported in 
retrospective research are also reported in prospective research, a written 
questionnaire on sexual functioning was sent to a group of newly diagnosed patients 
at three evaluation points (0, 6 and 12 months after diagnosis) (Jonker-Pool et al., 
2003). Up to 11% reported disturbed sexual functioning one year after diagnosis. 
 Sexuality involves far more than just sexual functions, and is an intimate, 
personal subject. Therefore, the question arises as to whether the impact of 
diagnosis and treatment plays a role in a patient's experience of sexuality after 
confrontation with testicular cancer. A questionnaire is less suitable to gain insight 
into this question. Thus, a group of patients was interviewed (by the first author) 
one year after the diagnosis of testicular cancer. This paper summarises the results of 
these interviews. The central question in the interviews was: How do men who
 have been treated for testicular cancer experience their sexuality 12 months later (i.e. 
sexual functioning, experience of sexual contact, intimacy and relationships, 
experience and perception of body-image and masculinity) and to what extent is this 
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experience affected by the nature of their disease? A concomitant methodological 
question was: To what extent does an interview yield other information than a 
questionnaire? A conversation offers the opportunity to do justice to the context 
and experience of sexuality. Therefore, this issue was seen as one area in a broader 
context. In the semi-open interview, five themes were distinguished that we 
considered relevant to our study questions (Wester, 1987, pg 86). The themes were 
brought up in random order, depending on the course of the conversation: 
1. Sexuality and body-image 
2. Intimacy, partner relationship and fertility 
3. Role and nature of the social context 
4. Psychological impact of the diagnosis and treatment 
5. Influence of the experience on current life perspectives 
The starting point for this choice of themes was that the areas are related and that 
developments in one area will influence those in another area and vice versa. Actual 
choices were made on the basis of clinical experience and common sense. 
 
  Methods 
 Patients 
 This study was performed at the University Medical Centre Groningen, the 
Netherlands. During an  inclusion period of 2.5 years, 35 respondents could be 
included in the study. Part of these patients were chosen at random 12 months after 
diagnosis approached and invited to take part in an interview about sexuality by 
telephone by the researcher. This eventuality was described in the information about 
the study that patients had received beforehand and for which they had given 
informed consent. As the patient's medical records were available, we could check 
beforehand whether these patiens were in reasonable or good health and were not 
receiving any other treatment at that time, besides the follow-up visits. 
Appointments for the interviews were planned as much as possible to coincide with 
follow-up visits to the hospital, which in the case of testicular cancer, are still 
frequent one year after diagnosis. The patient was left to decide whether he (with or 
without his partner) wanted to come for an interview. Interviews were held between 
January 1996 and April 1997. 
 A total of 24 out of the 35 patients were approached for the interviews. 
Only three refused. Fifteen out of the remaining 21 patients attended the interview 
alone, five were accompanied by their partner (this was left up to the respondent) 
and one young patient brought his father. For details of age and treatment, see Table 
1. All the respondents said that they were aware of the object of the interview. 
About one third spontaneously mentioned that they were participating because they 
wanted to support the study. One married couple indicated that they had found the 
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questionnaires too intrusive and that sexuality was actually a subject that is none of 
anyone else's business. They nevertheless attended the interview together and during 
the conversation, gradually started talking spontaneously about their experience of 
sexuality. 
 
Table 1 Patient characteristics 
 
Treatment Number 

of patients 
Age:  
Mean 
(range) 

Partner-
relationship 
 

Having 
children 

Partner 
present during 
interview 

‘Surveillance’ 9 29.4 
(22-35) 

4 married 
2 girlfriend 

No: 6 
Yes: 3* 

2 

Irradiation 2 39.5 
(34, 45) 

1 married 
1 girlfriend 

No: 1 
Yes: 1** 

0 

Chemotherapy 3 46.7 
(35-53) 

3 married No: 2 
Yes: 1** 

2 

Chemotherapy 
+ surgery 

7 27.7 
(19-39) 

2 gehuwd 
4 girlfriend 

No: 6 
Yes: 1** 

1 + 1 with 
father 

Total 21 32.4 
(19-53) 

10 married 
 7 girlfriend 

No: 15 
Yes: 6 

5 + 1 with 
father 

* 2 patients with 1 child (both were born after the diagnosis), 1 patient with 2 children, ** all 2 children 
 
 
 Almost half of the respondents had been undergoing follow-up for one 
year (intensive surveillance); almost one third had been treated in the meantime with 
chemotherapy and surgery for residual tumour. The average age (about 32 years) 
and the range (19-53 years) of the study group were in agreement with national 
registration of cancer patient characteristics (Visser et al, 2001). The higher average 
age of the patients treated with radiotherapy is associated with the average age of 
onset of the type of tumour (seminomatous tumours usually develop 10 years later 
than non-seminomatous tumours). The relatively older age of the three patients 
treated with chemotherapy is striking, but was considering the national registration 
rates probably due to chance. As can be expected, more older patients than younger 
patients had children; also according to expectations, the themes 'sexuality' and 
'fertility' had different meanings in the two age groups (see the results of the 
interviews).



 

 
The interview as a research method : A semi-open interview can be used to gain insight 
into a phenomenon that we do not know much about or theoretically has not yet 
been well-described. The aim of subject-to-subject interaction is to let the (processes 
in the) internal world of experience 'speak' and for the respondent to understand 
what he 'hears' (‘Verstehen’, Wester, 1987), pag 16). An interviewer uses among 
other things, his or her own reflective and empathic capacities to achieve personal 
contact and deepening of the conversation. This subjectivity is not regarded as an 
objection, but as an intrinsic part of this type of research and as the most fitting 
means in view of the nature of the research questions (Smaling, 1987). In this 
method, a small number of interviews are held; when, during the interviews, no new 
information comes forward that is of relevance to the questions, then data collection 
can be ended. In this type of research especially the variety of aspects, and not so 
much the frequency of aspects catches attention. In this study, we interviewed 21 
patients. 
 
Course taken during the interview: Generally, sexuality if a very personal subject. 
Therefore, the interviewer checked at the beginning of the interview if the aim 
of the interview was clear and enquired how the respondent felt about having a 
conversation about it now. In addition, permission was asked to make a tape 
recording of the conversation. It depended on the course of the conversation 
whether the above-mentioned subjects were brought up and how extensively 
they were covered. At the beginning of the interview, the interviewer waited to 
see whether the respondent started to talk spontaneously; if not, the following 
question was usually asked: It's now about a year ago that you heard you had 
testicular cancer. How do you look back on that period now; what sort of things 
have changed? Then the interviewer followed the line initiated by the 
respondent. 
 
Analysis of the interviews: The interview was recorded on audiotape and typed-out 
verbatim. The interviewer (the first author) then read and reread the series of 
interviews repeatedly as a whole, in order to create a cycle of reflection-observation-
analysis-reflection (Wester, 1987). A form of selective reading originated from this 
reflection process and fragments of text were marked that dealt with a certain 
aspect. Then the researcher reflected on the contents and nature of the aspects and 
tried to place the material into a sequence that would give nuanced answers to the 
research questions. Fragments were selected from the theme-oriented sequence that 
seemed to form a clear example of an important aspect of post-testicular cancer 
experience. To be able to refind fragments in their original context, each fragment 
was identifaced by the number of the (sub-)theme, the sequence number of the 
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fragment and the interview number of the respondent. This selection forms the 
material on which this report was based. Ultimately, the sequence of marked aspects 
was chosen on the basis of the themes that could be dealt with in the interview, 
because they completely covered the topics of conversation. In this report, the 
themes are presented in the same order as the list above. The total selection of 
connotations is presented in an Appendix, which can be obtained on request from 
the first author. Below, summaries are given of the contents of these connotations 
for the sake of brevity; in some cases, a citation is included. 
 
  Results 
 Theme 1. Sexual functioning and body-image 
 a. Sexual functioning: In the prospective questionnaires, 6-11% of the patients 
reported one or more sexual dysfunctions one year after diagnosis. The interview 
data confirmed these quantitative outcomes, but also offered content nuances. 
Diagnosis and treatment led to worries about sexuality in many patients, sometimes 
to concrete dysfunction, or a process of searching for recovery of the quality of 
sexual functioning experienced in the past: 
a. Many of the patients tested whether 'everything still worked' very soon after the 
start of treatment. 
b. Sexual experiences and behaviours could be hindered by e.g. fear of pain, 
disinterest as a consequence of recent events, or a diffuse feeling of uncertainty. 
Patients had difficulty putting their finger precisely on what they were worried 
about and give words to this. 
c. In a number of patients, the events led to deepening of the experience of 
sexuality, while sexuality functioned as an expression of solidarity and attachment. 
d. In a number of patients, the experience of testicular cancer had put sexuality into 
a different perspective; sometimes it resembled 'bargaining after loss'. 
Gert, 27 years old, has a partner,  no children. He was treated with chemotherapy and surgery 
of residual tumour mass (interview 3): 
 P: You don't make love as often. You hold each other more, but you 
have less sex. [...] I have thought about it, but it is simply more important that 
you get better. I would rather be able to carry on living even with less sex - 
might that turn out to be a problem  ....yes, health is more important. 
 
 b. ‘Body-image’  indicates the impression and appreciation that a person feels 
for his or her own body. This impression can range from positive to negative and 
agree or disagree with the visible reality. Body-image influences, among other things, 
the way in which a person feels at ease, yes or no, in a situation in which sexuality 
plays a role. In the case of testicular cancer, the affected testis is removed via an 
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incision just above the groin. The other testis remains in the scrotum and gradually 
sinks into a position in the midline. In principle, a testicular prosthesis can be 
inserted into the scrotum, but only one of the respondents chose this intervention. 
For treatment with chemotherapy, patients are often implanted with a temporary 
VAP 1 in the chest below the clavicle. Patients who have to undergo abdominal 
surgery to remove residual tumour after chemotherapy have extensive scarring and 
are sometimes troubled by stiff scar tissue. 
The interviews once again gave nuance to the results of the questionnaire survey. 
Although very little sexual dysfunction was reported on the questionnaires and very 
little interest was shown in a testicular prosthesis, it does not mean that the patients 
emerged from the battlefield of (sexual) body-image unscathed. A few patients did 
not find the loss of a testicle as such at all bothersome, whereas for others it actually 
was very traumatic; one patient even said that he considered it an insult to his 
masculine self-awareness. Particularly patients who had undergone chemotherapy 
and abdominal surgery could develop the feeling of wholesale mutilation and 
estrangement from their own body. In one case a prosthesis appeared to give a 
desirable correction to their body-image, whereas in the others it offered no 
solution, because the location of the prosthesis would keep reminding them of what 
had happened; moreover, they would dread having another operation in the same 
place. 
Erik, 34 years old, has a girlfriend, no children, was treated with radiotherapy (interview 9): 
 P: [...] It's really dreadful to be ill ...... in the most dramatic place [...] 
look, if you take one ball away, the set is no longer complete. Obviously that 
isn't the most important thing. But there's the added idea ... er...: even just the 
idea of being messed about with. It is such a very sensitive place. It is something 
that you ... that you treat with the greatest amount of care, because it is so 
sensitive. And because er, ... er ... the thought that they have cut into it ... is 
almost too difficult to bear [...]. It is just such an attack on your ... A real insult, 
but you don't know who from. Mentally I found it very traumatic. To be gripped 
by your privates, that is just ... such a, such a primal idea ... I think it just 
something that all men have. 
 
 Theme 2. Intimacy, the partner relationship and fertility 
 a. Intimacy: The period around the first intervention, waiting for test results 
and the diagnosis was a heavy mental burden for many patients. In about half of the 
cases the diagnosis was favourable, because there were no distant metastases and 
after surgery, a wait-and-see policy with intensive follow-up was sufficient. In the 
                                                 
1 VAP: Vascular Access Port, a temporary implantation as entry point for intravenous 
infusion, usually in the chest, for the administration of chemotherapy 
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other cases, it was just the start of the next stressful period, with admissions to 
hospital for treatment with chemotherapy, or daily visits over several weeks for 
radiotherapy. Having intimate physical contact during treatment is threatened by 
fatigue and malaise. This can give rise to feelings of guilt. Later, being touched by 
the partner can be threatening, because it causes ambiguous feelings: is it a caress? is 
the partner seeking sexual contact? or is she inspecting me for anything suspicious? 
The body can be regarded as the source of cancer and touching it can frighten both 
the patient and his partner. 
Hans, 45 years old, is married and has 2 children. He was treated with radiotherapy 
(interview 12): 
 P: Something that has changed is that I'm ... much more careful with my 
body. And that feeling too, er .. it's a bit better now actually, but that I have to 
constantly check myself. I mean, er ... you touch your body, you feel lumps that 
may have always been there, and that sort of thing. It's automatic, it's something 
I still do: Hey, what's that? And further ... yes, I noticed that my wife was afraid 
of my body, didn't dare to touch me. 
 
 b. The partner relationship: A threatening situation can influence the partner 
relationship: either it intensifies, or it comes under pressure. Realisation of mortality 
is often mentioned as enlarging the value of being together. In contrast, differences 
in coping behaviour can cause severe tension. It appears that intensification of the 
partner relationship leads to an increase in intimacy, with less emphasis on sexual 
performance, whereas in a relationship that comes under pressure, intimacy and 
sexual contact decrease. 
Chris, 31 years old, is married but has no children. After orchidectomy he was treated  with 
‘Surveillance’(interview 10): 
 P: Yes, you go through it together. My wife feels the same, that at that 
time we were really close to each other. I think that the relationship certainly 
hasn't suffered by it, yes, that you grow closer together, particularly in difficult 
times. [...] 
Jaap, 53 years old, is married and has two children. He was treated with chemotherapy. His 

wife was present during the interview (interview 13): 
 W: Yes, we look at it quite differently. I really want to talk about it, but 
my husband wants to come to terms with it himself first before talking about it.. 
P: For me it was a question of grin and bear it.... 
W: I realise that I'm very angry, I feel very much alone. But on the other hand, I 
understand that he needs time. [...] 
 
 c. Fertility: Treatment with chemotherapy or radiotherapy can lead to 
diminished fertility (Arai et al , 1997). Thus, in principle it should be possible to 
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offer cryopreservation of semen. Producing semen at hospital was experienced as a 
very mechanical operation: 'They put me into a cubicle with a chair in it'. 
Information about fertility was not always clear to the patients: ‘you maybe OK, but 
you also might not…’. Infertility (or threatened infertility) was not (yet) an urgent 
issue in some men who, due to their young age and/or developments in their course 
of life. However, for most of the men having a partnerrelation and not yet children, 
and/or those oriented to a future including children, this could be an intrusive and 
sensitive point. Fertility as a theme seldom led to direct comments about sexual 
contact, but it did lead to comments about the partner relationship and self-esteem. 
Owing to doubts regarding fertility, love-making became more a topic of 
procreation; in some young couples, thoughts about having children occurred 
prematurely. For example, some patients expressed ambivalent feelings about 
fatherhood: am I ready for it? am I suitable under the present circumstances? These 
questions affect male identity on a deeper level. Sometimes the fertility question 
formed an area of tension in the partner relationship, because the female partner had 
a strong desire to have children and for her, what was an implicit part of the future 
had now become unclear or impossible. 
Robert, 29 years old, has a partner and one child. After orchidectomie he was under 
‘Surveillance’. His partner was present during the interview (interview 18): 

W: As soon as we could, we started love-making again, I wanted a baby 
so much ... (laughs) I feel a bit guilty about it [...] 
Erik, 34 years old, has a girlfriend, no children,  was treated with radiotherapy (interview 9): 
 P: [...] at present under these circumstances, my life is not stable enough to 
have children and neither are my life circumstances. 

 
Theme 3. The social context: family, friends, and the outside world 

 Testicular cancer affects the genitals. Generally, people do not talk 
about this with third parties. But he who develops testicular cancer is now faced 
with the question of how to deal with the boundaries of his own intimacy. How 
do patients and the people around them deal with this? 
 a. Family and friends: Adequate social support from family and friends was 
generally experienced as an important source of strength and self-assurance. 
Contrastingly, a lack of support, too little empathy or tactless behaviour led to 
strong feelings of isolation, rejection or disloyalty from friends. Both types of 
experience incited strong emotions during the interviews. 
Testicular cancer can develop at a young age, sometimes even in adolescence. In 
such patients, the direct family seems to be the major source of security, and the fact 
that it is a genital tumour does not carry much weight. Regularly, young men 
indicate that they feel severely troubled by the worries and emotions they cause in 
their parents. 
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Henk, 22 years old, has no partner and no children. After orchidectomy he was treated with 
‘Surveillance (interview 1): 
  I: Who has been giving you the most support? 
P: That would be my Mum and Dad. They were really upset; sometimes they 
think: 'if only it had happened to one of us', but if it happens to your child [...] I 
have three sisters; one of them was completely devastated. 
I: Didn't you say before that it is also very difficult for you if people react 
strongly? 
P: Yes, that's right, my chances of survival are good [...], but those emotions, 
that's awkward, you no longer have control. 
 
 b. The outside world: In view of the localisation of the disease, protecting 
physical integrity and sexuality from the outside world is an important consideration 
point. How do you deal with boundaries? What do you say? What don't you say? A 
few men appear to be able to deal with this easily by actually talking openly about 
the site of the tumour, whereas for others it is a precarious and difficult task to 
protect themselves adequately in this respect. Impertinent, nosey reactions from 
third parties (e.g. about the site of the tumour, or the prognosis) can cause great 
anger. There are patients who tell no-one about the nature of their disease. 
Nico, 23 years old, recently has a new girlfriend. He was treated with chemotherapy and 
surgery of residual tumour mass (interview 19): 
 P: Last year it went round like wildfire at the student's society. Everyone 
knew. Everyone knows everything about everyone else, also about my cancer. But 
not that it was testicular cancer by the way. I didn't feel it was necessary to tell them. 
People I hardly know don't need to know that one of my balls is missing [...] 
 
 Theme 4. Traumatic impact of the diagnosis and treatment 
 Experiences that are considered to be traumatic include life-threatening 
events and threats to physical integrity and reactions that provoke intense anxiety or 
helplessness. Recently, the traumatic impact of the diagnosis of cancer has been 
investigated (Alter et al., 1996; Smith, Redd, DuHamel, Vickberg, and Ricketts, 
1999). 
Five aspects were distinguished here: a. patient delay by playing down or denying the 
severity of the situation, b. confrontation with the diagnosis, c. impact of treatment, 
d. doctor-patient communication, e. later consequences. The question is: What is the 
relation between the impact of the diagnosis and the patient's experience of 
sexuality? 
 
a. Patient delay: The localisation of the initial complaints caused stress and could lead 
to a delay in consulting a doctor. 
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Erik, 34 years old, has a girlfriend, no children,  was treated with radiotherapy(Interview 9) 
 P: I was standing in the shower one day and thought: oh dear, that isn't right. 
I: How big was it in the meantime? 
P: Oh ... about ... well, 40% larger than the other one. In the past I had thought 
... what appears by itself also disappears by itself, and then you put the brakes on 
yourself a bit, but you're only kidding yourself really ... I was worried, but I 
thought: easy come, easy go, that's often the way, it's the same with spots. [...] 
 
b. Confrontation with the diagnosis: Without exception, confrontation with the diagnosis 
was a shock for everyone. 
Chris, 31 years old, is married but has no children. After orchidectomy he was treated with 
‘Surveillance’(interview 10): 
 P: When you hear that ... it really frightens you! [...] I just couldn't stop 
thinking about it 24 hours a day. I was sleeping badly. You don't know precisely 
what it all means ... so many questions that can't be answered ... you're waiting 
for a test...because you know so little about it you're really scared of dying, will 
you be there next year? Later on you start putting things into perspective. 
I: What has stayed most prominently in your memory? 
P: Death...that you won't make it. [...] 
 
c. Impact of treatment: In many cases, the treatment (radiotherapy or chemotherapy) 
led to the first feelings of being seriously ill and confrontation with the threat of the 
situation. Some patients reached a point where they were no longer able to cope 
with the treatment emotionally and became very sensitive to the quality of 
interpersonal attitudes. 
Ton, 52 years old,is married but has  no children. He was treated with chemotherapy. His wife 
was accompanying him during the interview (interview 8): 
 P: The doctors ask: 'How are you feeling Mr. ...? How are you getting 
on?' Well, I don't know if I'm getting on alright or not, that's up to you lot! I  
was feeling dreadfully ill, so... er really wretched. I don't know whether you have 
ever had four weeks of chemotherapy, ... it makes you feel so ill, so terribly 
deathly ill, I don't mind telling you. [..] You're caught in a gigantic emotional 
turmoil. Know what I mean? Your mind is constantly busy with things that a 
normal person doesn't even think about. In this way you're confronted with a 
number of things from outside that you don't have any defence against, things 
that you just have to let happen. Well, in my opinion, that's degrading for a 
person. 
 
d. Doctor-patient relationship: Patients were generally very sensitive to the attitudes of 
the medical staff. Satisfaction varied widely. A few patients were obviously positive 
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about the relationship with their physician, but others explicitely mentioned that 
they had received too little information about sexuality. Hearing that the prognosis 
was favourable was a great relief; it was something that the patients could cling to. A 
few patients felt a gap between themselves and the doctor, because he or she was 
unable to explain certain issues in simple language. In this respect, the relationship 
with the doctor seemed to be more important than the content of the information; 
in fact, some patients even mentioned explicitly that they no longer knew what a 
doctor actually said, but this seemed to be less important. In this situation of stress, 
anxiety and vulnerable male identity, there was generally great sensitivity to inter-
human assurance. 
Erik, 34 years old, has a girlfriend, no children,  was treated with radiotherapy (interview 9): 
 P: [...] Yes, the doctors they, ... they have their heads in the clouds a bit, 
they're so at home with their work, they know so much ... their daily routine is 
completely beyond my comprehension. That's why they have such difficulty 
explaining things in simple Dutch. 
I: And what about the check-ups? 
P: You just have to get through those. [...] It's very unpleasant: having to hang up 
your trousers ...that's a well-known symbol of course... It’s just like that, I don't feel 
humiliated, it doesn't get me down. But it's no fun is it, none of it's fun. [...] If 
you have to be checked, they have to be able to get at you. Yes, and there you 
are, exposed, with your trousers round your ankles. That's just the way it is. [...] 
Yes, and the whole lot of it is just the same, from start to finish. You don't have 
any choice, you just are standing there with your trousers round your ankles. 
You are standing  there all the time, exposed, half naked. 
 
e. Later consequences: Nearly all patients suffered from severe stress as each follow-up 
appointment approached. Some patients (and/or their partner) told that they are 
tormented by the inclination to keep checking their body for suspicious symptoms 
(see also 2a: intimacy). The behaviour resembled hypochondria, but  
that was not what it was, because these patients have an objective reason for being 
afraid of severe illness. This inclinations can interfere badly with physical intimacy 
c.q. sexual contact. A number of patients mentioned that the disease, one year after 
the diagnosis, still cost a great deal of emotional energy, even though the prognosis 
seemed favourable. 
Hans, 45 years old, is married and has 2 children. He was treated with radiotherapy(interview 
12): 
 P: Yes ... I have got into a number of habits... After I've had a shower, I 
often feel with my fingers. This also has something to do with the hospital 
appointments, the follow-up visits. When I see my radiotherapist, he checks my 
whole lymphatic system with his hands, so I have noticed that I make the same 
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movements myself. Once I had a really bad experience with the radiotherapist. It 
was before the radiotherapy started [..] I have to say, since then at each check-
up, I have started too ... I can feel something hard here, what is it? Since then I 
haven't been so laconic, I take things more seriously. 
 
 Acute or post-traumatic stress reactions are, according to the DSM-IV, 
characterised by intrusive unpleasant memories, images or thoughts, and attempts to 
avoid all sorts of stimuli that are associated with the event, such as thoughts, 
feelings, places, people or the inability to remember important aspects;. Furthermore 
there may be feelings of detachment or estrangement; feelings of numbness; the 
feeling of having a limited future, e.g. lack of normal life expectancy, or not having 
children; increased irritability, expressed as difficulty falling asleep or staying asleep, 
anger outbursts, concentration problems, hyperalertness, or exaggerated shock 
reactions (American Psychiatric Association, 2001). In the analysis of the 
interviews, the theme 'impact of diagnosis and treatment' had a very central role and 
the above-described characteristics of (post-)traumatic stress often came up in the 
interviews. The patients constantly felt threatened by their own bodies as well as the 
follow-up visits, by intrusive and unpleasant memories, images, thoughts and 
observations. Patients also reported that they attempted to avoid certain thoughts 
and feelings (e.g. by avoiding newspaper articles or television programmes), or that 
they were unable to remember certain events. Loss of interest and feelings of 
indifference were illustrated in comments such as: 'I have become more business-
like'. Furthermore, there were reports of increased irritability, expressed in e.g. sleep 
disturbances, concentration problems, anger regulation problems, hyperalertness to 
physical sensations and exaggerated shock reactions to alleged signals. Fear of new 
tumour development strengthened feelings of insecurity and doubt. Feelings of not 
having a normal life expectancy or not being able to have children were of special 
concern after confrontation with cancer: on the one hand, such feelings had definite 
foundation in view of the possible course of the cancer, but on the other hand they 
could be an expression of the traumatic impact of the disease. 

 
Theme 5. Influence of the experience on current life perspectives 

 Testicular cancer was the first confrontation with fear of dying in many 
patients. It is likely that this influenced their later views of life (Yalom, 1980). A 
drastic experience, e.g. cancer, need not have only negative consequences, but can 
also lead to a positive experience of 'growth' (Cordova et al, 2000; Schaefer and 
Moos, 1998; Tedeschi and Calhoun, 1996). We can distinguish the following 
reactions: a. anxiety as a reason for change, b. reconsidering values, c. change in 
basic mood, d. feeling of achievement and e. living more intensively. 
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a. Anxiety as a reason for change: Sometimes patients changed their life-style drastically 
because of anxiety. 
Matthijs, 27 years old, has a girlfriend, no children. After orchidectomy he was treated with 
’Surveillance’ (interview 20): 
 P: Yes, I ... I felt that I had to do something, but at that time I couldn't 
do anything. Obviously you don't get testicular cancer from smoking, at least, 
they have never found a connection. I think it was more like: I am going to do 
something... [...] If you say 'anxiety': fear of death is part of it, that has become 
very concrete [...] Especially when you are going to fall asleep, those are the 
moments that the fear is most real. 
 
b. Reconsidering values because of intense experiences: Other patients described that they 
could not escape from confrontation with heavy emotions and reconsidering 
important values and the meaning of life: 
Nico, 23 years old, recently has a new girlfriend. He was treated with chemotherapy and 
surgery of residual tumour mass (interview 19): 
 P: I cried a lot. It always happened when I was alone. That was good I 
reckon, a relief as it were. [...] Sometimes it flashes before me ... yesterday 
evening when I was in bed, I was thinking of this conversation. I thought: it is 
such a rare disease ... why me ... all those hospital check-ups, everything I had to 
do. I think I have changed a lot. I have become more serious ... when dealing 
with people ... maybe I have become indifferent. Some things don't interest me 
as much as they used to in the past. The past...yes, going to the pub every night. 
I: What sort of things do you find important now? 
P: It probably sounds like a cliche, but life itself. Life, death, that's what I think 
about a lot. The meaning of life. That's what I think about. [...] I felt really badly 
done-by. But perhaps I think I have grown into more of an adult. Before, I used 
to be a bit of a layabout... but that's all gone now since the cancer. 
 
c. Change in basic mood: Some patients said explicitly that they had become more 
cheerful through the confrontation with cancer. 
Gert, 27 years old, has a partner, no children. He was treated with chemotherapy and surgery 
of residual tumour mass (interview 3): 
 I: Looking back now, what are the most important changes? 
P: That I'm more cheerful. Am even more cheerful. I was already a cheerful 
person, but now even more... It probably sounds like a cliche, but you've had an 
awful time and you appreciate it all the more. Everyone asks you, but it's really 
true. You have learnt to 'enjoy'. You've been taught a lesson you could say. 
I: What things stand out the most? 
P: Everything, the smallest things to...everything, absolutely everything [..] I am 
very pleased, yes, happy - perhaps a strange word, but, satisfied. You are able to 
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enjoy life, but you know... You put things into perspective more, I think, yes. [...] 
I have more self-confidence, not so much in sexuality, but just anyway in my 
life-style, I think. That the experience has made me stronger. It probably sounds 
arrogant, but I am proud of myself. 
 
d. Feeling of achievement: A few of the patients said that beating the disease had given 
them a sort of feeling of heroism (this resembles a statement by Nietszche: What 
doesn't kill you, makes you stronger'). 
Erik, 34 years old, has a girlfriend, no children, was treated with radiotherapy (interview 9): 
 P: [...] I also said it to the doctor... 'if I hadn't gone to the doctor, I 
would be dying now'. But he relativized quite a bit ... he hadn't based his 
thoughts on that premise... that doesn't fit his ideals... [...] I found it er ... a little 
bit macho of myself to say: 'doctor, I would have died'. I felt that I had beaten 
death. If I hadn't done so, I would have had an awful lot more problems... 
 
e. Living more intensively: In a number of patients the events had led to more intense 
realisation of 'here and now', a change in attitude towards life and intensification of 
the relationship. 
Hans, 45 years old, is married and has 2 children; was treated with radiotherapy(interview 
12): 

I: ... has your relationship changed because of the cancer? 
P: ... er ... yes ... It has gained a new dimension. Because ... I think that we ... that 
we were very ... very close through all those years, everything we've been 
through together. But now we experience another dimension, the realisation [...] 
that we might lose each other. That has come out of it too and the realisation 
that life has an end and ... in that sense we have gained something extra. 

In this theme, it was striking that nearly all the patients described an 
active position towards the events in one way or another. Some of them not only 
changed their attitude towards life, but also their life-style: they stopped smoking 
or drinking, took up fitness. The majority of citations expressed an inescapable 
struggle, a need to live differently or look at life differently, in many cases with a 
positive effect. Realisation of mortality, attachment to one's own life and to 
loved ones as goal and source of love and sympathy became dominant, 
particularly due to the realisation that they had nearly been lost. It was striking 
that many patients did not become bogged-down by their anxiety. They 
considered themselves more cheerful, spoke about satisfaction, a challenge, 
more adultness, the value of life, or even conquering death. Sexuality was almost 
never mentioned explicitly in this context. It seems that this theme took priority 
over attention to sexual functioning or masculinity. However, this does not 
mean that sexual functioning was unaffected by the above-described processes 
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(De Silva, 2001; Gallo-Silver, 2000), but the influence was difficult to name 
directly. 
 
 Some general impressions with reference to the interviews 
         Nearly all the patients we invited agreed to take part in the interview. 
During the conversations, it was striking that the majority of patients were 
strongly motivated to talk about the theme 'sexuality after testicular cancer', even 
though it is a very personal subject. This applied to the patients and to the 
partners who accompanied them. For many of them, it was the first time since 
the diagnosis that they could talk about it. In addition, it appeared important for 
all the patients to talk about the period of illness as a whole, because it had made 
such an impact. Emotions surfaced very often during the conversations, 
expressed e.g. by talking loudly and agitatedly, gesticulating, trying to keep 
emotions in check and/or short periods of crying, and long and detailed 
descriptions of certain events. The influence of the confrontation with testicular 
cancer on (the value of) sexuality was involved in nearly all the themes: body-
image, relationship, intimacy and fertility, dealing with 'the outside world', the 
threat felt during check-ups, and in relation with the current attitudes towards 
life. Thus, as a theme, sexuality was not generally in the foreground. 
At the end of the interview, the majority of patients said that despite a little initial 
resistance now and again, they had enjoyed the conversation. Reasons for this 
included: a. the conversation had given sequence to thoughts and feelings and b. the 
interviewer was a stranger, who they did not have to worry about and who took no 
part in their current lives, so they could tell the full story. Apparently, intimates are 
too closely involved in the events. 
Mark, 33 years old,  has a partner and one child. After orchidectomy he was treated with 
‘Surveillance’  (interview 11): 

I: What was it like to have a conversation like this one? 
P: Good. You relive the whole year, just like reading a book ... you talk about it 
to someone else, it gives things a different perspective, you let it all out. 
 
  Discussion 
 This paper presents the results of interviews held with 21 men who had 
been diagnosed with testicular cancer one year previously. The main research 
question was: How do men who have been treated for testicular cancer experience 
their sexuality 12 months later, and to what extent is this experience affected by the 
nature of their disease? An associated methodological issue was: To what extent 
does an interview yield other information than a questionnaire? The interview was 
held on the basis of five previously chosen themes: 1. sexuality and body-image, 2. 



129 

intimacy, partner relationship and fertility; 3. the social context; 4. impact of 
diagnosis and treatment; 5. influence on life perspectives. These themes proved to 
be relevant to all the patients and offered them sufficient opportunity to give a good 
and full description of what had been happening to them since the diagnosis. Post 
hoc analysis showed that all the interview material could be classified under the five 
preselected domains and did not give rise to any further distinct domains. 
In contrast with the questionnaire, the interview offered the opportunity to swing 
back and forth between superficial and deeper layers of a patient's inner self. 
Interviews have the advantage that they can yield rich information about connected 
issues and can expose possible problem areas at an early stage. In this sense, this 
method provided exactly what we sought, namely deeper insights into the 
experience of sexuality after testicular cancer. A methodological disadvantage, 
however, was that collecting, analysing and describing the interview data was a very 
time-consuming process. Moreover, the resulting report was initially very large, 
especially because it was built up around citations from patients. In this paper, we 
have attempted to be concise by chiefly describing the results in the form of 
summaries and presenting only a limited number of citations.  
Unfortunately, this means that many illuminating citations have not been included. 
 In the conversations it was very clear that even though physical sexual 
functions (erection, orgasm, ejaculation) generally recovered very rapidly, 
confrontation with testicular cancer influenced sexuality on intrapsychological and 
socio-relational levels. In a number of men, the missing testicle was a daily concrete 
and symbolic reminder of the threat of the disease. The results of the 
interviews were in agreement with the outcomes of the above-mentioned 
prospective self-report questionnaire survey that was administered in the same 
follow-up period (over the course of one year after diagnosis) to the same group 
of patients. In the questionnaire survey, 6-11% of the patients reported sexual 
function disturbances (Jonker-Pool et al., 2003). However, the interview method 
provided greater nuancing of the subject. Sexuality was clearly not the only theme in 
the foreground; it was important beside and in connection with the other 
preselected themes. Within the separate themes, the emotional impact of diagnosis 
and treatment was intrusively present; this induced experiences and changes in the 
other areas, including sexuality. We consider that the correlations between the 
various themes can be depicted as follows (see figure 1). 
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Figure 1.  Contextually related areas of sexual functioning 
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 In Figure 1, sexuality is regarded to comprise contextually related areas that 
receive form and are experienced in association with (development in) other related 
areas. In the figure, the theme 'Impact of diagnosis and treatment' is emphasized and 
lies on the contextual circle to express that this area has, as it were, been forced into 
the inner world of the patient and induced changes in experience and perception of 
the other distinct themes, including sexuality. 
 How, then, does the impact of diagnosis and treatment correlate with the 
experience of sexuality? It is true that the concept 'traumatic' is of fairly recent date 
(Micale and Lerner, 2001) and although in social terms it is under critical discussion 
owing to its manifold usage (Withuis, 2002), in clinical terms the concept appears 
highly applicable to the diagnosis and treatment of cancer (Smith et al., 1999). 
Recently, attention has been paid to the influence of trauma on sexuality (De Silva, 
2001; Gallo-Silver, 2000). On the basis of our findings, we put forward the 
following considerations: 
a. The tumour developed in the genital region. In other words: the place physically 
associated with sexuality, has become also the source of the death threat and of 
damaged physical integrity. 
b. The site of the tumour, removal of one testicle, impending adjuvant treatment 
with chemotherapy, intensive follow-up inspections of the private parts, continual 
half nakedness, dependence on the doctor, were all mentioned as aspects that can 
provoke reactions of anxiety or helplessness. These aspects are directly related to 
sexual self-regard. 
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c. The other (post-)traumatic stress reactions (such as intrusive unpleasant 
memories, images, thoughts, observations, or dreams that cause psychological 
suffering, as well as feelings of detachment or estrangement, or a physiological 
reaction to exposure to stimuli that symbolise the event) all continuously threaten 
the associative field of sexuality in a broad sense and can inhibit sexual interest or 
the experience of sexual contact. 
d. Attempts to avoid stimuli that are associated with the event, such as thoughts, 
feelings, places (such as the genital region), people (such as the partner) can be 
generalised as associations with sexuality and self-regard, which can result in 
decreased interest in e.g. sexual activities. 
e. Limited expression of affect, as well as the feeling of having a limited future in 
terms of life expectancy, fertility and the desire to have children, can also manifest 
themselves in decreased sexual interest. 
 Part of these considerations apply to cancer patients in general. However, 
the localisation of testicular cancer can lead to distinct negative associations with the 
genital region. On the basis of this consideration, it is striking that so few sexual 
function disturbances were reported one year after diagnosis; after a longer period, 
however, the number was considerably higher (Jonker-Pool et al., 1997). Besides 
the possible anxiety and stress reactions, the citations above show that some patients 
compensate the death threat with feelings of increased tenderness, by putting the 
status of sexuality as such into a different perspective and intensifying the partner 
relationship. This could lead to different appreciation of sexual contact, in which 
sexual performance receded towards the background, while intimacy, safety and 
security came to the fore. In general, many patients reported changes in values and 
life perspectives; such changes in perception have previously been signalled by 
others (see for example Janoff-Bulman and Frieze, 1983; Thompson, 1991; 
Tedeschi and Calhoun, 1996; Schaefer and Moos, 1998; Cordova et al, 2000). 
  
 The findings in the multi-thematic interview led to several further content-
related and methodological considerations. From a medical point of view, it is 
important to determine the extent to which patients are suffering from physico-
sexual function disturbances because of the disease and/or treatment. In addition, it 
is highly feasible to obtain written information about concrete behaviours and 
physical reactions, which is a major advantage of questionnaire surveys. A 
disadvantage is that the correlation and relative importance of the themes are not 
clear in a questionnaire. This does not mean, however, that screening sexual 
functioning is not worthwhile; it appears that, in general, treating physicians do not 
ask their patients many questions about sexual functioning (Vroege et al., 2001; 
Penson et al., 2000). From a psychological point of view, sexual function 
disturbances after (testicular) cancer are only partly indicative of the presence of 
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sexual and/or other problems. The interviews showed that the absence of sexual 
function disturbances definitely did not mean that patients were not feeling sexually 
vulnerable and that they were not suffering from all sorts of worries in this respect. 
Furthermore, it appeared that sexuality was important in relation with other areas of 
life and was not an isolated feature in the foreground. In other words: administering 
a questionnaire alone will probably detect a group of 'false negatives', i.e. people who 
do have problems, including sexual disturbances, but who are unable to express 
them in a questionnaire that contains a number of discrete questions. 
 The above may also partly explain why almost one third of the patients 
reported sexual problems in a retrospective study more than six years after the 
diagnosis of testicular cancer that was conducted in the same region of the 
(northern) Netherlands (Jonker-Pool et al., 1997). Generally, higher morbidity is 
reported in retrospective questionnaire research than in prospective research 
(Fichten et al., 1991). It is possible that meaningful fields of tension express 
themselves as certain problems over the course of time after confrontation with a 
threatening event, such as testicular cancer. In the interviews, the impact of 
diagnosis and treatment was the central issue; the coping process was still in full 
swing. It is possible that questionnaire surveys one year after diagnosis sketch a 
rather rose-tinted picture. 
  
 As a final comment, in this study the greater part of the attention was paid 
to problems. From a clinical point of view, this is an important angle of approach, 
because only patients with problems will seek help and our aim is to obtain optimal 
insight into these problems. Patients reported spontaneously that through their fight 
against cancer, they had become stronger and had unexpectedly found great 
resilience within themselves. Thus besides negative feelings, positive ones also 
developed. In general, the majority of patients with cancer seem to recover well 
emotionally and socially (Schroevers, 2002). Research in the nineteen nineties has 
shown that generally, about 30% of patients with cancer need psychological 
counselling (Schrameijer and Brunenberg, 1992). In other words, 70% of patients 
manage to cope with their cancer on the basis of their own resources, despite the 
enormous emotional threat and impact. 
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Chapter 8 

 
 

Game Over -  
A case report on testicular cancer 1, 2 

 
 

‘Whatever view we hold, it must be shown 
Why every lover has a wish to make  

Some other kind of otherness his own: 
Perhaps, in fact, we never are alone.’ 

     (W.H. Auden, 1967) 
 
  
 Summary 
 This chapter describes how confrontation with cancer may disrupt several 
aspects of life. Cancer is a common disease: it affects 30% of women and 40% of men 
in the course of their lives. A case-report illustrates psychotherapeutic intervention, 
concerning a patient who was treated for testicular cancer nine years earlier, and now 
suffered from sexual problems, fatigue and a depressed mood. Besides stesticular 
cancer, other domains of life are an integrative part of the psycho-oncological 
therapeutic proces: adaptation to hampering physical and sexual impairments, the 
psychotraumatic load of cancer diagnosis and treatment, the role of previous life events, 
disruption of the ‘normal’ adult developmental stage, issues concerning the balance in 
the partner relation, and existential concerns. Finally, the usefulness of integrative 
psychotherapy and the role of the therapist’s attitude towards disease, life and death are 
discussed. 

                                                 
1 This article was published before as: Jonker-Pool, G., Jaspers, J.P.C. and Van de 
Wiel, H.B.M. (2002). Uitgespeeld. Een casus over testiskanker: seksuele gevolgen  
emotionele verwerking. Tijdschrift voor Psychotherapie [Journal of Psychotherapy] 28, 2: 89-
112 
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 Introduction 
 Almost four out of every ten men and over three out of every ten women 
in the Netherlands develop cancer in the course of their lives. In about one in 250 
men (0.4%) the diagnosis is testicular cancer (Adami et al, 1994; Visser et al, 2001). 
It affects relatively young men aged between about 20 and 40 years, i.e. the period 
normally characterized by advancement, relationships and starting a family.  
 From a medical point of view, (metastatic) testicular cancer is a curable 
disease; depending on the tumour type and stage, 80-100% success rates can be 
achieved nowadays. However, without treatment, the disease is fatal. The first stage 
of treatment is surgical removal of the affected testicle (orchidectomy). Depending 
on the tumour type and the presence of metastases, further treatment comprises 
radiotherapy or chemotherapy; chemotherapy is often supplemented by surgical 
removal of residual metastatic tissue from the abdomen and/or lungs. After the 
completion of treatment, patients are followed-up regularly for five to ten years, 
because of the risk of tumour recurrence. The etiology of testicular cancer is unclear. 
Some authors assume a congenital factor that is not expressed until puberty. 
Undescended testicles seem to be a risk factor and men with a history of testicular 
cancer have a relatively higher risk of developing a new tumour in the remaining 
testicle (Van Basten et al, 1997). 
 Since the end of the nineteen eighties, health researchers have been 
focusing interest on the psychosexual consequences of cancer in general, and on 
genital tumours, such as testicular cancer, in particular (Jonker-Pool et al, 2001a). 
Consequences on the partner relationship have also received considerable attention 
in these studies: some authors found that confrontation with cancer put pressure on 
a relationship, whereas other authors reported that partner relationships became 
closer (Schover and von Eschenbach, 1985; Hannah et al, 1992). The outcomes 
of studies on sexual functioning after testicular cancer vary widely. On average, 
about 20-25% of the patients reported deterioration of sexual functioning (decreases 
in libido, erectile capacity, orgasm intensity, sexual activity and sexual satisfaction), 
but the range of outcomes varied widely from 2% to 69% (Jonker-Pool et al, 
2001a). In a study performed in the north of the Netherlands, 29% of the patients 
with testicular cancer reported one or more disturbances in their sexual functioning; 
research into men with a malignant lymphoma (Hodgkin's disease or non-Hodgkin's 
lymphoma) showed a similar result (Jonker-Pool et al, 2003). These findings are in 
line with earlier research outside the Netherlands (Hannah et al, 1992). Research 
into women with gynaecological cancer showed that about 50% had problems with 
sexual functioning (Weijmar Schultz and Van de Wiel, 1991). In comparison, 
recent research has shown that in the general population, 0-5% of men reported 
disturbances in their sexual functioning (Simons and Carey, 2001). 
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The striking differences in rates of sexual dysfunction cannot be attributed solely to 
(testicular) cancer, orchidectomy or the consequences of treatment. 
 The testis is a genital organ that produces the sex hormone testosterone, 
starting at about the time of physical puberty. This hormone plays a role in sexual 
urges. However, it is possible to stimulate sexual arousal or sexual fantasy even in 
men with very low testosterone levels; even men without testicles can become 
sexually aroused by external stimuli, such as film images (Alexander and Sherwin, 
1991). Particularly patients whose testicular cancer was treated with chemotherapy 
complained of decreased sexual functioning (Bloom et al,  1993; Jonker-Pool et al, 
1997) However, no correlation was found with physiological or hormonal changes 
after treatment (Van Basten et al, 1999).  
 Another more psychological explanation is that the diagnosis of a life-
threatening disease, such as cancer, is a very shocking experience that can lead to 
(symptoms of) the post-traumatic stress syndrome (Smith et al, 1999). Tumour 
development in the male genital tract can pose a considerable threat to male self-
esteem (Ropponen et al,  1994). The intensity of treatment (orchidectomy plus 
radiotherapy or chemotherapy) increases the threat posed by the disease. All these 
factors might easily have an inhibiting effect on sexuality: it is difficult for a patient 
to relinquish control and enjoy activities in an area that might otherwise have caused 
his death. Moreover, from a developmental-psychological point of view, these 
factors might also activate unsolved guilt-laden and anxiety-ridden matters of 
conflict. 
 In many patients, including men with a testicular tumour, confrontation 
with cancer gives rise to various existential questions: Why did it happen to me? 
What is the point of it? You can't just die, can you? (Yalom, 1980; Janoff-Bulman 
and McPherson, 1997; Bulthuis-Vegter et al, 1998; Yang and Staps, 2000). The 
realisation that testicular cancer is extremely life-threatening or even psychologically 
damaging, despite the excellent medical prognosis, lies clearly in the forefront of 
several egodocuments and papers depicting patient experience as the central issue 
(Couzijn et al, 1982;  Johansson et al, 1992) and also in egodocuments printed in 
news letters from patient associations for testicular cancer (Stichting Kernzaak, 
NFK Amsterdam).  
 In summary, confrontation with cancer can be viewed from various 
different perspectives: a. as a physical problem, i.e. the nature of the disease, the 
consequences of treatment and the subsequent possible threat to sexual functioning 
and fertility; b. as a psycho-trauma, i.e. a shocking, untimely, unexpected threat to 
life that requires coming to terms with; c. as a developmental-psychological 
disruption of (sexual) identity and physical integrity; d. as a disruption of the balance 
within the partner relationship; e. as an existential test, i.e. coming to terms with 
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fundamental questions, such as personal vulnerability, responsibility, significance, 
loneliness, finality and fear of death. 
 
 In view of the nature of the problems that can arise after confrontation 
with cancer, it is no wonder that people seek psychological counselling. In this paper 
we describe the psychotherapeutic process applied to a case of testicular cancer, with 
the aim of elaborating and expanding the perspectives listed above. Firstly, we 
explore the reason why help was requested. Secondly, we draw on the above 
perspectives to seek answers to the following questions: 
1. To what extent does this case illustrate the various perspectives that play a role in 
confrontation with cancer? 
2. What is the relation of these perspectives with the original request for sexological 
counselling and within the psycho-oncological therapy process? 
3. What interventions can be applied to bring about changes in the various 
perspectives and/or to support them? 
Thirdly, in the Discussion, we describe the nature of psycho-oncological counselling 
in general and focus special attention on sexual problems in the case of genital 
tumours. The question arises: To what extent can the findings in our testicular 
cancer patient be generalised to other patients treated for testicular cancer, or to 
patients treated for other types of cancer? 
 
 
 
 Case history  

Background of the referral 
 Chris was treated nine years ago with hemi-orchidectomy (surgical removal 
of one testicle) and adjuvant chemotherapy for a testicular tumour that had 
metastasized to his abdomen and lungs. Afterwards, residual tumour tissue was 
resected. The chemotherapy had caused tingling sensations in his fingers and toes 
(so-called Raynaud's syndrome), possibly resulting from vascular damage. 
Patients treated for a testicular tumour with surgery and chemotherapy remain in 
follow-up for the rest of their lives. Thus, for many years, Chris accompanied by his 
wife Agnes, had been visiting the hospital twice a year for his check-ups. The couple 
had two children: boys aged 13 and 11 years. Nine years after treatment, Chris was 
doing well from an oncological point of view, but the internist noticed severe 
psychological problems, particularly sexual problems. Therefore, Chris was referred 
to the Medical Psychology Department of the University Hospital Groningen, 
where the first author was working as a medical psychologist.
 
 



 139 

 Session 1 
 At the first appointment with me as psychologist, Chris' wife Agnes 
naturally accompanied him. I used the first session particularly to make an 
inventory of the problems, to gain an impression of the level of suffering, the 
motivation for therapy, and to estimate the closeness and structure of the 
partner relationship. It was also important to measure the extent to which a 
working relationship could be established. Chris did not find it easy to talk about 
his problems and behaved towards me as though I were a doctor. I therefore 
suggested that we talk informally to facilitate contact. While uttering short 
sentences, Chris hardly looked at me, but kept seeking confirmation from his 
wife. ‘That's right what I'm saying, isn't it Agnes?’ With a smile, she confirmed 
everything he said, or corrected him slightly. She appeared to be a strong 
woman. At one point she turned to me and said, ‘Chris has become very 
forgetful since he was treated with chemotherapy. He forgets the most simple 
things.’ Chris agreed with this while making a somewhat apologetic gesture, but 
did not take up the thread himself. Then the two of them entered into a fierce 
but good-natured teasing dialogue in which they listed all the things that seemed 
to be wrong with Chris. Evidently, they had never talked about these issues in 
such concrete terms before. 
 Since the oncological treatment, sex had never been the same for Chris: he 
was lacking interest and having trouble maintaining an erection and achieving 
orgasm, whereas before, sex had always been very important to him. A few months 
after the last course of chemotherapy he had also suffered a nervous breakdown, for 
which he was taking antidepressant medication. Straight away, he became more 
interested in sex, but erection and orgasm were even more difficult to achieve 
(possibly due to the medication). 
Out of the two parties, Chris was suffering the most from the (sexual) problems, 
because Agnes was not that interested in sex. This prompted him to ask me, as an 
expert, whether it is normal for a woman to have so little interest in sex. I answered 
that people vary: men vary, women vary. And I asked him: ‘Why is it so important 
for you to find out what is normal?’ He laughed somewhat embarrassed, but still 
managed to formulate his answer: he was worrying more and more about his own 
sexuality; he was thinking about it almost constantly and was afraid that he was 
becoming a sex maniac. In the past he had been worried about his physical 
appearance, but that had improved with time; the problem now was his poor 
functioning. Some time ago, he had decided to take a lower dose of antidepressant 
medication on his own initiative, hoping that his sexual functioning would improve 
as a result. However, his depressive symptoms had increased and he had become 
even less interest in sex. 
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 Despite his understandable embarrassment, Chris told me a great deal 
of things and I decided that for the time being I would not ask any further 
questions about his sexual dysfunctioning. Agnes provided spontaneous support 
for Chris' story at regular intervals, by adding short comments, such as: ‘That is 
not how we were brought up; in your family, sex was even more taboo than in 
mine. What? me not interested? I wouldn't go that far, but normally you are the 
one that starts anything’. 
 From my point of view, owing to the sensitivity of the material, it was time 
to offer support to both parties, to emphasize the strength of their relationship and 
to respectfully acknowledge everything that they had managed to cope with despite 
the adverse circumstances. Indeed, these past few years had been an especially 
difficult time. The couple had moved many mountains together. Owing to Chris' 
memory and concentration problems and his constant tiredness, they had ultimately 
had to sell their business. Agnes returned to her original career as a district nurse. 
This turned out to be a good choice, but not a free choice. 
        While the story continued to unfold in this way and although the tension 
was regularly broken by little jokes, Chris became more and more morose. 
Ultimately he said, ‘If this is how it is going to be, then I am sick of it all - it's not 
only the sex. I can't cope any more. You are never the same after having a 
disease like that’. ‘How do you mean?’, I asked. He sighed deeply, thought for a 
while and then said: ‘Sexuality has always been a problem; even as a teenager I 
was having problems with it. We never talked about sex at my parent's home. 
And now I have this: testicular cancer’. I asked him, ‘Are you saying that the 
problem goes much deeper?’ He nodded his head in deep despondency. Agnes, 
who had constantly given the impression of being very supportive and strong, 
went completely quiet and all expression disappeared from her face. 
 
 I asked myself: ‘What do I have to offer to these two people?’ and I 
decided to switch to the question of why they were seeking help. ‘If I have 
understood correctly, then several issues are playing simultaneous roles. Firstly, you 
have been dissatisfied with your sexual functioning since you were treated for 
testicular cancer; and that is an important point for you Chris, but as a couple, the 
two of you do not have the same sexual needs. Secondly, you are unhappy abut your 
earlier sexual development and that seems to be a much older problem. Thirdly, 
your medication pattern is all haywire, so it is not clear what the connection is 
between your sombre moods and your sexual dissatisfaction.’  
 This summary put some action back into Chris. He responded that he did 
not want to ‘dig too deeply into things’. Couldn't he just try taking viagra? It became 
noticeable that anxiety and a certain amount of anger started to dominate Chris' 
behaviour, despite his distress. I therefore decided to suggest a step-by-step 
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approach: firstly restore the correct antidepressant medication pattern in 
consultation with the general practitioner and then determine what effect viagra 
might have. If this produced the required effect, then his current problems would 
probably be solved sufficiently. If not, then we could always delve more deeply into 
his sexual history, expectations, disappointments and worries. Chris agreed to this 
proposal and Agnes nodded her head as though it was just as much her concern. 
We made another appointment for just over two months later, in order for there to 
be sufficient time to give the first proposal a chance. Agnes would accompany Chris 
next time too, there was no doubt about that. 
 
 Session 2 
 At the second session, Chris was visibly more relaxed and relieved: the 
antidepressants had been straightened out, his mood had stabilised and: the viagra 
was working! 
Nevertheless he had been doing some thinking and despite the fact that the 
combination of antidepressants and viagra were fulfilling his initial wishes, he still 
wanted to talk about the background of his sexual dysfunctioning. He tried to hide 
his emotions while he explained this. I said, ‘OK, of course we can talk about that, 
but how come you feel differently about it now?’ Agnes stayed in the background 
while Chris summoned all his courage to say: ‘As a teenager, I had awful spots and I 
thought that they were caused by masturbation. We were brought up awfully 
narrow-mindedly. I was always feeling guilty. The masturbation hasn't stopped, even 
during our marriage. I have always felt insecure, as though my sexual urges are too 
strong. And then I got cancer’. ‘How do you mean’, I asked, ‘and then I got cancer - 
as a sort of punishment? He nodded, liberated and exhausted. 
 Agnes had been sitting quietly with her hands bunched into fists; then she 
said, ‘And now you have to tell all that other stuff as well’. ‘What other stuff?’, he 
asked innocently, as though he had no idea what she meant. Agnes persevered, ‘Oh 
come on, you know very well - or do you want me to say it?’ Chris' insecurity and 
dependence could not withstand the pressure and he spoke in sober and contrite 
words of how, as a boy of 10 years old, he had been sexually intimate for quite some 
time with one of his adult male neighbours, how they had been caught and how he 
could remember that both his parents had kept heaping the blame on him at home. 
Until that time he had not realised that the things he had allowed, or had done on 
request, were bad. 
Chris seemed to shrink before my eyes. These events had actually become lost deep 
in his memory, but he knew that his feelings of being a sex maniac had begun in 
childhood and that via the acne during adolescence, the ultimate punishment had 
come in the form of testicular cancer in adulthood. He seemed to diminish further 
and further; and meanwhile, Agnes had started to cry for the first time. 
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 This second session had raised a lot of new material. How far had we 
come? We had made an inventory of the major complaints; the original request for 
counselling had been broadened; the past history (of Chris at least) had become 
more apparent; I had gained a better impression of the level of suffering; the 
motivation for therapy had shifted from complaint-orientated to person-orientated; 
the closeness and structure of the partner relationship and their communication 
patterns had become fairly clear; we seemed to have the beginnings of a working 
relationship and some level of confrontation could be endured. 
 Having now given form to the problem of enlisting help and the reason 
why counselling was requested, we can draw in the perspectives listed in the 
Introduction and use them to seek answers to the study questions. Where relevant, 
we provide information on the therapy course in our patient. 
 
 
 Reflections 
 We now will return to the questions that were formulted earlier and 
reflect on them from the presented perspectives, concerning cancer a. as a 
physical problem, b. as a psycho-trauma, c. as a developmental-psychological 
disruption of (sexual) identity and physical integrity; d. as a disruption of the balance 
within the partner relationship; e. as an existential test.. 
 
 

Question 1  
To what extent does this case illustrate the various perspectives that play a role in 
confrontation with cancer? 

 The relevant perspectives concern (testicular) cancer, a. as a medical 
problem, b. as a psychotrauma, c. as a developmental psychological disturbance 
to (sexual) identity and physical integrity, d. as a disruption of the balance within 
the partner relationship and e. as an existential test. In our description of this 
case, we address these dimensions and the various problematic issues that play a 
role. 
 
 Physical aspects: Nearly all cancer patients experience physical consequences 
of the treatment. Frequently heard long-term complaints (especially after 
chemotherapy, but also after radiotherapy, depending on the localisation) include: 
tiredness, pain and/or memory disturbances. For doctors, it is usually difficult to 
find a medical cause for these complaints. Surgery can be devastatingly mutilating 
and harmful to the body image, depending on the type and localisation of the 
tumour, such as the face, throat/neck, breasts and axillae in the case of breast 
cancer, abdomen and internal (genital) organs, partial amputation of limbs. Patients 
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who have been treated with chemotherapy often suffer from tingling in the fingers 
and toes and they may have changed hair growth patterns. In addition, in men and 
women, surgery, chemotherapy or radiotherapy can damage fertility owing to the 
localisation of the tumour. Depending on the type of tumour and the treatment, the 
hormone balance can also be disrupted. Not every cancer patient experiences 
disturbances in their sexual functioning, but depending on the tumour type, such 
disturbances are fairly common. Furthermore, it is very likely that in many cases, 
cancer affects a patient's self-image and (sexual) self-esteem. 
In the first two therapy sessions with our patient, several of these medical aspects 
became apparent: tiredness, memory disturbances, worries about physical 
attractiveness, tingling sensations in the fingers and toes and sexual dysfunction. 
 
 Psychotraumatic aspects: Confrontation with cancer is regarded as a 
psychotraumatic experience. The necessary evidence for this can be found in the 
recent oncological literature (Smith e a., 1999; Hobbie et al,  2000). 
Our patient was showing various post-traumatic signs, such as becoming agitated 
and suffering from concentration disturbances as the check-up dates grew closer, 
nausea whenever he was close to the hospital, taking up all possible cues for cancer 
(newspaper and magazine articles, TV or radio programmes, other people with 
cancer), hyperalertness to physical sensations that might indicate new complications 
or tumour recurrence, interpreting tiredness and pain as possible signs of danger. 
There was anxiety towards reviving memories and images related to the treatment. 
Coincidentally owing to hospital internal relocation schemes, the Medical 
Psychology Department had moved into the building where chemotherapy used to 
be given. In the course of the therapy period, our patient applied self-exposure on 
his own initiative by arriving earlier than his appointment time in order to walk 
around the building. These post-traumatic behaviour patterns and reactions were 
easily recognisable from case reports on other patients treated for cancer. 
In our patient, the stress regarding hurried sex might be a (partial) expression of 
post-traumatic avoidance (sex reminded him of the testicular tumour; losing control 
gave rise to anxiety). In addition, it is possible that the very fact of having testicular 
cancer luxated the earlier traumatic experience with sexual intimacy or abuse. 
Generally, people respond with much stronger stress reactions the second time a 
trauma strikes (Baider et al 1992; Pelcovitz et al,  1996). 
 
 Developmental psychological aspects: Cancer nearly always creates an untimely 
disturbance in the normal course of life. Patients are confronted with having to 
perform tasks that usually occur much later in life, such as coping with (physical) 
limitations, losing physical and mental capacities, facing death, considering or 
planning the closing stages of life and departing from loved ones. Parenthood and 
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the fulfilment of certain social roles can be disrupted. Patients might feel isolated 
from their peers, because other people can go on living as though nothing has 
happened. Such processes put pressure on the identity a person has built up over 
the years, including sexual identity. The drastic nature of the medical treatment 
(surgery, chemotherapy and/or radiotherapy) takes a heavy toll on feelings of 
physical integrity, while treatment that causes physical mutilation demands adaption 
of a person's own body image (Price, 1998; White, 2000). Loss and/or 
deterioration enter the picture much earlier than normal from a developmental 
psychological point of view; this also applied to our patient. For example, tiredness, 
physical weakness, memory disturbances and the total mental burden meant that the 
couple had to sell their family business prematurely. In addition, the patient was only 
able to play a limited role as a father, which put pressure on his self-esteem. His 
physical self-image had been damaged by the medical interventions that had left 
heavy scarring on his abdomen, while his sexual dysfunctioning emphasized the 
feeling that there was not much left of the original man. As a consequence, he was 
feeling old before his time. 
  
 Relational aspects: The life-threatening nature of the disease, the burdensome 
character of the often long-term treatment with an uncertain outcome and the more 
or less diffuse limitations after treatment for cancer can put heavy pressure on a 
partner relationship (Kuyper, 1993; Van de Wiel et al,  1991). The partners have to 
perform various tasks to come to terms with the new situation. In some cases, the 
shared fate intensifies the relationship (Johansson et al, 1992), whereas in others, 
differences in task roles, coping styles and feelings of disappointment or loss, can 
lead to tension and estrangement, including sexual tension (Nijhuis, 2001). In Chris 
and Agnes' case, both partners were very definite that the relationship had become 
more intense because of all the things they had been through. On the other hand, 
the division of roles had become more and more one-sided: Agnes was taking care 
of nearly everything (income, bringing-up the children, compensating for Chris' 
poor memory). All this time there had been one-sided attention to the problems 
Chris was having with coming to terms with the disease. It was not until much later 
in the therapy process (about session 15) that attention could be diverted to Agnes' 
worries, efforts, burden and grief and the role of her own past history in her current 
care-providing behaviour. For Agnes, having to take care of Chris was a long-
standing affair and the thought of crying out for help herself had been taboo for 
many years. 
  
 Existential aspects: Owing to its nature, cancer is a fatal disease and therefore 
always implies confrontation with mortality, vulnerability, isolation, fear of suffering 
and dependence. The life-threatening nature of cancer severely disrupts a person's 
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sense of worth: What have I achieved so far? What opportunities have I ignored 
until now? What is it worth to me to fight for my life? How can I go on in a useful 
way? Will I die peacefully? (Yalom, 1980; Hennezel, 1996; Ferry, 1998). Many 
people report a strong need for bonding - with others, with nature, with cosmic, 
spiritual or religious structures (Wilber, 1991; Bolen, 1996; Yang and Staps, 2000) 
and many people report that besides the experience of loss, there are also positive 
elements, such as the feeling of having become wiser and finding life more 
worthwhile (Jaffe, 1985; Schaefer and Moos, 1998). In the first two therapy 
sessions with Chris and Agnes, these existential notions did not arise explicitly, but 
they were present implicitly. Their 'fate' was contained ill-fatedly and as a matter-of-
course in what they said (such as the disruption in their lives, being unable to unite 
the past with the present and future, the uncertainty, anxiety and burden that cancer 
had brought to their relationship and family, blurring of their religious footing). In 
any case, asking for help meant two things: that the confusion had to stop: we can't go 
on like this; and the hope that it might be possible to make changes. During the 
therapy process, the aspects that had to stop or had to change, gradually unfolded, 
while structures for a renewed future design arose more or less on a parallel course. 
The wish to go on and the hope of achieving something better were reflected clearly 
in the positive elements they had experienced: Chris had survived the disease, 
obviously with many sacrifices, their family was still intact and he realised all the 
more strongly just how much he loved Agnes. Their values had also shifted: they no 
longer made a fuss about all sorts of trivialities. They realised more than ever that 
life is there to be enjoyed, that they did not need to be frugal and that they did not 
have to enslave themselves to rigid religious beliefs. Although they were not sure 
how to continue their lives after everything that had happened, these positive views 
about their own existence formed a solid basis for hope and wanting to make 
changes, i.e. therapeutic motivation (Frank, 1974). 
 

Question 2 
What is the place of these five perspectives within the original request for sexological 
counselling and within the psycho-oncological treatment process?  

 The original referral letter from the hospital specialist was worded in terms 
of physical complaints: sexual dysfunctioning. Within a medical context, patients nearly 
always formulate their problems as physical complaints. This is not only a language 
that the doctor listens to and understands, but it also makes the complaints 
legitimate for the patients themselves. We might therefore ask: Why is it necessary to 
take so much other material into consideration when a request for help has been 
formulated in such a functional manner? Chris' problems with sexual dysfunctioning 
started six months after the treatment for cancer, nine years ago. Perhaps there may 
have been a relation at that time between the nature of the treatment and sexual 
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disruption, but recent research has shown that it is difficult to attribute sexual 
complaints after a testicular tumour to physical (side)- effects of the disease or 
medical treatment alone; it is considered that influences of psychologically active 
factors probably play a role (Van Basten et al, 1999). 
  
 Exploration of the request for help and the previous history soon brought 
to light that the sexual problems were not isolated: sexuality had been problematic 
even before the diagnosis of cancer. Since puberty Chris had been worrying about 
his physical appearance and feeling guilty about masturbation and pornography. 
Developmental-psychologically, a certain amount of stagnation had resulted and persisted 
throughout more that 15 years of marriage. Chris continued to worry about the 
strength of his sexual urges, blamed Agnes because she never felt much need for sex 
and insisted that there be sexual contact to relieve the pressure of masturbation and 
the associated feelings of guilt. 
  
 The feelings of guilt regarding powerful sexual urges became even stronger 
when a tumour developed in, of all places, one of his testicles. The period of 
diagnosis and treatment was surrounded by great uncertainty, anxiety, physical and 
mental over-burdening and was experienced as traumatic. This was also reflected in 
the enormous tension and rich detail in which this period was described. Starting to 
talk about his sexual history during the first session later provoked the memory of 
an earlier traumatic experience of sexual abuse. This not only threw new light on the 
problems during puberty, but also showed that Chris was experiencing a direct 
relation between his sexual past, his feelings of guilt about the past and developing 
testicular cancer as a sort of punishment or revenge. Various cognitions were active, 
such as: ‘wanting sex is being a dirty old man; a dirty old man does not deserve to be 
loved, is a bad person, is doomed, will go to hell’, ‘if Agnes will have sex with me I 
can show her that I love her, then I deserve to be loved and I do not need to be 
afraid’. These thoughts were partly determined by the strict way that religion had 
been pursued while he grew up and the relationship he had had with his parents. 
These aspects indicate the fear of experiencing personal feelings, fear of dismissal 
and rejection, fear of isolation and death, and contrastingly also the need for 
bonding, approval and acceptance (Yalom, 1989; Gans, 1993). 
  
 The partner relationship played a very important role in the suppression of 
Chris' feelings of anxiety and guilt. If his wife agreed and reacted willingly to his 
sexual advances then to him this meant a sort of ‘Entschuldigung’. However, 
differences in their needs for intimacy put great pressure on the sexual relationship, 
which led to one accusing the other of wanting it too much, or wanting it too little. 
Moreover, since the treatment, Chris had been suffering from memory problems 



 147 

and had become very dependent within the partner relationship. All in all, the 
balance within the partner relationship had been totally disrupted by confrontation 
with cancer. 
  
 Existentially, Chris was struggling with questions about guilt, morality, 
freedom and responsibility, (capital) punishment and isolation regarding his 
vulnerable sexual identity. The question: ‘Why did this happen to me?’ was 
prominent in his mind, but he hardly dared ask it owing to the undesirable but yet 
also doubtful answer: ‘because I deserve it?’ - with an extra question mark. This 
question arose particularly from doubts and feelings of guilt that had been built up 
since childhood. In a later phase of the therapy, the question became more adult-
reflective: ‘What do the events mean to me, how do I feel about them?’ 
  
 Through this combination of factors described on the basis of the different 
perspectives, Chris had been experiencing increasing stress regarding his sexual 
urges, his sexual performance and the sexual side of the partner relationship since 
undergoing treatment for cancer. Although the depth of Chris' suffering was 
expressed most clearly in sexual dysfunctioning and sexual experience, his request 
for help meant that the above-described perspectives all came into play during 
therapy. The diagnosis of cancer not only gave rise to sexual problems at that time, 
but also luxated earlier problems; moreover, the curative effects of treatment (from 
a medical point of view) placed Chris in a situation where he had to reflect on the 
rest of his life - he could not carry on as though there was nothing wrong. Psycho-
oncological therapy often encompasses more than just the burden of today; 
generally the past also begins to resonate, and with it, very explicitly, the (sometimes 
limited) future. 
 

Question 3 
What interventions can be applied to bring about changes in the various perspectives 
and/or to support them? 
 

 The course of therapy passed through a series of phases, from first 
establishing a therapy relationship, to a complaint and symptom-oriented phase, to 
conflict and problem-oriented (Korrelboom, 2000; Snijders, 1998) and finally to 
consolidation and dissociation (see also Swildens, 1988). A special point of interest 
in people with a (demonstrable) physical illness is that at first, they seem to cling to 
explaining their (later) functional problems on the basis of their illness (symptom 
phase). Very often, they feel that other people show a lack of understanding or do 
not take their problems seriously, as though doctors and other people consider such 
complaints as ‘paltry’ compared to the seriousness of the original illness, i.e. that the 
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rest ‘is all in the mind’. In order to establish a good working relationship, it is 
important for the therapist to listen carefully to these feelings in patients and to take 
their point of view seriously. As far as the therapy is concerned, it is important for 
the patients to become willing to examine what the complaints mean to them and 
how they want to deal with them (problem and conflict phase)  (see also Van der 
Moolen, 1998; Albersnagel and Jaspers, 1999).  
 The above-described perspectives arose in their own way in every phase of 
the therapy. Below, a summary is given of the most important interventions applied. 
These interventions do not belong to one specific therapeutic school of thought, but 
represent diverse approaches: working in a client-centered manner (i.e. paying close 
attention to experiences, and increasing the congruence between thinking, feeling 
and taking action), processing psychodynamic conflict material (by forming a 
relation between wishes, prohibitions and inhibitions), processing cognitive (self-) 
issues, in vivo and in vitro exposure (behavioural and written exercises). This 
process resembles the model described by Snijders (1998) the ‘oscillating integration 
model’, in which during therapy, constant changes are made to the experience level 
and intervention level, thus providing multimodal exposure (interactional, 
behavioural and experiential exposure). Continuous attention was also paid to the 
emotions expressed in relation with the course of events, because any ‘shift’ is 
particularly likely to bring about changes. Furthermore, the ‘condition humain’ of life-
threatening disease calls for a therapy relationship in which moments of ‘real 
encounter’ are present (May, 1983, p.22). 
 
 Physical perspective: Aims of interventions to improve physical functioning 
include legitimising the request for help and providing a first rationale for the offer 
of help. The most important interventions in this respect were: 
- regulating medication intake via the general practitioner (rebalancing 
antidepressants, and prescribing viagra to support initiatives for sexual contact). The 
aim was to stabilise functioning and, if required, to provide an optimal starting 
position to further explore the request for help; 
- psycho-education about the possible consequences of drastic medical treatment on 
psychosocial and psychosexual functioning, with extra information based on 
material brought forward by the patient (such as persistent tiredness, memory and 
concentration problems, tingling in the fingers and toes, sexual problems). This also 
serves to make the complaints legitimate and facilitates transition to the meaning of 
the complaints. 
 
 Psychotraumatic perspective: In the case of psychotrauma, a phase-oriented 
approach has been recommended (Van der Hart and Nijenhuis, 1999), in which 
three phases can be distinguished: the first phase aims to create sufficient stability 
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and safety in every day life. As soon as the situation allows, the second phase can 
start: coming to terms with the traumatic experience. In the third phase the aim is to 
consolidate results, integrate issues into every day life, round-off therapy and say 
goodbye to the therapist; 
- Phase I:  Stabilisation and reduction of symptoms, was put into action by means of 
interventions aimed at the physical perspective, by mapping and activating the 
available social support and by paying attention to regulation of emotions within the 
therapy: to what extent was each partner able to cope with talking about sensitive 
issues? 
- Phase II: Coming to terms, treatment of traumatic memories: The interventions 
included the patient writing and reading-out two stories: a. his experience with 
sexual abuse; b. his experience regarding confrontation with cancer. The 
interventions for sexual abuse were aimed at revising current personal opinions 
about the events that had happened in the past. This was accomplished by means of 
an imaginary written dialogue with the various people who had been involved (e.g. 
the abuser, father, mother, sister) and by making it possible to discuss and reflect 
upon implicit sexual norms and values. At the same time, attention was paid to the 
earlier unconscious link that had been made between guilty feelings about sex and 
the notion that testicular cancer was the punishment. The interventions for coming 
to terms with confrontation with cancer comprised no longer avoiding memories, 
but making a detailed description of what had happened: at home, during the 
treatment at hospital, events and effects socially. This brought to light a number of 
trauma-related associations and cognitions (e.g. ‘Groningen’ equals chemotherapy; 
‘cancer’ equals punishment; ‘sex’ equals bad, etc.). 
- Phase III: Consolidation and integration: The third phase starts as soon as the 
patient begins to make evaluating comments. Interventions mainly comprised 
providing support and placing what the patient said about successful or less 
successful application of new behaviour to every day life and about initiatives that 
directed attention towards other issues, within the context of the therapy process.  
Very often, existential notions were rekindled in this phase, but these were now 
more coherent, summarized the couple's own lives and were aimed at targets for 
their future. Our patient also revived the original request for help, but from a 
different intrapersonal and interpersonal context. 
 
 Developmental psychological perspective: Interventions in this area mainly aim to 
organise life stories against the background of life's course. The following 
interventions were applied during therapy: 
- reuniting the various fragments of the life story into a coherent whole; 
- discussing the regular developmental tasks and the various stagnations that apply 
to the patient; 
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- making an inventory of developmental tasks that are occurring at present and 
discussing what is necessary to achieve them more satisfactorily. 
These interventions took the form of a continuous dialogue, in which the patient 
contributed material spontaneously during the discussions and by means of the 
above-mentioned written exercises; the therapist (and later particularly the patient) 
made connections and forged new structure. Thus, we discussed Chris' non-
permissive childhood environment and his experience of sexual abuse, how he had 
been left to himself during his sexual development, how he had become swamped 
with feelings of guilt regarding (excessive) masturbation. Then against this 
background, we discussed his continuing feelings of guilt regarding sex as an adult 
and his unsatisfied sexual urges in the partner relationship. In addition, on the basis 
of this life story, we also discussed what it meant to him to have been confronted 
with a life-threatening disease and to have had an early confrontation with death, 
how this limited his roles as partner, father and socially, and how these could be 
broadened. 
 
 Relational perspective: Although the original request for help came from Chris, 
there was great willingness to draw the partner relationship into the therapy process 
right from the start. This meant that the interventions aimed to clarify and improve 
communication, stimulate clear and open discussions on sex and the needs of each 
partner, to adjust the balance of give and take within the relationship and re-
orientate the history of the relationship. These interventions included: 
- focusing attention on the interaction pattern and obscurities in communication; 
discussing and breaking the pattern of ‘patient’ and ‘care provider’; providing insight 
into the connection between the dependence-oriented relationship of the partners 
and the stagnation in sexuality; 
- re-orientating the value of intimacy and focusing attention on emotions, worries 
and fears of the other partner (explicitly asking for and receiving tenderness,  
stroking, embracing, cherishing and comfort, without it having to lead to sexual 
intimacy); 
- making an inventory of important life events before marriage and during marriage, 
and against this background, discussing the value and possible reasons for this 
particular choice of partner. 
Regarding sexuality: 
- coping with expectations and communication regarding the use of viagra within 
the partner relationship (e.g. when Chris takes a tablet, what Agnes thinks of it); 
- discussing and experimentally exchanging sexual roles and sexual behaviour 
patterns (e.g. when who does what, does it meet expectations?); 
- broadening the sexual behaviour repertoire (i.e. sex is more than coitus and 
orgasm) and interpretation of lust (besides masturbation, other pleasurable 
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experiences can be chosen, for example massage, or cooking and eating a tasty meal 
together). 
 
 Existential perspective: Interventions in the area of existential nodes mainly 
comprise putting into words implicit statements, assumptions, questions and doubts 
about the background, meaning and direction of a person's existence. This is 
particularly important in people who have experienced a life-threatening event 
(themselves or from nearby); it can start right at the beginning of therapy, albeit in 
small doses; but it must be done. The effect is that patients often feel deeply 
understood in their need and it helps them to share ‘the unbelievable’ explicitly with 
others, without having to carry any of the responsibility of providing care for them. 
Drawing explicit attention to the major pillars of existence creates space for people 
to seek their own meanings, to re-orientate existing values and gain a better 
overview of that which is really important. This stimulates the development of a 
person's identity and strengthens it. Moreover, the patient can consider his own 
history, not only from the point of view of loss, but perhaps also for the good it has 
brought: a perception that has only been negative until now can become more 
nuanced, people can place the events in a broader context and thus discover their 
meaning. Experiencing a sense of meaning is closely weaved with motivation, with 
the capacity to set targets (Rijff and Singer, 1998)and with creating a plan for the 
future against the background of mortality (Swildens, 1988, p 31). In concrete 
terms, this sort of intervention consists of making veiled statements more explicit 
(e.g. in subordinate clauses or comment clauses) that refer to existential notions, 
such as: 
- fear of death from cancer: ‘you don't know how much longer you have got’, or the 
wish ‘I want to live every moment to the full’; 
- doubts about blame and responsibility: ‘I should have talked about it before, but I 
didn't dare, and I couldn't anyway, because they closed their eyes and ears to such 
things’; 
- attempts to break through the isolation: ‘no one understands me, or knows how it 
feels’,  or ‘through having cancer, I have come to love her so much; I am afraid to 
lose her’; 
- struggling with ‘old’ norms and values and having problems with feeling at liberty 
to form ones own views regarding norms, values and aims in life: ‘What on earth are 
you supposed to think about masturbation, religion, parenthood - who can tell you?’; 
uncertainty about fulfilment of the sense of meaning in ones own life: ‘How much 
are you still worth, éh?’ 
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 Discussion 
 As stated in the Introduction, the prevalence of cancer is high. 
Psychotherapists therefore frequently encounter problems such as those sketched in 
the present case history. However, it is not clear to what extent the findings in our 
patient can be generalised to others who have been treated for testicular cancer, or 
to patients who have been treated for any other form of cancer. 
 Sexual problems are reported by a substantial proportion of patients who 
have been treated for testicular cancer, and also by men and women with other 
forms of cancer (see Introduction). In general, about 20-30% of people who have 
been treated for cancer probably suffer from such serious psychological problems 
that professional counselling is necessary(Schrameijer and Brunenberg, 1992, pp 
58. Research into the prevalence of the post-traumatic stress syndrome (PTSS) in 
cancer patients and their relevant others has shown among other things that both 
patients and their care providers can still be suffering from intrusive images and 
memories more than six years after treatment (Alter et al, 1996; Baider et al, 1992). 
 Research into the influence of testicular cancer on the partner relationship 
has shown that remarkably few divorces occur in affected couples, but that many 
relationships suffer when there are also reports of sexual problems [see for example 
refs]. Our own research has shown that almost 45% of the testicular cancer patients 
treated with chemotherapy reported changes in the partner relationship; in two 
subgroups of patients with malignant lymphoma, this applied to 33% and 40%, 
respectively (see for example  Schover and Von Eschenbach, 1985; Rieker et al, 
1989; Hannah et al, 1992). As a rule, these patients described intensification of the 
relationship, which was experienced in a positive way: going through a difficult 
period together created a strong bond. In some cases, however, such a crisis had an 
alienation effect, because it appeared that the partners had completely different 
coping mechanisms, or because existing differences became much more 
emphasized, and/or because earlier relational problems could not withstand the 
extra pressure. 
 As far as we know, no systematic research has been conducted into the 
developmental psychological perspective or the existential perspective of cancer. 
However, it is very likely that cancer generally undermines people's basic feelings of 
safety and that this affects their experience of sexuality. In the various phases of life, 
sexual development revolves around the themes fusion-separation, bonding-
autonomy, being together-being alone, control-loss of control. Confrontation with 
cancer is particularly likely to threaten the balance between these themes. 
According to an inventory made by Schrameijer and Brunenberg on the basis of 
interviews (1992, pp.95), 70% of 188 cancer patients reported existential problems 
related to cancer. Diverse egodocuments on testicular cancer and other forms of 
cancer (Ferrel and Dow, 1996; Nijhuis, 2001) contain often very impressive 
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descriptions of how confrontation with cancer caused a radical break in the life line. 
Other authors have also strongly emphasized the existential problems that cancer 
brings with it (Yalom, 1980; Janson et al,  1996; Yang and Staps, 2000;  Jonker-
Pool, 2001b). In this regard it is relevant to say that there are several underexposed 
themes within psychology, such as the decision of whether or not to continue 
treatment (‘informed consent’), communication about this issue between doctor and 
patient and euthanasia (Katz, 1984; Stenager and Stenager, 1998; The, 1999). 
 Specific to the patient described above was that he developed a genital 
tumour and had a history of sexual abuse against the background of a restrictive 
religious environment. This strongly coloured his later perception of developing 
cancer and the ensuing sexual and existential problems. It should be remarked at this 
point that not only girls and women (Draijer, 1989), but also a considerable 
percentage of Dutch boys and men (an estimated 10%) suffer sexual abuse 
ondervonden (Gianotten, 1988; Drion, 1989; Van der Linden, 2000). Thus, in 
this sense, our patient is not exceptional. Furthermore, the number of Dutch people 
brought up in a restrictive religious environment has been decreasing steadily 
through secularisation in the past century, but on the other hand there has been a 
large increase in allochthonous patients in whom cultural-religious frameworks 
surrounding e.g. sexuality often play an important role. It is not surprising that 
anxiety and urges are particularly likely to arise in relation with sex. In just about 
every culture, sexuality is surrounded by strict rules and taboos (Lavee, 1991). 
 From the point of view of psycho-oncology, it is worth bearing in mind 
that anyone can develop cancer, irrespective of their past history. It has never been 
demonstrated that personality factors or psychological morbidity increase the  
risk of cancer (Sanderman and Ranchor, 1997). Thus it can be assumed that 
(premorbidly) about the same prevalence of psychological problems arise in cancer 
patients as in the ‘healthy’ population (including relational and sexual problems). In 
this vulnerable group, confrontation with cancer involves an increased risk of the 
development, luxation or worsening of psychological problems. In this sense, our 
patient not only illustrates psycho-oncologically-related problems in general, but also 
the specific vulnerability of patients with a stressed psychosexual history, especially 
in the case of a genital tumour. 
 Various perspectives were elucidated with our patient during therapy, 
starting with a sexologically-based request for counselling. Interventions were 
applied from diverse therapeutic schools, in line with these perspectives. The nature 
and context of our patient stimulated and necessitated this approach, so that 
psychotherapy would link and provide insight into the inner reality of the patient 
(and partner) (Van Kalmthout, 1998). Integrationism is a renewed aspiration to 
elicit the effectiveness of the diverse therapeutic trends (Pols, 1998; Snijders, 1998; 
Schaap, 2000). Without wanting to go too deeply into the (old) question of 
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differences and similarities between diverse psychotherapeutic trends, we can say 
that in our psycho-oncological patient, it was a challenge and solution to consider 
which theories or practical interventions would be fruitful for which aspects. 
Therapeutic practice has probably caught up with this sort of theoretical question: 
the intervention repertoires of therapists from various frames of reference seem to 
diverge very little (Pols, 1998). However, this does not discount that before making 
choices, taking methodological steps or applying concrete interventions, the 
therapist will have to have acquired fundamental directional motivation and views. 
The therapist keeps the ongoing professional management moving and on course, 
even at times when frames of reference grow closer together and complement each 
other, as seems to have been happening these past few years. Particularly for this 
reason it is no simple task to make personal views and motivation compactly 
explicit. 
 Nevertheless within the framework of psycho-oncology, it is important to 
stop and take stock of the situation, because extensive emotionally-anchored values 
of the patient regarding life and death (and therefore also sexuality) might come into 
play or be put under pressure at this point. Our patient, for example, became 
bogged-down in a conflict between sexual urges versus developmentally-related 
feelings of guilt and religiously-tinted fear of death. On the other hand, we might 
also encounter a patient whose treatment was severely sexually mutilating and is 
feeling completely useless, or a patient who is asking himself why he survived the 
disease after he had prepared himself to die, or a patient who asks himself whether 
the time is right to get divorced and start a whole new life, or a patient of 45 years 
old who is considering refusing any further medical treatment,  
or a patient who is very angry to have undergone treatment now that he can see 
what is left of him, or a patient with young children who is thinking about 
euthanasia, or a patient who unexpectedly becomes terminal and asks the 
psychotherapist to be present with his family at his cremation. 
 The value orientation and views of the therapist always (and certainly in 
our patient) help to give direction to the goals and values a patient wishes to pursue 
within the psychotherapeutic process (Abroms, 1979; Wijngaarden, 1982). Without 
wanting to advocate that psychotherapists should make public ‘confessions’ about 
the personal value orientation that motivates their management policies, it seems to 
me that at this time of steadily increasing protocolisation in mental health care, it is 
important that health care professionals remain prepared to reflect their 
management policies against their own personal set of values, views and theoretical 
starting points. In this respect it is useful to distinguish between theoretical 
integrationism, technical eclectism and general therapeutic factors (Trijsburg, 1997). 
If the outcomes of scientifically-based technical procedures alone were to determine 
which interventions should or should not be applied in the future, then this would 
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not do justice to the multiformity of the problems of life that present themselves 
(Leijssen, 2000). Particularly ideological or philosophical views and professional 
theoretical formulations offer frameworks on which to evaluate and/or renew 
professional procedures and to continuously consider the ethics of health care 
provision. 
 
 
 Conclusion 
 Our patient received therapy on the basis of diverse perspectives. It can be 
assumed that problems within one of more of these perspectives play a role in the 
lives of many people with cancer. We did not restrict therapy to a symptom-oriented 
approach of the sexual problems, because the presenting complaints appeared to be 
related to several themes that were already playing a role in the patient's life  (and his 
partner's) and were related to underlying psychodynamics. In this way, it was our 
intention to illustrate how a psycho-oncological request for help can be complex and 
all-embracing. Obviously we cannot say how the process of change would have run 
if we had applied symptom-oriented therapy alone. Another question is how this 
married couple would have fared if the husband had not developed cancer: would 
there ever have been a request for help and what would have been the outcome if 
they had received therapy? 
 The above-described therapy comprised 28 marital counselling sessions 
over a period of more than two years, in which the emphasis lay on the husband's 
request for help. The results of therapy (for the husband, but the majority of points 
also applied to the wife) included: more satisfaction with sexual functioning 
and a changed sexual interaction pattern, reasonable coming to terms with cancer 
and the childhood trauma, insight into and contact with the personal course of life, 
improvement of the partner relationship and family structure, more acceptation of 
personal fate, reorientation of the personal role as partner and parent and an 
increase in the need to interact with other people (the children, partner, friends), a 
milder view of himself and increased freedom in thought and action. According to 
the couple, there was sufficient ground on which to continue independently on the 
new-found basis. 
 Not  every psycho-oncological therapy needs to be as long as in the above-
described case; not all of the above-described perspectives will always play such a 
clearly defined role; not all the perspectives will be so problematical that a 
psychological request for help is made. After all, the majority of people with cancer 
cope with the situation off their own bat or with their own sources of help. 
Nevertheless the above-described perspectives form a useful guideline for mapping 
psycho-oncological problems. In patients with a relatively unburdened history, it is 
often sufficient to apply focal, individual therapy. Thus in a limited number of 
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sessions, work can be made of a few goals formulated in consultation with the 
patient in one or a few areas (such as coping with the period of illness, adaptation to 
limitations, renewing self-confidence, communication with relevant others) with the 
aid of cognitive, behavioural therapeutic and experimental techniques (Heyink et al, 
1997). 
 Finally, specifically in the context of psycho-oncology it is of great 
importance that a therapist develops sufficient empathic ability to deal concretely 
and directly with the life-threatening and sometimes bizarre or degrading situations 
that can confront people with cancer. This means among other things: realising ones 
own vulnerability, powerlessness and mortality. After all, anyone can develop cancer. 
‘And therefore never send to know for whom the bell tolls. It tolls for thee’ (Donne, 1952). 
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Chapter 9 

 
  
 Cancer: an existential test 1, 2 

 
 

‘Herr, lehre doch mich,  
dass ein Ende mit mir haben muss, 

        und mein Leben ein Ziel hat 
        und Ich davon muss……‘ 

(Johannes Brahms, Ein Deutsches Requiem) 
 
 
 
 
 Introduction 
 Cancer threatens diverse areas of  life, or at the very least, greatly 
influences them. Without any warning, not only patients, but also family, friends 
and colleagues are forced to cope with the consequences of  this often wide-
sweeping disease. People try to do as much as they can for them selves to gain as 
much grip and control of  the situation as possible. Recognising the seriousness 
of  the circumstances and seeking ways to cope with the disease is not a static 
process: as time goes by, new developments occur in the course of  the disease 
and new pathways are sought. People go through an oscillating process, from 
shock, hope, and trivialising the situation, to confrontation with hard facts - time 
and time again, alternated with periods of  disbelief  (Horowitz, 1976; Brom and 
Kleber, 1989). Cancer is often a fight against time and a dance macabre around life. 
In its own way it asks people, usually unexpectedly and nearly always at an 
untimely moment, to develop new conceptions regarding finiteness and death, 

 
1 This chapter has been published as G. Jonker-Pool (2001). Kanker: een existentiële opgave, 
in: De Haes, Gualthérie van Weezel, Sanderman and van de Wiel (2001). Pychologische 
patiëntenzorg in de oncologie [Psychological care in oncology], Koninklijke Van Gorcum, Assen, Chapter  
6, pp 73-85 
 
2 Acknowledgement: with thanks dr. J.P.C. Jaspers, psychotherapist and medical psychologist, 
from the PSB Department of the University Hospital Groningen, The Netherlands, for his 
comments on an earlier version of this manuscript. 
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individual vulnerability and personal suffering. Ultimately this hopefully leads to 
finding new attitudes towards destiny (Frankl, 1955). 
  
 In many cases - but not all - sooner or later during this process, 
questions will arise: Why did this happen to me? Did I do something wrong? 
What can I learn from this? Is there any point to it? These questions are about 
restraints and the reason for living, for being; they thus mark our existence: 
existential questions (Jaspers, 1964); Heidegger, 1998). Obviously, these 
questions are not new. Any life-threatening situation, accident, war, disaster or 
disease, seems to give rise to this type of  question, because all sorts of  structures 
of  existence are shaken to the core (Thompson and Janigian, 1988). In some 
cases, these questions disappear when solutions present themselves: ‘Treatment, 
cure, probable recovery ........ Thank goodness, life can go on, who would have 
thought it ......’. 
 Cancer has a number of  special characteristics that make it difficult to 
avoid questions about the boundaries of  existence. For many people, this is no 
longer a free choice after confrontation with the diagnosis. Although the 
prognosis may be favourable, people have been made to face facts: the disease 
can recur, or persist, you can be damaged by the treatment, it might kill you. 
Words cannot express the shock, while emotions are overwhelming or frozen, 
and everything that had value is suddenly at risk. Things will never be the same 
again (Ferrel and Dow, 1996). Especially in the beginning, but in many cases for 
much longer, life is dominated by the disease, while the identity of  being a 
'healthy individual' is subjected to great pressure. Particularly because of  the fact 
that it takes time before it is clear what the ultimate result of  the disease will be, 
patients diagnosed with cancer have this time available to think about questions 
related with life and death, which they have probably never asked themselves 
before. Life starts to feel different, very different. Once confronted with cancer, 
people lose their earlier innocence, or ignorance, forever: invulnerability and 
security have proved to be illusions, delusions (Janoff-Bulman, 1989). Many 
patients and their families soon start to ask themselves: What is of  real value to 
me in life? What things do I need to be really careful with? How should I fill my 
precious future? 
 Traumatic, life-threatening, unpredictable experiences generally force 
people into intense psychological coping and nearly always force a confrontation 
with basic, existential questions (Jaffe, 1985; Yalom, 1980b). In the first part of  
this chapter, we will discuss the question: To what extent should confrontation 
with cancer be viewed as a psycho-traumatic experience?
 Subsequently, from an existential angle, we throw light on the demands that 
cancer makes on people. Thirdly, these two angles are integrated into the above-
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described stress-coping model (Lazarus and Folkman, 1984). Cancer is regarded 
as a stressor with specific qualities that possibly lead people to developing specific 
coping processes. Consideration is also given to how existential dilemmas can 
affect people's perception of  the disease: as a source of  strife, anxiety and 
despair, or (also) as a pathway that leads to renewed insights into ones own life. 
 
 
 Cancer as a trauma 
 From a psychological point of  view, a trauma is considered to be a 
psychological injury, a psycho-trauma. The notion of  psycho-trauma originated 
after the first train accidents in the nineteenth century and was elaborated 
further by important pioneers in psychiatry around the turn of  the century, such 
as Janet, Freud and Breuer, in relation with their notions on the etiology of  
'hysteria'. In later years, the dramatic experience of  victims of  the First and 
Second World War (Bastiaans, 1957; Kleber, 1999) and Vietnam veterans in the 
USA (Horowitz, 1976) led to further insights and theory forming. Generally, a 
psycho-trauma means an emotional shock through threat and/or damage to core 
needs and necessities. This shock is often (but not necessarily) accompanied by 
severe disruption of  existing expectations in the form of  mental representations, 
or cognitive outlines (Brom et al., 1989). Psychological injury can obviously have 
varying degrees of  severity, capacity and harmfulness. Instead of  one shocking 
incident, there may have been long-term exposure to a series of  - perhaps 
'slighter' - traumas. Moreover, the degree of  emotional impact a trauma may 
have depends on the developmental phase of  the victim (in which age plays a 
role), as well as the nature of  the stressor. Are we talking about an external cause 
of  traumatization such as a natural disaster, an internal cause such as disease, or 
about confrontation with a socio-relational inhumane situation, such as a 
perpetrator, or an aggressive (familiar) person? Individual subjective perceptions 
(individual history and character) also play a role. When exposure to a life-
threatening or physically threatening stimulus causes extreme stress - and thus 
functions as a psycho-trauma - this can lead to a specific psychiatric syndrome: 
the post-traumatic stress syndrome (PTSD).  
 Over the past few years, there has been considerable discussion about 
the diagnosis of  PTSD (McFarlane, 1995), because complaints always arise after 
an event (post hoc) and not everyone develops psychiatric symptoms after a life-
threatening event (Kleber, 1999), such as hearing that one has cancer . In 
addition, many people with symptoms of  PTSD have comorbid conditions, such 
as panic disorder, depression or symptoms of  dissociation (Yehuda and 
McFarlane, 1995). When is an event, a psycho-trauma, serious and specific 
enough to be considered as the possible cause of  PTSD? In the classification 
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system for psychiatric disorders, the DSM (Diagnostic and Statistical Manual of  
Mental Disorders), the following (summarised) guidelines are given: 
A. The person has been exposed to one or more traumatic events that involved 
actual death or threatened death, or serious injury, or a threat to physical 
integrity. Responses involved intense fear, helplessness or horror. 
B. The traumatic event is persistently re-experienced by e.g.: 
- recurring and intrusive distressing recollections, dreams; 
- intense psychological distress and/or physiological reactivity on exposure to 
internal and external cues that symbolise or resemble the traumatic event. 
C. Persistent avoidance of  stimuli associated with the trauma (e.g. thoughts, 
feelings, and also places or people); inability to recall important aspects of  the 
trauma; diminished interest in significant activities and feelings of  detachment or 
estrangement from others. 
D. Persistent symptoms of  increased arousal (outbursts of  anger, difficulty 
falling asleep or staying asleep, concentration problems, exaggerated startle 
response or hyper-vigilance). 
E. The individual shows clinically significant distress or impairment in social and 
occupational functioning.  
 
 
  Case report 

  Mr. O (32 years old, married, three children) reported to the 
psychologist with persistent anxiety and stress complaints. Two years 
previously he had been diagnosed with Hodgkin's disease. Treatment was 
successful (surgery and chemotherapy); his prognosis was favourable, said the 
doctors (70-90% chance of  long-term survival). Nevertheless at that time, the 
shock of  the diagnosis had been enormous: he had never dreamed that he 
would develop cancer. He did not know which way to turn, and countless 
internet reports could not put his mind at rest (see DSM criterion A). Since 
the operation, he broke out in a cold sweat when he drove past the hospital, 
and the regular check-ups were a terrible ordeal: about a week before each 
appointment, he became agitated, quick-tempered, irritable - going in there 
again, those doors again, that hall, those smells, those shuffling patients 
pushing infusion stands ..... (see B and D). Strangely enough, he could 
remember all sorts of  details, but was totally unable to recall smaller events 
that had happened in the week of  the operation (see C). He still dreamed 
regularly about being hospitalised and about the porters transporting him 
from place to place in his bed; then he would wake-up with a start and could 
not go back to sleep again. In addition, he became hot and bothered every 
time he saw an article about cancer. If  there was anything on the television,
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 he recorded it on video, but could not find the courage to watch it later (see 
B, C, D). 
Since the illness he had been feeling more exhausted than usual. He had the 
feeling that he could no longer keep up with other people, he could no longer 
understand why they made so much fuss about things and he felt like he was 
watching life from behind a glass partition. He preferred to stay at home, 
because being in a situation of  two is company, three is a crowd making him 
confused and agitated: what are all those people fussing about? Although he 
had completed his medical treatment a fair while ago, he was still only 
working half  days (in a warehouse at a large firm) and was having trouble 
even managing that. The colleagues did not say anything, but he felt insecure, 
he felt that he had to account for himself, but did not know how ..... (see C, 
D, and E). He felt worthless and useless. Before the diagnosis, he used to be a 
strong man, who knew what he wanted. Now most of  all he wanted to step 
back into his previous self  - but that was impossible. On the left lurked 
death, while on the right he would just have to carry on like everyone else - 
but he could not accept this any longer. He wanted to make progress with his 
life, he must! But, what on earth would he find in the future? He felt that he 
had to look at things differently now, differently from before ..... but he did 
not know how to do this. And nobody around him had any idea what he had 
been through. 

Mr. O's symptoms fit the DSM criteria for PTSD. His physical condition 
regarding the tumour was under control, but psychologically he still had a long 
way to go. No one had told him that at the time when he was treated at the 
hospital. He survived - but what for? 
 
 In the most recent version of  the DSM, DSM IV-TR (American 
Psychiatric Association, 2001), a phrase that in an earlier version contained an 
excluding symptom in the diagnosis of  PTSD has been omitted: ‘the disorder is 
not the result of  a somatic disorder’. Therefore, nowadays a disease that involves 
the above-described aspects can be considered to be a stressor in clinical terms, a 
potential psycho-trauma that can lead to a post-traumatic stress reaction. It is 
quite likely that many patients diagnosised with cancer experience a process that 
fits the DSM criteria for PTSD (Smith et al , 1999). Firstly, the clinical material 
can give clear indications. Mr. O from the above-described case report was no 
exception in this respect. In addition, fairly recent research has been conducted 
into PTSD among cancer patients (Alter et al., 1996; Baider et al, 1992; Primo et 
al., 2000) and among parents of  children with cancer (Pelcovitz et al., 1996; 
Stuber et al., 1996). This research has shown that both patients and their care 
providers can still be greatly distressed by intrusive images and recollections, 
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more than one year to more than six years after the treatment. PTSD seems to 
be more prevalent among cancer patients than among the general population 
(Alter et al., 1996). However, from the very beginning, there are differences in 
the degree to which people become bogged down by events and make attempts 
to avoid confrontation (Primo et al., 2000). Furthermore, patients who have 
experienced major life events in the past and whose characteristics fit PTSD 
criteria seem to run a greater risk of  developing PTSD in the future (Baider et 
al., 1992; Pelcovitz et al., 1996); no clear difference in the seriousness of  the 
disease, social support or scores for anxiety or depression have been found 
between individuals with PTSD and individuals without (Pelcovitz et al., 1996). 
 According to the above-described DSM criteria, an alternating process 
of  avoidance and persistent re-experience is characteristic of  PTSD. During a 
period of  avoidance, people try to minimise their problems and - although 
medical data disagree - cling to the illusion of  ‘good health’. However, in periods 
of  re-experience, emotions run so high and mental stability is so shattered that 
people become desperate under the realisation of  their real situation. The latter 
sometimes severely impairs their capacity to retain mental control of  the 
situation (Janoff-Bulman, 1989). 
 
 However, there is also another side to this process: its course depends 
strongly on the degree to which people can successfully integrate their psycho-
trauma into a new reality (Maddi, 1996; Wong, 1998). In the case of  chronic or 
terminal illness, it should be kept in mind that the stressor will never actually 
disappear (Aldwin and Brustrom, 1997). Many patients who experienced a 
severely traumatic event described a process of  personal transformation and 
growth (Folkman, 1997; Jaffe, 1985; Tedeschi, Park, and Calhoun, 1998), in 
which an earlier feeling of  meaninglessness became transformed into a feeling 
of  living a more meaningful life than before (Schaefer and Moos, 1998). In other 
words, through the initial upheaval these people searched to make new appraisals 
of  their life, of  themselves, and of  their personal and interpersonal values. They 
tried to make a transition on an existential level, to escape from the absurdity 
and senselessness that seemed to be the only things on offer (Wong, 1998; 
Yalom, 1980b), and tried to give a new and positive meaning to what had 
happened to them (Dunn, 1994; Ebersole and Flores, 1989; Tedeschi et al., 1998; 
Thompson et al., 1988; Weenolsen, 1991). 
 
 In these types of  process, it appears that after a traumatic event, 
emotions are not necessarily positive or negative, but that they can be both 
positive and negative at the same time (Folkman, 1997; Hyland, 1997). Threat, 
loss and damage give rise to negative emotions. But the appraised enrichments to 
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a person's conception of  life, and aims in life, give rise to positive feelings 
(Lazarus 1999) and these in their turn can serve as powerful coping strategies 
against loss (Folkman, 1997; Carver and Scheier, 1990). Moreover, the crisis can 
unlock previously unexpressed powers, such as courage and hardiness (Maddi, 
1996), and sometimes even an increased need for creative expression (Warnars-
Kleverlaan et al, 1998). 
 All this means that the appraisal of  self  (self-observation or self-
estimation) and the world after a traumatic event takes place according to a 
specific process: after the first observation of  the event as being ‘relevant or 
irrelevant’ (primary appraisal), there is cognitive-evaluative observation of  the 
situation (secondary appraisal); then after the evaluation of  danger or threat, coping 
mechanisms are introduced to tackle the situation (Lazarus et al., 1984). 
However, this process, due to its intrusive character, also activates a complex 
whole of  (unconscious) previous experiences, emotions and (conscious) 
cognitions and views that must also be applied and need to be given a new place 
(Lazarus, 1999, pp. 81-83). The latter form of  coping is led by interpretive, long-
term frameworks, such as life-schemes (Thompson et al., 1988), the building-up 
of  personal values (Abroms, 1978), aims (Stein et al,  1997) and meaning 
(Thompson, 1991). These frameworks restructure the evaluation of  past events 
and the design of  the future. The whole of  this situation is a time-regulated, 
dynamic, targeted and motivated process which, as a supplement to the original 
stress-coping-appraisal model, might be referred to as tertiary appraisal. We return 
to this subject later. 
 The concept ‘cancer as a psycho-trauma’ is obviously debatable, but at 
the same time it has both clinical and scientific value. This approach is open to 
question because the concept ‘psycho-trauma’ has not yet become firmly 
established (Yehuda et al., 1995) and in addition, cancer is a permanent, and not a 
transient stressor in many cases. Thus, it is not valid to speak of  post-trauma. 
On the one hand, this concept is useful because it can broaden our 
understanding of  the emotional impact of  this, in principle, always life-
threatening diagnosis and the accompanying adaptation processes. The diagnosis 
does not always have negative and burdensome consequences alone, but can also 
lead to positively experienced growth processes and a changed conception of  
life. Such insights can be of  great benefit to patient care and help guide further 
research. 
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 Cancer as an existential test 
 Life has many contradictions. We are able to enjoy ourselves, but 
sometimes there is suffering, sometimes a great deal. We can be trying to make 
our wishes come true, but run up against restraints: things that are impossible. 
Life can be full of  pleasure, but it also contains a number of  unavoidable 
drawbacks: we are vulnerable, can be exposed to suffering, we ultimately have to 
carry our destiny on our own shoulders - alone, we are mortal and it is not 
always clearly apparent what the point of  everything is (Yalom, 1980a). These 
are the huge questions, the ultimate concerns - questions that will always remain 
questions and even in relation with cancer, can only be touched upon slightly. In 
everyday life, we can try to avoid running the ship aground on these rocks; and 
if  it does not work one way, then we will try another. However, for many people 
who develop cancer, the constraints tighten mercilessly. Although a person has a 
good prognosis, the damage is done, the die has been cast, anxiety has been 
roused and is often difficult to allay. Obviously this does not apply to everyone 
to the same degree: one person is able to cope more adequately than an other 
one and it is possible that reactions are in some way age-related. But no one will 
ever say that it is ‘no big deal’ to hear that you have cancer. Of  course there are 
people who have a very optimistic streak and always look on the bright side. 
Others have an outlook, religion or belief  in which to place the events that have 
happened; they experience the meaning of  life and the fulfilment of  their own 
existence. Some people are able to tolerate the situation because they have a 
strong and supportive social network: family, friends, sometimes colleagues. 
Others are able to avoid existential questions provoked by cancer by, for 
example, systematically convincing themselves that the situation does not exist. 
There are even people who solemnly continue to believe that they will be cured; 
they fervently try to pick up the thread of  their old life, make plans for recovery; 
they design a future from which cancer is banished. 
 However, sooner or later, people run up against the same old 
restrictions and have to find answers once again. That is life: balancing between 
joys and burdens. Then there comes a time when there is no other way than to 
review the facts. People who wish to keep the ship off  the rocks must learn to 
cope with the situation, roll up their sleeves, and find a new attitude towards 
their own destiny. Feelings of  powerlessness, senselessness and loss diminish 
when someone tries to address the situation and carry their his responsibility 
(Heidegger, 1998, p. 31; Maslow, 1971, p. 124). From such an attitude of  human 
dignity and interpersonal relationship increase. However, generally this is a 
difficult pathway to follow; in the short-term, flight is often much more 
attractive (see Tolstoj, 1886 for a profound literary description of  such a 
process). Some people are not forced to this summons through sudden death. 



169 

In the case of  cancer, this process is usually much slower. People who continue 
to carry their own responsibility as much as they can, even in situations of  
dependence, often say that they feel personally enriched by this learning process. 
They find it meaningful. However, we should not over-romanticise a pathway 
such as this, because if  it is no longer possible to bear the pain and you only see 
your body wasting away and fading, then care and concern may be the sole 
things that count. Even a person's own responsibility comes to an end. 
 The importance of  existential questions in relation with cancer is 
actually very obvious. In a Dutch study on psychological problems in cancer 
patients, 71% reported that particularly existential problems stood out 
(Schrameijer and Brunenberg, 1992). We are therefore talking about a major 
point of  interest, especially when we bear in mind that in the Netherlands, about 
65,000 people per year develop cancer and 37,000 people die of  cancer (i.e. 
about 30% of  the total number of  deaths) (Visser et al, 2001). Only over the 
past ten years it has become possible to provide specialised psychosocial 
counselling to this group of  people (see e.g. Heuvel et al., 1997). Since the last 
decade there are several psychosocial centres that provide counselling for cancer 
patients in the Netherlands. At these centres, generally a great deal of  attention 
is paid to the existential problems that arise as a result of  cancer, for example: 
self-reflection, experience-orientated working procedures and personal growth, 
sometimes within a more or less elaborated psychological-spiritual frame of  
thought (Taborhuis in Nijmegen, Helen Dowling Instituut in Utrecht, Het 
Behouden Huys in Haren, The Netherlands) (Yang and Staps, 2000; Janson et al, 
1996). Strangely enough, until now little attention has been paid to existential 
problems in the scientific literature concerning psycho-oncology. Although there is 
an increasing interest in questions concerning ‘sense of  meaning’, only a few 
authors have linked this issue with cancer (see e.g. (Calhoun et al,  1900; Cella 
and Tross, 1987; O'Connor et al, 1990; Salmon et al, 1996; Yalom, 1980b). 
Remarkably, also in scientific research the emphasis was until recently especially 
on coping-deficiencies (Dunkel-Schetter et al, 1992), and feelings such as anxiety 
and depression and other negative consequences of  cancer. More recently 
however, several authors have emphasised the importance of  making positive re-
evaluations of  traumatic events (Carver et al., 1990; Folkman, 1997; Lazarus, 
1999; Taylor and Brown, 1994). But positive outcomes are only mentioned here 
and there in studies. For instance, it was reported that patients could 
communicate more openly with family and good friends, invested far less energy 
in things that were actually unimportant, experienced the ‘here and now’ more 
consciously and were enjoying life more (Broom, 1997; Cassell, 1992; Carver et 
al., 1990; Germino et al, 1995; Hannah et al., 1992; Johansson et al., 1992; 
Yalom, 1980b). Furthermore, some patients (Ferrel et al., 1996; Gawler, 1984; 
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Wilber, 1991) and a few doctors (Bolen, 1996; Leshan, 1994; Simonton, 1983; 
Thomson, 1991) explicitly and extensively emphasised the possibility of  (and 
need for) personal growth.  
 In such texts, one or more of  the following issues often have a central 
role: living for today, deep experience of  the body, being consciously aware, living 
in harmony with nature, interest in natural foods, alliance with the greater, 
cosmic whole and living beyond the boundaries of  death. From this point of  
view, people do not oppose the physical, natural world, but see themselves as an 
inseparable part of  it. The power of  cancer is therefore meeted with natural 
opposing power, while death is considered to be a natural transition to another 
form of  being. Although existential theory explicitly considers the boundaries of  
the human situation and does not wish to extend beyond the earth's atmosphere, 
existential notions are partially in line with directions that intend to achieve 
personal growth: emphasis on now instead of  the past, attention is paid not on 
how it happened but on that it is the way it is; thinking about the future from the 
perspective that it will become the present; thinking about ‘the relationship 
between one's feet and the ground beneath one, between one's consciousness 
and the space around one’ (Yalom, 1980a, p. 11). 
 
 Existential questions can be important, but if  we want to work with 
them, the concept of  ‘existence’ will have to be explained further. Existential 
questions are formulated on the basis of  existential theory and existential 
philosophy. Such texts tend have highly abstract quality, but for our goals we will 
have to discover their value in normal everyday life, their applicability to the 
counselling of  people. Although it is not easy to provide a uniform definition of  
the concept ‘existence’, several recognisable aspects of  existence (to be, existing) 
can be designated. Existence is vulnerable, uncertain, implies not existing. 
Existence is temporary. Existence is irreversible development: what has passed 
does not return. Existence means moving between joy and suffering, possession 
and loss. Existence means conscious and unconscious existence. Existence is 
inescapable. Yalom (1980) formulated four ultimate existential concerns that contain 
an insolvable dynamic conflict: life-death, freedom-dictation, isolation-
companionship, meaningless-meaningful.  
 Particularly the latter concept, ‘meaning’, has been receiving increasing 
attention from various existential authors since the second half  of  the twentieth 
century (Boss, 1959; Frankl, 1963; Maddi, 1967), probably partly because of  the 
withdrawal of  religion and faith as automatic parts of  Western civilisation. 
‘Meaning’ is a more neutral concept than religion and it also contains non-
metaphysical values. The ability to achieve a personal sense of  meaning is not 
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only of  importance for survival (Bettelheim, 1960; Frankl, 1955), but also for 
health (Antonovsky, 1987; Wong, 1991) and general well-being (Zika and 
Chamberlain, 1992). The concept of  ‘meaning’ has become a more and more 
popular approach in the formulation of  scientific theories (Baumeister, 1991), 
research (McGregor and Little, 1998; Ryff  and Singer, 1998)) and clinical 
application (Lukas, 1992; Debats, 1998; Wong, 1998). More than 30 years ago, 
Lipovsky (Lipovsky, 1971) already drew attention to the role of  a personal sense 
of  meaning in relation to illness. Meaning plays a central role in the appraisal of  a 
disease such as cancer (Lukas, 1992; Herth, 1990; Jaffe, 1985; SchÜssler, 1992; 
Thompson, 1991; Taylor, Lichtman, and Wood, 1984). 
 According to Van Deurzen-Smith (Van Deurzen-Smith, 1988), 
following Binswanger (Binswanger, 1958), the experience of  a sense of  meaning 
must take shape within four basic existential areas: the outer natural-physical 
world (Umwelt), the public world (Mitwelt), the private world (Eigenwelt) and the 
metaphysical-ideal world (Überwelt). In each of  these domains there are dialectics 
between striving to achieve basic purposes (e.g. pleasure, vitality and strength in 
a physical-natural domain), and threats from the opposite in the form of  
ultimate concerns (e.g. once again in the natural world, weakness, illness and 
misfortune, death) (see Table 1 for a more complete overview). 
  According to this theory, a person has to strive towards achieving a 
basic goal in each domain in order to experience the feeling of  a sense of  
meaning. In this context, a sense of  meaning can be understood as striving 
towards a goal or value. The existential approach emphasises that a conflict 
always arises through confrontation with the givens and boundaries of  our 
existence. This forces people into a dynamic, dialectic movement between 
  
Table 1 (Van Deurzen-Smith 1988) 
 
Dimensions of experience 

 
Basic purpose 

 
Inter-mediate goal 

 
Ultimate concern 

Natural world Pleasure 
Vitality 
Strenght 

Health 
Comfort 
Wealth 
Fortune 

Illness 
Weakness 
Misery 
Death 

Public world Success  
Power 
Glory 

Recognition 
Fame 
Influence 
Respect 

Failure  
Defeat 
Impotence  
Isolation 

Private world Integrity 
Selfhood 
Authenticity 

Individuality 
Freedom 
Specialness 
Kinship 

Disintegration 
Confusion 
Dissolution of self 

Ideal world Truth 
Ultimate reality 
Wisdom 

Meaning 
Understanding 
Knowledge 
Faith 

Absurdity 
Groundlessness 
Void 
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freedom and dictation, boundlessness (striving, desires) and boundaries, 
finiteness.  
 For people with cancer, these boundaries can come very close. Loss of  
interest, loss of  perspective on the future, and possible depression occur when 
this dialectic process stagnates. It then becomes necessary to search for 
something that in the given circumstances, forms an authentic, private goal 
necessary to carry on, or start again. This can result in an increased 
consciousness and experiencing of  the meaning of  one’s life. 
However, in the case of  a traumatic experience, stagnation can persist, because it 
is difficult for a patient to be in contact with his own thoughts and feelings. 
During avoidance, the distance from one’s own experience is too great; during 
re-experience, the patient is too close to his own feelings and can find it difficult 
to take stock of  himself  from a distance. In order to achieve (or renew) a sense 
of  meaning and its positive effect, it is necessary to relax and organise one’s self, 
and to find security and structure. Very often, a personal sense of  meaning sinks 
beyond reach or becomes uprooted by a traumatic experience. But when a 
person's goals in life become clear again, this lends force to one’s feelings of  
identity, one’s strength and willpower, engagement, purpose and future-
orientation (Baumeister, 1991; Yalom, 1980b)).  Therefore, powerful 
opportunities for transformation lie within the process of  coming to terms with 
a traumatic experience, so that besides the negative feelings of  loss and 
brokenness, there are also positive feelings of  growth and renewed strength. 
 The description below contains several fragments of  conversation that 
portray how, in various ways, the existential notions of  Yalom (1980) were 
brought up ‘between the lines’ during sessions with a patient: fear of  death and 
suffering, freedom of  choice, isolation, values and a sense of  meaning, coping 
with boundaries, taking responsibility. These notions can be placed in the four 
domains as described by Van Deurzen-Smith (Van Deurzen-Smith, 1988, see 
Table 1). The fragments also demonstrate the interaction between coming to 
terms with trauma and searching for new values. 
 
 
   Case report (continued) 

  In his own view, Mr. O is a man of  few words. Nevertheless he 
had a great deal to say. If  he felt something was important, then he repeated 
it three or four times. Sometimes he suddenly became silent and just looked 
at me with a hard expression that dictated: We are not going to say that out 
loud, you know what I mean. I did say it out loud. For instance, some of  his 
introductory remarks were:



173 

‘Just think what might have happened!.........’. Then he remained silent. ‘What 
might have happened?’, I asked. He looked at me in a meaningful way. Then I 
said: ‘You might not have been here, you might have died ages ago’. His 
expression was shocked. ‘I am not going to think about that’. ‘But it's true. 
And now you are here. Tired and unable to do anything. Is this what you 
survived for?’ ‘Yes, that's right, they don't tell you that at the hospital, they 
don't tell you that, not that! ‘Would you rather have died?’ He suddenly 
became thoughtful. ‘I will have to think about that ....., I am not sure about 
it.’ ‘I can easily understand that, .... I wouldn't know either.’ Both of  us took a 
little time to think. Then he looked at me guiltily and said: ‘I don't know.’ 
More silence. ‘What is the worst thing about still being here?’ The question 
was not very difficult, but the more the answer: ‘The fact that I can't do 
anything, that I'm so tired, I have to lie down again in the afternoon. Is that 
what life is for? And all the things that have happened to me ..., no-one 
knows what I have been through. You wouldn't wish something like that on 
anyone. And everyone walks around as though nothing is wrong. ''Oy! I have 
had cancer, .... cancer!,'' that’s what I want to shout. A short while ago I saw 
someone with very short, thin hair. I thought: you have got it too. Exactly the 
same hair. And all these feelings of  insecurity. The cancer may come back 
later. I can't rid my mind of  that thought.’ 
  I let his words act upon me and felt how desperate and angry he 
was feeling. Many new channels were open to continue with: the boundaries, 
the question of  what is the meaning of  such a life, the isolation, the fear of  
dying, the realisation that the disease might indeed recur. I chose firstly to 
bring his isolation into our patient-therapist relationship, because until now, 
he had never spoken to anyone about his feelings and emotions. ‘Yes’, I said 
after a while, ‘those are very heavy burdens. No-one ever counts on anything 
like that happening to them. And now you are stuck with it; no-one can take 
it over from you, you just have to be able to do it.’ ‘And what if  I can't do it?’ 
He looked a little triumphant. ‘Yes’, I said, ‘what then?’ He sank back into his 
chair. We were both lost in thoughts. ‘Death does not come from itself  
anymore’, he said. ‘Hm, yes, well...., it is obviously an option. Do you think 
that you would want that, .... to die after all?’ Once again his attention 
focused, I could feel the tension rising, we both subtly extended our necks. 
‘No’, he answered, ‘then I would have done everything for nothing, that 
would be stupid. First survive cancer and then just ........ No.’ Our necks 
relaxed again. ‘What would be the worst thing do you think, if  you were no 
longer with us?’,  I continued (because I was searching for values). His facial 
expression started to crease rapidly, he was biting the corners of  his mouth 
and could not prevent his eyes from becoming moist. He looked at me as 
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though I knew what he was going to say. I kept looking at him quietly and 
said: ‘That has moved you, I think.’ This was enough to put his emotions into 
gear, and somewhat tearfully he said: ‘My wife and children.’ Of  course I 
could have guessed this, but I did not feel the need; this was an authentic 
moment - his moment. It must have sent down deep roots, I thought, so I 
continued to ask him various questions. ‘Have you ever thought about how 
that would be? How your wife would be now? Or the children? Would you 
think it was worst for them, or for you?’ ‘Worst for me, because I wouldn't 
have them any more.’ ‘You seem to be saying that you are willing to put up 
with a lot just to still be here.’ ‘Yes, of  course!’ He looked up. ‘Even the 
tiredness?’ Then he looked at me as though I had caught him out; he tried to 
find a way to wriggle out and then said: ‘Yes, in the end.’ 
  By conversing in this way, the patient was eventually able to talk 
about all sorts of  aspects of  his life, things that he had never been able to say 
aloud before. At one point he showed me a photograph, taken in hospital. 
‘That is what it was like, really, look at me lying there.’ We explored the 
boundaries, distinguished aspects that were of  value to him and searched for 
ways within the given boundaries to give his life new form. Now and again he 
brought forward a new sort of  reflection: ‘You only live once after all, well, 
this life at least, I don't know what happens next’, or ‘What does survival 
mean actually, they can act upon the survival of  patients, but it is not as 
simple as that.’ At the end of  our series of  counselling sessions he told me 
that he was really angry with his industrial medical officer. The doctor had 
said that 'before too long', Mr. O would probably be able to go back to work. 
‘'Before too long' - what do you mean? I have had cancer mister, every day 
my feet trip over my own tongue from exhaustion!’. To his knowledge, this 
was the first time that he had become angry and refused to accept what 
someone else had said. He felt good about it. ‘That’s what I have learnt. I 
might want to stand still, but the world keeps on turning. I must not let other 
people walk all over me any more. It keeps on turning. Keeps on turning!’. 

  Extending the Stress-Coping Model 
 The stress-appraisal-coping model (Lazarus et al., 1984) offers a 
compact description of  how people perceive and judge a stressor and 
subsequently fight back against it. The diagnosis of  ‘cancer’ is not a stressor in 
itself, but more an experience that undermines the core feelings of  safety, 
security and structure. Such an experience pushes people up against the barriers 
of  their existence. People with cancer often say that their coping process is not 
limited to the evaluation of  direct dangers, bottlenecks and loss, but that 
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everything becomes relative: values and priorities shift and they think very 
differently about life. In other words, they tend to re-evaluate deeper lying 
interpretative, long-term frameworks, such as life-schemes (Thompson et al., 
1988), the building up personal values (Abroms, 1978), of  purposes (Stein et al., 
1997) and the frames for a sense of  meaning (Silver, Boon, and Stone, 1983; 
Thompson, 1991).  
 This whole is a developing, time-modulated, dynamic, goal-oriented and 
motivated process that as an extension of  the stress-coping-appraisal model, was 
designated as tertiary appraisal. It is time-modulated because it takes time to run 
through such a process of  change (Heim, Augustiny, Schaffner, and Valach, 
1993); dynamic because conflicting powers fight for a place (Yalom, 1980a); 
goal-oriented because patients (and partners) can use their human intention, 
motivation and willpower to make certain decisions (Maddi, 1996). This leads to 
a qualitatively different coping process than that described in the original stress-
coping model (Lazarus et al., 1984), because we are not dealing with judging the 
relevance of  a situation (primary appraisal) and subsequently judging opportunities 
and dangers (secondary appraisal), but instead we are dealing with the perception 
that personal views, values and goals no longer form a stable framework owing 
to confrontation with an as yet unknown reality. This can be associated with 
strong feelings of  collapse, existential anxiety and distress.  
 People generally try to avoid tertiary appraisal, because otherwise they 
would have to admit that everything is completely different from how it seemed; 
they are no longer as invulnerable or safe as it appeared in their daily life; some 
things do not comply with supposed rules of  justice (Janoff-Bulman, 1989). 
Successful coping of  this type leads to (re)integration of  earlier and new values 
and goals into a new personal frame of  reference (Thompson et al., 1988). Such 
‘existential coping’ can result in shifts in the perception of  reality, so that it is 
easier for people to accept that some things are beyond their control and that 
negative experiences might also contain positive aspects (Wong, 1991). This is a 
tough process that no-one can pass through flawlessly and some people cannot 
get through it at all. People who are successful are not euphoric and happy, but 
instead they do experience a ‘new’ feeling about life as meaningful, even in (or 
perhaps because of) the difficult experiences. 
 Fairly recently, Folkman (Folkman, 1997) and Lazarus (Lazarus, 1999) 
both have indicated that the original stress-coping model needs to be revised: 
‘Many scientists, myself  included, consider meanings and values to be at the 
centre of  human life and to present the essence of  stress, emotion and 
adaptation’ (Lazarus 1999, p. 6). 
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This chapter is an attempt to contribute a background that links up with the 
situation wherein many cancer patients find themselves. 
 
 Conclusion 
 This chapter draws attention to two phenomena that are related to the 
diagnosis of  cancer. Firstly, the potentially traumatising influence of  the 
diagnosis and treatment. Secondly, the existential boundaries that are raised. 
Consideration is given to how these two phenomenon can be placed within the 
existing stress-appraisal-coping model (Lazarus et al., 1984). There is evidence 
that confrontation with cancer not only brings about negative changes, but also 
positive ones. 
 Viewing cancer as a psycho-traumatic event provides certain insight into 
the psychological coping process: from the original chaos and disruption of  
emotional balance, a coping process arises. In the initial stages, this is 
characterised by alternating phases of  denial versus re-experience of  the 
situation. The life-threatening nature of  cancer means that during the adaptation 
process, many patients find themselves confronted with existential questions that 
they had never (or not yet) considered. Although they are fairly capable of  
coping with various aspects of  the disease, on a deeper level agitation or 
stagnation might occur regarding their life until this point, about the meaning 
and value of  things that they had always considered to be important and about 
filling in the future. These might include doubts or anxiety about choices, 
limitations and feelings of  isolation (Yalom, 1980a) in various life domains: 
physical-natural, social, personal and metaphysical or ideal (Van Deurzen-Smith, 
1988). Such doubts can cause various levels of  anxiety when a person has no 
idea what to do with them, or does not have any answers. In this situation, life's 
certainties and deeply rooted assumptions are at risk, whereas previously, these 
had offered sufficient structure for people to be able to experience their lives as 
meaningful. Lack of  recognition of  these basic questions and associated 
cognitions can cause stagnation in the coping process. On the other hand, 
addressing these questions can lead to renewal of  a person's views of  life, which 
is generally considered to signify enrichment. 
 On the basis of  these observations and thoughts, the idea arose to 
review the appraisal aspect of  the existing stress-appraisal-coping model. Explicit 
attention was focused on the traumatic effect of  the diagnosis and the conse-
quential existential questions that arise as a result of  having cancer. Besides, this 
approach may throw light on positively appraised outcomes of  cancer-related 
experiences. Perhaps this view can contribute to the continuing endeavour to 
design the most appropriate possible counselling for people with cancer.  
 



177 

References 
Abroms, G. M. (1978). Values in psychotherapy. J Marr Family Couns 10, 10-36. 
Alter, C. L., Pelcovitz, D., Axelrod, A., Goldenberg, B., Harris, H., Meyers, B., 

Grobois, B., Mandel, F., Septimus, A., Kaplan, S. (1996). Identificantion of  
PTSD in cancer survivors. Psychosomatics, 37 137-143. 

Aldwin, C.M., Brustrom, J. (1997). Throtirs of  coping with chronic stress: 
Illustrations from the health psychology. In: Gottlieb, B. (1997). Coping with 
chronic stress. New York, Plenum. 

American Psychiatric Association. (2001). DSM-IV-TR. Diagnostic and statistic Manual 
of  Mental Disorders. Washington, D.C.: American Psychiatric Association. 

Antonovsky, A. (1987). Unraveling the mystery of  health: how people manage stress and stay 
well. San Francisco CA: Jossey-Bass. 

Baider, L., Perez, T., De-Nour, A.-K. (1992). Effect of  the holocaust on coping with 
cancer. Soc Sc Med 34, 11-15. 

Bastiaans, J. (1957). Psychosomatische gevolgen van onderdrukking en verzet [Psychosomatic 
consequences of  repression and resistance]. Amsterdam, The Netherlands: Noord-
Hollandse Uitgevers Maatschappij. 

Baumeister, R. F. (1991). The meanings of  life. New York: The Guilford Press. 
Bettelheim, B. (1960). The informed heart: autonomy in a mass age. Glencoe: Free Press. 
Binswanger, L. (1958). The existential analysis school of  thought. (1946). In R.May, 

E. Angel, H. F. Ellenberger (Eds.), Existence.  New York: Basic Books. 
Bolen, J. S. (1996). Tot op het bot - levensbedreigende ziekte en persoonlijke groei [Close to the 

Bone]. Rotterdam: Lemniscaat. 
Boss, M. (1958) Psychoanalyse en Daseinsanalyse. Utrecht: Erven J. Bijleveld. 
Brom, D. and Kleber, R. J. (1989). Prevention of  post-traumatic stress disorders. J 

Traumatic Stress 2, 335-351. 
Broom, B. (1997). Somatic illness and the patient's other story: a practical integrative 

mind/body approach to disease for doctors and psychotherapists. London, England: 
Free Association Books. 

Calhoun, L. G., Cann, A., Tedeschi, R. G., McMillan, J. (1900). Traumatic events and 
generational differences in assumptions about a just world. J Soc Psychol 138, 
789-791. 

Carver, C. S. and Scheier, M. F. (1990). Origins and functions of  positive and 
negative affect: a control process view. Psychol Rev 97, 19-35. 

Cassell, E. J. (1992). The nature of  suffering: physical, psychological, social, and 
spiritual aspects. NLN Publ 1-10. 

Cella, D. F. and Tross, S. (1987). Death anxiety in cancer survival: a preliminary 
cross-validation study. J Pers Assess 51, 451-461. 

Debats, L. H. M. (1998). Measurement of  personal meaning: the psychometric 
properties of  the Life Regard Index. In P.T.P.Wong and P. S. Fry (Eds.), The 
human quest for meaning -a handbook of  psychological research and clinical applications 
(1 ed., pp. 237-260). Mahwah: Lawrence Erlbaum Associates, Inc. 

Dunkel-Schetter, C., Feinstein, L. G., Taylor, S. E., Falke, R. L. (1992). Patterns of  
coping with cancer. Health Psychol 11, 79-87. 

Dunn, D. S. (1994). Positive meaning and illusions following disability: Reality 
negotiation, normative interpretation, and value change. J Soc Behav Pers 9, 
123-138. 

Ebersole, P. and Flores, J. (1989). Positive impact of  life crises. J Soc Behav Pers 4, 
463-469. 



178  
Ferrel, B. R. and Dow, K. H. (1996). Portraits of  cancer survivorship: a glimpse 

through the lens of  survivor's eyes. Cancer Practice 76-80. 
Folkman, S. (1997). Positive psychological states and  coping with severe stress. Soc 

Sc Med 1207-1221. 
Frankl, V. E. (1955). The doctor and the soul. New York: Vintage Books. 
Frankl, V. E. (1963). Man's search for meaning: an introduction to logotherapy. New York: 

Washington Square Press. 
Gawler, I. (1984). Je kunt kanker overwinnen [You can fight cancer]. Deventer: Ankh-

Hermes. 
Germino, B. B., Fife, B. L., Funk, S. G. (1995). Cancer and the partner relationship: 

what is its meaning? Semin Oncol Nurs 11, 43-50. 
Hannah, M. T., Gritz, E., Wellisch, D., Fobair, P., Hoppe, R. T., Bloom, J. R., Sun, 

G.-W., Varghese, A., Cosgrove, M. D., Spiegel, D. (1992). Changes in 
marital and sexual functioning in long-term survivors and their spouses: 
testicular cancer versus Hodgkin's disease. Psycho-Oncology 1, 89-103. 

Heidegger, M. (1998). Zijn en Tijd [Sein und Zeit, Being and Time]. (orig. 1927). 
Nijmegen, The Netherlands: Uitgeverij SUN. 

Heim, E., Augustiny, K. F., Schaffner, L., Valach, H. (1993). Coping with breast 
cancer over time and situation. J Psychosom Res 37, 523-542. 

Herth, K. (1990). Fostering hope in terminally-ill people. J Adv Nurs, 15, 1250-1259. 
Heuvel, F., Tempelaar, R., Heyink, J., Grol, B., Jonker-Pool, G., van Linden van de 

Heuvel, C., van de Wiel, H., Sanderman, R. (1997). Genezen, maar dan? 
Een kortdurende interventie voor kankerpatiënten met verwerkings-
problemen (K.I.K.) In A.P. Bak, E. Erftemeijer, G. Sinnema, P. Vroegop 
(Eds.), Psychologische aspecten van de behandeling bij kanker [Psychological aspects of  
cancer treatment]. (pp. 65-80). Breda: PAZ. 

Horowitz, M. J. (1976). Field studies on the impact of  life events. In M.J.Horowitz 
(Ed.), Stress response syndromes (pp. 34-61). New York: Jason Aronson, inc. 

Hyland, M. E. (1997). Health and values: the values underlying health measurement 
and health resource allocation. Psychology and Health 12, 389-403. 

Jaffe, D. T. (1985). Self-renewal:personal transformation following extreme trauma. J 
Hum Psychol 25, 99-124. 

Janoff-Bulman, R. (1989). Assumptive worlds and the stress of  traumatic events: 
applications of  the schema construct. Soc Cogn 7, 113-136. 

Janson, R., Remie, M. E., Maex, E., Visser, A. Ph., Garssen, B. (1996). Meer dan mijn 
kanker [Being more than cancer]. Rotterdam, The Netherlands: Barjestew 
Meeuwes. 

Jaspers, K. (1964). Psychologie der Weltanschauungen (1931). In M.Friedmann 
(Ed.), The worlds of  existentialism. Chicago: University Press. 

Johansson, S., Steineck, G., Hursti, T., Fredrikson, M., Furst, C. J., Peterson, C. 
(1992). Aspects of  patient care. Interviews with relapse-free testicular 
cancer patients in Stockholm. Cancer Nursing, 15, 54-60. 

Kleber, R. J. (1999). Het trauma voorbij; over de grenzen van de psychotraumatologie. 
[Surpassing trauma; limits of  psychotraumatology.] Tilburg, The Netherlands, 
University Press.Lazarus, R. S. (1999). Stress and emotion: a new synthesis. 
London: Free Association Books. 

Lazarus, R. S. and Folkman, S. (1984). Stress, appraisal and coping. New York: Springer. 
Leshan, L. (1994). Cancer as a turningpoint: a handbook for people with cancer, their families 

and health professionals. New York: Plume.



179 
Lipovsky, A. (1971). Physical illness, the individual and the coping process. Int J  

Psychiatry Med 1, 91-102. 
Lukas, E. (1992). Meaning and goals in chronically ill. Int Forum Logotherapy 15, 90-98. 
Maddi, S. (1967). The existential neurosis. J  Abn Psychol 72, 311-325. 
Maddi, S. (1996). Existential psychotherapy. In S.J.Lynn and J. P. Garske (Eds.), 

Contemporary psychotherapies (2nd ed.) (pp. 191-219). Columbus O.H.: Charles 
Marrill. 

Maslow, A. (1971). De psychologie van het menselijk zijn [A psychology of  being]. Rotterdam: 
Lemniscaat. 

McFarlane, A. C. (1995). The severity of  the trauma: issues about its role in 
posttraumatic stress disorder. In R.J.Kleber, Ch. R. Figley, B. P. R. Gersons 
(Eds.), Beyond trauma: Sociatal and cultural dimensions (pp. 31-54). New York: 
Plenum. 

McGregor, I. and Little, B. R. (1998). Personal projects, happiness and meaning: on 
doing well and being yourself. J Pers Soc Psychol 74, 494-512. 

O'Connor, A. P., Wicker, C. A., Germino, B. B. (1990). Understanding the cancer 
patient's search for meaning. Cancer Nursing, 13, 167-175. 

Pelcovitz, D., Goldenberg, B., Kaplan, S., Weinblatt, M., Mandel, F., Meyers, B., 
Vinciguerra, V. (1996). Posttraumatic stress disorder in mothers of  
pediatric cancer survivors. Psychosomatics 37, 116-126. 

Primo, K., Compas, B. E., Oppedisano, G., Howell, D. C., Epping-Jordan, J. E., 
Krag, D. N. (2000). Intrusive thoughts and avoidance in breast cancer: 
individual differences and association with psychological distress. Psychology 
and Health 14, 1141-1153.  

Ryff, C. D. and Singer, B. H. (1998). The contours of  positive human health. Psychol 
Inquiry 9, 1-28. 

Salmon, P., Manzi, F., Valori, R. M. (1996). Measuring the meaning in life for 
patients with incurable cancer: the Life Evaluation Questionnaire (LEQ). 
Eur J Cancer 32A, 755-760. 

Schaefer, J. A. and Moos, R. S. (1998). The context for post-traumatic growth: life 
crises, individual and social resources and coping. In R.G.Tedeschi, C. L. 
Park, L. G. Calhoun (Eds.), Posttraumatic growth: positive changes in the aftermath 
of  crises Mahwah N.J.: Lawrence Erlbaum Associates. 

Schrameijer, F. and Brunenberg, W. (1992). Psychosociale zorg bij kanker. Patiënten en 
hulpverleners over problemen en hulpaanbod [Psycho-social care for cancer patients. 
Patients and caregivers about problems and professional care]. Utrecht: Nederlands 
Centrum Geestelijke Volksgezondheid. 

SchÜssler, G. (1992). Coping strategies and individual meanings of  illness. Soc Sc 
Med 34, 427-432. 

Silver, R., Boon, C., Stone, M. (1983). Searching for meaning in misfortune: Making 
sense of  incest. J Soc Issues, 39: 81-102. 

Simonton, C. O. (1983). Op weg naar herstel - een kans om te overleven (vert.) [Getting well 
again]. Nijkerk, The Netherlands: Intro. 

Smith, M.Y., Redd, W.H., Peyser, C. Vogl, D. (1999). Post-traumatic stress-disorder 
in cancer: a review. Psycho-oncology 8, 521-537.  

Stein, N. L., Folkman, S., Trabasso, T., Richards, A. (1997). Appraisal and goal 
processes as predictors of  psychological well-being in bereaved caregivers. 
J Pers Soc Psychol 40, 872-884. 



180  
Stuber, M. L., Christakis, D. A., Houskamp, B., Kazak, A. E. (1996). Posttrauma 

symptoms in childhood leukemia survivors and their parents. Psychosomatics 
37, 254-261. 

Taylor, S. E. and Brown, J. D. (1994). Positive illusions and well-being revisited: 
separating fact from fiction. Psychol Bull 116, 21-27. 

Taylor, S. E., Lichtman, R. R., Wood, J. V. (1984). Attributions, beliefs about control, 
and adjustment to breast cancer. J Pers Soc Psychol 46, 489-502. 

Tedeschi, R. G., Park, C. L., and Calhoun, L. G. (1998). Posttraumatic growth: 
conceptual issues. In R.G.Tedeschi, C. L. Park, and L. G. Calhoun (Eds.), 
Posttraumatic growth: positive changes in the aftermath of  crisis (pp. 1-22). Mahwah, 
New Jersey, London: Lawrence Erlbaum Associates. 

Thomson, R. (1991) Ruimte om te leven (vert.) [Loving Medicine]. Rotterdam: Lemniscaat. 
Thompson, S. C. (1991). The search for meaning following a stroke. Basic Appl Soc 

Psychol 12, 81-96. 
Thompson, S. C. and Janigian, A. S. (1988). Life schemes: a framework for 

understanding the search for meaning. J Soc Clin Psychol 7, 260-280. 
Tolstoj, L. (1988). De dood van Ivan Iljitsj [Smert' Ivana Iljitsja, The death of  Ivan Iljitsj, 

1986]. Amsterdam, The Netherlands: Meulenhoff  Nederland b.v. 
Van Deurzen-Smith, E. (1988). Existential counseling in practice. London: Sage. 
Visser, O., Coebergh, J. W. W., Schouten, L. J., van Dijck, J. A. A. M. (2001). Incidence 

of  cancer in the Netherlands 1997: ninth report of  the Netherlands cancer registry 
(www.ikc.nl). Utrecht: Vereniging van Integrale Kankercentra. 

Warnars-Kleverlaan, N., Zwart, K., Mes, E. (1998). Kanker in Beeld [Images of  Cancer].  
Amsterdam: Stichting Kanker in Beeld. 

Weenolsen, P. (1991). Transcending the many deaths of  life: Clinical implications for 
cure versus healing. Death Studies 15, 59-80. 

Wilber, K. (1991). Overgave en strijd (vert.) [Grace and Grit]. Boston, USA: Sjambala 
Publications]. Amsterdam: Karnak. 

Wong, P. T. P. (1991). Existential versus causal attributions: The social perciever als 
philosopher. In S.L.E.Zelen (Ed.), New models, new extensions of  attribution 
theory. New York: Springer Verlag. 

Wong, P. T. P. (1998). Meaning-centered counseling. In P.T.P.Wong and P. S. Fry 
(Eds.), The human quest for meaning. Mahwah, New Jersey, London: Lawrence 
Erlbaum Associates, Publishers. 

Yalom, I. D. (1980a). Existential Psychotherapy. U.S.A.: Basic Books. 
Yalom, I. D. (1980b). Life, death, and anxiety. In I.D.Yalom (Ed.), Existential 

psychotherapy. (pp. 29-74). U.S.A.: Basic Books. 
Yang, W. and Staps, T. (2000). Kanker: eindigheid, zin, spiritualiteit – ontweken aspecten van 

de psychosociale oncologie [Cancer: finiteness, meaning and spirituality – evaded aspects 
of  psychosocial oncology]. Nijmegen: Valkhof  Pers. 

Yehuda, R. and McFarlane, C. (1995). Conflict between current knowledge about 
posttraumatic stress  disorder and its original conceptual basis. Am J 
Psychiatry 152, 1705-1713. 

Zika, S. and Chamberlain, K. (1992). On the relation between meaning in life and 
psychological well-being. B J Psychol 83, 133-145.

 



  

 
Chapter 10 

 
 
 

Epilogue, Summary and Conclusions 
 
 

 
 

‘Das ontisch Nächste und Bekannte  
ist das ontologisch Fernste, Unerkannte  

und in seiner ontologischen Bedeutung  
ständig Übersehene’ 
 (Heidegger, 1927) 

 
 
 
Epilogue 
During the years that past since I started working on this thesis, my 

ambivalence toward the subject of study, male sexuality after testicular cancer, 
never vanished. Still, the time has come that I have to offer a summary of my 
findings and draw conclusions from them *. As mentioned in the preface, I 
regard the conclusions of this thesis as fundamental preliminary. Working on the 
thesis has generated more questions in me, than answers. Nowadays, these 
questions especially apply to the domain of existential concerns, as these are 
triggered from a disease like cancer. I had and still have the opportunity to have 
profound dialogues with men and women, who have to face this in depth-
threatening disease. Some of the people I met knew that they would have to die, 
and they actually did. Of course I have also been confronted with death and loss 
in my own life, but I am still alive. Actually, we all can know that we will die one 
day, but somehow it makes a difference when ‘the bell has tolled once for thee’ 
(Donne, 1952) and your days seem numbered. Can I really understand the 
emotions that encompass confrontation with death-anxiety, or with the reality of 
death? This is one of the most fundamental questions that still haunts me after 
many years of working with patients that were confronted with cancer. The 
answer must be, in one or another way, that those who know how to live well 
also know how to die well. 
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Experiencing the body is always a matter of concern for people 

confronted with cancer. We are always in the body, always ‘some body’, always 
experiencing the world from and in our body, we are our body (see Kwant, 1968, 
about the philosophy of Merleau-Ponty; see also Swildens, 1988). However, we 
also have a body, on which we can reflect ourselves, and which can be seen by 
others. Our body makes us visible, present. Sexuality, broadly defined as one of 
the phenomena of experiencing the body in oneself and in the encounter with 
another human body, may be one of the concerns of people having cancer. My 
understanding of sexuality in relation to experiencing oneself as ‘being in the 
body’ has evolved in the years that passed, although this understanding has not 
come to its end and probably never will. However, my viewpoint that sexuality 
and sexual problems are never isolated from other domains of life, has grown to 
a conviction. I feel no ambivalence about that.  

Part of this process of reflection on sexuality and cancer can be found 
in the framework of this thesis. It started with a search for ‘facts’, using 
information from other studies and questionnaires to assess sexual functioning 
after testicular cancer (Part I). Then there came a period that I felt at unease 
about the study, because the use of discrete sexual functions to assess sexuality 
really seemed only partially adequate for the subject of the research. In the 
course of time I considered the model of the ‘sexual response cycle’, where 
sexual arousal was described as a phased behaviour (Masters and Johnson, 1966) 
more and more as an example of the biologic-behaviouristic paradigm of the 
sixties, that ‘medicalizes’ our way of thinking about ourselves. Such a model 
easily obscures the awareness that sexuality is a complex concept, that refers to 
many issues besides ‘arousability’ and sexual response, such as gender, 
relationship, intimacy, tenderness, parenthood (Van Ussel, 1975). The interviews 
underscored this feeling and forced me to search for the place of sexuality in the 
entirety of the stories these men were telling me. How can you assess such a 
complex wholeness? I rediscovered the work of the Dutch qualitative researcher 
Fred Wester (Wester, 1987) and the alternative attention that has been paid in 
qualitative research to the concept of ‘objectivity’ in symbolic interactionism, 
phenomenology, and the value of case-studies to understand the structure of 
complex relationships. This gave a fruitful impulse to my motivation. I decided 
to write a case-report and to include this in my thesis. Furthermore, as part of 
the evolving viewpoint that sexuality never is an isolated domain of life, I 
became more and more interested in the overall ‘meaning’ of having cancer as an 
existential task. This resulted in a new research proposal (in collaboration with 
prof. Dr. R. Sanderman); a text, summarising the
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underlying theoretical considerations was included in the first Dutch handbook 
on psycho-oncology (Jonker-Pool, 2001). This chapter, pointing to future 
directions, forms the closure of the thesis. This phenomenological approach of 
surviving testicular cancer forms Part II of the thesis. Now I will summarise the 
contents of the chapters in more detail.  
 
 

Summary 
 
Chapter 1, being a general introduction, started with a short impression of 

the disease and dying story of Ivan Illitsj, as offered to us by Tolstoj (Tolstoj, 
1988). In reference to Vestdijk (Vestdijk, 1964)it was stated that disease stories 
are interesting not when a disease is at the centre, but when a diseased person is 
on the plot. However, from the viewpoint of bio-technical medicine, illness is 
seen as an abbeveration of natural order, and as a consequence features of the 
disease are at the centre of interest. It was stated that this thesis moves, more or 
less, between these two views. 
The thesis deals with the psychological aspects of ‘sexuality after testicular cancer’, 
where my collegue, the physician dr. Van Basten formerly predominantly 
described the physical-biological aspects of this subject. Testicular cancer is a type 
of male genital cancer, usually diagnosed between about 18-35 years of age, so in 
the prime of adult life. The disease has a favourable prognosis: now a days about 
90% of the patients has a ten-year survival. Still, the emotional impact of the 
disease may be very intense. 
To describe the psycho-sexual consequences of testicular cancer, a diversity of 
methods was used. In Part I of the thesis, a meta-analytic review of literature was 
performed (chapter 2), and questionnaires were applied in a retrospective 
(chapters 3, 4 and 5) and a prospective study-design (chapter 6). In Part II 
qualitative in-depth interviews were used (chapter 7) and a case-report 
concerning a psychotherapy-process with a testicular cancer patient and his 
partner was performed and described (chapter 8). The thesis ends with a broader 
theoretical study concerning the coping-paradigm, cancer as a psychotrauma and 
cancer as an existential task (chapter 9). 
 
 

Part I 
 Chapter 2 described the results of a literature review, concerning the 
prevalence of sexual dysfunctions in 36 studies between 1975-2000: 29 
retrospective and seven prospective studies. Discernible aspects of the sexual 
response were used as outcome variables: sexual desire, sexual arousal, erection 
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and orgasm, as well as ejaculatory function, sexual activity, and sexual 
satisfaction. Furthermore, differences in sexual outcome between treatment 
modalities were taken into account: Surveillance after orchidectomy, irradiation, 
polychemotherapy (PCT), and resection of residual retroperitoneal tumour mass 
after chemotherapy  (PCT+RRRTM). The review concerned a total of 2,786 
cases of testicular cancer. Meta-analysis revealed that ejaculatory dysfunction was 
reported most frequently (44% of patients in retrospective and 51% in 
prospective studies), and was related to surgery in the retroperitoneal area. 
However, in more recent studies, in which more nerve-sparing surgical 
techniques were used, less ejaculatory dysfunction was reported. Erectile 
dysfunction was related to treatment with irradiation, but was generally reported 
least frequently (11.5% in retrospective and 14% in prospective studies). The 
other sexual functions, as well as sexual activity and sexual satisfaction, were not 
related to treatment modality. Generally, the retrospective studies tended to 
show higher rates of sexual dysfunction than prospective studies. Loss of desire 
was reported by 20% of patients in retrospective studies (respectively 11% in 
prospective studies); orgasmic dysfunction by 20% (9%); decrease of sexual 
activity by 24% (13%); and sexual dissatisfaction by 19% (18%) of the patients. 
Over the studies, there was a relative independence between reported sexual 
dysfunction and age of the respondents, respectively the follow-up period since 
treatment.  
More interesting than mean rates however, was the wide variation over the 
studies in reported sexual morbidity, as well as in assessment methods. 
Furthermore, it was interesting to see that the phenomena of sexual response 
that are obviously dependent on physiological functioning (erection and 
ejaculation), were the only aspects that were clearly related to treatment 
modalities,  that directly affect the nerve systems and/or innervation (irradiation 
and surgical resection of residual tumour mass after chemotherapy). But patients 
in all treatment modalities reported a decrease of other aspects of the sexual 
response cycle, which are obviously influenced by psychological processes (sexual 
desire, intensity of orgasm). In this context it was remarkable that patients 
treated by the medically relatively least invasive treatment (patients under 
Surveillance) reported as much loss of desire as patients treated with the more 
invasive chemotherapy (both about 25%). This may indicate that part of the 
changes in sexual function after treatment for testicular cancer is relatively 
independent of physiological parameters such as stage of disease or treatment 
type, and is especially influenced by psychological factors.  
When the trends found in this meta-analytic study appear to be correct, this 
includes important suggestions for the coaching of patients. Patients can be 
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informed nuanced about the physiologial-sexual risks of some types of treatment, 
as well as about the general psychological-sexual vulnerability that may evolve after 
cancer of the testicles. 
 
 Chapters 3, 4 and 5 were based on the results of a large-scale 
retrospective study on sexual functioning. We adapted a self-report 
questionnaire that had been formerly used in our hospital for a study concerning 
women with gynaecological tumours. The current questionnaire concerned 
discrete sexual functions (decrease of a. desire, b. arousal, c. erection, d. orgasm 
and e. ejaculation), as well as sexual satisfaction, changes in sexual activity, in the 
partner relation and in the value of sexuality. The outcomes concerned the 
subjective experience of the patients. This questionnaire was also used in the study 
of chapter 4. Furthermore, four questions concerning satisfaction with 
information and support were added; these latter questions were the topic of 
chapter 5.  

Chapter 3 described the decrease of sexual functions of patients treated for 
testicular cancer, comparing the outcomes of different treatment modalities (surveillance, 
irradiation, PCT-alone and surgical resection of residual tumour mass after 
PCT). A total of 287 patients returned the questionnaire; the high response rate 
(85%) may refer to the importance of the subject of sexuality for this patient 
group. The mean age at follow-up was 37.7 years, the mean follow-up period 
was 6.7 years. 
A decrease of one or more sexual functions (index a-d) was reported by 29% of 
the patients; with ejaculatory problems included this concerned 40% of the 
patients (decrease of libido: 19%, arousal 12%, erection: 12.5%, orgasm: 19%, 
ejaculation: 26%). Moreover, a total of 23.5% of the patients reported decreased 
sexual activity and 12.5% was dissatisfied with their sexual functioning. These 
rates were in line with the mean findings of the review, except for more 
ejaculatory dysfunction (44%) and sexual dissatisfaction (19%) in the latter. The 
correlation between the reported sexual functions (a-d), ejaculation excluded, 
were fairly high (Rho’s between 0.55 – 0.74; Cronbach’s a: 0.89); ejaculation had 
low a correlation with the other sexual variables (Rho’s between 0.22- 0.33). 
There was a moderately strong correlation (Rho 0.69) between sexual 
dissatisfaction and a decrease in sexual responses; about 50% of the patients 
who reported a decrease of two or more sexual functions were disatisfied about 
their sexual life. No relation of significance was found between decrease of 
sexual functions and the value of sexuality. As the correlations with age, follow-
up period and the presence of other malignancies were generally low, sexual 
dysfunctions seem relatively independent of these variables.  
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Concerning treatment modalities, it appeared that outcomes of irradiated patients 
were some higher compared to patients under Surveillance, but these differences 
reached no statistical difference. However, patients treated with PCT +/- 
RRRTM reported a significantly sharper decrease in sexual functioning 
compared to patients under Surveillance  (index a-d 19% in surveillance, versus 
43% in PCT, resp. 30.5% in PCT+ RRRTM). Theoretically, this may have been 
caused by a long-term biological impact of PCT, such as neuropathy and general 
health status. But at the same time interaction with emotional and cognitive 
factors may have played a decisive role in view of the life threatening nature of 
metastazised cancer in general and the radical nature of PCT. In this perspective 
it was quite interesting to see that patients treated with PCT and surgery of 
residual tumour mass, reported less sexual dysfunction than when treated with 
PCT-alone. From a psychological point of view, resection of residual tumour 
mass may have increased feelings of recovery and certainty by its concrete effect. 
Although, in absolute terms, patients under Surveillance reported the least 
decrease of sexual functions, still 22.5% of them reported one ore more 
dysfunctions. This seems to be more than sexual morbidity rates in the normal 
population, and can not be explained from the  physical implications of treatment 
with orchidectomy alone. 
As a conclusive remark it was noticed that, although a high rate of patients 
reported reduction of one or more sexual functions, it is noteworthy that this 
still concerned a minority.  
 Chapter 4 concerned a replication of the study in chapter 3, with a 
patient-control group: patients with malignant lymphoma. This concerns a non-
genitourinary type of oncological malignancy of the lymphatic system, usually 
diagnosed between young adulthood and early midlife. Malignant lymphoma are 
divided in two hystological subtypes: patients with Hodgkin’s disease (HD, 
treated with chemotherapy or irradiation), and non-Hodgkin’s lymphoma (NHL, 
always treated with chemotherapy). For reasons of comparison, we selected 
from the total sample of testicular cancer patients those who were treated with 
‘by proxy’ comparable treatment modalities: patients treated with irradiation 
(n=41) and patients treated with chemotherapy (n=42). In this study we 
compared again eventual treatment effects on sexuality; our main goal however 
was to compare eventual cancer-specific effects. We expected that, if there would 
be differences between both types of cancer, patients with testicular cancer 
would report more sexual dysfunction, as it concerned a genital tumour. 
A total of 50 relapse free, male patients with malignant lymphoma (ML) could 
be included in the study (response rate 72.5%); 26 with HD and 24 with NHL. 
At follow-up the median ages were resp. 35.7 (HD) and 50 years (NHL). The 
rate of sexual dysfunction as reported by patients with malignant lymphoma 
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seemed, at first glance, comparable to that of the total group of testicular cancer 
patients (including Surveillance): about 30% of patients with malignant 
lymphoma reported decrease of one or more sexual dysfunctions (index a-d;
 decrease of libido: 20.4%, arousal 16.7%, erection: 16.3%, orgasm: 22.9%). Only 
ejaculatory problems were reported less frequently, by 10.4% of the patients. 
However, comparison with the selected treatment groups with testicular cancer 
(irradiation and chemotherapy), revealed that the latter reported some more 
decline of sexual functions (index a-d 35.8% in TC versus 29.8 in ML), more 
ejaculatory problems (18.1% in TC versus 10.4 in ML) and, concerning patients 
treated with PCT, a stronger decline of sexual activity (35.7% in TC versus 
16.7% in HD). Interestingly, about one-third of both patient groups reported that 
the partner relation had changed as a consequence of the disease; most of the 
time it had improved. Also noteworthy in this study was that, in considerable 
contrast to patients with malignant lymphoma, for patients with testicular cancer 
the value of sexuality hardly changed and was almost unrelated to the degree of 
reported sexual morbidity. It may be that patients with testicular cancer tend to 
attribute eventual sexual dysfunction externally, to the fact that they suffered a 
genital tumour. We concluded from this study that male patients treated for 
cancer generally may be vulnerable for sexual morbidity, especially when treated 
with chemotherapy, and more in especially where it concerns patients with 
testicular cancer.  
 Chapter 5 focussed on the needs for information and support, as reported by 
patients with testicular cancer versus patients with malignant lymphoma. Four 
questions in the questionnaire described in Chapter 3 concerned: satisfaction 
with information, and satisfaction with support at time of treatment, and need for 
information, respectively support at follow-up. It appeared that, during treatment, 
about half of the patients of both groups had experienced a lack of information 
and support concerning sexuality. At follow-up still 67% of the patients with 
testicular cancer had a need for information and 21% had a need for support. 
These rates were significantly lower for patients with malignant lymphoma 
(respectively 26% current need for information and 8.5% current need for 
support). Especially patients with testicular cancer who reported sexual 
dysfunction had extreme high needs for information at follow-up (78%) and a 
considerable part of them showed a need for support (36.5%). But it should not 
be neglected that also 61.5% of TC patients without any sexual morbidity 
expressed a need for information at follow-up. We concluded from this study 
that male cancer patients, and patients with testicular cancer in particular, should 
be professionally invited by their physician to report about eventual sexual 
concerns and should be offered adequate information. However, much of the 
adequacy of a physician-patient conversation depends on the quality of the 
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physician-patient relationship. This implies a challenge for physicians: to explore 
the capacity to face the emotions of these patients, in especially where it 
concerns (male) sexuality.  
 
 Chapter 6 concerned a prospective study design. Newly diagnosed 
patients with testicular cancer, from the area of the Comprehensive Cancer 
Centre North-Netherlands, were invited to participate in the study. They 
received questionnaires at diagnosis, and at 6 and 12 months after diagnosis. 
One of these questionnaires concerned a newly developed Dutch questionnaire 
for sexual dysfunctions (the QSD, (Vroege, 1994); to obtain norm-scores, data 
from the normal population were gathered during the study. The other 
questionnaire concerned some cancer-related aspects of sexuality that were not 
asked in the QSD, such as concerns about appearance and attractiveness, wish 
for a prosthesis, worries about fertility, etcetera. During the inclusion period, a 
total of 49 newly diagnosed patients with testicular cancer could be included (T1, 
response rate 63.2%). As can be expected in prospective studies among newly 
diagnosed cancer patients, the dropout during the one-year follow was sizeable. 
After 6 months (T2) 37 patients returned the questionnaires (75% of T1), and 
after 12 months (T3) this concerned 35 patients (70% of T1). Patients returned 
the questionnaires at T1, T2 and T3 (n=29) were used for comparison of 
outcomes at T1-T3. Due to the low number of patients included, the results of 
this study have to be seen as explorative.  
The median age of patients with a partner (n=21) was 32 years, of singles (n=8) 
24 years. After one year follow-up 35% of the patients had been treated for 
metastases with chemotherapy (n=3, 11%) or chemotherapy plus resection of 
residual tumour mass (n=7, 24%). Five patients with a seminoma tumour (17%) 
had been treated with irradiation. The rest of the patients was under Surveillance 
because of Stage I disease (n=14, 48%). 
In contrast to our retrospective study, the recently diagnosed patients reported 
few sexual problems on the QSD at T1 (mostly below 11% of the sample), and 
this did not increase at T2 or T3. Interestingly, patients under Surveillance 
showed some more sexual morbidity than patients treated with chemotherapy 
and surgery; however, from a clinical point of view their mean score still was 
very low. There were no differences of interest between patients and normal 
controls, although controls showed some more sexuality-oriented behaviour 
(such as searching sexual arousal and the frequency of sexual fantasies). 
Concerning sexuality related aspects, only few patients reported concerns. At T3, 
four patients felt less attractive (11%), two patients were worried about public 
attention during sports (7%), and only one patient wanted a prosthesis (4%); five 
patients were worried about their fertility (19%). Furthermore, patients reported 



  189 

very positively on illness-related aspects: generally, they indicated their physical 
as well as their mental health as ‘good’, and the number of patients that 
experienced the influence of cancer on every day life decreased from 42.5% at
 T1 to 10.5% at T3. Almost no one reported to have difficulty in talking about 
the disease. About one-third of the patients (n=21, 32%) reported that the 
partner relationship had improved. Concerning eventual effects of response bias 
due to ‘drop-out’, it appeared that at T1, the group of respondents at T1, T2 and 
T3 (n=29) showed slightly more sexual dysfunction than the drop-outs. 
We concluded that, in general, the outcomes of this prospective study were very 
positive. The finding that the norm group reported more frequency of searching 
sexual triggers or having sexual fantasies, was the only indication that testicular 
cancer patients might have become some more mentally blocked than controls. 
However, the outcomes of this study were puzzling when compared to the twice 
as high sexual morbidity that was reported in the retrospective studies (chapters 
4 and 5). It is well-known that retrospective studies may result in higher 
morbidity rates than prospective studies, but why?  From a methodological point of 
view it has been suggested that prospective questioning triggers other cognitive-
emotional processes than retrospective questioning; in retrospect patients may 
be more inclined to attribute negative experiences to a well-known external 
cause, such as disease (external attribution). From a physical point of view, a 
reason can be that, in the retrospective study, more patients had had 
disseminated disease and therefor in the course of time had been treated with 
chemotherapy +/- surgery (a total of 62%, versus 35% in the prospective study). 
These patients may suffer from a chronic impairment of their physical condition, 
such as fatigue and loss of strength, which may influence their sexual 
functioning.  From a psychological point of view, (fear for) recurrence of disease as 
well as treatment with chemotherapy, is very burdening and anxiety provoking; 
this also may have asked its toll with respect to sexuality in the retrospective 
study. 
 
 Part II 
 Chapter 7 offered an impression of the contents of in-depth interviews, 
which were held with 21 at random selected patients, that had participated in the 
prospective study, at one year after their initial diagnosis. Their mean age was 32 
(19-53) years. Ten of them were married, another seven had a relationship, four 
were single. Five of the patients came with their partner. The rationale for the 
interview was to obtain, by use of a face-to-face dialogue, in-depth information 
besides the information of the questionnaires. The research question had been 
formulated as follows: how do patients who have been confronted with 
testicular cancer experience their sexual life? The contents of the interviews were 
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ordered in five domains: a. sexuality and body-experience, b. intimacy, partner 
relation and fertility issues, c. reactions from the social context, d. emotional 
impact of diagnosis and treatment, and e. changes in current life regard. All of 
these domains appeared to be very relevant in the stories of the patients. But the 
emotional impact of diagnosis and treatment was very dominant in the stories of 
the patients. 
Although, in accordance with the results of the prospective questionnaires, 
patients reported a quick recovery of physical-sexual functions, at a deeper level 
the confrontation with testicular cancer moved their psycho-sexual, emotional 
and relational life. A number of patients did not worry about the missing of a 
testicle as such, but for some, the missing testicle meant a daily recurring 
remembrance of what had happened to them; they did not expect that a 
prosthesis would reduce these feelings. Other patients, or their partners, were 
hampered in their surrender to intimacy and sexual contact, while touching the 
body triggered feelings of non-safety and anxiety for recurrence of the disease 
(which, in fact, is not unrealistic). In such cases intimacy resulted in  ‘hidden’ 
attempts to physical control in stead of spontaneous tenderness. Concerning 
masculine self-esteem, the experienced violation of sexual integrity might be 
deep: ‘It really is an offence, but you do not know by whom’. Although resurrection of 
sexuality appeared to be an important domain for the patients, it certainly was 
not their for most concern; sexuality was important in coherence with the other 
domains mentioned. The emotional impact of confrontation with testicular 
cancer appeared to be immense for most of the patients, despite the medical 
information that nowadays the disease has a favourable prognosis. Many patients 
experienced a loss of integrity or death-anxiety as never before, at a relatively 
early moment in their lifecycle. Most patients reported reactions than can be 
described as post-traumatic symptoms (intrusive memories of frightening events, 
avoidance of cancer-related cues etc.). At the other hand, these feelings of deep 
anxiety and loss of control might generate a process of re-evaluation of the value 
of life, of beloved persons and of purposes for the future. Such processes might 
be experienced as ‘personal growth’, which patients valued as positive. From a 
methodological point of view it should be considered that a one-year of follow-
up is relatively short to assess the full impact of a traumatic experience such as 
cancer diagnosis. The interviews revealed that patients were still intensely 
processing their, in fact recent, experiences. This may also explain why in the 
retrospective study, with a longer follow-up period (about 7 years), much more 
sexual morbidity was reported. From trauma-theory we know that meaningful-
stressful processes may come to a certain problematic expression only when 
more time has passed. In the first period survival is at primal focus. 
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Chapter 8 contained a case-report of the psychotherapeutic process of a 
testicular cancer patient and his partner. The patient had been referred to the 
Department of Medical Psychology because of sexual complaints: loss of desire, 
erectile problems and less intense orgasm. The casus was included in the thesis, 
to offer a concrete example of the consequences that testicular cancer may have 
for individual patients. The (for reasons of anonymity partly reconstructed) casus 
concerned a man who had been treated, nine years before, with orchidectomy, 
chemotherapy and resection of residual tumour mass. At time of the referral, the 
couple had two children of 13 and 11 years of age. Besides sexual problems, the 
patient appeared to suffer from a depressed mood (since the cancer diagnosis), 
problems with concentration and poor memory. Furthermore, he had a personal 
life history in which sexuality and sexual self-esteem always had been under 
pressure. As a consequence of the disease, the partner had taken more and more 
responsibilities for the wellbeing of the patient and of the family as a whole, for 
example by taking a job while the patient could not manage that anymore. 
Taking care of others always had been a dominant theme in her life history. 
However, at last her devotion had resulted in fatigue and worries about the 
partner and the children, with the implication (among others) that most of the 
time she had no sexual appetite. So, the sexual compatibility of the partners had 
lowered more and more. In line with the findings of the interviews, the 
problems of the patient and his partner were viewed and treated from multiple 
perspectives: a. the eventual physical factors accompanying treatment of 
testicular cancer, that may threaten sexual functioning, b. cancer and its 
consequences as a psychotraumatic experience, c. the disruption of the normal 
developmental life cycle, because the patient felt ‘an old man’ in the prime of his 
life, d. the loss of balance in the partner relationship, because of the physical and 
emotional status of the patient, and e. the confrontation with ultimate concerns, 
such as vulnerability, responsibility, basic isolation, meaning in life, finiteness and 
death-anxiety. It was argued that many of the problems that occurred in this 
casus can be generalised to other types of cancer. Furthermore, we concluded 
that psycho-oncological therapeutic treatment in principle needs to be structured 
from multiple perspectives, due to the multidimensional impact of confrontation 
with cancer. An integrative therapeutic approach may be helpful to meet the 
diversity of the patients’ needs, among which the encounter with issues 
surrounding life and death. Such an approach demands an ongoing self-
reflection on the side of the psychotherapist. Psycho-oncological can be of great 
value for patients that get locked, due to cancer. However, at the conclusion it 
was remarked that, although cancer is a very invasive disease, still the majority of 
patients seems capable to cope with the disease without professional 
psychological aid. 
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The thesis finished with Chapter 9, a general theoretic chapter where the 

subject of  sexuality had no focus anymore but where, as a continuation of the 
insights that were developed in the preceding chapters, the viewpoint of ‘cancer as 
an existential task’ was elaborated and illustrated with vignets of (another) casus. 
Two points of view that seem central to dealing with cancer were discussed: the 
eventual traumatic impact of the disease, which has consequences for the 
emotional processing of the experiences, and the implicit confrontation with 
existential boundaries as ‘facts of life’. We considered how these two viewpoints 
could be adequately integrated in the, until recently dominant stress-appraisal-
coping model of Lazarus and Folkman (1984), where in research much attention 
was paid to the coping-aspect.. It was argued that, in face of serious disease, it 
would be fruitful to re-appraise the appraisal-aspect of the stress-appraisal-coping 
model: How does an individual patient perceive the meaning of his or her illness 
in the context of the whole of his life, his view on past, present and future? Can 
confrontation with cancer change one’s life regard? From this latter 
consideration, attention was also paid to the phenomenon of ‘post-traumatic 
growth’ (Tedeschi, Park, & Calhoun, 1998, see also Folkman, 1997, Lazarus, 
1999): besides negative consequences, loss and grief, cancer can also bring 
positively valued processes of change. After all, confrontation with existential 
boundaries may trigger formerly quiet feelings of dissatisfaction or unease about 
one’s life, one’s past or one’s future, that now – in face of finiteness, loss and 
vulnerability - become urgent, and may invite people to face them. This is a 
deeply human, reflexive process, which evokes the individual meaning of one’s 
life (Van Dantzig, 1997). In fact, these questions were formulated roughly at the 
introduction of this thesis. However, in a more general way, such questions were 
formulated earlier, much more weighted out, in the past century by authors such 
as Heidegger (1927), Frankl (1963) and Boss (1958). And they were raised many, 
many times before by people who reflected on suffering as a human 
phenomenon in general, or their personal suffering in particular. The 
consideration of these questions remains important in the context of a 
continuing striving for adequate emotional support for patients who may 
continue to live, or who may have to die. And who, ultimately, will not? ‘And 
therefor never sent to know for whom the bell tolls. It tolls for thee.’ (Donne, 1952). 

 
 
Conclusion 
Testicular cancer starts with a tumour in one of the testicles, and is 

mostly diagnosed at young adulthood, so in the prime of life, where sexuality is 
an important aspect of life in relation to masculine identity, partnership and 
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parenthood (Levinson, 1978). The central question of this thesis was: does 
testicular cancer affect sexuality? The answer is not univocal.  

One consideration in the planning of this thesis concerned the 
operationalization of ‘sexuality’. In Part I we predominantly assessed ‘sexuality’ 
as decrease of discrete sexual functions. According to our literature review and 
the retrospective studies, the answer to our question was: yes, a considerable part 
of males who have been confronted with testicular cancer, about one third, 
reported sexual dysfunction. Although this applied also to males with malignant 
lymhoma, patients with testicular cancer expressed much more needs for 
information and support concerning sexuality. Especially treatment with 
chemotherapy was related to sexual dysfunction. However, it was not clear in 
how far this concerned a physiological, or a psychological effect of invasive 
treatment. 
The answer of our prospective study was: no, after one year follow-up patients 
with testicular cancer reported very little sexual dysfunction, comparable to 
norm scores from the general population, and they experienced good physical 
and mental health. However, the sample that could be included was much 
smaller than in the retrospective study and showed considerable dropout, which 
hampered the statement of bold conclusions. Furthermore, half of these patients 
had still Stage I disease after one year of follow-up; in the retrospective study 
two-thirds of the patients had disseminated disease and was treated with 
chemotherapy. So, the higher sexual morbidity in the retrospective study may be 
partially due to this. Moreover, from trauma-theory we know that meaningful-
stressful processes may come to a certain problematic expression only when 
some time has passed; this also may explain part of the differences in outcome 
between our retrospective and prospective study. These are, by and large, the 
findings of Part I of this thesis.  

 
Does testicular cancer affect sexuality? Part II offered no 

straightforward answer too. By use of interviews, one year after diagnosis, and a 
case-report, we collected in-depth information in which the coherence between 
confrontation with cancer and the experience of sexual life could be somewhat 
‘dis-covered’ in its phenomenological context. A number of considerations was 
given, by which we concluded that sexuality certainly is one of the domains of 
concern after confrontation with testicular cancer. There is a certain type of 
confrontation with male identity, which has to be faced one or another way. 
However: this is a domain of concern among other domains. Sexuality is not the 
only concern, and not for everybody a concern.  

But when it is, in particular cases, it needs care - from the physician and, 
eventual, psycho-oncological therapeutic care. The latter should, to our opinion, 
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be offered from a multidimensional perspective and always take in account the 
traumatic impact of cancer diagnosis, as well as the existential burden that may 
accompany it. This view was theoretically elaborated in the last chapter of the 
thesis. It was concluded that the appraisal-aspect of the stress-appraisal-coping 
model of Lazarus and Folkman (Lazarus & Folkman, 1984) needs 
reconsideration, when applied to serious disease. People confronted with cancer 
may find themselves in a tough, dynamic and time-consuming process of loosing 
prior certainties and illusions of invulnerability, and a re-evaluation of their, 
implicit or explicit, frame of reference. This was, in this chapter, named the 
‘tertiary appraisal process’. Some people stay at the surface of such a process, 
others may go deep and change their way of living more or less radically. Such 
an ‘existential coping’ process may, for some, lead to a change in the appraisal 
and understanding of their lived-by reality, to the awareness that negative 
experiences can hide positive opportunities and to a renewed sense of the value 
and meaning of their life. These were, in short, the findings and considerations 
of Part II of the thesis. 
 

In general we can draw the following conclusions from this thesis: 
a. Relatively short after cancer diagnosis (up to one year) only few 

patients with testicular cancer reported discrete sexual dysfunctions (about 10%); 
this seems in line with the prevalence in the general population. On the long 
term however, a substantial proportion of the patients (30%-40%) reported 
sexual dysfunction. Especially patients treated with chemotherapy appeared to 
be at risk; although patients under surveillance also reported more sexual 
dysfunction than ‘normally’ assumed. Ejaculatory problems, reported by about 
40% of patients treated with surgery in the retroperitoneal area after 
chemotherapy, were not strongly related to other sexual functions. Generally, 
these findings were in line with findings from a review of literature between 
1975-2000. 
 b. Patients with testicular cancer reported slightly more sexual 
dysfunction than patients with a non-genitourinary type of cancer, in casu 
malignant lymphoma. However, about six years after treatment, patients treated 
for testicular cancer expressed a much higher need for information (67% versus 
27%) or support (21% versus 8%) concerning sexuality. 
 c. Sexuality is a matter of concern for male cancer patients in general, 
and for patients with testicular cancer in particular. On the long term a 
substantial proportion of male patients may suffer from sexual dysfunction. 
Therefor physicians should actively pay attention to eventual sexual problems of 
their patients, and discuss this subject in a professionally adequate way. In cases 
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where patients suffer from sexual embarrassment, they should consider to refer 
such a patient for psychological treatment. 
 d. In-depth interviews revealed that, despite a low rate of sexual 
dysfunction at one year after diagnosis, testicular cancer threatens body-image 
and fertility, and may trigger feelings of sexual vulnerability, offence and 
confusion. However, sexuality appeared to be one of the domains under pressure. 
Although testicular cancer has a quite favourable prognosis, the psycho-
traumatic impact of cancer diagnosis and the existential concerns that were 
enlightened as a consequence of it, seemed more prominent.  
 e. Sexual dysfunction after treatment for testicular cancer may be a 
reason to search psychological treatment. However, with regard to the findings 
reported above (at d.), psycho-oncological therapeutic care should be structured 
multi-dimensional and always has to take into account the traumatic and 
existential impact of cancer. 
 f. Confrontation with cancer does not necessarily have only negative 
consequences. For example, a substantial part of  the patients reported an 
amelioration of the partner relation; personal contacts seem to be aimed more at 
intimacy, tenderness and alliance, and less at masculinity. Furthermore, some 
patients have the feeling that the experience of cancer enriched their lives, that 
they became more moderate and loose, and experienced growth in their 
personality. It seems that integration of the disease is especially successful in 
those patients who are, at the one hand, conscious of the provoked anxieties, at 
the other more sharply realize what counts for them in life, and know how to 
transform these experiences in a renewed life regard. 
 g. Although working on the question of this thesis could have been 
performed in many other ways, the road that has been followed here has 
influenced the experiential world of the researcher on a basic level and this in 
turn has influenced the framework and conclusions of this thesis.  
 h. In our western healthcare system of the 21-th century, many medico-
technical means are available to offer patients a chance for physical survival. 
However, it is a challenge to be also sensitive for the parallel aspects of 
emotional survival and to remember the story of Asklepios, from which we learn 
that ‘only the wounded physician heals’ (Jung, 1946). 
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* While writing this epilogue, summary and conclusions, I listened to the never-ending and 
comforting piano music of Simeon ten Holt, entitled ‘Canto Ostinato’ (Simeon ten Holt, 1979). A 
record was given spontaneously to me from a friend, Bert. Thank you, Bert. 



 

 
Epiloog, Samenvatting en Conclusies  
 

 
 

‘Das ontisch Nächste und Bekannte  
ist das ontologisch Fernste, Unerkannte  

und in seiner ontologischen Bedeutung  
ständig Übersehene’ 
 (Heidegger, 1927) 

 
 
Epiloog 
In de jaren die voorbijgingen sinds ik aan dit proefschrift begon te 

werken, is mijn ambivalentie tegenover het onderwerp, mannelijke seksualiteit na 
testiskanker, nooit helemaal verdwenen. Het moment is echter aangebroken om 
mijn bevindingen samen te vatten en daaruit conclusies te trekken. Zoals ik al 
aangaf in het voorwoord, zie ik de conclusies van dit proefschrift a ls ‘voorlopig’. 
Het werken aan het onderwerp heeft veel vragen bij me opgeroepen. 
Tegenwoordig hebben deze vragen vooral betrekking op het domein van 
existentiële vraagstukken, zoals die uitgelokt raken door een ziekte als kanker. Ik 
heb gelegenheid gekregen, en heb die nog steeds, om grondige gesprekken te 
voeren met mannen en vrouwen die deze levensbedreigende ziekte onder ogen 
moeten zien. Sommige van de mensen die ik ontmoette wisten dat ze zouden 
gaan sterven, hetgeen ook gebeurde. Natuurlijk ben ook ik in de loop van mijn 
leven geconfronteerd geweest met dood en verlies, maar ikzelf leef nog. In feite 
kan iedereen beseffen dat er een dag komt dat je zult sterven, maar op de één of 
andere manier verandert dit besef als de klok eenmaal geluid heeft en je dagen 
geteld lijken te zijn. Kan ik ten diepste de emoties aanvoelen, die gepaard gaan 
met de confrontatie met doodsangst, of met de realiteit van de dood? Dit is één 
van de meest fundamentele vragen, die me na ruim tien jaar werken met mensen 
die kanker kregen nog steeds achtervolgen. Het antwoord moet op één of andere 
manier ongeveer luiden: zij die weten op de juiste manier te leven, weten ook op 
de juiste manier te sterven. 
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De ervaring van het eigen lichaam is altijd een punt van zorg voor 
mensen die met kanker geconfronteerd worden. Wij zijn altijd ‘in het lichaam’, 
‘some body’, we ervaren de wereld altijd vanuit en in ons lichaam, we zijn ons
 lichaam (zie in dit verband Kwant 1968, over de filosofie van Merleau-Ponty, en 
Swildens 1988). Echter, we hebben ook een lichaam; een lichaam waarover we 
kunnen nadenken en dat door anderen gezien kan worden. Ons lichaam maakt 
ons zichtbaar, aanwezig. Seksualiteit, een begrip dat in brede zin gedefinieerd 
kan worden als één van de wijzen waarop het we lichaam ervaren in onszelf en 
in de ontmoeting met een ander mens, kan één van de zorgen zijn van mensen 
met kanker. Mijn eigen begrip van seksualiteit als een zelfbeleving vanuit het 
‘zijn in het lichaam’ ontwikkelde zich in de loop der jaren, hoewel dit begrip nog 
niet volledig is en wellicht nooit zal zijn. Mijn eerdere visie echter, dat seksualiteit 
en seksuele problemen altijd verbonden zijn met andere levensdomeinen is 
intussen uitgegroeid tot een overtuiging. Daarover voel ik geen ambivalentie.  
Dit reflectieproces rond seksualiteit en kanker is ten dele terug te vinden in de 
opbouw van dit proefschrift. Het begint met een zoektocht naar ‘feiten’, waarbij 
ik gebruik maak van informatie uit andere studies en vragenlijsten gebruik om 
het seksuele functioneren na testiskanker te inventariseren (Deel I). 

Daarna is er een periode van ongemak over de studie geweest, vanwege 
het gevoel dat enkel vragen naar discrete seksuele functiestoornissen niet 
voldoende recht doet aan het onderwerp. In de loop van de tijd ben ik het 
model van de ‘seksuele response cyclus’, waarin seksueel opwindingsgedrag 
fasegewijs beschreven wordt (Masters en Johnson, 1966) meer en meer gaan zien 
als een exemplaar van het biologisch-behaviouristisch denken van de jaren ’60, 
waardoor het denken over onszelf ‘gemedicaliseerd’ kan raken. Een dergelijk 
model kan gemakkelijk het besef verhullen, dat seksualiteit een complex begrip 
is, dat verwijst naar allerlei onderwerpen naast ‘seksuele response’; te denken valt 
aan sekse, relatie, intimiteit, tederheid, ouderschap (Van Ussel, 1975) en seksueel 
verlangen (Kaplan, 1979). Interviews die ik afnam bij patiënten, bevestigenden 
deze indruk en dwongen me te zoeken naar de plaats van seksualiteit in het 
geheel van de verhalen die zij me vertelden. Maar hoe kun je de complexiteit van 
dit geheel inventariseren? Ik kwam opnieuw het werk van Fred Wester en Adri 
Smaling tegen (Wester 1987; Smaling, 1987) en de aandacht die zij en anderen in 
kwalitatief onderzoek geven aan het begrip ‘objectiviteit’ vanuit het symbolisch 
interactionisme en de fenomenologie. In dit perspectief wordt waarde gehecht 
aan onderzoek dat inzicht verschaft in de natuurlijke samenhang van complexe 
fenomenen, in plaats van in fragmenten daarvan. Hiertoe worden, door middel 
van onderzoek onder kleinere groepen en in case-studies, exemplaren gezocht die 
een beeld geven van het totaal van de geleefde werkelijkheid. Bovendien krijgt de 
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subjectiviteit van de onderzoeker-als-deelnemer een plaats in de 
onderzoeksresultaten.  

Door deze invalshoek werd mijn motivatie op vruchtbare wijze 
gestimuleerd. Ik besloot een case-report te schrijven en dit op te nemen in het 
proefschrift. Voorts raakte ik meer en meer geïnteresseerd in de betekenis van 
kanker als existentiële opgave, binnen de zich ontwikkelende visie dat seksualiteit 
nooit een geïsoleerd levensdomein is. Deze overwegingen resulteerden in een 
nieuw onderzoeksvoorstel en een tekst die werd opgenomen in het eerste 
Nederlandse handboek over psychosociale oncologie (Jonker-Pool, 2001). Met 
deze tekst, waarin gedachten voor toekomstig onderzoek zijn verwoord, sluit het 
proefschrift af. De fenomenologische benadering van ‘surviving testicular 
cancer’ vormt Deel II van dit proefschrift. In het navolgende zal ik de inhoud 
van de diverse hoofdstukken meer in detail beschrijven. 
 
 

Samenvatting 
 
Hoofdstuk 1 begint, als algemene inleiding, met een korte impressie van 

een novelle van Tolstoj (Tolstoj, 1988), over de ziekte en het sterven van Ivan 
Illitsj. Een verwijzing naar Vestdijk (Vestdijk 1964) belicht de gedachte, dat 
ziektegeschiedenissen niet interessant zijn door een bepaalde ziekte centraal te 
stellen, maar juist door de zieke persoon ten tonele te voeren. Vanuit een 
biotechnische visie op geneeskunst echter, wordt ziekte vooral gezien als een 
afwijking van de natuurlijke orde en ten gevolge daarvan gaat de aandacht in die 
visie uit naar kenmerken van de ziekte. Het hoofdstuk beschrijft hoe in dit 
proefschrift de aandacht verschuift van kenmerken van de ziekte naar de 
belevingswereld van de zieke. 
In een eerder verschenen proefschrift beschreef collega Dr. J.-P. van Basten als 
arts voornamelijk de fysiek-biologische aspecten van ‘seksualiteit na testiskanker’. 
Het huidige proefschrift gaat met name over de psychologische aspecten van dit 
onderwerp. Testiskanker is een genitale vorm van kanker, die meestal 
gediagnosticeerd wordt bij mannen tussen ongeveer 18-35 jaar, dus in de bloei 
van hun jong-volwassen leven. De ziekte heeft een gunstige prognose: 
tegenwoordig geldt een 10-jaars overleving voor ruim 90% van de patiënten. 
Desondanks kan het emotionele effect van de ziekte-ervaring erg intens zijn. 
Om de psycho-seksuele gevolgen van testiskanker te beschrijven is gebruik 
gemaakt van verschillende methoden. Voor Deel I is eerst een meta-analytische 
literatuur review uitgevoerd (hoofdstuk 2). Voorts zijn vragenlijsten gebruikt in 
enkele retrospectieve studies (de hoofdstukken 3, 4 en 5) en in een prospectieve 
studie (hoofdstuk 6). Voor Deel II zijn kwalitatieve diepte-interviews gebruikt 
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(hoofdstuk 7) en is een case-report geschreven naar aanleiding van een 
psychotherapieproces van een patiënt die eerder behandeld was vanwege 
testiskanker, en diens partner (hoofdstuk 8). Het proefschrift sluit af met een 
theoretische studie van algemener aard, waar het zogenaamde ‘coping 
paradigma’ gecombineerd wordt met een visie op kanker als een ‘psychotrauma’ 
en als een existentiële opgave (hoofdstuk 9). 

 
 
Deel I 
Hoofdstuk 2 beschrijft de resultaten van een literatuur review van 36 

studies, gepubliceerd tussen 1975 en 2000, betreffende de prevalentie van 
seksuele functiestoornissen onder patiënten met testiskanker (29 retrospectieve 
en zeven prospectieve studies). De diverse aspecten van de seksuele response 
(Masters en Johnson, 1966; Kaplan, 1979) worden als uitkomst variabelen 
gebruikt: seksueel verlangen, seksuele opwinding, erectie en orgasme, en verder 
de mate van seksuele activiteit en de mate van seksuele tevredenheid. Bovendien 
komen aan de orde de verschillen in uitkomst tussen diverse 
behandelmodaliteiten: Surveillance na orchidectomie (dat wil zeggen: intensieve 
controle na verwijdering van de aangetaste zaadbal), radiotherapie, 
polychemotherapie (PCT) en chirurgische verwijdering van resterend 
retroperitoneaal tumorweefsel (resterend tumorweefsel in het buikgebied) na 
chemotherapie (PCT+RRRTM). In totaal betreft de review 2786 gevallen van 
testiskanker. Rekening houdend met aantallen geïncludeerde patiënten per studie 
(meta-analyse) blijkt dat vermindering of afwezigheid van zaadlozing het meest 
gerapporteerd wordt (namelijk door 44% van de patiënten in retrospectieve 
studies en door 51% van de patiënten in prospectieve studies), en dat dit 
samenhangt met chirurgische behandeling in het retroperitoneale gebied. Echter, 
in meer recente studies, waarbij zenuwsparende, focale chirurgische technieken 
gebruikt worden, rapporteert men minder problemen met de zaadlozing. 
Erectiestoornis blijkt het meest voor te komen bij radiotherapie, hoewel deze 
stoornis in het algemeen het minst gerapporteerd wordt (door 11.5% van de 
patiënten in retrospectieve, en door 14% in de prospectieve studies). De overige 
seksuele functies, evenals de mate van seksuele activiteit en tevredenheid, blijken 
niet samen te hangen met het type behandelingsmodaliteit. In het algemeen lijkt 
het erop dat patiënten meer seksueel disfunctioneren rapporteren in de 
retrospectieve studies, dan in de prospectieve studies. In retrospectieve studies 
geeft 20% van de patiënten verminderd seksueel verlangen aan, tegen 11% in 
prospectieve studies; verminderd orgasme 20% tegen 9%; afname van seksuele 
activiteit 24% tegen 13%; en seksuele ontevredenheid 19% tegen 18%. Er blijkt 
weinig samenhang te zijn tussen de leeftijd van de patiënt, dan wel de duur van 
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de follow-up periode sinds diagnose enerzijds, en gerapporteerd seksueel 
disfunctioneren anderzijds. Interessanter echter dan de gemiddelde uitkomsten, 
is de grote variatie tussen de verschillende studies wat betreft de gerapporteerde 
seksuele klachten en de gebruikte meetmethoden. Verder is het een interessant 
gegeven dat juist de aspecten van de seksuele respons die afhankelijk zijn van 
fysiologisch/organische processen (erectie en ejaculatie) duidelijk gerelateerd zijn aan 
behandelmodaliteiten die het zenuwstelsel en/of de doorbloeding aan kunnen 
tasten (radiotherapie en chirurgische verwijdering van resterend tumorweefsel na 
chemotherapie). Bij alle behandelmodaliteiten echter melden patiënten afname 
van seksuele functies, die sterk beïnvloed worden door psychologische processen 
(seksueel verlangen, intensiteit van orgasme). In dit verband is het opmerkelijk 
dat patiënten die medisch gezien de minst ingrijpende behandeling ondergingen 
(patiënten onder Surveillance) evenveel afname van seksueel verlangen 
rapporteren als patiënten die behandeld werden met de fysiek veel ingrijpender 
chemotherapie (beide groepen ongeveer 25%). Deze bevinding suggereert dat 
een deel van de veranderingen in seksueel functioneren na behandeling vanwege 
testiskanker relatief onafhankelijk is van fysiologische parameters zoals stadium 
van de ziekte of effect van type behandeling, en vooral wordt beïnvloed door 
psychologische factoren. Als de trends die gevonden zijn in deze meta-
analytische studie correct blijken, zijn hieruit belangrijke suggesties af te leiden 
ten behoeve van de begeleiding van patiënten. Patiënten kunnen genuanceerd 
geïnformeerd worden over de fysiologisch-seksuele risico’s van sommige typen 
behandeling, maar ook over de algemene psychologisch-seksuele kwetsbaarheid die 
kan ontstaan na kanker in de testikels. 
 
 De hoofdstukken 3, 4 en 5 zijn gebaseerd op de resultaten van een 
grootschalige retrospectieve studie naar seksueel functioneren van patiënten die 
behandeld werden vanwege testiskanker. Een vragenlijst, die eerder gebruikt was 
ten behoeve van een onderzoek onder vrouwen met gynaecologische tumoren, 
werd hiertoe aangepast voor gebruik bij mannen. De aangepaste vragenlijst 
betreft vragen over aspecten van seksueel functioneren (afname van a. seksueel 
verlangen, b. opwinding, c. erectie, d. orgasme en e. ejaculatie), en verder over 
seksuele tevredenheid, veranderingen in seksuele activiteit, in de partnerrelatie en 
in de waarde van seksualiteit. Bovendien zijn aan de lijst vier vragen toegevoegd 
betreffende ‘tevredenheid over informatie en begeleiding’ vanuit het ziekenhuis. 
De resultaten geven vanzelfsprekend de subjectieve ervaring van de patiënten weer. 

 
Hoofdstuk 3 heeft als onderwerp de afname van seksueel functioneren 

onder patiënten die behandeling ondergingen vanwege testiskanker. Hierbij 
worden de uitkomsten van de verschillende behandelmodaliteiten vergeleken 
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(Surveillance, radiotherapie, chemotherapie, en chirurgische verwijdering van 
resterend tumorweefsel na chemotherapie). In totaal stuurden 287 patiënten de 
vragenlijst terug (85%); deze hoge response wijst wellicht op het belang van het 
onderwerp ‘seksualiteit’ voor deze patiëntengroep. De gemiddelde leeftijd van de 
patiënten was 37.7 jaar ten tijde van de follow-up, de gemiddelde follow-up 
periode was 6.7 jaar. 
In totaal rapporteert 29% van de patiënten afname van één of meer seksuele 
functies; ejaculatieproblemen meegerekend betreft dit 40% van de patiënten (per 
afzonderlijk aspect: vermindering van seksueel verlangen 19%, opwinding 12%, 
erectie 12.5%, orgasme 19%, ejaculatie 26%). Bovendien rapporteert 23.5% van 
de patiënten een afname van seksuele activiteit; 12.5% is ontevreden met het 
huidige seksuele functioneren. Deze percentages komen in grote lijnen overeen 
met de uitkomsten van de review (hoofdstuk 2), hoewel in de review een hoger 
gemiddelde gevonden werd wat betreft ejaculatieproblemen (44%) en seksuele 
ontevredenheid (19%). De samenhang tussen de diverse seksuele functies (a-d), 
exclusief ejaculatie, is tamelijk hoog (Rho-waarden tussen 0.55-0.74; Cronbach’s 
alpha: 0.89); ejaculatiestoornis toont een lage samenhang met het vóórkomen 
van andere seksuele functiestoornissen (Rho-waarden tussen 0.22-0.33). Er 
bestaat een tamelijk sterke relatie tussen seksuele ontevredenheid en afname van 
seksueel functioneren (Rho 0.69); ongeveer de helft van de patiënten die een 
afname van twee of meer seksuele functies rapporteert, is ontevreden met het 
huidige seksuele leven. Er is echter geen relatie gevonden tussen afname van 
seksuele functies en de waarde van seksualiteit. Seksuele disfuncties vertonen 
voorts een zeer lage samenhang met de leeftijd van de patiënten, de duur van de 
follow-up periode en de eventuele aanwezigheid van lichamelijke klachten. 
Wat betreft de invloed van het type behandeling blijkt dat patiënten die 
behandeld werden met radiotherapie weliswaar iets meer seksuele disfuncties 
rapporteren als patiënten onder Surveillance, maar dit verschil bereikt geen 
statistische significantie. Patiënten behandeld met chemotherapie (zonder of met 
aanvullende chirurgie) rapporteren echter significant meer afname van seksuele 
functies, vergeleken met patiënten onder Surveillance (afname index a-d 19% 
onder Surveillance, versus 43% bij chemotherapie, respectievelijk 30.5% bij 
chemotherapie en aanvullende chirurgie). Theoretisch gezien zou dit veroorzaakt 
kunnen zijn door fysiek-biologische gevolgen van chemotherapie op de lange 
termijn, zoals neuropathie en vermindering van de fysieke conditie. Maar 
tegelijkertijd kunnen emotionele en cognitieve factoren hierin een bepalende rol 
spelen, vanwege de levensbedreigende ervaring van gemetastaseerde kanker in 
het algemeen en het ingrijpende karakter van chemotherapie in het bijzonder. 
Vanuit deze overweging is het interessant te bemerken dat patiënten die zowel 
chemotherapie als chirurgische verwijdering van restweefsel ondergingen, minder 
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seksuele klachten rapporteren dan patiënten die alleen chemotherapie 
ondergingen. Vanuit psychologisch oogpunt leidt de concrete verwijdering van 
resttumor wellicht tot meer gevoelens van genezing en zekerheid dat de tumor 
weg is. Hoewel in absolute termen patiënten onder Surveillance de minste 
seksuele klachten hebben, rapporteert toch nog altijd 22.5% vermindering van 
één of meer seksuele functies. Dit lijkt hoger te liggen dan de percentages in de 
normale populatie, en kan bovendien niet verklaard worden uit de fysieke 
implicaties van verwijdering van één zaadbal. Tot slot van dit hoofdstuk wordt 
echter gememoreerd dat, hoewel een behoorlijk percentage van de patiënten 
seksuele disfuncties rapporteert, dit toch nog altijd een minderheid is van het 
totaal van de patiënten. 
  

Hoofdstuk 4 betreft een replicatie van de studie uit Hoofdstuk 3, onder 
patiënten met maligne lymphomen. Dit is een niet-genitale vorm van 
oncologische kwaadaardigheid, in het lymphe systeem, die doorgaans 
gediagnosticeerd wordt in de periode tussen de jongvolwassenheid en de vroeg 
middelbare leeftijd. Maligne lymphomen (ML) worden onderverdeeld in twee 
histologische subtypen: patiënten met de ziekte van Hodgkin (Hodgkin’s disease, 
HD, deze vorm wordt behandeld met chemotherapie of radiotherapie) en non-
Hodgkin Lymphomen (NHL, wordt altijd behandeld met chemotherapie). Om 
de beide patiëntengroepen te kunnen vergelijken selecteerden we uit de groep 
patiënten met testiskanker die patiënten, die behandeld waren met ‘by proxy’ 
vergelijkbare behandelmethoden: radiotherapie (n=41) en chemotherapie 
(n=42). In de studie onder patiënten met ML onderzochten we opnieuw 
eventuele invloeden van behandelingsvorm op seksueel functioneren; ons 
hoofddoel was echter te onderzoeken of er verschillen waren in seksueel 
functioneren tussen beide kankerspecifieke groepen. We verwachtten dat, als er 
verschillen zouden zijn, patiënten met testiskanker meer seksuele disfuncties 
zouden rapporteren, omdat dit een genitale tumor betreft.  
In totaal konden 50 mannelijke patiënten die eerder waren behandeld vanwege 
ML geïncludeerd worden in de studie (response 72.5%); 26 patiënten hadden 
Hodgkin’s Disease en 24 Non-Hodgkin Lymphoma. De gemiddelde leeftijden 
bij follow-up waren respectievelijk 35.7 jaar (HD) en 50 jaar (NHL). Op het 
eerste gezicht lijken de uitkomsten van de totale groep van patiënten met maligne 
lymphomen overeen te komen met die van de totale groep van testispatiënten 
(inclusief patiënten die onder Surveillance waren): van de patiënten met maligne 
lymphomen rapporteert ongeveer 30% afname van seksuele functies (index a-d; 
afname van: seksueel verlangen 20.4%, opwinding 16.7%, erectie 16.3%, 
orgasme 22.9%). Alleen ejaculatieproblemen worden minder vaak genoemd, 
door 10.4% van de patiënten met ML. Echter, als de geselecteerde behandelgroepen 
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onderling vergeleken worden (radiotherapie en chemotherapie), blijkt dat hier de 
patiënten met testiskanker meer seksueel disfunctioneren rapporteren dan de 
patiënten met maligne lymphomen (index a-d 35.8% versus 29.8%), meer 
ejaculatieproblemen (18.1% versus 10.4%) en, wat betreft chemotherapie, een 
sterkere afname van seksuele activiteit (35.7% versus 16.7%). Opmerkelijk is 
verder, dat ongeveer éénderde van beide patiëntengroepen aangeeft dat de 
partnerrelatie veranderd is ten gevolge van de ziekte; vrijwel altijd betreft dit een 
verbetering. Ook is het opmerkelijk dat voor patiënten met testiskanker de 
waarde van seksualiteit eigenlijk nauwelijks is veranderd en niet samenhangt met 
de mate van seksuele problemen, terwijl hierin bij patiënten met maligne 
lymphomen wel een samenhang wordt gevonden: meer seksuele problemen 
hangen samen met een vermindering van het belang van seksualiteit. Een 
verklaring hiervoor zou kunnen zijn dat patiënten met testiskanker eventueel 
seksueel disfunctioneren toeschrijven aan het feit dat zij een genitale kanker 
hadden, dus een externe attributie toekennen (een oorzaaktoekenning buiten 
zichzelf). Een conclusie naar aanleiding van deze vergelijkende studie is dat, in 
het algemeen mannelijke patiënten die behandeld zijn geweest vanwege kanker 
kwetsbaar kunnen zijn voor seksuele morbiditeit. Behandeling met 
chemotherapie enerzijds, en het hebben van een genitale tumor zoals 
testiskanker anderzijds, verhogen dit risico. 
  

Hoofdstuk 5 richt de aandacht op de behoefte aan informatie en begeleiding 
op het gebied van seksualiteit. Hierbij is opnieuw de rapportage van patiënten met 
testiskanker vergeleken met die van patiënten die behandeld werden vanwege 
maligne lymphomen. Vier vragen van de eerder genoemde vragenlijst betroffen: 
tevredenheid over de geboden informatie, respectievelijk tevredenheid over de 
geboden begeleiding ten tijde van de behandeling, en behoefte aan informatie, 
respectievelijk aan begeleiding op het moment van follow-up. Het blijkt dat, 
terugkijkend naar de periode van de behandeling, ongeveer de helft van beide 
patiëntengroepen een tekort heeft ervaren aan zowel informatie als aan 
begeleiding met betrekking tot seksualiteit. Op het moment van follow-up 
rapporteert nog steeds 67% van de patiënten die behandeld zijn vanwege 
testiskanker behoefte aan informatie en 21% van hen heeft behoefte aan 
begeleiding. Deze laatste getallen liggen echter significant lager voor patiënten 
die behandeld zijn vanwege maligne lymphomen (26% behoefte aan informatie 
en 8.5% behoefte aan begeleiding bij follow-up). Vooral onder patiënten met 
testiskanker die seksueel disfunctioneren rapporteren, heeft een extreem hoog 
percentage ten tijde van follow-up behoefte aan informatie (78%), en een 
behoorlijk aantal van deze patiënten heeft behoefte aan begeleiding (36.5%). 
Tegelijkertijd geldt dat van de patiënten die géén seksuele disfuncties 
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rapporteren, bij follow-up ook 61.5% een huidige behoefte aan informatie uit. 
Uit deze studie trekken we de conclusie dat mannelijke kankerpatiënten in het 
algemeen, en patiënten die behandeld werden vanwege testiskanker in het 
bijzonder, door hun arts op professionele wijze uitgenodigd zouden moeten 
worden te vertellen over eventuele seksuele zorgen of disfunctioneren en dat ze 
hierbij adequate informatie zouden moeten krijgen. Echter, bij een gesprek 
tussen arts en patiënt hangt veel af van de kwaliteit van de arts-patiënt relatie. 
Deze overweging behelst daarom een uitdaging voor artsen, namelijk te 
exploreren in hoeverre men het als een taak ziet de ervaring en bijbehorende 
emoties van deze patiënten onder ogen te zien, in het bijzonder waar het 
(mannelijke) seksualiteit betreft. 

 
 Hoofdstuk 6 betreft een prospectieve studieopzet. Patiënten, bij wie zeer 
recent de diagnose testiskanker was gesteld, en woonachtig in het gebied van het 
Integraal Kankercentrum Noord-Nederland, werden uitgenodigd deel te nemen 
aan de studie. Deze patiënten ontvingen twee vragenlijsten, op drie tijdstippen: 
kort na diagnose, en zes, respectievelijk 12 maanden later. De ene vragenlijst 
betreft de in Nederland ontwikkelde ‘Vragenlijst voor Seksuele Dysfuncties’ (de 
VSD, Vroege, 1994); om te kunnen beschikken over normscores werden tijdens 
de looptijd van de studie gegevens verzameld onder de ‘normale populatie’. In 
de andere vragenlijst worden enkele kankergerelateerde aspecten van seksualiteit 
bevraagd die niet in de VSD aan de orde komen (zorgen over het eigen uiterlijk, 
over verlies van aantrekkelijkheid, de behoefte aan een testisprothese, zorgen 
over vruchtbaarheid, enzovoorts). In totaal konden 49 recent gediagnosticeerde 
patiënten geïncludeerd worden in de studie (T1, response 63.2%). Zoals echter 
te verwachten valt in een prospectieve studie onder recent gediagnosticeerde 
patiënten, was de uitval tijdens de follow-up van één jaar aanzienlijk. Na zes 
maanden (T2) stuurden 37 patiënten de vragenlijsten in (75% van het aantal bij 
T1), en na 12 maanden (T3) waren dit nog 35 patiënten (70% van het aantal bij 
T1). De verschillen tussen resultaten van T1-T3 werden vergeleken voor die 
patiënten, die vragenlijsten instuurden op alle drie de meetmomenten (totaal 
n=29). Omdat al met al het aantal deelnemende patiënten relatief laag was, 
moeten de resultaten van deze studie opgevat worden als ‘exploratief’. 
Patiënten met een partner (n=21) waren gemiddeld 32 jaar, alleenstaanden (n=8) 
24 jaar. Eén jaar na de diagnose was 35% van de patiënten intussen behandeld, 
vanwege uitzaaiingen, met chemotherapie (n=3, 11%) of chemotherapie plus 
operatieve verwijdering van resterend tumorweefsel (n=7, 24%). Vijf patiënten 
met een seminoma tumor (17%), waren intussen behandeld met radiotherapie. 
De rest van de patiënten had bij diagnose en tumor in stadium I en was na een 
jaar nog steeds onder Surveillance (n=14, 48%).  
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In tegenstelling tot de uitkomsten van de retrospectieve studie, rapporteren de 
recent gediagnosticeerde patiënten weinig seksuele problemen op de VSD op T1 
(minder dan 11% van de onderzoeksgroep), en dit neemt niet toe in de loop van 
het eerste jaar na diagnose. Opvallend is dat patiënten onder Surveillance iets 
meer seksuele problematiek lijken te rapporteren dan patiënten die behandeld 
zijn met chemotherapie en operatie. Er zijn geen opmerkelijke verschillen tussen 
patiëntengroep als geheel en de ‘normale’ controlegroep, hoewel de laatste iets 
meer seksualiteit georiënteerd gedrag rapporteert (zoals het zoeken van seksuele 
‘triggers’ en de hoeveelheid seksuele fantasieën). Ook ten aanzien van de aan 
seksualiteit gerelateerde aspecten hebben slechts enkele patiënten zorgen: na een 
jaar (T3) voelen vier patiënten zich minder aantrekkelijk dan voorheen (11%), 
twee patiënten zijn bezorgd over hun uiterlijk tijdens bijvoorbeeld 
sportactiviteiten (7%) en slechts één patiënt wil een testisprothese (4%); vijf 
patiënten zijn bezorgd over hun vruchtbaarheid (19%). Bovendien zijn patiënten 
heel positief over enkele ziekte-gerelateerde aspecten: zowel de lichamelijke als 
de mentale gezondheid wordt algemeen aangeduid als ‘goed’ en het aantal 
patiënten dat last heeft van de invloed van kanker op het dagelijks leven neemt 
af van 42.5% bij diagnose (T1) tot 10.5% na een jaar (T3). Verder heeft vrijwel 
niemand er moeite mee met anderen over de ziekte te praten. En tot slot geeft 
ook hier ongeveer een derde aan dat de partnerrelatie verbeterd is door de ziekte 
(n=21, 32%). Wat betreft eventuele ‘bias’ in de uitkomsten door ‘uitvallers’, 
blijkt dat degenen die meegedaan hebben aan het onderzoek op T1, T2 en T3 
(n=29) eigenlijk iets meer seksuele problemen rapporteren op T1, dan degenen 
die na T1 geen vragenlijst meer teruggestuurd hebben. Op grond hiervan zou 
men aan kunnen nemen dat bij minder uitvallers de uitkomsten wellicht nog 
positiever geweest waren, hoewel het anderzijds in principe denkbaar is dat deze 
patiënten juist uitvielen vanwege verslechtering van hun toestand. 
We komen tot de conclusie dat de uitkomsten van deze prospectieve studie in 
het algemeen zeer positief zijn. De enige aanwijzing dat patiënten met 
testiskanker wellicht toch iets meer mentaal geblokkeerd zijn dan de ‘normale’ 
controlegroep, is dat de laatste iets meer seksuele ‘triggers’ zoekt en meer 
seksuele fantasieën heeft. Het is echter merkwaardig dat de uitkomsten van de 
retrospectieve studies (hoofdstuk 4 en 5) twee keer zo hoog zijn als die van de 
prospectieve studie. Het is weliswaar bekend dat in retrospectieve studies meer 
problemen worden gerapporteerd dan in prospectieve studies, maar waarom? 
Vanuit methodologisch gezichtspunt is wel gesuggereerd dat de wijze van 
prospectief bevragen andere cognitief-emotionele processen uitlokt dan 
retrospectief bevragen; het kan zijn dat mensen als ze terugkijken op een 
gebeurtenis (retrospectief), geneigd zijn negatieve ervaringen toe te schrijven aan 
een externe oorzaak, zoals ziekte (externe attributie). Vanuit fysiek oogpunt kan 
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een reden zijn dat in de retrospectieve studie relatief meer patiënten in de loop 
van de tijd uitgezaaide ziekte hadden en daarom behandeld werden met 
chemotherapie ± operatie (in totaal 62%, versus 35% in de prospectieve studie). 
Wellicht hebben deze patiënten last van chronische verslechtering van hun 
fysieke conditie, zoals moeheid en krachtsverlies, hetgeen hun seksuele 
functioneren kan beïnvloeden. Vanuit psychologisch perspectief is (vrees voor) 
terugkeer van de ziekte en behandeling met chemotherapie zeer belastend en 
beangstigend; ook dit kan in de retrospectieve studie zijn tol geëist hebben ten 
aanzien van seksueel functioneren. 
 
 

Deel II 
 Hoofdstuk 7 biedt een impressie van de inhoud van diepte-interviews 
die een jaar na diagnose gehouden zijn met 21 ‘at random’ geselecteerde 
patiënten, die eveneens deelnamen aan de prospectieve vragenlijst studie. Hun 
gemiddelde leeftijd was 32 (19-53) jaar. Tien van deze mannen waren getrouwd, 
zeven hadden een vaste relatie, vier hadden geen partnerrelatie. Vijf patiënten 
kwamen met hun partner naar het interview. De reden om het interview te 
houden was om, naast de informatie van de vragenlijsten, door gebruikmaking 
van vis-a-vis contact verdiepende informatie te verkrijgen. De volgende 
onderzoeksvraag was geformuleerd: hoe ervaren patiënten die behandeld zijn 
vanwege testiskanker hun seksuele leven? De inhouden van de interviews zijn 
geordend aan de hand van vijf domeinen: a. seksualiteit en lichaamsbeleving, b. 
intimiteit, partner relatie en vruchtbaarheid, c. reacties vanuit de sociale context, 
d. de emotionele impact door diagnose en behandeling, en e. veranderingen in 
de huidige kijk op het leven. Elk van deze domeinen blijkt erg relevant te zijn in 
de verhalen van de patiënten. Toch voert de emotionele impact van diagnose en 
behandeling de boventoon. 
Evenals in het vragenlijstonderzoek, vertellen ook hier de patiënten dat hun 
fysiek-seksuele functioneren zich snel na de behandeling hersteld heeft. Echter, 
de confrontatie met testiskanker heeft op een dieper niveau wel degelijk hun 
psycho-seksuele, emotionele en relationele leven in beroering gebracht. Sommige 
patiënten bekommeren zich niet zozeer om het gemis van een testikel, maar 
voor anderen vormt de ontbrekende testikel een dagelijkse herinnering aan wat 
hun overkomen is; zij verwachten niet dat deze gevoelens zullen afnemen door 
het nemen van een prothese. Andere patiënten, of hun partner, voelen zich 
geremd in hun overgave aan intimiteit en seksueel contact, omdat aanraking van 
het lichaam gevoelens van onveiligheid en angst voor terugkeer van de ziekte 
losmaakt (een angst, die reëel is gezien het aangetoonde risico van relapse). In 
dergelijke situaties kunnen initiatieven tot intiem contact uitlopen op ‘verholen’ 
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pogingen tot controleren van het lichaam, in plaats van spontane tederheid. Wat 
betreft de mannelijke zelfwaardering, raakt de seksuele integriteit soms zwaar 
beschadigd: ‘Het is echt een belediging, maar je weet niet door wie.’ Hoewel herstel van 
seksualiteit belangrijk blijkt te zijn voor de patiënten, is dit niet hun eerste zorg; 
seksualiteit is belangrijk in samenhang met de andere genoemde gebieden. 
Vooral de emotionele impact van confrontatie met testiskanker blijkt voor de 
meeste patiënten enorm, ondanks de medische informatie dat de ziekte 
tegenwoordig een gunstige prognose heeft. Veel patiënten ervaren in de periode 
van diagnostiek en behandeling een verlies van integriteit of een doodsangst als 
nooit tevoren, en dit op een relatief vroeg moment in hun levensloop. De 
meeste patiënten vertellen over reacties die je zou kunnen beschrijven als 
posttraumatische verschijnselen (zich opdringende herinneringen van 
beangstigende momenten, het vermijden van kankergerelateerde onderwerpen 
en plaatsen, etc.). Anderzijds echter, brengen deze gevoelens van diepe angst en 
controleverlies soms een proces op gang van herbezinning op bepaalde waarden: 
de waarde van het leven, van geliefde personen en van doelen voor de toekomst. 
Een dergelijk proces kan men ervaren men soms als ‘persoonlijke groei’, en dit 
wordt door de patiënten als positief gewaardeerd. Vanuit methodologisch 
opzicht is van belang de overweging dat een follow-up periode van één jaar 
relatief kort is om de gehele impact van een traumatische ervaring, zoals de 
diagnose kanker, vast te kunnen stellen. In de interviews blijkt dat de patiënten 
een jaar na diagnose nog zeer intens bezig zijn met het verwerkingsproces van 
hun recente ervaringen. Dit zou ook kunnen verklaren waarom in de 
retrospectieve studie, welke een veel langere follow-up periode had (ongeveer 
zeven jaar), veel meer seksuele problemen gerapporteerd werden. Vanuit de 
traumatheorie weten we dat betekenisvolle, ingrijpende processen vaak pas tot 
problematische expressie komen als er langere tijd gepasseerd is. Eerst is men 
vooral bezig met ‘overleven’. 
  

In Hoofdstuk 8 wordt een case-report beschreven van het 
psychotherapeutisch proces van een patiënt (die eerder behandeld werd vanwege 
testiskanker) en zijn partner. De patiënt was verwezen naar de dienst Medische 
Psychologie van het Academisch Ziekenhuis te Groningen, vanwege seksuele 
klachten: verlies van seksueel verlangen, erectieproblemen en verminderde 
intensiteit van orgasme. Deze casus is opgenomen in het onderhavige 
proefschrift om een concreet voorbeeld te bieden van de gevolgen die 
testiskanker kan hebben voor individuele patiënten. De casus (die ten behoeve 
van de anonimiteit bewerkt werd), gaat over een echtpaar, waarvan de man 
negen jaar geleden behandeld werd met orchidectomie, chemotherapie en 
chirurgische verwijdering van resterend tumorweefsel. Ten tijde van de 



209 

verwijzing heeft het echtpaar twee kinderen, van 13 en 11 jaar. Naast seksuele 
problemen blijkt de patiënt te lijden onder een depressieve stemming (sinds de 
diagnose kanker), concentratieproblemen en een zwak geheugen. Verder heeft 
hij een persoonlijke levensgeschiedenis waarin seksualiteit en seksuele 
zelfwaardering altijd al onder druk hebben gestaan, onder andere vanwege nare 
ervaringen en een restrictieve jeugd. Ten gevolge van de ziekte heeft de partner 
in de loop van de tijd steeds meer verantwoordelijkheden op zich genomen om 
zorg te dragen voor het welzijn van de patiënt en het gezin als geheel, 
bijvoorbeeld door een baan te nemen omdat de patiënt geen baan meer aan kon. 
Zorg dragen voor anderen is in haar levensgeschiedenis altijd een dominant 
thema geweest. Deze toewijding heeft uiteindelijk echter geresulteerd in moeheid 
en allerlei zorgen over de partner en de kinderen, met als gevolg (onder andere) 
dat zij, als haar man een seksueel initiatief neemt, zij hieraan meestal geen 
behoefte heeft. De wederzijdse seksuele behoeften van het paar komen zo steeds 
minder overeen. In overeenstemming met de bevindingen van de interviews zijn 
de problemen van de patiënt en zijn partner overwogen en behandeld vanuit 
diverse perspectieven: a. de eventuele fysieke factoren die een rol spelen na 
behandeling vanwege testiskanker, en die seksueel functioneren kunnen 
bedreigen, b. kanker en de gevolgen daarvan als een psychotraumatische 
ervaring, c. de verstoring van de normale levensloopontwikkeling (de patiënt 
voelt zich een oude man), d. het verlies van evenwicht in de partnerrelatie, door 
de fysieke en emotionele toestand van de patiënt, en e. de confrontatie met 
existentiële grenzen en zorgen, zoals kwetsbaarheid, verantwoordelijkheid, 
isolement, de zin van het leven, eindigheid en angst voor de dood. Betoogd 
wordt, dat veel van de problemen die in deze casus naar voren komen, 
waarschijnlijk ook van toepassing zijn voor andere vormen van kanker. Een 
integratieve therapeutische benadering kan dienstig zijn om tegemoet te komen 
aan de diversiteit in problematiek en behoeften van de patiënten, waaronder de 
confrontatie met onderwerpen rondom leven en dood. Een dergelijke 
benadering vraagt een doorgaand zelfreflectieproces van de zijde van de 
psychotherapeut. Psycho-oncologische hulp kan van grote waarde zijn voor 
mensen die vast lopen in hun verwerkingsproces. Tegelijk is het belangrijk op te 
merken dat, ook al is kanker een zeer indringende ziekte, toch het merendeel van 
de patiënten in staat is zich teweer te stellen zonder professionele psychologische 
hulp (zie ook het slot van hoofdstuk 3). 

 
Het proefschrift sluit af met Hoofdstuk 9, een algemeen theoretisch 

hoofdstuk waarin het onderwerp seksualiteit niet meer centraal staat. Als vervolg 
op de inzichten die in de voorgaande hoofdstukken ontwikkeld zijn, wordt het 
gezichtspunt van ‘kanker als een existentiële opgave’ uitgewerkt en geïllustreerd 
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met vignetten van een (andere) casus. Twee invalshoeken die van belang zijn 
voor het omgaan met kanker passeren de revue: a. kanker als traumatische 
ervaring en de gevolgen die dit heeft voor het emotionele verwerkingsproces, en 
b. kanker als confrontatie met existentiële grenzen die nu eenmaal een gegeven 
zijn, ‘facts of life’. Overwogen wordt hoe deze twee invalshoekenadequaat 
geïntegreerd zouden kunnen worden in het tot voor kort dominante ‘stress-
appraisal-coping model’ van Lazarus en Folkman (1984), waarbij in onderzoek 
veel aandacht uitgegaan is naar het ‘coping’-aspect. Beargumenteerd wordt dat het, 
in de context van ernstige ziekte, zinvol zou kunnen zijn het appraisal-aspect (het 
waarnemings-aspect) van het ‘stress-appraisal-coping’ model te heroverwegen: 
Hoe beziet een individuele patiënt de betekenis van zijn ziekte in de context van 
het geheel zijn leven, zijn kijk op verleden, heden en toekomst? Kan confrontatie 
met kanker iemands kijk op het leven veranderen? Vanuit deze overweging 
besteedt het hoofdstuk tevens aandacht aan het eerder genoemde verschijnsel 
van ‘post-traumatische groei’ (Tedeschi, Park & Calhoun, 1988, zie ook 
Folkman, 1997, Lazarus, 1999): naast negatieve gevolgen, verlies en rouw, kan 
kanker ook leiden tot positief gewaardeerde veranderingsprocessen. Al met al 
kan confrontatie met existentiële grenzen voorheen sluimerende gevoelens 
activeren van onvrede, of ongenoegen over het eigen leven, het verleden of de 
toekomst; gevoelens die nu - geconfronteerd met eindigheid, verlies en 
kwetsbaarheid - urgent worden en mensen dwingen ze onder ogen te zien. Dit is 
een diep menselijk, reflexief proces, dat de individuele betekenis van het eigen 
leven tevoorschijn roept (Van Dantzig, 1997). De vraag naar de waarneming en 
betekenis van ziekte in het leven van een patiënt werd eigenlijk in de introductie 
van dit proefschrift al globaal aan de orde gesteld. In algemenere zin echter is de 
vraag naar de betekenis van het leven, en van het eigen leven, reeds eerder 
expliciet geformuleerd in de recent afgelopen eeuw door auteurs als Heidegger 
(1927), Frankl (1963) en Boss (1958). En ook daarvoor is deze vraag talloze 
malen opgeworpen door mensen die nadachten over het lijden als een menselijk 
verschijnsel in het algemeen, of over hun persoonlijke lijden. Overweging van 
deze vraag blijft van belang in de context van ernstige ziekte en het daaraan 
verbonden streven naar passende emotionele steun - zowel voor patiënten die 
hun leven zullen kunnen vervolgen, als voor hen die zullen sterven. En wie zal 
daar, uiteindelijk, aan ontkomen? ‘And therefor never sent to know for whom the bell 
tolls. It tolls for thee.’ (Donne, 1952) 

 
 
Conclusies 

 Testiskanker betreft een tumor in één van de testikels en wordt veelal 
gediagnosticeerd bij mannen die in de fase zijn van jong-volwassenheid. Ze zijn 
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dus in de bloei van hun leven, een periode waarin seksualiteit een belangrijk 
aspect is in verband met de masculiene identiteit, met relatievorming en 
ouderschap (Levinson, 1978). De centrale vraag van dit proefschrift luidt: wordt 
de seksualiteit beïnvloed door testiskanker? Het antwoord is niet eenduidig. 
 Eén overweging in de planning van dit proefschrift betrof de 
operationalisatie van ‘seksualiteit’. In Deel I werd ‘seksualiteit’ voornamelijk 
beoordeeld in termen van afname van te onderscheiden seksuele functies. 
Uitgaande van de literatuur review en van de retrospectieve studies was het 
antwoord op onze vraag: een behoorlijk deel van de mannen die geconfronteerd 
zijn geweest met testiskanker, ongeveer één derde, rapporteert seksuele 
functiestoornissen. Hoewel dit ook geldt voor mannen met een maligne 
lymphoom, hebben mannen met testiskanker een veel sterkere behoefte aan 
informatie en begeleiding op het gebied van seksualiteit. Vooral behandeling met 
chemotherapie blijkt verband te houden met verminderd seksueel functioneren. 
Het is echter niet duidelijk in hoeverre dit laatste een fysiologisch, dan wel een 
psychologisch effect betreft van een ingrijpende behandeling. 
Het antwoord van onze prospectieve studie was: een jaar na diagnose 
rapporteren patiënten heel erg weinig seksuele problemen, vergelijkbaar met scores 
van de normale populatie, en ze beleven een goede fysieke en mentale 
gezondheid. Echter, de patiëntengroep die onderzocht kon worden was veel 
kleiner dan die in de retrospectieve studie en in de loop van het jaar viel een deel 
van de patiënten uit, waardoor moeilijk stevige conclusies getrokken konden 
worden. Bovendien was de helft van deze patiënten een jaar na diagnose 
weliswaar nog steeds onder behandeling in verband met een Stadium I, maar had 
(nog) geen uitzaaiingen; in de retrospectieve studie had echter tweederde van de 
patiënten in de loop van de tijd uitzaaiingen gehad en werd daarvoor behandeld 
met chemotherapie. Het hogere aantal seksuele klachten in de retrospectieve 
studie zou voor een deel hiermee samen kunnen hangen. Voorts weten we 
vanuit de traumatheorie dat betekenisvolle-stressvolle processen vaak pas tot een 
zekere problematische ontwikkeling komen als er enige tijd voorbij gegaan is; 
ook dit zou voor een deel de verschillen in uitkomsten tussen de retrospectieve 
versus de prospectieve studie kunnen verklaren. Globaal genomen zijn dit de 
bevindingen van Deel I. 
  

Wordt de seksualiteit beïnvloed door testiskanker? Ook Deel II biedt 
geen ongecompliceerd antwoord. Door gebruikmaking van interviews (een jaar 
na diagnose) en een case-studie verzamelden we informatie, waarmee de 
samenhang tussen confrontatie met kanker enerzijds, en de ervaring van het 
seksuele leven anderzijds enigszins ‘blootgelegd’ kon worden in de eigen 
fenomenologische context. We hebben kunnen concluderen dat seksualiteit zeker 
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een belangrijk domein van zorg en aandacht is na confrontatie met testiskanker. 
Het impliceert nu eenmaal een confrontatie met de mannelijke identiteit, die 
men op de één of andere manier onder ogen moet zien. Echter: het is een 
onderwerp naast andere domeinen. Seksualiteit is niet de enige zorg voor deze 
mannen, en ook niet voor iedereen een zorg.  

Wanneer dit echter wel het geval is, bij bepaalde individuele patiënten, 
dan zou zorg geboden moeten worden– van de kant van de arts en, eventueel, 
psycho-oncologische therapeutische zorg. Dit laatste zou, naar onze mening, 
vorm moeten krijgen vanuit een multidimensioneel perspectief (dat wil zeggen 
dat aandacht gegeven wordt aan diverse levensgebieden in hun samenhang) en 
altijd rekening houdend met de traumatische impact van een kanker diagnose, 
alsmede de existentiële belasting waarmee dit gepaard kan gaan. Dit gezichtspunt 
is theoretisch uitgewerkt in het laatste hoofdstuk van het proefschrift. De 
conclusie is dat het appraisal- aspect van het stress-appraisal-coping model van 
Lazarus en Folkman (1984), wanneer toegepast op ernstige ziekte, 
heroverweging verdient. Mensen die geconfronteerd worden met kanker kunnen 
belanden in een taai, dynamisch en tijdrovend proces omdat eerdere zekerheden 
en illusies van onkwetsbaarheid verloren gaan en hun eerdere, impliciete of 
expliciete, referentiekader of kijk op het leven  heroverwogen dient te worden. 
Dit proces wordt in het betreffende hoofdstuk het ‘tertiaire appraisal proces’ 
genoemd. Sommige mensen blijven aan de oppervlakte van een dergelijk proces, 
anderen echter gaan de diepte in en veranderen hun levenswijze meer of minder 
radicaal. Een dergelijk proces van ‘existentiële coping’ kan, voor sommigen, 
leiden tot een verandering in de wijze van waarnemen en begrijpen van de eigen 
geleefde realiteit, tot het besef dat negatieve ervaringen positieve mogelijkheden 
in zich kun bergen en tot een hernieuwd gevoel van de waarde en betekenis van 
hun leven. Dit zijn, kort samengevat, de bevindingen en overwegingen van Deel 
II. 
 
In het algemeen kunnen we de volgende conclusies trekken uit deze thesis: 
 a. Relatief kort na de diagnose testiskanker (na een jaar) rapporteren 
slechts enkele patiënten seksuele functiestoornissen (ongeveer 10%); dit lijkt 
ongeveer overeen te komen met prevalenties in de algemene populatie. Op 
langere termijn echter rapporteert een aanzienlijk deel van de patiënten seksuele 
functiestoornissen (30%-40%). Vooral patiënten die behandeld werden met 
chemotherapie lijken hiervoor kwetsbaar te zijn. Echter, ook patiënten onder 
Surveillance rapporteren meer seksuele problemen dan men ‘normaliter’ zou 
verwachten. Ejaculatieproblemen, weliswaar gerapporteerd door 40% van de 
patiënten die na chemotherapie geopereerd werden in het retroperitoneale 
gebied, zijn slechts zwak gerelateerd aan andere seksuele functiestoornissen. In 
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het algemeen zijn deze bevindingen in overeenstemming met de uitkomsten van 
een review van literatuur tussen 1975-2000. 
 b. Patiënten die behandeld werden vanwege testiskanker rapporteren 
nauwelijks meer seksuele functiestoornissen dan patiënten met een non-genitale 
tumor, in casu maligne lymphomen. Echter, na een follow-up periode van 
ongeveer zeven jaar blijken patiënten die behandeld zijn geweest vanwege 
testiskanker een veel hogere behoefte te hebben aan informatie (67% versus 
27%) of begeleiding ( 21% versus 8%). 
 c. Seksualiteit is een gevoelige zaak voor mannelijke kankerpatiënten in 
het algemeen, en voor patiënten met testiskanker in het bijzonder. Op de langere 
termijn lijkt een aanzienlijk deel van de mannelijke patiënten last te hebben van 
seksuele functiestoornissen. Daarom zouden artsen actief aandacht moeten 
besteden aan eventuele seksuele problemen van hun patiënten en dit onderwerp 
op een professioneel adequate manier ter sprake moeten brengen. Bij patiënten 
die lijden onder hun seksuele moeilijkheden, zouden zij verwijzing naar een 
psycholoog moeten overwegen en bespreken.  
 d. Uit diepte-interviews komt naar voren dat, ondanks weinig seksuele 
functiestoornissen een jaar na diagnose, testiskanker als dreiging wordt ervaren 
voor het lichaamsbeeld en de fertiliteit, en gevoelens van seksuele kwetsbaarheid, 
belediging en verwarring oproept. Echter, een relativering is op zijn plaats: 
seksualiteit is één van de domeinen die onder druk komen te staan. Ook al heeft 
de ziekte in het algemeen een behoorlijk gunstige prognose, toch lijken de 
psycho-traumatische impact van de diagnose kanker en de existentiële angsten 
die hierdoor opgelicht raken, meer op de voorgrond tredend.  
 e. Seksuele functiestoornissen na behandeling vanwege testiskanker 
kunnen een reden zijn om psychologische hulp in te roepen.Op grond van de 
hiervoor genoemde bevindingen (zie d), zou psycho-oncologische therapie 
echter multidimensioneel gestructureerd moeten worden, dat wil zeggen dat 
aandacht geschonken dient te worden aan diverse levensdomeinen, waarbij altijd 
rekening gehouden moet worden met de traumatische en existentie bedreigende 
impact van kanker. 
 f. Confrontatie met kanker hoeft niet alleen maar negatieve gevolgen te 
hebben. Zo rapporteert een behoorlijk deel van de patiënten een verbetering van 
de relatie met de partner. Het contact met anderen lijkt meer op intimiteit, 
tederheid en verbondenheid gericht te raken en minder op masculiniteit. 
Bovendien ervaren sommige patiënten dat de confrontatie met kanker hun leven 
verrijkt heeft, dat ze allerlei zaken in het leven beter kunnen relativeren, , en dat 
ze als persoon gegroeid zijn. Het lijkt erop dat vooral dié patiënten de ziekte 
goed kunnen integreren in hun leven, die zich bewust zijn van de angsten die 
opgeroepen werden, zich meer zijn gaan realiseren wat voor hen werkelijk van 
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waarde is, en deze ervaringen constructief kunnen omzetten in een veranderde 
kijk op hun leven. 
 g. Weliswaar had op tal van andere wijzen gewerkt kunnen worden aan 
de vraagstelling van dit proefschrift, de hier gevolgde weg echter heeft de 
ervaringswereld van de onderzoeker op een basaal niveau beïnvloed en op haar 
beurt heeft dit de opbouw en conclusies van dit proefschrift beïnvloed. 
 h. In ons westerse gezondheidszorg systeem van de 21e eeuw zijn veel 
medisch-technische middelen beschikbaar om patiënten een kans te bieden om 
fysiek te overleven. Echter, het is een uitdaging hierbij tevens gevoelig te zijn 
voor de daarmee samenhangende aspecten van emotionele overleving en daarbij 
de geschiedenis van Asklepios in herinnering te houden, waar we kunnen leren 
dat ‘slechts de gewonde geneesheer kan helen’ (Jung, 1946). 
 
 
 
 
 
 
 
 
 
Referenties 
Zie de literatuuropgave bij Hoofdstuk 10 (Epilogue, Summary and discussion) 
 
 
* Tijdens het schrijven van deze Epiloog, Samenvatting en Conclusies luisterde ik naar 
de niet aflatende en troostrijke pianomuziek van Simeon ten Holt, getiteld ‘Canto 
Ostinato’ (Simeon ten Holt, 1979). Op het juiste moment gaf een vriend me hiervan 
spontaan een opname. Dank je, Bert. 



 
 ’Indien een vis ontdekkingen zou kunnen doen, zo heeft men wel gezegd, 

dan zou zijn laatste ontdekking zijn het bestaan van water. 
Pas op de kar van de visboer zou hij weten,  

wat het betekent een waterdier te zijn.’ 
(Han Fortmann)ψ 
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ψ Han Fortmann (1959). Wat is er met de mens gebeurd? (Nijmegen, onuitgesproken inaugurele 
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Northern Centre for Healthcare Research (NCH) and previous dissertations   

 
The Northern Centre for Healthcare Research (NCH) was founded in 1986 as a 

research institute of the University of Groningen (RUG), The Netherlands. Researchers from 
both the Medical and Social Faculty, with various professional backgrounds, are members of 
the NCH. These include medical sociologists, medical doctors, psychologists and human 
movement scientists. Research of the NCH is aimed at optimising quality of life of patients 
and quality of healthcare, and focuses on (a) determinants of health and illness, (b)  
consequences of illness, (c) the effects of medical treatment and decision making, and (d) the 
evaluation of health services and various types of interventions. At the time that this thesis is 
published, the NCH comprises five research programs.  

Until 1998, the NCH covered two research programs, i.e. ‘Determinants of Health’ 
and ‘Medical Decision Making and Evaluation of Healthcare’. The first program was 
reformulated in 1996 and was continued as ‘Disorder, Disability and Quality of Life’ (DDQ). 
Hence, previous dissertations in this area are listed as part of the present DDQ-programme. 
The second program was subdivided in 1998 into two new programs, i.e. ‘Public Health and 
Public Health Services Research’ and ‘Rational Drug Use’. 
Dissertations published earlier within the second program are listed retrospectively under 
these new headings. In 1998, two new programs, ‘Rehabilitation Programs Research’ and 
‘Research in Motor Behaviour’, were formulated and officially integrated in the NCH in 
January 1999. The accomplished dissertations since the start of the programs in 1998 are 
included in the list. In 2000 the Department of General Practice joined the NCH and together 
with the Rational Drug Use group initiated a new research program, i.e. ‘Research in Evidence 
Based Medicine’.  

More information regarding the institute and its research can be obtained from our 
internet site: http://coo.med.rug.nl/nch. 
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Beltman H (2001) Buigen of barsten? Hoofdstukken uit de geschiedenis van de zorg aan mensen met een  
verstandelijke handicap in Nederland 1945-2000. 
 PROMOTORES: prof dr D Post, prof dr AThG van Gennep 

Pal TM (2001) Humidifiers disease in synthetic fiber plants: an occupational health study.  
PROMOTORES: prof dr JGR de Monchy, prof dr D Post, prof dr JW Groothoff 

Goossen WTF (2000) Towards strategic use of nursing information in the Netherlands.  
PROMOTORES: prof dr WJA van den Heuvel, prof dr ThWN Dassen, prof dr ir 
A Hasman 

Hospers JJ (1999) Allergy and airway hyperresponsiveness: risk factors for mortality. 
PROMOTORES: prof dr D Post, prof dr DS Postma, prof dr ST Weiss 

Wijk P van der (1999) Economics: Charon of Medicine?  
PROMOTORES: prof dr WJA van den Heuvel, prof dr L Koopmans, prof dr FFH 
Rutten.  
REFERENT: dr J Bouma 

Dijkstra A (1998) Care dependency: an assessment instrument for use in long-term care facilities. 
PROMOTORES: prof dr WJA van den Heuvel, prof dr ThWN Dassen 

Tuinstra J (1998) Health in adolescence: an empirical study of social inequality in health, health risk 
behaviour and decision making styles.  
PROMOTORES: prof dr D Post, prof dr WJA van den Heuvel. CO-
PROMOTOR: dr JW Groothoff 

Mink van der Molen AB (1997) Carpale letsels: onderzoek naar de verzuimaspecten ten gevolge van 
carpale letsels in Nederland 1990-1993.  
PROMOTORES: prof dr PH Robinson, prof WH Eisma. CO-PROMOTOR: dr 
JW Groothoff. REFERENT: dr GJP Visser 

Mulder HC (1996) Het medisch kunnen: technieken, keuze en zeggenschap in de moderne geneeskunde. 
PROMOTOR: prof dr WJA van den Heuvel 

Dekker GF (1995) Rugklachten-management-programma bij de Nederlandse Aardolie Maatschappij  
B.V.:ontwerp, uitvoering en evaluatie.  
PROMOTORES: prof dr D Post, prof WH Eisma. CO-PROMOTOR: dr JW 
Groothoff 



  
Puttiger PHJ (1994) De medische keuring bij gebruik van persluchtmaskers.  

PROMOTORES: prof dr D Post,prof dr WJA Goedhard. CO-PROMOTOR: dr 
JW Groothoff 

Engelsman C & Geertsma A (1994) De kwaliteit van verwijzingen.  
PROMOTORES: prof dr WJA van den Heuvel, prof dr FM Haaijer-Ruskamp, prof 
dr B Meyboom-de Jong 

Lucht F van der (1992) Sociale ongelijkheid en gezondheid bij kinderen.  
PROMOTOR : prof dr WJA van den Heuvel. REFERENT: dr JW Groothoff 

  
Research in Evidence Based Medicine  
Pont LG (2002) Assessing the quality of prescribing in general practice. 
 PROMOTORES: prof dr FM Haaijer-Ruskamp, prof dr WH van Gilst, prof dr T 

van der Molen 
Bemelmans WJE (2001) Prevention of coronary heart disease by nutritional interventions. Impact of 

nutritional education in groups and supplementation with alpha-linolenic acid.  
PROMOTOR: prof dr B Meyboom-de Jong. CO-PROMOTOR: dr JF May. 
REFERENTEN: dr J Broer, dr EJM Feskens, dr FW Siero, dr AJ Smit 

Veninga CCM (2000) Improving prescribing in general practice.  
PROMOTOR: prof dr FM Haaijer-Ruskamp. REFERENT: dr P Denig 

Veehof LJG (1999) Polypharmacy in the elderly.  
PROMOTORES: prof dr B Meyboom-de Jong, prof dr FM Haaijer-Ruskamp 

Vries SO de (1998) Management strategies for intermittent claudication.  
PROMOTOR: prof dr MGM Hunink. REFERENT: dr JB Wong 

Bosch JL (1997) Outcome assessment of the percutaneous treatment of lilac artery occlusive disease. 
PROMOTORES: prof dr MGM Hunink, prof dr WPThM Mall, prof dr L 
Koopmans 

Dijkers FW (1997) Repeat prescriptions: a study in general practice in the Netherlands.  
PROMOTORES: prof dr B Meyboom-de Jong, prof dr FM Haaijer-Ruskamp, prof 
dr AF Casparie 

Trigt AM van (1995) Making news about medicines.  
PROMOTORES: prof dr TFJ Tromp, prof dr FM Haaijer-Ruskamp 

Boerkamp E (1995) Assessing professional services quality: an application in health care.  
PROMOTORES: prof dr JC Reuijl, prof dr FM Haaijer-Ruskamp 

Denig P (1994) Drug choice in medical practice: rationals, routines, and remedies.  
PROMOTORES: prof dr FM Haaijer-Ruskamp, prof dr H Wesseling 

Jong-van den Berg LTW de (1992) Drug utilization studies in pregnancy: what can they contribute to  
safety assessment?  
PROMOTORES: prof dr MNG Dukes, prof dr H Wesseling. REFERENT: dr FM 
Haaijer-Ruskamp 

Zijlstra IF (1991) De regionaal klinisch farmacoloog.  
PROMOTORES: prof dr H Wesseling, prof dr FWJ Gribnau, prof dr C van Weel. 
REFERENTEN: dr FM Haaijer-Ruskamp, dr H Wollersheim 

 
Rehabilitation Programs Research (from 1998 onwards) 
Sturms LM (2003) Pediatric traffic injuries; consequences for the child and the parents. 

PROMOTORES: prof dr WH Eisma, prof dr HJ ten Duis, prof dr JW Groothoff. 
CO-PROMOTOR: dr CK van der Sluis 

Meijer JWM (2002) The diabetic foot syndrome; diagnosis and consequences. 
PROMOTORES: prof WH Eisma, prof dr JW Groothoff. CO-PROMOTORES: 
dr TP Links, dr AJ Smit 

Schoppen T (2002) Functional outcome after a lower limb amputation. PROMOTORES: prof WH  
Eisma, prof dr JW Groothoff, prof dr LNH Göeken. REFERENTEN: dr AM 
Boonstra, dr J de Vries 

Rommers GM (2000) The elderly amputee: rehabilitation and functional outcome. 
PROMOTOR: prof WH Eisma. CO-PROMOTOR: dr JW Groothoff  



 
Halbertsma JPK (1999) Short hamstrings & stretching: a study of muscle elasticity. PROMOTORES:  

prof WH Eisma, prof dr LNH Göeken. CO-PROMOTOR: dr JW Groothoff. 
REFERENT: dr ir AL Hof  

Geertzen JHB (1998) Reflex sympathetic dystrophy: a study in the perspective of rehabilitation medicine. 
PROMOTORES: prof WH Eisma, prof dr HJ ten Duis. CO-PROMOTOR: dr JW 
Groothoff. REFERENT: dr PU Dijkstra 

Sluis CK van der (1998) Outcomes of major trauma.. PROMOTORES: prof dr HJ ten Duis,  
prof WH Eisma 

 
Research in Motor Behaviour (from 1998 onwards) 
Kamsma YPT (2002) Functional Reorganisation of basic motor actions in Parkinson’s disease. Problem 

analysis, development and evaluation of a compensatory strategy training.  
PROMOTORES: prof dr P Rispens, prof dr WH Brouwer 

Stevens M (2001) Groningen Active Living Model (GALM): development and initial validation.  
PROMOTOR: prof dr P Rispens. REFERENTEN: dr KAPM Lemmink, dr MHG 
de Greef 

Lettinga AT (2000) Diversity in neurological physiotherapy: a comparative analysis of clinical and scientific 
practices.  
PROMOTORES: prof dr P Rispens, prof dr PJM Helders, prof dr A Mol 

Heuvelen MJG van (1999) Physical activity, physical fitness and disability in older persons.  
PROMOTOR: prof dr P Rispens. CO-PROMOTORES: dr WH Brouwer, dr GIJM 
Kempen.  
REFERENT: dr MHG de Greef 

Berkhuysen MA (1999) Toward tailor-made cardiac rehabilitation: getting at the heart of the matters. 
PROMOTORES: prof dr AP Buunk, prof dr P Rispens. REFERENT: dr R 
Sanderman 

 
 



  

 



 

Stellingen behorende bij het proefschrift 

‘Surviving testicular cancer – sexuality and other existential issues’ 
Grieteke Pool, RijksUniversiteit Groningen 

 
 
 
 
1. Hoewel testiskanker tegenwoordig een gunstige prognose heeft, is de ziekte in 

principe net zo dodelijk als elke andere vorm van kanker. Dit roept dan ook, bij 
hen die zich dat realiseren, dezelfde existentiële angsten op. (dit proefschrift) 

 
2. Inzicht in de seksuele gevolgen van testiskanker wordt bemoeilijkt door een 

ondoorzichtige variëteit in patiëntenpopulaties, gekozen variabelen en 
methoden in onderzoek. Hoofdprobleem is echter dat het fenomeen 
‘seksualiteit’ buitengewoon moeilijk is te operationaliseren in onderzoek. (dit 
proefschrift) 

 
3. Uitkomsten van onderzoek naar seksueel functioneren zijn zonder twijfel 

subjectief; maar subjectiviteit is nou juist zo menselijk. (vrij naar Husserl) 
 
4. Seksuele functiestoornissen na behandeling vanwege testiskanker hangen 

wellicht samen met fysiek beschadigende effecten van chemo- of radiotherapie, 
maar kunnen ook ontstaan door de emotionele onzekerheid en dreiging, die 
juist kanker in een genitaal gebied met zich meebrengt. (dit proefschrift)  

 
5. Dat men kort na de diagnose testiskanker weinig seksuele klachten rapporteert, 

betekent niet dat er ook op langere termijn geen seksuele problemen ontstaan. 
(dit proefschrift)  

 
6. Testiskanker roept tegenstrijdige gevoelens op: een lichaamsdeel dat 

geassocieerd is met gevoelens van mannelijke identiteit, plezier en voortbrengen 
van leven, wordt een bron van angst voor doodsdreiging en castratie. Vanuit 
deze dynamiek bezien vormen gerapporteerde seksuele problemen 
waarschijnlijk slechts een topje van een ijsberg. (dit proefschrift) 

 
7. Confrontatie met testiskanker kan mannen bevrijden van een prestatie gericht, 

masculien harnas en ruimte bieden voor een meer op intimiteit gericht contact. 
Dit kan echter ook een angstreactie zijn.  

 
 
 
 
 
 
 
 
 
 



 
 
 
 
 
 
 
 
 
 
 
8. Het gegeven dat testiskanker een tumor aan het mannelijk genitaal betreft, 

betekent niet dat daarom vooral seksuele zorgen op de voorgrond staan. Ook 
andere zorgen kunnen op de voorgrond staan en er zijn ook patiënten zonder 
zorgen. (dit proefschrift) 

 
9. Het is een uitdaging voor elke arts zich te bekwamen in het beluisteren van 

vragen en zorgen van patiënten over hun kwaliteit van leven. Seksualiteit is 
hierbinnen een belangrijk onderwerp, maar volgens veel patiënten is het voor 
artsen niet gemakkelijk om hiermee om te gaan. (dit proefschrift) 

 
10. Als artsen beter luisteren naar hun patiënten, luisteren patiënten beter naar hun 

arts. De vraag is of dit beter is. 
 
11. Psycho-oncologische hulp dient, ook in geval de hulpvraag een seksueel 

probleem betreft, aandacht te besteden aan diverse levensdomeinen en altijd 
rekening te houden met de traumatische en existentiebedreigende impact van 
kanker. (dit proefschrift) 

 
12. Onderzoek doen naar mannelijke seksualiteit is in zekere zin een ‘mission 

impossible’ voor een vrouw; dit is tegelijk een nadeel en een voordeel. 
 
13. Men promoveert vooral op uithoudingsvermogen. 
 
14. Waaraan je niet sterft, daar word je sterker van. (vrij naar Nietzsche) 
 
15. Indien de wereld zou inkrimpen tot de grootte van een erwt, zou geen 

sterveling ter aarde daar enig vermoeden van hebben. (Godfried Bomans) 
 
 
 
 
 
 
 
 


