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Sexuality is to a large extent seen as a private and sensitive topic by both patients 
and nurses in cancer care. The patients in this thesis were above the age of 45 and 
treated with chemo- or chemoimmunotherapy for hematologic malignancies. 
They experienced affected sexuality, body image and HRQoL during and after 
treatment. The importance of sexuality was low and sexuality seemed to be 
overshadowed when the disease and side effects were experienced as severe. Some 
patients described that information might have been helpful.  In order to avoid 
violating patients’ integrity, one challenge is to identify patients who ascribe 
importance to sexuality and who also want support regarding sexuality. One way 
is to organize care in a patient-centered way, with patients continuously meeting 
a nurse guided by the idea of holistic individual nursing care throughout the care 
trajectory. Furthermore, nurse educators need to acknowledge this area and the 
health care leaders should provide nurses opportunities to discuss attitudes and 
personal barriers to sensitive issues such as sexuality. 
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Sexuality in patients treated for hematologic malignancies  
- Problems and the need for support from patients’ and nurses’ perspectives  

Aim: The overall aim of this thesis was to describe and explore how sexuality, 
body-image and HRQoL were affected in patients treated for hematologic 
malignancies and their need for support. A further aim was to describe nurses’ 
conceptions of dialogues about sexuality.  
Methods: A convergent parallel design was used (II-IV). Ten nurses in cancer 
care were interviewed once (I) and twelve patients treated for hematologic 
malignancies were interviewed twice (II). Data were analysed according to 
phenomenography (I-II). Quantitative data were collected from patients     
(≥45 years) consecutively included; at baseline (n=32), one month (n=25, III-
IV) and six months (n=20, IV) after treatment by means of three instruments: 
SAQ-S, BIS and EORTC QLQ-C30. Data were analysed with descriptive and 
inferential statistics.  
Main findings:  The nurses (I) conceived cancer patients’ need of talks and 
support in general as low.  Nevertheless, they conceived that they should talk 
about sexuality with cancer patients, but usually did not due to own attitudes, 
lack of knowledge about sexuality, communication skills, and environmental 
conditions. The patients (II) experienced negative effects on sexual function 
and sexual relationship due to affected strength, sexual desire and body image. 
However, when disease and side effects were experienced as severe, thoughts 
and interest of sexuality were overshadowed by concerns for life. The 
longitudinal studies showed that after one month the importance of sexuality, 
sexual interest, sexual function, sexual satisfaction and sexual relationship were 
affected (III-IV). At the same time, HRQoL were improved compared to 
baseline (III) and body image was slightly affected (IV).  The patients recovered 
regarding these issues within six months, except for sexual relationship (IV). 
Changes in sexuality and body image seemed to influence changes in HRQoL 
for men (IV). 
Conclusion: Patients above the age of 45 treated for hematologic malignancies 
with chemoimmunotherapy experienced problems related to sexuality, body 
image and HRQoL. However, as sexuality was found to be of less priority due 
to concerns for life when disease and side effects were severe, the support has 
to be timely and individualized. Patient-centered care, with patients 
continuously meeting a nurse guided by the idea of holistic individual nursing 
care throughout the care trajectory, is suggested.  
Keywords: cancer patients, hematologic malignancies, nursing, nurse-patient 
communication, support, sexuality, body image, health related quality of life  

 
 



Sexualitet hos patienter som behandlas för maligna blodsjukdomar  
-problem och behov av stöd ur patienters och sjuksköterskors perspektiv 

Syfte: Det övergripande syftet med avhandlingen var att beskriva och 
undersöka hur sexualitet, kroppsuppfattning och hälsorelaterad livskvalitet var 
påverkad hos patienter behandlade för maligna blodsjukdomar och deras behov 
av stöd. Vidare var syftet att beskriva sjuksköterskors uppfattningar av samtal 
om sexualitet.  
Metod: En konvergent parallell design användes (II-IV). I studie I intervjuades 
tio sjuksköterskor inom cancervård vid ett tillfälle. I studie II intervjuades 12 
patienter vid två tillfällen efter behandlingen. Data analyserades med 
fenomenografi (I-II). I den longitudinella studien (III-IV) besvarade patienter 
(≥45 år) enkäter vid baseline (n=32), en månad (n=25, III-IV) och sex månader 
(n=20, IV) efter behandling. Instrumenten SAQ-S, BIS och EORTC QLQ-C30 
ingick och data analyserades statistiskt.  
Resultat: Sjuksköterskorna (I) var medvetna om att de borde samtala om 
sexualitet med cancerpatienter, men samtalade vanligtvis inte p.g.a. egna 
attityder, bristande kunskap i ämnet, bristande färdighet i samtalsmetodik och 
hinder i vårdmiljön. Patienterna (II) upplevde negativ påverkan på sexuell 
funktion och sexuell relation på grund av minskad ork, minskad sexuell lust och 
påverkad kroppsuppfattning.  När sjukdomen och biverkningar upplevdes som 
svåra överskuggades intresset för sex, och behovet av stöd avseende sexualitet 
uppfattades som litet (I-II). En månad efter behandlingen var patienternas 
sexualitet avseende intresse, funktion, tillfredsställese och relation påverkad. 
Samtidigt var den hälsorelaterade livskvaliteten förbättrad jämfört med baseline 
och kroppsuppfattningen var i liten grad påverkad (III-IV). Efter sex månader 
rapporterade patienterna förbättringar inom samtliga områden, med undantag 
för fortsatt påverkad sexuell relation (IV). Sexualitet och kroppsuppfattning 
tycktes påverka förändringar i HRQoL hos män (IV).  
Slutsats: Patienter 45 år och äldre som behandlats för maligna blodsjukdomar 
upplevde problem avseende sexualitet, kroppsuppfattning och hälsorelaterad 
livskvalitet. Eftersom sexualitet visade sig vara av låg prioritet bör stödet 
anpassas individuellt till patients behov. Patientcentrerad vård föreslås där 
patienterna kontinuerligt träffar en sjuksköterska som ger holistisk omvårdnad.   
Nyckelord: cancerpatienter, maligna blodsjukdomar, omvårdnad, 
sjuksköterska-patient kommunikation, support, sexualitet, kroppsuppfattning, 
hälsorelaterad livskvalitet  
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”Skäms inte för att du är människa, var stolt! 
Inne i dig öppnar sig valv bakom valv oändligt. 
Du blir aldrig färdig, och det är som det skall.” 
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AD   Arabine /Cytarabine and Daunarubicin  
HRQoL   Health Related Quality of Life 
SAQ-S    Sexual Adjustment Questionnaire – Swedish version 
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EORTC QLQ-C30  The European Organization for Research and 

Treatment of Cancer Quality of Life questionnaires 
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Introduction 

In my work as a cancer nurse specialist in an oncology ward, I have met 
patients treated with chemotherapy who experienced severe side effects and 
had various needs for supportive care such as information, symptom 
management and psychosocial and practical support. My nurse colleagues and I 
sometimes talked with patients treated for sex-specific cancer about problems 
and needs related to sexuality. These talks mainly focused on issues related to 
fertility and sometimes on sexual function. Our talks were seldom structured, 
and we talked only occasionally with patients treated for other diagnoses, such 
as hematologic malignancies. From a review of the scientific literature, it was 
evident that research related to sexuality focused on patients with sex-specific 
diagnoses, and that studies on patients treated for hematologic malignancies 
focused on fertility and sexual function among rather young patients, who often 
had undergone stem cell transplantation. Several questions arose: What do 
nurses think about dialogues related to sexuality with cancer patients? What 
sexual problems are experienced by patients treated for hematologic 
malignancies at ages when the issue of fertility is probably of less importance? 
What are these patients’ needs for information and support regarding sexuality? 
This thesis is an attempt to answer these questions, and I hope the findings will 
contribute to increased awareness among nurses in cancer care of these 
patients’ problems and needs related to sexuality. 
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Background 

Cancer is a major health problem all over the world, including Sweden. The 
number of people diagnosed with, and treated for, cancer is increasing, and 
many of them achieve long-term survival (Hayat, Howlader, Reichman & 
Edwards, 2007; Coleman et al., 2011; The National Board of Health & Welfare, 
2012). Currently in Sweden, one in three women and one in two men will 
develop cancer during her or his lifetime. This has led to an ever-increasing 
number of people living with the consequences of cancer and its treatment. 
Although research on cancer nursing is growing, and embraces a great variety 
of concerns for cancer patients, there are areas that need to be further 
addressed, sexuality being one of them. 
 
 

Sexuality  

All persons are sexual beings irrespective of age, state of health, sexual 
orientation and current relationship status. Sexuality may have different 
meanings throughout the lifespan of an individual person (Tierney, 2008). The 
World Health Organization (WHO, 2006) defines sexuality as a part of 
everyone’s personality, and describes it as an integration of physical, 
psychological, intellectual and social aspects of the individual, which positively 
enriches and enhances personality, communication and love. Sexual intercourse, 
with or without orgasm, may be part of sexuality, but WHO states that sexuality 
is also about being sensual as well as being sexual, and includes influencing 
thoughts, feelings, actions and interactions. 
 
The concept of sexuality has been described in various ways depending on the 
scientific area from which the description arise. Over the past century, 
researchers have constructed several models (physiologic, psychological and 
social) for understanding human sexuality. The unisex physiological human 
sexual response cycle for healthy individuals was introduced by Masters and 
Johnson (1966) and is still widely used (Katz, 2007a). In the late seventies, 
Kaplan (1979) added a psychological dimension to the Masters and Johnson 
model when she introduced the idea of desire in her interpretation of the sexual 
response cycle. Basson (2001, 2005) further clarified the female sexual response 
cycle to include an emphasis on psychoemotional processes as opposed to the 
earlier more physiologically based models. Furthermore, a social dimension of 
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sexuality is described in the literature including roles, relationship to partner, 
intimacy and communication (Cleary & Hegarty, 2011; Tierney, 2008).  
 
In the context of cancer care, Cleary and Hegarty (2011) proposed a conceptual 
framework for understanding women’s sexuality including sexual self-concept, 
sexual relationships and sexual function. Sexual self-concept relates to concerns 
involving body image, sexual esteem and thoughts about the sexual aspects of 
the self. Sexual relationships relate to concerns relevant to communication and 
intimacy, and sexual function relates to concerns to the sexual response cycle. 
As a complement to Cleary and Hegarty’s (2011) framework, Bober and 
Varela’s (2012) has added the socio-cultural dimension including beliefs, values 
and norms, which are also described as applicable to both men and women in 
cancer care. Overall, sexuality in nursing research is described as a complex 
concept that includes physiological, psychological, social and socio-cultural 
dimensions that interact in a complex manner. In cancer care, the complexity is 
further increased by the fact that cancer and its treatment have an impact on all 
dimensions of sexuality (Bober & Varela, 2012; Cleary & Hegarty, 2011; Lavin 
& Hyde, 2006; Katz, 2007a; Tierney, 2008). Therefore, a multidimensional 
concept of sexuality that does not focus exclusively on the ability for sexual 
activity must be applied in order to fully understand the impact of cancer and 
its treatment on sexuality (Tierney, 2008). In this thesis, the WHO definition of 
sexuality served as a starting point. 
 
 

Sexuality in relation to health-related quality of life and body image 

Sexuality is an integral part of life and an important aspect of quality of life for 
many individuals (Tierney, 2008; Katz, 2005). Quality of life can be described as 
a subjective and multifaceted concept that includes physical, psychological, 
social and spiritual wellbeing (Bowling, 2001; Grant & Dean, 2011). The 
concept of health has been described in various ways depending on the 
perspective represented. Within the biological-medical perspective, health has 
been described as absence of disease, while the humanistic perspective of health 
includes a person’s total situation and ability to act towards goals (Bowling, 
2001; Willman, 2009). This includes the individual’s striving for optimal 
function and balance in life, which is congruent with several holistic nursing 
theories (Masters, 2012; Meleis, 1990, 2012). With the intention of narrowing 
the focus to the effects of health, illness and treatment on quality of life, the 
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concept of health-related quality of life (HRQoL) was introduced (Bowling, 
2005; Ferrans, Zerwic, Wilbur & Larson, 2005). HRQoL includes patients’ 
subjective experiences of biological function, symptoms, functional status and 
general perceptions of health and wellbeing (Ferrans et al., 2005; Wilson & 
Cleary, 1995). Measurements of HRQoL can be used as a patient outcome or 
for assessing patients’ needs during and after cancer treatment.  
 
Sexuality is also closely associated with body image, and changes in both 
sexuality and body image can affect the individual’s experiences of HRQoL 
(Hopwood, Fletcher, Lee & Ghazal, 2001). Price (1992) defined body image as 
conscious and unconscious beliefs about body reality, body presentation and 
body ideal. For example, the feeling of attractiveness is an important aspect of 
sexuality, and changes in body image can deeply alter these feelings. The 
individual’s feelings and attitudes toward their body’s function and appearance 
are included in body image, which also develops throughout life (Cash, 2004; 
Price, 1992; Hopwood et al., 2001). When searching for knowledge regarding 
the impact of cancer and its treatment on patients’ sexuality it is important to 
explore and measure patients’ body image and HRQoL (Wilmoth, 2007). This 
knowledge could be useful when developing cancer care and planning 
rehabilitation for individual patients. 
   
 

Impact of cancer treatments on patients’ sexuality 

It is well known that sex-specific cancer diagnosis and its treatment have a 
significant impact on sexuality, from functional to emotional and psychological 
effects (Galbraith & Crighton, 2008; Hughes, 2008; Katz, 2007a). Cancer 
patients receive a variety of treatments, often in a combination of 
chemotherapy, antibodies, hormones, radiotherapy and surgery (The National 
Cancer Institute, 2014; Schover, 2005). Treatment in the pelvic area is found to 
interrupt nerve pathways or disturb vascular circulation and cause sexual 
dysfunction in both sexes, directly as a consequence of surgical treatment or 
after months or years due to the late side effects of radiotherapy (Barton-Burke 
& Gustason, 2007; Bruner & Calvano, 2007; Galbraith & Crighton, 2008; 
Hughes, 2008; Schover, 2005). Problems related to sexuality due to cancer and 
its treatment are often described as infertility, sexual dysfunction, decreased 
desire and affected ability for sexual activity (Galbraith & Crighton, 2008; 
Hughes, 2008; Tierney, 2008). Patients’ body image may also be affected for 
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both women and men, due to factors such as alopecia, weight changes, scarring 
caused by surgery and biopsies and the placement of intravenous lines 
(Hopwood et al., 2001; Tierney, 2008; Fallbjörk, Karlsson, Salander, & 
Rasmussen, 2010). Negative effects on the sexual relationship between patients 
and their partner are also described, such as affected intimacy and 
communication with the partner (Galbraith & Crighton, 2008; Hawkins et al., 
2009; Tierney, 2008). However, knowledge is limited concerning how patients 
experience their sexuality when they are solely treated with chemo- or 
chemoimmunotherapy. One such group of patients is patients treated for 
hematologic malignancies.  
 
 

Hematologic malignancies and their treatment 

Hematologic malignancies are a heterogeneous group of diagnoses with diverse 
incidences, prognoses and etiologies. The diseases are often grouped as 
Hodgkin versus non-Hodgkin lymphoma, lymphatic versus myeloid leukemia 
and acute versus chronic (Sant et al., 2010). WHO have classified hematologic 
malignancies into two main disease lineages, lymphoid and myeloid (Campo    
et al., 2011). The patients studied in this thesis were diagnosed with one of the 
three most common haematological malignancies: diffuse large B cell 
lymphoma (DLBCL), chronic lymphocytic leukemia (CLL) or acute myeloid 
leukemia (AML). 
 
DLBCL belongs to the lymphoid lineage. The disease occurs most often in 
lymphoid tissues in lymph nodes, but can also arise in lymphoid tissues in other 
organs (Dunleavy & Wilson, 2013). DLBCL is often diagnosed acute because 
the disease has a rapid progress. Patients usually contact healthcare due to one 
or more rapidly enlarged lymph nodes. Patients may experience additional 
symptoms such as fever, fatigue, night sweats and weight loss (Dunleavy & 
Wilson, 2013; Rogers, 2006). In 2011, approximately 600 patients were 
diagnosed with DLBCL in Sweden, with the disease more common in men 
than in women (The National Board of Health and Welfare, 2012; Swedish 
Lymphoma Group, 2012). DLBCL occurs in all age groups, but its incidence 
increases with age (median age 70 years) (Dunleavy & Wilson, 2013). The 
standard treatment is chemoimmunotherapy, i.e. chemotherapy agents 
combined with rituximab, a monoclonal antibody (Ghielmini et al., 2013;   
Long & Versea, 2006; Swedish Lymphoma Group, 2012). Over 50% are cured, 
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but the prognosis is impaired by old age (Dunleavy & Wilson, 2013; van der 
Schans et al., 2013), bulky disease, elevated serum lactate dehydrogenase (S-LD) 
and poor general condition (Dunleavy & Wilson, 2013). Relative survival rates 
for patients with DLBCL improve strongly during the first years, with five-year 
relative survival rates of 87% (van der Schans et al., 2013).  
 
CLL also belongs to the lymphoid lineage. The disease progresses slowly, often 
asymptomatically, and is often discovered during routine blood test monitoring 
(Lin, Awan & Byrd, 2013). When patients experience symptoms such as 
enlarged lymph nodes or an enlarged spleen, together with anemia and 
thrombocytopenia, the disease require treatment (Eichhorst et al., 2011;        
Lin et al., 2013; Swedish CLL Group, 2013). In 2011, 420 patients were 
diagnosed with CLL in Sweden, and the disease is more common in men than 
in women (The National Board of Health and Welfare, 2012). Patients with 
CLL are older, median age at diagnosis are 72 years (Lin et al., 2013, Eichhorst 
et al., 2011). Treatment varies from expectant observation in the early 
asymptomatic phase of the disease to chemotherapy, often in addition with the 
monoclonal antibody rituximab once the disease requires treatment (Lin et al., 
2013; Swedish CLL Group, 2013). Patients with CLL have five years relative 
survival rates of 71% (van der Schans et al., 2013). 
 
AML belongs to the myeloid lineage. The disease occurs in bone marrow stem 
cells, with an accumulation of leukemic blast cells that strongly hinders normal 
hematopoiesis (Andreeff & Quintás-Cardama, 2013). Some patients are 
diagnosed acute with haemorrhage, mild or severe infections or 
thrombocytopenia (Faderl & Kantarijan, 2013; Deschler & Lubbert, 2006). 
Other patients have non-specific symptoms such as fatigue, fever, loss of 
appetite and weight loss (Faderl & Kantarijan, 2013) often with anemia 
(Deschler & Lubbert, 2006). In 2011, approximately 300 patients were 
diagnosed with AML in Sweden, with the disease more common in men     
(The National Board of Health and Welfare, 2012). AML occurs in all age 
groups but its incidence increases with age (median age 71 years) (Juliusson     
et al., 2009). The treatment is chemotherapy (Fey & Buske, 2013; Juliusson      
et al., 2009). Despite developments in treatment approaches and diagnostics, 
the prognosis for patients with AML remains poor due to the disease or 
complications to treatment (Deschler & Lubbert, 2006; Fey & Buske, 2013). 
Most of the older patients respond well to treatment initially (Fey & Buske, 
2013; Swedish AML Group, 2012). However, for patients age 65 years and 
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older, the five-year relative survival rate is very low, approximately 4% 
(Deschler & Lubbert, 2006). Younger patients with AML are more able to 
physically cope with the intense treatment (Fey & Buske, 2013; Swedish AML 
Group, 2012), which is reflected in a five-year relative survival rate of 34% for 
patients age 65 years and under (Deschler & Lubbert, 2006). 
 
 

Research regarding sexuality, body image and health-related quality of 
life in patients with hematologic malignancies 

There is limited research regarding sexuality and body image in relation to 
HRQoL in patients with hematologic malignancies. Sexuality, and sexuality in 
relation to HRQoL, are mainly presented in studies with young patients treated 
for Hodgkin Lymphoma (Arden-Close, Eiser & Pacey, 2011; Kiserud et al., 
2009a; Redaelli, Stephens, Brandt, Botteman & Pashos, 2004; Recklitis, Varela, 
Ng, Mauch & Bober, 2010) or patients who have undergone stem cell 
transplantation (Redaelli et al., 2004; Thygesen, Schjødt & Jarden, 2012; Zittoun 
et al., 1997). These studies showed that sexuality was affected during and 
immediately after treatment (Arden-Close et al., 2011; Kiserud et al., 2009a; 
Thygesen et al., 2012; Zittoun et al., 1997). Furthermore, being female 
(Thygesen et al., 2012), being older (Beckjord, Arora, Bellizzi, Hamilton & 
Rowland, 2011; Kiserud et al., 2009a), having poorer physical health, a high 
degree of emotional distress, and/or being in an advanced state of illness 
(Beckjord et al., 2011; Kiserud, Fosså, Bjøro et al., 2009b) and depression 
(Arden-Close et al., 2011) seem to be associated with a higher risk that sexuality 
will be affected. There are also studies focusing on fertility issues in younger 
adults (Green et al., 2010; Zebrack, Casillas, Nohr, Adams & Zeltzer, 2004). 
 
Changes in relation to sexuality have also been shown in the few studies found 
where patients were treated with chemo- or chemotherapy for DLBCL, CLL or 
AML. Reported changes were decreased sexual desire, interest and pleasure, 
ability for sexual activity and worsened sexual relationships (Jonker-Pool et al., 
2004, Tierney, Facione & Padilla, 2007; Zittoun et al., 1997). However, the 
patients in these studies were relatively young. Patients treated with chemo- or 
chemotherapy for DLBCL, CLL or AML are usually diagnosed around their 
sixties, therefore research focusing on this group of patients is needed in order 
to gain knowledge about their need for support related to sexuality. 
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The only study found that focused on body image in patients with various 
hematologic malignancies, showed affected body image in newly diagnosed 
patients. However, the patients in this study were younger, and the focus was 
on diagnoses other than those addressed in this thesis (Weber et al., 2005).  
 
Regarding HRQoL in patients with hematologic malignancies research have 
shown that these patients experience HRQoL as most negatively affected  in 
connection to diagnosis of the disease, during treatment and immediately after 
treatment (Persson, Larsson, Ohlsson & Hallberg, 2001; Redaelli et al., 2004; 
Leak, Mayer & Smith, 2011). Thereafter, the patients reported a gradually 
improvement for HRQoL during the subsequent twelve months (Persson et al., 
2001; Redaelli et al., 2004), with values that almost returned to default values 
with respect to physical, psychological and emotional wellbeing (Persson et al., 
2001; Redaelli et al., 2004; Zebrack, Yi, Petersen & Ganz, 2008). However, age-
related differences in HRQoL have been described, with older survivors (5-10 
years post-diagnosis) reporting better overall QoL and mental health but worse 
physical health/wellbeing (Zebrack et al., 2008; Smith, Crespi, Petersen, 
Zimmerman & Ganz, 2010). Few studies include sexuality in research 
concerning HRQoL (Behringer et al., 2013; Leak et al., 2011; Redaelli et al., 
2004). Overall, longitudinal studies, studies examining sexuality from 
multidimensional and nursing perspectives in relation to body image and 
HRQoL in patients with hematologic malignancies, especially DLBCL, CLL 
and AML, are rare. 
 
  

Care trajectory for patients treated for hematologic malignancies  

Getting a cancer diagnosis implies to be suffering from a life-threatening illness. 
As with other cancers, hematologic malignancies affect many aspects of a 
person’s life (Hall, Lynagh, Bryant & Sanson-Fisher, 2013). All individuals react 
to the cancer diagnosis differently, having a life-threatening disease affects not 
only the patient but also their families and friends. The diagnosis evokes 
emotional reactions based on realizations that life is threatened, normal life is 
interrupted and the changes will impact daily life. Newly diagnosed patients 
need to reorganize their lives and adapt to the crisis (Carnevali & Reiner, 1990; 
Rolland, 2005). It has also been shown that during the time of uncertainty the 
diagnosis affects patients’ psychological wellbeing and their ability to cope with 
the situation (Leak et al., 2011). Hematologic malignancies are often aggressive, 
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requiring treatment that is urgent and long lasting, which makes it extensive and 
demanding (Lobb et al., 2009). Patients who are undergoing or have been 
treated with chemotherapy often describe a variety of side effects and 
symptoms such as fatigue, nausea, vomiting, nutritional problems, weight loss, 
hair loss, pain and infection, which affect patients' wellbeing and daily life in 
various ways and degrees (Ahlberg, Ekman, Gaston-Johansson & Mock, 2003; 
Barton-Burke & Gustason, 2007; Börjeson, Hursti, Tishelman, Peterson & 
Steineck, 2002; Hughes, 2000; Johansson, Wilson, Brunton, Tishelman & 
Molassiotis, 2010). In addition, patients in different phases of the disease and 
treatment have reported symptoms related to depression, such as feelings of 
isolation, feelings of worry, sadness and difficulty sleeping (Manitta, Zordan, 
Cole-Sinclair, Nandurkar & Philip, 2011). Patients have to deal with symptoms, 
adapt to treatment and develop flexibility in meeting the various demands of 
illness (Carnevali & Reiner, 1990; Rolland, 2005). Although completion of 
treatment is often seen as a huge relief (Wells, 2008), the initial period after 
treatment is often accompanied by discomfort and feelings of uncertainty and 
fear (Halldórsdóttir & Hamrin, 1996; Wells, 2008). Thoughts and worries 
surrounding the disease have been described by survivors as lasting for many 
years (mean 14 years) after diagnosis and treatment (Wettergren, Björkholm, 
Axdorph & Langius-Eklöf, 2003). Overall, there is no doubt that patients’ 
experience of cancer and its treatment is frequently associated with an increase 
in distress (Carnevali & Reiner, 1990; Hall et al., 2013; Halldórsdóttir & 
Hamrin, 1996; Johansson et al., 2010; Lobb et al., 2009; Wells, 2008; 
Wettergren et al., 2003).  
 
 

Cancer nursing for patients with affected sexuality  

Nurses are expected to work with a holistic approach that embraces physical, 
psychological, social and spiritual dimensions of the individual patient’s health 
and wellbeing. This means helping patients to cope with various kinds of 
problems in daily life that arise during the trajectory of care. Assessment of and 
support for patients’ needs in cancer care are part of the nurse’s responsibility, 
which also includes assessment of patients’ needs related to sexuality (Benner & 
Wrubel, 1989; Carnevali & Reiner, 1990; Krebs, 2005; Richardson, 2004;      
The National Board of Health and Welfare, 2005; Grant & Dean, 2011). 
However, studies have reported that patients lack information and support 
concerning sexuality both during and after treatment (Jonker-Pool et al., 2004, 
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Hordern & Street, 2007; Flynn et al., 2012), and sexuality has been identified as 
one among other unmet supportive care needs (Hall et al., 2013; Molassiotis, 
Wilson, Blair, Howe & Cavet, 2011; Harrison, Young, Price, Butow & 
Solomon, 2009). Reasons why support regarding sexuality issues is seldom 
provided by nurses have been described as uncertainty in talking with patients 
about sexuality and a lack of clinical nursing experience and knowledge about 
sexuality (Gamel, Hengeveld, Davis, van Deer Tweel, 1995; Hautamäki, 
Miettinen, Kellokumpu-Lehtinen, Aalto & Lehto, 2007; Katz, 2002; 
Kotronoulas, Papadopoulou & Patiraki, 2009; Stead, Fallowfield, Brown & 
Selby, 2001; Stead, Brown, Fallowfield & Selby, 2003). Excessive respect and a 
fear of making mistakes or offending patients are other reasons why nurses 
refrain from talking about sexuality (Lavin & Hyde, 2006). It has been shown 
that the healthcare environment also affects nurses’ opportunities to address 
cancer patients’ sexuality, such as a stressful work situation and departments 
whose architecture limits the opportunities for privacy (Kotronoulas et al., 
2009). It can be assumed that cancer and its treatment have an impact in 
various ways on all dimensions of sexuality. Therefore, it is important to gain 
further knowledge about nurses’ supportive care related to sexuality and how 
they think and conceive dialogues about sexuality. 
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Rationale for the thesis 

There is a lack of studies describing how sexuality is affected in patients treated 
for hematologic malignancies, especially for patients suffering from DLBCL, 
CLL and AML, who are usually diagnosed around their sixties and treated with 
chemo- or chemoimmunotherapy. There is also limited research into how 
nurses think about and conceive dialogues about problems and needs related to 
sexuality with cancer patients. Furthermore, there is a need to longitudinally 
describe and explore changes in sexuality in relation to body image and HRQoL 
in this group of patients. Studies taking the patients individual needs into 
account are needed, in order to develop adequate supportive care. This thesis is 
an attempt to contribute to the knowledge and understanding in these areas.  
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Overall and specific aims 

The overall aim of this thesis was to describe and explore how sexuality, body-
image and health-related quality of life were affected in patients treated for 
hematologic malignancies and their need for support. Furthermore, the aim was 
to describe nurses’ conceptions of dialogues about sexuality.  
 
The specific aims were: 
 

I. to describe nurses’ conceptions of dialogues about sexuality with cancer 
patients 
 

II. to describe how patients with hematologic malignancies conceive the 
influence of chemo- or chemoimmunotherapy on sexuality, and their 
need of support related to this issue 
 

III. to examine how sexuality and health-related quality of life are affected in 
patients with hematologic malignancies, at baseline compared to one 
month after chemo- or chemoimmunotherapy 

 
IV. to describe and explore changes in sexuality, body-image and health 

related quality of life in patients treated for hematologic malignancies, 
from baseline until  six month after treatment 
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Methods 

Design 

In this thesis the studies were carried out from two perspectives nurses’ (I) and 
patients’ (II-IV). In order to explore and describe different aspects of the 
phenomenon, a convergent parallel design (II-IV) (Creswell & Plano Clark, 
2011) was used, initially conceptualized as a ‘triangulation design’ (Polit & Beck, 
2012). The purpose was to obtain different but complementary data on the 
same phenomenon to answer the research questions (Polit & Beck, 2012). 
Utilizing both qualitative and quantitative research enables more insight to be 
gained. In this thesis, therefore, qualitative (II) data were collected and analyzed 
in parallel with quantitative data (III-IV) (Creswell & Plano Clark, 2011; Polit & 
Beck, 2012). Studies I and II were conducted with a phenomenographic 
method. In study I, interviews were carried out once with nurses from different 
care contexts where they met cancer patients in various phases of the cancer 
disease. In study II, interviews were carried out twice with patients treated for 
hematologic malignancies. Studies III and IV were quantitative longitudinal 
studies, with repeated measurement design. Patients with hematologic 
malignancies were followed during treatment, one month (III-IV) and six 
months (IV) after completed treatment (Table 1). 
 
 
Table 1. Overview of the design, data collection, data analysis and participants 

Study Design Participants Data collection Data analysis 

I Descriptive 

Explorative 

10 nurses Individual  interviews x 1 

September 2005-March 2006 

Phenomenography 

II Descriptive 

Explorative 

12 patients Individual  interviews x 2 

January 2011-July 2012 

Phenomenography 

III Descriptive 

Explorative 

32 patients Questionnaires x 2 

June 2010-December 2012 

Descriptive statistics 

Inferential statistics 

IV Descriptive 

Explorative 

20 patients Questionnaires x 3 

June 2010-June 2013 

Descriptive statistics 

Inferential statistics 
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Participants and procedure  

In this thesis, the participants consisted of three different samples, divided into 
four studies (Table 2).  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Table 2. Demographic and medical characteristics of participants in studies I-IV 

Participants Study I 
Nurses 

 
n       (%) 

Study II 
Patients 

 
n       (%) 

 Study IIIb                          Study IVb 
   Patients 
   Baseline            FU 1               FU 2 
 n        (%)        n       (%)      n      (%) 

 10 12a 32   25  20 

Sex         
    Men 
    Women 

0 
10 

(0) 
(100) 

8 
4 

(67)    
(33) 

21 
11 

(66) 
(34) 

17 
8 

(68) 
(32) 

13 
7 

(65) 
(35) 

Age  (in years)         
    Mean  
    Median 
    Range 
            45-54 
            55-64 
            65-74 
            75-81 

45 
50 

24-54 

64 
60 

50-82 

64 
64 

45-81 
5        (16) 
11       (34) 
12       (38) 
4        (12) 

63 
63 

45-81 
5       (20) 
9       (36) 
8       (32) 
3       (12) 

62.5 
62.5 

50-79 
2       (10) 
10      (50) 
6       (30) 
2       (10) 

Civil status         
   Married/cohabitating 
   Living apart 
   Living alone 
   Widow/widower 

 9 
 
3 
 

(75) 
 

(25) 
 

24 
2 
5 
1 

(75) 
(6) 
(16) 
(3) 

19 
2 
3 
1 

(76) 
(8) 
(12) 
(4) 

14 
2 
3 
1 

(70) 
(10) 
(15) 
(5) 

Education level         
Elementary school 
Upper secondary school 
  University 
  No answer 

 2 
3 
5 
2 

(17) 
(25) 
(41) 
(17) 

11 
6 
13 
2 

(34) 
(19) 
(41) 
(6) 

7 
4 
12 
2 

(28) 
(16) 
(48) 
(8) 

6 
3 
10 
1 

(30) 
(15) 
(50) 
(5) 

Employment         
   Employed 
   Unemployed 
   Retired 
   On sick leave 

  13 
1 
15 
3 

(41) 
(3) 
(47) 
(9) 

11 
1 
10 
3 

(44) 
(4) 
(40) 
(12) 

10 
1 
7 
2 

(50) 
(5) 
(35) 
(10) 

Professional experience (in years)        
   Median 
   Range 

19 
2-32 

       

Diagnosis         
   DLBCL 
   CLL 
   AML 

 8 
2 
2 

(66) 
(17) 
(17) 

20 
4 
8 

(63) 
(12) 
(25) 

15 
3 
7 

(60) 
(12) 
(28) 

14 
3 
3 

(70) 
(15) 
(15) 

Chemoimmunotherapy         
    R-CHOP c 
    Other treatment regimen d 

10 
2 

(83) 
(17) 

21 
11 

(66) 
(34) 

15 
10 

(60) 
(40) 

13 
7 

(65) 
(35) 

        
Clarifications and abbreviations: 
a Seven of 12 informants in study II also participated in study III, and six of them remained in study IV 
b Study III Participants from Baseline and Follow-up 1 (FU1), and Study IV Participants from  Baseline,  
  Follow-up 1 (FU1) and Follow-up 2 (FU2) 
c R-CHOP Rituximab, Cyclophosphamide, Doxorubicin, Vincristine and Prednisolone 
d FCR Fludarabine, Cyclophosphamide  and Rituximab or AD Cytarabine/Arabine and Daunarubicin  
  DLBCL Diffuse large B cell lymphoma  
  CLL Chronic Lymphocytic Leukemia 
  AML Acute Myeloid Leukemia 
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Study I was conducted at five departments at one hospital and studies II-IV 
were conducted at four hospitals in the central Sweden. Access to potential 
informants was via head nurses (I) and via patient-recruiting nurses (II-IV) at 
the different units. The researcher (CO) gave information about the studies at 
workplace meetings (II-IV), where there also were opportunities to clarify 
questions. 
 
In study I, registered nurses (n=10) in cancer care participated. Inclusion 
criteria were that the nurses had worked for two years as registered nurses and 
that they currently worked with cancer patients. In order to get a wide variety of 
conceptions (c.f. phenomenography), nurses were selected from different care 
contexts where nurses met cancer patients in various phases of the disease: at 
the time of diagnosis, during treatment, during rehabilitation and in palliative 
care. All agreed to participate, and were working in surgical care (n=4), 
gynecological oncologic care (n=1), hematologic care (n=1), oncologic care 
(n=3) and palliative care (n=1). Both registered nurses and specialist nurses 
were included.  
 
In studies II-IV, all patients started their treatment as inpatients at oncologic or 
hematologic clinics. Thereafter, the patients were treated as outdoor patients, 
and visited the clinic every two or three weeks. The patients met nurses on 
treatment occasions who were responsible for administration of the treatment 
and for assessing how patients managed their side effects. The patients’ 
treatment usually lasted four to six months. All patients (II-IV) had one of the 
diagnoses DLBCL, AML or CLL and underwent treatment (III-IV) or had 
been treated (II) with chemo- or chemoimmunotherapy (i.e. in this thesis a 
combination of chemotherapy agents and monoclonal antibodies), according to 
the regional treatment plans (Swedish AML Group, 2012; Swedish CLL Group, 
2013; Swedish Lymphoma Group, 2012).  
 
In study II, twelve out of twenty-two invited patients agreed to participate. The 
invitation was made in connection with the last treatment occasion or via 
telephone contact after completion of treatment. The patients were selected 
purposefully to get a wide variety of conceptions (c.f. phenomenography), and 
chosen to represent different categories of sex, age, marital status and education 
level. The patients should be 45 years or older, and able to understand and 
speak Swedish. The interviews took place two to eight months after completed 
treatment. Reasons for declining participation were related to sexuality being an 
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unimportant area or an area already affected before treatment, or there being no 
sexual activity in the current relationship (II). 
 
In studies III-IV, patients were invited to the study in connection with the 
second cycle of treatment. The patients were included consecutively. The 
inclusion criteria were that patients should be 45 years or older, and able to 
understand, read and write Swedish. Exclusion criteria were previous treatment 
for hematologic malignancies, relapsed disease or stem cell transplantation. In 
order to identify potential participants (III-IV), the Swedish Cancer Registry at 
the Regional Cancer Centre Uppsala-Örebro was used, for patients diagnosed 
during 2011. Initially 99 patients were invited to participate, 46 of whom 
agreed. However, 14 patients never returned the questionnaires at baseline. 
Thirty-two patients responded at baseline and 25 of these patients also 
responded at ‘Follow-up 1’, one month after completed treatment. One woman 
returned the first follow-up nearly six months after completed treatment; this 
questionnaire was used as a ‘Follow-up 2’ instead, which is shown in the flow 
chart (Figure 1). At ‘Follow-up 2’, six months after completed treatment, 20 
patients responded to the questionnaires. 
 
For the non-responding group (n=14, mean age 67 years, range 52 to 78) 
information was obtained from reported characteristics at the time of 
recruitment. All men (n=12) and women (n=2) had a partner. Nine were retired 
and five were working. The reason for not participating was that the patient at 
baseline considered the content of the instrument irrelevant at their present 
time of life (n=4). At the follow-ups, the drop-outs were due to comorbidity 
(n=1), relapse of disease (n=3) or death (n=2). There were no statistically 
significant differences regarding sex, age, civil status, education level and 
comorbidity between the responding and the non-responding groups of 
patients at Baseline, Follow-up 1 and Follow-up 2.              
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Figure 1. Flow chart for sample and drop-outs for studies III and IV             

 
 

Data collection  

Interviews (I, II)  

In studies I and II thematic interviews with a phenomenographic approach 
were performed by the researcher (CO). The interviews with nurses (I) lasted 
between 30 and 60 minutes, mean approximately 40 minutes. In study II, two 
to eight months after the patients had completed their treatments, a first 
interview was carried out. A second interview was carried out two to eight 
weeks after the first interview. The interviews with patients (II) lasted between 
30 and 90 minutes. Both interviews with patients (II) were about 50 minutes 
long.  
 

Thematic interviews 

Thematic interviews (I-II) were carried out with each informant in a private 
room of the informant’s choice and were undertaken with an open approach. 

Not responding to 1st package 
of questionnaires (n=14) 

 

Not responding to 2nd package 
of questionnaires (n=7) 

 

Not responding to 3rd package 
of questionnaires (n=6) 

 

Responded to questionnaires at 
Follow-up 1 (n=25) 

 

Responded to questionnaires at 
Baseline (n=32) 

 

Agreed to participate 
(n=46) 

Responded to questionnaires at 
Follow-up 2 (n=20) 

 

Invited to participate 
(n=99) 

One questionnaire was returned 
after 18 weeks (n=1) 
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The interviews were performed as conversations guided by the specific research 
questions for the respective study. The researcher actively listened to how the 
informants, in their own words, described thoughts, experiences and 
perceptions of their reality, as the purpose of qualitative interviews is to gain 
descriptions of the informants’ experiences to interpret the meaning of the 
phenomenon under study (cf. Kvale & Brinkman, 2009; Taylor, 2008). The 
informants were encouraged to describe their experiences being focused on as 
thoroughly as possible and during the interviews, examples and clarifications 
were sought (cf. Kvale & Brinkman, 2009). 
 
In study I, the interviews with the nurses (n=10) started with one open-ended 
question Can you tell me about a dialogue with a cancer patient about sexuality?.  
Thereafter, the following themes were introduced when properly: dialogues about 
sexuality, cancer patients sexual problems, support for cancer patients in sexual issues, and 
obstacles and opportunities for the dialogues. In study II, the interviews with the 
patients (n=12) started with one open-ended question: What does sexuality mean to 
you? The interviews focused on the following themes: changes of patient’s sexuality 
during and after chemotherapy and wishes and needs for information and support regarding 
sexuality issues. An illustration was shown in order to help the informants to 
focus the themes during the interviews on which the themes were referred to 
on a time axis (before, during and after treatment). The interviews (I-II) were 
digitally recorded and transcribed verbatim.  
 
 

Questionnaires (III-IV) 

Data were collected in connection with the second cycle of chemo- or 
chemoimmunotherapy (Baseline) (III-IV), one month after completed 
treatment (Follow-up 1) (III-IV), and six months after completed treatment 
(Follow-up 2) (IV). Three questionnaires were used repeatedly: The Sexual 
Adjustment Questionnaire-Swedish version (SAQ-S) (Baseline, Follow-up 1 
and 2), Body Image Scale (BIS) (Follow-up 1 and 2), and the European 
Organization for Research and Treatment of Cancer Quality of Life 
questionnaire (EORTC QLQ-C30, version 3) (Baseline, Follow-up 1 and 2). 
Patients’ demographic and medical characteristics were collected at the time of 
recruitment. All the included patients (n=32) answered the SAQ-S and the 
EORTC QLQ-C30 at Baseline. At Follow-up 1, 25 patients answered the  
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SAQ-S, and 24 patients answered the EORTC QLQ-C30 and the BIS. At 
Follow-up 2, all 20 patients answered the three instruments (Table 3).  
 

Table 3. Number of patients that answered instrument and occasion of measurement 
 Baseline  Follow-up 1 Follow-up 2 
SAQ-S 32 25 20 
BIS  24 20 
EORTC QLQ-C30 32 24 20 

 
 

The Sexual Adjustment Questionnaire-Swedish version (SAQ-S)  

In order to measure sexuality, a Swedish version of SAQ (SAQ-S, Appendix 1) 
was used in this thesis. The SAQ is an instrument developed to measure 
changes in sexuality (over time) in cancer patients (Waterhouse & Metcalfe, 
1986). It has been tested for validity and reliability, and overall Cronbach’s 
alpha was .79 for the modified version of the instrument (Bruner et al., 1998). 
The SAQ exists in two versions per sex, one baseline and one follow-up, for 
men and women, respectively. The baseline versions relate to how sexuality was 
experienced before diagnosis and the follow-up version is how sexuality is experienced at 
present. The SAQ response options represented a five-point Likert scale (Always 
- Never), except for one item with a six-point scale. The response alternative 0 
(zero) was used when the question was ‘not applicable’. High scores indicate 
more positive feelings or functioning in the item areas. The instrument was 
translated into Swedish by the research team (SAQ-S). Permission to translate 
and use the SAQ was obtained from the author of the original instrument. The 
translation procedure was inspired by recommended guidelines for cross-
cultural adaption (Brislin, 1970; Guillemin, Bombardier & Beaton, 1993). First, 
two bilingual persons, one with knowledge of the subject, translated the 
instrument from English to Swedish. Certain issues were then discussed with 
persons with specialist knowledge of the subject (sexuality), and the research 
team content- and culturally validated the instrument. Thereafter, a bilingual 
third translator blindly translated the Swedish version into English. Some 
linguistic questions were discussed with the back translator, for example the 
content of the concepts sexual relation and sexual relationship in an American 
context compared with a Swedish context. The SAQ-S was then tested for 
content validity and linguistic clarity by a board of professional experts and 
people with personal experiences of cancer and cancer treatment (n=12). The 
test led to some additional linguistic adjustments, the word intercourse was 
changed to sexual activity in the items did you experience vaginal dryness during sexual 
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activity and did you feel any pain during sexual activity. Furthermore, one additional 
question, did you have problems with your sexual ability, was included in the baseline 
versions for both men and women.  
 
The SAQ-S consists of unisex items and a few additional sex-specific items. 
The baseline versions have sixteen unisex items, of which fifteen have a 
corresponding item in the follow-up version. The SAQ-S ‘female baseline’ 
consists of 17 items, and the ‘female follow-up’ consists of 19 items. The ‘male 
baseline’ consists of 18 items, and the ‘male follow-up’ consists of 20 items. 
The last item in the follow-up versions concerned changes in the patients’ or 
the partners’ life that could affect patients’ sexuality, but were not considered 
being due to the cancer or its treatment. Five SAQ subscales are described in 
the literature: Desire, Activity, Dysfunction, Fatigue and Satisfaction (Bruner et al., 
1998; Feigenberg et al., 2005). According to the constructor (Prof. Wilmoth, 
personal communication, October 2, 2013) further psychometric analysis 
enabled the items to be grouped into three scales for men, labelled on the basis 
of content as follows: Sexual Interest (six items), Sexual Function (five items) and 
Sexual Satisfaction (five items) (appendix 1). In studies III-IV, the SAQ-S was 
modified to be unisex, and was used for both men and women. The two sex-
specific items were therefore removed from the scale Sexual Function and the 
unisex item did/do you have problems with your sexual ability was included. In the 
scale Sexual Satisfaction, the item did/do you feel tense or frustrated after sexual 
experience had been removed previously from the Swedish version during 
translation due to cross-cultural aspects.  
 
 

Body Image Scale (BIS) 

In order to measure body image, the BIS was used in this thesis (see Table 6). 
The BIS was developed for assessing a cancer patient's perception of his/her 
own body image, and consists of ten items. The instrument was constructed in 
collaboration with the EORTC QoL study group, and has been tested for 
validity and reliability (Hopwood et al., 2001). Cronbach’s alpha has previously 
been considered acceptable to excellent for the scales .78 to .92 (Hopwood      
et al., 2001; Stead, Fountain, Napp, Garry & Brown, 2004). Permission            
to translate and use the BIS was obtained from the constructor of the original 
instrument (Hopwood et al., 2001). BIS was translated into Swedish by the 
research team. The translation of BIS followed the same procedure as for   
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SAQ-S, except for the content validity and linguistic clarity test. The research 
team content- and culturally validated the instrument except for four of the 
items which were already translated into Swedish (Sprangers et al., 1996). The 
items relate to ‘how the experiences have been during the last week’. A four-
point Likert-type scale represented the item response options ‘Not at all’, ‘A 
little’, ‘Quite a bit’ and ‘Very much’, which score 1 to 4, respectively. The BIS 
score is the total scores of all items. In this study, possible scores could range 
from 8 to 32, with a lower score representing a better body image. In study IV, 
the items have you been feeling that the treatment has left your body less whole and have you 
been dissatisfied with the appearance of your scar were removed, since these items were 
not considered to be applicable to the group of patients in this thesis. 
 
 

The European Organization for Research and Treatment of Cancer Quality of Life 
questionnaires (EORTC QLQ-C30, version 3) 

In order to measure HRQoL, the EORTC QLQ-C30 (version 3) was used in 
this thesis. The EORTC QLQ-C30 is an instrument for assessing cancer 
patients’ health-related quality of life (HRQoL) that has undergone extensive 
validity and reliability testing (Aaronson et al., 1993; Bowling, 2001). Cronbach’s 
alpha has previously been considered acceptable for the multi-item scales       
.52 to .89 (Aaronson et al., 1993). EORTC QLQ-C30 consists of 30 items with 
five functional scales: physical, mental, emotional, social and cognitive. 
Moreover, there are three symptom scales for fatigue, nausea/vomiting, and 
pain, and one Global health status/QoL scale. The instrument also includes 
single items about shortness of breath, insomnia, loss of appetite, constipation, 
diarrhoea and financial problems. The items relate to ‘how the experiences are 
at the moment’ or ‘during the last week’. The response options represent a 
four-point Likert-like scale. The scales and single-item measures range from     
0 to 100, with a higher functional scale score representing a high level of 
functioning, and a high score for Global health status/QoL representing a high 
HRQoL. Conversely, a high score on one symptom scale represents a high level 
of problems/symptoms (Fayers et al., 2001). 
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Data analysis 

Phenomenography (I-II) 

In phenomenography, the focus is on reflected conceptions, which means that 
the underlying ways of experiencing the world, the phenomenon or the 
situation are the subject of research (Marton & Booth, 1997). Within 
phenomenography the words conception, perception and experience are used 
synonymously, and it is assumed that a phenomenon can be conceived in a 
limited number of qualitatively different ways. The conceptions vary from 
person to person as well as within the same person, since different aspects of a 
phenomenon are conceived depending on the entirety in relation to a given 
context (Marton & Booth, 1997; Barnard, McCosker & Gerber, 1999).         
How phenomena are conceived to be is called ‘the second-order perspective’ 
and is central in phenomenography, as distinct from what something really is, as 
described in ‘the first-order perspective’ (Barnard et al., 1999; Marton & Booth, 
1997).  
 
In phenomenography, a series of analytic steps are followed and are illustrated 
in a variety of ways (Barnard et al., 1999; Dahlgren & Fallsberg, 1991; Hyrkäs, 
Koivula, Lehti & Paunonen-Ilmonen, 2003; Sjöström & Dahlgren, 2002).     
The analysis focuses on similarities and differences in individual statements, and 
descriptive categories are defined from clusters of common meanings (Marton 
& Booth, 1997). In this thesis, from nurses’ point of view on dialogues about 
sexuality with cancer patients (I) and from patients’ point of view on how 
sexuality was affected before, during and after treatment (II), the analyses were 
carried out according to Hyrkäs et al. (2003): 1) All the interviews were read 
through in order to obtain an overall picture. 2) Statements/comments of 
interest for the research study were selected, with each of the research 
questions being taken into consideration. 3) The statements/comments on the 
content of the interviews were compared. 4) Pools of meanings were formed by 
grouping the statements from the previous stage. 5) The similarities and 
differences between the pools of meanings were compared; the emerging 
categories were named and further tested by comparing them with the original 
text. 6) Descriptions of categories and their interrelationships were generated. 
Finally, 7) the categories were renamed using concepts that described the 
material as well as possible.  
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Researchers in phenomenography need to manage their own preconceptions 
throughout the research process, by taking a step back from their own 
experience of the phenomenon and looking at it through the eyes of the 
informants to get a deeper understanding of other people’s way of conceiving 
the phenomenon (Barnard et al., 1999; Marton & Booth, 1997). 
 
When the interview was ended, the researcher summarized its content and 
noted impressions of value (I-II). To obtain an initial overall picture and to 
identify areas needing clarification in the follow-up interview, the first interview 
was listened to in full (II). All researchers worked closely in the analysis, moving 
back and forth between the different steps and between the entire interviews 
and their parts (I-II). Questions were raised regarding the statements for both 
comparisons of statements and validation of the research questions. The 
emerging categories were discussed until a consensus was obtained. The 
findings of a phenomenographic study is presented in the outcome space, 
which covers the categories and their logical relationships, which can be 
hierarchical, horizontal and/or vertical (Barnard et al., 1999; Uljens, 1989) and 
describes the conceptions on a collective level (Marton & Booth, 1997; 
Åkerlind, 2005). 

 
 

Descriptive and inferential statistics (III-IV) 

Statistical analyses were performed using the Statistical Package for Social 
Sciences (SPSS) version 20.0. Descriptive statistics were used to describe patient 
data: frequencies, percent, mean (M), standard deviation (SD) (III-IV) and 
median (Md) (IV). Fisher’s Exact test and student T-test (III-IV) were used to 
examine differences between the non-responding participants compared with 
the responding participants on the three occasions of measurement. Mean 
values for the study group were illustrated using 95% confidence intervals (CI) 
for   the SAQ-S total, Global Health status/QoL scale (EORTC QLQ-C30) 
and   for Body Image Scale (IV). For the comparison with SAQ-S the scores for    
Global Health status/QoL was converted from 0-100 to 0-5. The Wilcoxon 
signed-rank test (III-IV) was used to examine differences between patients in 
related groups, both total group (III-IV) and subgroups (III), in baseline and 
follow-up data. Cronbach’s alpha was used to test internal consistency (Field, 
2009).  
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Linear regression analyses (Field, 2009) were carried out to further explore how 
changes in differences in sexuality and body image explained changes in 
differences in HRQoL between the occasions of measurement. The 
summarized individual mean values of the ‘changes in differences’ between the 
occasions for measurement were calculated for each scale (diff 1 = difference 
between Baseline and Follow-up 1; and diff 2 = difference between Follow-up 1 
and Follow-up 2). Diff 1 and diff 2 were used as variables in the analysis. The 
dependent variable was the outcome measure Global Health status/QoL Scale diff. 
The independent variables Sexual interest diff, Sexual Function diff, Sexual Satisfaction 
diff, Body Image Scale diff and Sex were entered simultaneously. Three participants 
were list-wise excluded in the SAQ-S in the regression analyses, due to missing 
data. All statistical tests were two-tailed, and P ≤.05 was considered statistically 
significant (Field, 2009). 
 
 

Trustworthiness, validity and reliability 

Triangulation of methods, sample and data sources strengthens the 
trustworthiness of the research findings since they complement each other’s 
strengths and weaknesses and provide a richer and deeper understanding of the 
areas under study (Polit & Beck, 2012). In this thesis, triangulation was used by 
combining qualitative (I-II) and quantitative methods (III-IV), the use of 
different samples, nurses (I) and patients (II-IV), and different sources of data, 
i.e. interviews (I-II) and questionnaires (III-IV).  
 
 

Trustworthiness 

Trustworthiness in the qualitative studies in this thesis was judged using the 
scientific criteria of credibility, auditability and fittingness (Beck, 1993; 
Sandelowski, 1986) (I-II). Credibility refers to the truth value of the findings or 
the authenticity of the data. Auditability (or dependability) refers to the 
consistency of data or stability of data over time. Fittingness (or transferability) 
is the extent to which the findings of a study can be transferred to contexts 
outside the study situation (Beck, 1993; Polit & Beck, 2012; Sandelowski, 1986). 
The credibility, auditability and fittingness of this thesis were ensured by the 
researchers’ decisions during the research process.  
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Credibility was achieved in several ways. Through every step in the research 
process (I-II) the researchers took a step back from their own experience of the 
phenomena, identified their preconceptions of the phenomena under study and 
set them aside as far as possible (Marton & Booth, 1997; Barnard et al., 1999). 
Credibility was further enhanced by the use of a pilot interview (I-II) in order to 
make the interviewer (CO) comfortable with the interview situation and to test 
the interview guide (Green, 2005; Åkerlind, 2005). The second interview (II) 
with each informant increased the opportunities to create a trustful relationship 
between the interviewer and the informant. In order to obtain reflected data, 
which is essential in a phenomenographic study (Marton & Booth, 1997), 
interview questions were open-ended and the informants were asked clarifying 
and exemplifying questions (I-II). The second interview (II) gave the 
opportunity to clarify unclear matters and validate preliminary findings 
(Sandelowski, 1986), which improved the opportunities to get reflective data 
(Marton & Booth, 1997). The interviewer did not return to the informants for 
validations of the findings in study I. Summaries were instead prepared at the 
end of each interview. The interviews were carried out in undisturbed locations 
based on the informant’s choice (I-II), in patients’ homes (II), at the hospital (I) 
and at the informants’ workplaces (I-II). The informants (I-II) were relaxed 
during the interviews and it seemed easy for the informants to express their 
experiences and conceptions, which provided good conditions for obtaining 
rich data. 
 
Auditability was achieved by following the different steps in the 
phenomenographic analysis process as closely as possible (I-II) (Sandelowski, 
1986; Åkerlind, Bowden & Green, 2005). The research group compared and 
critically examined pools of meanings, categories and outcome space until a 
consensus was obtained (I-II) (Green, 2005). In order to make the decision trail 
visible (Åkerlind et al., 2005), quotations were used, which also further 
contributed to credibility (I-II). 
 
Fittingness was ensured by the purposeful sampling, which resulted in a range of 
informants representative of the groups of nurses (I) and patients (II) focused 
on. The interviews were carried out in a relaxed atmosphere and provided rich 
variations in data (I-II). Asking clarifying questions and extending unclear areas 
of the first interview enabled the conceptions of the phenomena to be validated 
and the variation of conceptions to be further understood (II) (Sandelowski, 
1999).  
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Validity and reliability 

The quality of the quantitative studies (III-IV) in this thesis is judged using the 
scientific criteria of validity and reliability (Polit & Beck, 2012; Streiner & 
Norman, 2008). Validity concerns the evidence of the degree to which an 
instrument is assessing what it is supposed to assess, while reliability refers to the 
degree of consistency or precision with which an instrument measures the 
construct, and its accuracy and stability.  
 
The SAQ instrument is a valid and reliable instrument, and has been used 
previously in different populations of cancer patients (Bruner et al., 1998; 
Feigenberg et al., 2005). The translated SAQ-S was tested for content validity 
and linguistic clarity by a board of professional experts and people with 
personal experiences of cancer and cancer treatment (n=12) (III). Reliability for 
SAQ-S was tested by internal consistency calculated with Cronbach’s alpha  
(III-IV) (Field, 2009; Streiner & Norman, 2008). Overall Cronbach’s alpha for 
the Swedish version was .90 for the 16 unisex items at baseline (III). In study 
IV, the SAQ-S was also used at scale level. Cronbach’s alpha coefficients for 
the three scales on the three occasions of measurement were respectively: 
Sexual Interest, .75, .88, .87; Sexual Function, .86, .41, .84; and Sexual Satisfaction,   
.73, .86, .60 (IV).  
 
The BIS instrument is a valid and reliable test and has been used previously in 
populations of sex-specific cancer patients (Hopwood et al., 2001) and in    
non-malignant sex-specific diagnosis (Stead et al., 2004). The translation and 
development of a Swedish version of BIS involved all items being examined by 
the authors in order to achieve conceptual equivalence with the English 
version. Reliability was tested by internal consistency calculated with Cronbach’s 
alpha (Field, 2009; Streiner & Norman, 2008). For BIS, Cronbach’s alpha 
coefficient was .91 at Follow-up 1, and .92 at Follow-up 2 (IV). 
  
The EORTC QLQ-C30 has been used in several studies worldwide and has 
undergone extensive validity and reliability testing (Aaronson et al., 1993; 
Bowling, 2001; Osoba et al., 1994). In study III, Cronbach’s alpha for        
multi-item scales ranged from .35 to .94 at Baseline and from .55 to .91 at 
Follow-up 1, and in study IV ranged from .55 to .96 at Baseline, from .48 to .93 
at Follow-up 1 and from .31 to .95 at Follow-up 2. 
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Ethical considerations 

All studies were carried out in accordance with ethical principles and guidelines 
as outlined in ‘Ethical guidelines for nursing research in the Nordic Countries’ 
(The Northern Nurses’ Federation, 2003), in line with the ‘Declaration of 
Helsinki’ (World Medical Association, 2013). For study I, an ethical review was 
conducted in the research collegium of the Nursing department at Karlstad 
University. Studies II-IV were approved by the Regional Ethical Review Board 
in Uppsala (Dnr. 2010/065). Permission to carry out the studies (I-IV) was 
given by the respective Head of Department from which the informants were 
recruited.  
 
The principle of autonomy was respected by voluntariness, which includes the right 
of individuals to decide whether they want to participate in a study and 
safeguarded the individual's integrity, dignity and vulnerability. The use of head 
nurses (I) and patient-recruiting nurses (II-IV) ensured voluntariness. Prior to 
participation, informants (I-IV) were informed of the purpose of the study, the 
voluntary nature of participation and the opportunity to withdraw their 
participation in the study at any time until the material is published, and that 
their care (II-IV) would not be affected regardless of the decision. This was 
communicated to informants repeatedly in the oral information (I-IV),          
the information letter (I-IV) and at the start of the interview (I-II).                        
In study I, participation in the interview was regarded as informed consent.     
In study II, written informed consent was collected before the start of the 
interview. In studies III-IV, written informed consent was obtained when the 
questionnaires were completed and sent back to the researcher. The principle of 
autonomy was also ensured by confidentiality: anonymous questionnaires and 
transcribed interviews, with the researcher (CO) storing the key code securely, 
together with no possibility of recognizing individuals in the findings. The 
principle of beneficence (doing good) was respected in several ways. Each informant 
seemed to value participation in an interview (I-II), putting words to their 
experiences and meeting someone who listened (Kvale & Brinkman, 2009). 
Answering the questionnaires meant that issues not previously highlighted, gave 
the patient the opportunities to reflect on the issues (III-IV).  It is hoped that 
reporting, publishing and communicating the findings will give potential benefit 
for these groups of patients and nurses to whom it is addressed (I-IV). In the 
studies (I-IV), the principle of justice was taken into account in the sense that all 
data from all participants were valued equally and reported truthfully. The 
principle of non-maleficence (no harm) was respected by careful consideration of 
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how participants’ responses might appear during the interviews and when 
answering questionnaires (I-II). Studies may involve stress, because both the 
cancer and the sexuality involved in both the interview and questionnaires 
could be perceived as taboo and sensitive issues. The researcher (CO) 
emphasized in the interviews that the informants’ experiences was of great 
value and that nothing being said was right or wrong. A ‘back-up’ consisting of 
the nurses who recruited the patients was available if needed. All information 
provided in the research material will be stored and culled according to the 
regulations at Karlstad University (Conservation and culling plan for research 
materials, Dnr.230/02).  
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Main findings 

The main findings in this thesis concern patients’ problems and need for 
support related to sexuality from nurses’ (I) and patients’ perspectives (II-IV). 
The findings from the qualitative studies describe nurses’ conceptions of 
dialogues about sexuality with cancer patients (I) and patients’ conceptions of 
the influence of chemoimmunotherapy on sexuality, and their need for support 
related to this issue (II). The quantitative studies describe and explore patient-
reported changes in sexuality, body image and HRQoL during and after 
treatment (III-IV). The findings will be presented under the headings Nurses’ 
and patients’ perspectives on the need for support in relation to sexuality and Patient-reported 
changes in sexuality, body image and HRQoL during and after treatment. 
 
 

Nurses’ and patients’ perspectives on the need for support in relation to 
sexuality (I-II)  

Nurses’ conceptions of dialogues about sexuality (I)  

In study I, the main category we should talk about sexuality – but we usually don´t 
described how all nurses considered that talking about sexuality should be 
handled as a part of their professional responsibility. Despite this, most of them 
were unsure about when, how and by whom these dialogues should be carried 
out. Only a few nurses expressed that they talked about sexuality with patients. 
Other nurses expressed that they were willing to talk if the patient invited them, 
which seldom happened. The results also indicated that nurses would 
sometimes ignore patients’ invitations to talk.  
 
The nurses expressed that patients’ sexual problems are the basis for dialogues (I).    
The need for dialogues was conceived to depend on patients’ diagnosis, medical 
treatment, sex, age and partnership status. The most commonly mentioned 
reasons for dialogues were patients’ sexual dysfunctions related to intercourse 
and/or infertility, especially among men. The sexual relationship and body 
image were mentioned as a possible basis for dialogues since both could be 
affected negatively by consequences of the disease and its treatment.     
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Patients’ conceptions of the need for support regarding sexuality (I)  

In study II, the main category no need for support but timely information might be 
helpful showed that patients’ needs and wishes seemed to vary depending on the 
importance they ascribed to sexuality, and how treatment was conceived to 
impact on sexuality. The more severe the experience of the disease and 
treatment's side effects, the less were wishes for support during treatment 
expressed. The few expressions about support concerned timely and 
individually adjusted information before treatment to enable better preparation, 
or eventually after completion of treatment, when life had gradually started to 
return to the way it used to be. Most patients stated that they had received no 
information at all from healthcare personnel about how sexuality could be 
affected. In the few cases when information had been given, it had been related 
to sexual function. Some patients looked for information themselves in 
brochures and on the Internet. 
 

Obstacles to and opportunities for support in relation to sexuality (I-II)    

Study I showed that nurses’ attitudes, knowledge and skills were impacting on their 
views of talking about sexuality. Although information regarding sexuality was 
conceived to be the nurses’ responsibility, it was not considered as a part of an 
individual nurse’s daily routines. Individual nurses considered it the obligation 
of someone else, such as physicians or nurses with specialist competence. 
Nurses described a lack of knowledge and skills in how to advise and support 
patients in terms of their needs regarding sexuality issues, which led to 
avoidance of initiating dialogues. Both sexuality and cancer were seen as taboo 
and sensitive issues, and thus difficult to talk about. Nurses were also afraid of 
embarrassing or offending patients, particularly older patients. The few nurses 
who mentioned that they sometimes talked with patients about sexuality 
described personal maturity and feeling comfortable with their own sexuality as 
prerequisites for the discussions.  
 
Nurses (I) conceived that different conditions in the ward environment were 
impacting on their opportunities to talk with patients about sexuality. They 
stressed the need for a permissive atmosphere in wards to enable them to 
spend time with patients undisturbed. Nurses also stressed that for talking 
about sexuality, it was necessary for the care to be organized in a way that 
created a trustful relationship with continuity between nurse and patient during 
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the trajectory of care. A need for appropriate ward architecture was also 
expressed. Opposite conceptions were described as severe obstacles. 
 
In study II, patients conceived that both nurses and physicians focused mainly 
on physical problems, and they doubted that the personnel had adequate 
knowledge and skills to grasp the whole complexity of sexuality. Due to the 
very private nature of the topic, patients also showed uncertainty as to whether 
sexuality was a part of the healthcare personnel’s responsibility. Patients also 
conceived that the healthcare personnel seemed to lack the time for dialogues. 
 
 

Sexuality is affected during treatment but has low priority (I-II)  

In study I, nurses stressed that patients were thought to give a low priority to 
sexuality especially before and during treatment because they were dealing with 
reactions to the disease and its treatment. During these phases, physical and 
psychological suffering and thoughts about survivorship were considered to 
overshadow patients’ interest in sexual issues.  
 
In study II, the main category showed that sexuality is overshadowed by the cancer 
experience. When patients perceived disease and treatment as severe, concerns 
for life were overshadowing and most patients described thoughts about 
sexuality and sexual activities as being absent and of minor importance during 
treatment. Patients who described sexuality as important described varying 
degrees of impact on sexuality, from severe to almost nothing. When sexuality 
was expressed as less important, few changes in sexuality were described. 
Patients experienced negative effects on sexual function and sexual 
relationships during and after the treatment period.  
 
Patients conceived the concept of ‘sexuality’ in two ways, most commonly 
‘sexual function together with sexual relationship’ or just ‘sexual function’ (II). 
Sexual function was described as sexual activity in terms of the ability of both 
sexes to manage intercourse, and it included sexual desire and arousal. A sexual 
relationship was described as an interpersonal relationship such as sharing 
sexuality with another beloved person, and included intimacy and 
communication about sexuality.  
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Patients described how sexuality was affected by decreased physical and 
psychological strength and decreased sexual desire due to the side effects of 
illness and treatment (II). Symptoms of affected strength were described as lack 
of energy, feelings of physical tiredness and mood disturbance. Both strength 
and sexual desire were found to be affected in varying degrees ranging from 
almost nothing to the most common view, very much. The physical and 
psychological energy that patients had retained during treatment was consumed 
by managing daily life. Troublesome tiredness and feelings of illness were 
conceived as overriding sexual desire during treatment, and the consequences 
also impacted on the sexual relationship. Most patients described sexual 
function and sexual relationships returning gradually after treatment, along with 
regained physical and psychological strength and improved sexual desire. 
Patients who lived in relationships where they could talk openly about sexuality 
seemed to cope better with the problems than did patients who lived in 
relationships where such dialogues were avoided. 
 
 

Patient-reported changes in sexuality, body image and HRQoL during 
and after treatment (III-IV)    

Overall changes during and after treatment (III-IV)     

Patients in studies III-IV reported changes in sexuality, body image and 
HRQoL during and after treatment. An overall description of changes during 
the study period based on total scores showed that patients reported negatively 
affected sexuality (SAQ-S) at one month after treatment, compared with how 
the patients stated their sexuality before treatment (Baseline: M 3.49, CI 3.20-
3.79, and Follow-up 1: M 2.78, CI 2.27-3.29). Six months after treatment, 
patients’ reported scores had almost returned to baseline (Follow-up 2: M 3.35, 
CI 2.94-3.75). A gradual improvement in Global Health status/QoL was 
reported during the follow-up occasions, with the lowest score reported at 
baseline (Baseline: M 58.80, CI 50.10-67.50, Follow-up 1: M 63.89, CI 55.48-
72.30, and Follow-up 2: M 76.85, CI 67.58-86.12). The changes in the SAQ-S 
total scale and the EORTC QLQ-C30 Global Health status/QoL scale are 
illustrated in Figure 2. Body image was slightly affected during the follow-up 
period, with the greatest impact reported one month after treatment (Follow-up 
1: M 12.22, CI 9.69-14.76, and Follow-up 2: M 11.00, CI 8.63-13.37). Not 
shown in figure. 
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Figure 2. Mean (M) and confidence interval (CI) for SAQ-S total and Global Health/QoL Scale, at Baseline, Follow-
up 1 and Follow-up 2 (n=18).  The scores for Global Health status/QoL are converted from 0-100 to 0-5 in the 
figure. Higher scores indicate more positive feelings or function. 
 

Changes in sexuality during and after treatment (III-IV) 

Most patients (total group, n=25) in study III reported lower scores regarding 
sexuality one month after treatment (Follow-up 1) compared with Baseline. 
There was a statistically significant decrease in the scores for eight of the fifteen 
unisex items. In the dimension ‘sexual interest’, patients reported decreased 
importance of sexual activity, as well as decreased desire for sexual activity. Patients also 
more often felt too tired for sexual activity, and experienced problems getting sexually 
aroused/turned on, and problems with their sexual ability becoming worse (dimension 
‘sexual function’). In the dimension ‘sexual satisfaction’, the items how often 
did/do you have sexual activity, how often was/is sexual activity pleasurable and satisfied 
with frequency of sexual activity showed statistically significant decreased scores 
(Table 4).  
 
Most patients (total group, n=20) in study IV reported higher scores regarding 
sexuality six months after completed treatment compared with Follow-up 1 
(IV). There was a statistically significant increase in the scores for two of the 
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unisex items: desire for sexual activity (dimension sexual interest), and frequencies of 
sexual activity (dimension sexual satisfaction). No other statistically significant 
differences were found (Table 4). At Follow-up 2, six months after treatment, 
the proportion of patients (n=10/18, 56%) who scored no problems with sexual 
ability had increased compared with Follow-up 1 (Baseline: n=19/30, 63%, 
Follow-up 1: n=3/17, 18%). Furthermore, at the same time most patients 
(n=17/19, 90%) reported that sexual activity was of importance to varying degrees 
in their life at present (Baseline: n=26/32, 81%, and Follow-up 1: 7/25, 72%). 
In addition, six months after treatment, seventeen of twenty patients (85%) had 
resumed sexual activity or had never stopped having sexual activity (Follow-up 1: 
10/25, 40%), while more than half the patients still reported that undergoing 
cancer treatment had changed the patients’ sexual relationship to partner/partners (Follow-
up 1: n= 10/19, 53%,  and Follow-up 2: n=8/15, 53%). 
Table 4. Statistics for Sexual Adjustment Questionnaire-S,  patients’ item scores, Baseline, FU 1 and FU 2 
 Baseline 

(n=32) 
Follow-up 1 

(n=25) 
Follow-up 2 

(n=20) 
Baseline-  

FU 1 
FU 1 – 
FU 2 

 n Mean (SD) n Mean (SD) n Mean (SD) P P 
Sexual Interest 
B. How important was sexual activity in your life?  
F. What is the importance of sexual activity in your 
life right now? 

 
32 

 
2.53 (0.95) 

 
25 

 
2.20 (1.04) 

 
19 

 
2.68 (1.00) 

 
.009 

 
.172 

B. Did you desire sexual activity? 
F. Do you have desire for sexual activity? 

        
32 3.25 (1.05) 25 2.84 (1.03) 20 3.35 (1.27) .001 .031 

Sexual Function 
B. Were you too tired for sexual activity? 
F. Do you feel too tired for sexual activity? 

        
32 3.44 (0.91) 24 3.08 (1.06) 19 3.37 (1.07) .044 .371 

B. Before finding out you had cancer, did you have 
problems getting sexually aroused/ turned on? 
F. Do you have problems getting sexually aroused/ 
turned on?   

        
31 3.97 (1.08) 21 3.52 (1.29) 19 3.74 (1.33) .008 .906 

B. Did you experience problems with your sexual 
ability before finding out you had cancer? 
F. Have you experienced problems with your sexual 
ability since your cancer treatment? 

        
30 4.50 (0.73) 17 3.53 (1.07) 18 4.00 (1.24) .007 .133 

Sexual Satisfaction 
B. How often was sexual activity pleasurable? 
F. How often is sexual activity pleasurable for you 
now? 

        
32 4.09 (1.00) 22 3.32 (1.32) 19 3.68 (1.16) .001 .234 

B. How often did you have sexual activity?   
F. How often do you have sexual activity? 
 (with or without a partner) 

        
32 2.47 (1.14) 25 1.60 (1.29) 20 2.00 (1.30) .001 .027 

B. Were you satisfied with the frequency of sexual 
activity in your life? 
F. Are you satisfied with the frequency of sexual 
activity in your life? 

        
32 3.81 (0.90) 24 3.25 (1.07) 19 3.16 (1.21) .026 .759 

Items not included in a scale 
B. How has ‘having cancer’ changed your sexual 
relationship with your partner(s)? 
F. Has ‘having cancer’ changed your sexual  
relationship with your partner(s)? 

 
 

27 

 
 

2.37 (0.97) 

 
 

20 

 
 

2.30 (0.80) 

 
 

16 

 
 

2.31 (0.70) 

 
 

.789 

 
 

.250 

F. How has ‘undergoing cancer treatment’ changed 
your sexual relationship to your partner(s)?  
(only follow up) 

   
19 

 
2.32 (0.75) 

 
15 

 
2.33 (0.72) 

  
1.00 

F. How soon after your last cancer treatment did 
you resume sexual activity (on your own or with 
another person)?  (only follow up) 

   
25 

 
2.84 (1.70) 

 
20 

 
3.50 (1.47) 

  
.077 

Responses range from 1-5 except for one item with a six-point scale. Higher scores indicate more positive feelings or function in these areas.   
The response alternative 0 (zero) was used when the question was not applicable, except for the item with a six-point scale.  
Wilcoxon Signed Rank test (Exact Sig. 2-tailed) Baseline - Follow-up 1, Follow-up 1 - Follow-up 2 P value ≤.05  
Abbreviations; B= Baseline, F= Follow-up, FU 1= Follow-up 1, FU 2=Follow-up 2. 
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Changes in sexuality within subgroups (III) 

Within the subgroups ‘men’ (n=17), ‘women’ (n=8), ‘64 years and younger’ 
(n=14), ‘65 years and older’ (n=11), ‘R-CHOP’ (n=15) and ‘other treatment 
regimens’ (n=10) the item scores showed in Table 5 were statistically 
significantly decreased between Baseline and Follow-up 1 (III). For men and 
patients treated with R-CHOP, the scores decreased in six items (although 
different) included in the three dimensions of SAQ-S. Patients above 65 years, 
patients treated with R-CHOP and women reported statistically significant 
decreased scores regarding the item own initiative for sexual activity with 
partner/partners, which was not shown for the total group. No statistically 
significant differences were found for patients in the subgroup ‘other treatment 
regimens’ between the two measurement occasions. 
  

Table 5.  Overview of Sexual Adjustment Questionnaire-S – item scores that showed a statistically 
significant decrease at follow-up compared with baseline, for patients within the subgroups 
 Subgroups 
 
 

Men Women ≤64 y 
old 

≥65 y 
old 

R-CHOP 

Sexual Interest 
B. In the six months before you found out you had cancer how important   
    was sexual activity in your life?  
F. What is the importance of sexual activity in your life right now? 

   x x 
B. Did you desire sexual activity? 
F. Do you have desire for sexual activity? 
 

x  x x x 
B. Was it you who initiated (started) sexual activity with your partner(s)? 
F. Have you been the one to initiate sexual activity with your partner(s)       
   since last cancer treatment? 

 x  x x 
Sexual Function 

B. Were you too tired for sexual activity? 
F. Do you feel too tired for sexual activity?     x 
B. Before finding out you had cancer, did you have problems getting                   
    sexually aroused/turned on? 
F. Do you have problems getting sexually aroused/turned on?   

x     
B. Did you experience problems with your sexual ability before finding out  
     you had cancer?  
F. Have you experienced problems with your sexual ability since your  
    cancer treatment? 

x     

Sexual Satisfaction 
B. How often was sexual activity pleasurable? 
F. How often is sexual activity pleasurable for you now? x   x x 
B. How often did you have sexual activity (with or without a partner)?  
F. How often do you have sexual activity (with or without a partner)?  x   x x 
B. Were you satisfied with the frequency of sexual activity in your life? 
F. Are you satisfied with the frequency of sexual activity in your life? x     
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Changes in body image during and after treatment (II, IV)  

Patients in the qualitative study (II) described that satisfaction with their own 
body and appearance was important in order to function sexually. Both women 
and men described changes in appearance that affected the body image, which 
led to feelings of being sexually unattractive. Feelings of not recognizing their 
own body, feeling disgusting, and being out of control could affect the patient’s 
sexual self negatively. These changes in body image often related to affected 
strength, and led to decreased sexual desire and the avoidance of intimacy. In 
addition, some men described how body image could be affected due to 
feelings of sexual insufficiency and ‘not being a whole man’ when sexual 
dysfunction occurred.  
 
When changes regarding body image at one month (Follow-up 1) and six 
months after treatment (Follow-up 2) were compared, patients in the 
quantitative study (IV) reported statistically significant positive changes in two 
of the eight items: feeling self-conscious about your appearance and felt less physically 
attractive as a result of your disease or treatment (Table 6). In addition, at Follow-up 2 
ten patients (50%, n=20) scored ‘not at all’ affected in all the Body Image items. 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
  

Table 6. Statistics of Body Image Scales scores between the two Follow-up occasions 
 
 

Follow-up 1 
(n= 24) 

Follow-up 2 
(n= 20) 

FU1- FU2 

Mean (SD) Mean (SD) P 
Have you been feeling self-conscious about your 
appearance?  

1.79 (1.02) 1.20 (.52) .031 

Have you felt less physically attractive as a result 
of your disease or treatment? 

2.29 (1.12) 1.60 (.75) .039 

Have you been dissatisfied with your appearance 
when dressed?  

1.71 (1.04) 1.25 (.55) .125 

Have you been feeling less feminine/masculine as a 
result of your disease or treatment?  

1.50 (.78) 1.35 (.81) 1.00 

Did you find it difficult to look at yourself naked?   1.50 (1.02) 1.35 (.88) .75 

Have you been feeling less sexually attractive as a 
result of your disease or treatment?  

1.75 (.90) 1.60 (.94) 1.00 

Did you avoid people because of the way you felt 
about your appearance?  

1.29 (.86) 1.05 (.22) 1.00 

Have you felt dissatisfied with your body?  1.54 (.93) 1.30 (.80) 1.00 

Responses range from 1-4. Lower scores indicate less affected body-image. 
Wilcoxon Signed Rank Test (Exact Sig. 2-tailed), between Follow-up 1 (FU 1) and Follow-up 2 (FU 2), P value ≤.05 
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Changes in HRQoL during and after treatment (III-IV)    

HRQoL was examined after the second cycle of treatment (Baseline, n=32), 
and one month after completed treatment (Follow-up 1, n=24) (III). Most 
patients reported higher HRQoL values at Follow-up 1 compared with 
Baseline. Patients’ scores for the scale Global health status/QoL showed a 
statistically significant increase at Follow-up 1 compared with baseline for the 
total group of patients. Regarding the five functional scales, no statistically 
significant differences were found for the total group. Six months after 
treatment (Follow-up 2), most patients (n=20) reported higher HRQoL values 
compared with Follow-up 1 (IV). Patients’ scores for the scale Global Health 
status/QoL and for three of the five functional scales, Physical Scale, Role Scale and 
Social Scale, showed a statistically significant increase. Regarding the three 
symptom scales and six single items, patients reported less severity of 
symptoms. For fatigue and dyspnoea the scores were statistically significantly 
lower. No other differences were found at Follow-up 2 (Table 7).    

Table 7. Statistics of Health Related Quality of Life Scores  across the three measurement occasions 
 
 
 
Variable 

HRQoL 
Baseline 
(n= 32) 

HRQoL 
Follow-up 1 

(n= 24) 

HRQoL 
Follow-up 2 

(n= 20) 

Baseline 
- FU 1 

FU 1 – 
FU 2 

Mean (SD) Mean (SD) Mean (SD) P P 
 
Global health status /QoLa 

 
58.59 

 
(21.43) 

 
64.24 

 
(18.47) 

 
75.42 

 
(19.40) 

 
.030 

 
      .001 

Functional scalesa         
Physical  69.58 (17.48) 70.28 (21.35) 80.35 (18.52)c .78      <.001 
Role  42.47 (29.14)c 52.78 (30.56) 77.50 (28.24) .27        .001 
Emotional  76.30 (23.20) 80.90 (14.00) 82.92 (17.41) .15          .51 
Cognitive  80.21 (23.36) 81.94 (20.21) 84.17 (13.76) .62             .45 
Social 54.84 (30.18)c 62.50 (27.03) 86.67 (18.42) .37      <.001 
Symptom scales/itemsb         
Fatigue 54.17 (21.89) 45.83 (18.91) 31.11 (20.90) .21        .002 
Nausea & vomiting 15.10 (19.10) 6.94 (16.97) 0.83 (3.73) .06 .25 
Pain 17.71 (19.83) 20.83 (24.70) 21.67 (27.09) .81 1.00 
Dyspnoea 40.63 (27.74) 34.72 (25.02) 18.33 (22.88) 1.00     .004 
Insomnia  33.33 (34.91) 20.83 (25.66) 31.67 (29.57) .14          .23 
Appetite loss 32.29 (32.22) 13.89 (27.66) 8.33 (18.34) .02 .50 
Constipation 17.71 (29.31) 11.11 (21.23) 5.00 (16.31) .19 .50 
Diarrhoea 14.58 (16.80) 8.33 (17.72) 6.67 (13.68) .34 1.00 
Financial difficulties 22.92 (32.17) 16.67 (27.80) 11.67 (19.57)  .19 
a Scores range from 0 to 100, with a higher score representing a higher level of functioning. 
 b Scores range from 0 to 100, with a higher score representing a greater degree of symptoms. 
 c Baseline (n = 31) 
Wilcoxon Signed Rank test (Exact Sig. 2-tailed) between Baseline - Follow-up 1, Follow-up 1 - Follow-up 2, P value ≤.05  

45 
 



Influences of sexuality and body image on changes in HRQoL during 
the study period (IV) 

In the regression analysis, between Baseline and Follow-up 1 (diff 1), the 
findings showed that changes in sexuality influenced changes in HRQoL. Sexual 
Interest diff 1 explained changes in Global Health status/QoL diff 1 with statistical 
significance (B 27.50, P .009) (Table 8). Based on these findings, a further linear 
regression analysis showed that Sexual Interest diff 1 for men explained 33.6% of 
the changes for Global Health status/QoL diff 1. The corresponding figure for 
women was 2.7%. Not shown in table. 
 
 
Table 8. Contribution of characteristic Sex, SAQ-S dimensions diff and Body Image Scale diff on 
Global health status/QoL diffa between the occasions of measurement 

 
 
In the regression analysis, between Follow-up 1 and Follow-up 2 (diff 2), the 
findings showed that changes in sexuality and body image influenced changes in 
HRQoL (Table 8). BIS diff 2 explained changes in Global Health status/QoL diff 2 
with statistical significance (B -2.21 P .028). Based on these findings, a further 
linear regression analysis showed that Body Image diff 2 for men explained 54.6% 
of the changes for Global Health status/QoL diff 2. The corresponding figure for 
women was 3%. Not shown in table. 
 
 
 
  

Global health status/QoL-diff 1 
 

Global health status/QoL-diff 2 
 

 B SE P  B SE P 
Characteristic    Characteristic    
Sex -1.705 9.62 .862 Sex -10.346 7.76 .210 
SAQ-S-scales    SAQ-S-scales    
Sexual Interest diff 1 27.501 8.83 .009 Sexual Interest diff 2 -5.288 7.83 .513 
Sexual Function diff 1 3.746 7.13 .609 Sexual Function diff 2 4.089 7.13 .578 
Sexual Satisfaction diff 1 10.081 7.15 .184 Sexual Satisfaction diff 2 2.783 4.93 .584 
        
    Body Image-diff 2 -2.211 .88 .028 
        
R2 .484   R2 .488   
Adjusted R2 .312   Adjusted R2 .256   

Abbreviations: 
 a diff is the differences in patients’ scores between two measurement occasions 
   diff 1 Between Baseline and Follow-up 1 
   diff 2 Between Follow up 1 and Follow-up 2 
   P value ≤.05 
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Summary of findings 

The findings in this thesis showed that nurses were aware that they should talk 
about sexuality with cancer patients, but despite this, they seldom did. They 
judged that patients ascribed a low priority to sexuality irrespective of where in 
the trajectory of care the patients were (I). The findings also  showed that 
patients treated with chemo- or chemoimmunotherapy for DLBCL, CLL and 
AML experienced and reported affected sexuality (II-IV), body image (II, IV) 
and HRQoL during and after the treatment (III-IV). The importance of 
sexuality decreased, and sexual interest, sexual function, sexual relationship   
(II-IV) and sexual satisfaction (III-IV) were affected during and after treatment. 
HRQoL improved compared to baseline (III-IV) and body image was slightly 
affected after one month (IV).  Patients’ experiences of being diagnosed and 
treated for cancer overshadowed thoughts about sex and wishes for sexual 
activity (II). The physical and psychological energy the patients had retained 
during treatment was consumed by managing daily life (II). Patients’ conceived 
no need for support, but stated that timely information might be helpful. The 
more severe disease and treatment side effects were experienced, the less were 
the patients’ wishes and need for support during treatment (I-II). Obstacles to 
and opportunities for support in relation to sexuality were described as nurses’ 
attitudes (I), knowledge and skills, and the ward environment (I-II). After six 
month, the patients recovered regarding HRQoL, body image and sexuality, 
except for sexual relationship (IV). 
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Discussion  

The overall aim of this thesis was to describe and explore how sexuality, body 
image and HRQoL were affected in patients treated for hematologic 
malignancies, and patients’ need for support during and after treatment. The 
aim was also to describe nurses’ conceptions of dialogues about sexuality with 
cancer patients. The studies were carried out from two perspectives, nurses’ (I) 
and patients’ (II-IV).  
   

Discussion of the findings 

The patients in this thesis experienced changes in sexual function, sexual 
relationship, sexual interest (II-IV), and sexual satisfaction (III-IV) during and 
after treatment (II-IV). Six months after treatment patients’ reported scores had 
almost returned to baseline scores. However, the scores for sexual relationship 
remained low (IV). Patients treated for hematologic malignancies have 
previously been shown to experience changes in sexuality, but studies found 
have focused on young patients (Arden-Close et al., 2011; Kiserud et al., 2009a; 
Recklitis et al., 2010; Jonker-Pool et al., 2004, Tierney et al., 2007; Zittoun et al., 
1997) patients treated for Hodgkin Lymphoma (Arden-Close et al., 2011; 
Kiserud et al., 2009a; Recklitis et al., 2010) or patients who had undergone stem 
cell transplantation (Thygesen et al., 2012; Zittoun et al., 1997). The findings of 
this thesis suggest that issues related to sexuality also must be acknowledged in 
patients diagnosed with DLBCL, CLL or AML and treated with chemo- or 
chemoimmunotherapy which usually are above 50 years. Other studies have 
described factors that might have a negative impact on sexuality in the general 
population such as increasing age, gender, ill health, comorbidities and lowered 
sex hormone levels (Dennerstein, Alexander & Kotz, 2003; Fugel-Meyer, 1998; 
Hayes & Dennerstein, 2005; Mohr et al., 2004). The affected sexuality found in 
this thesis can in varying degrees be due to these factors in addition to the 
disease and its treatments. Furthermore, these factors can contribute to explain 
the subgroup analyses, showing that patients with the highest number of 
decreased items scores in SAQ-S were found within the subgroups men, 65 
years and older and patients treated with R-CHOP (III).  
 
The patients experienced (II) and reported (III-IV) sexual problems during and 
after treatment, but they ascribed low importance to sexuality when disease and 
treatment side effects were experienced as severe. Patients experienced sexuality 
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being overshadowed by concerns for life, and most of the patients described 
thoughts about sexuality and sexual activities as being absent (II). This finding 
is in line with previous studies describing an overshadowing effect of cancer 
and its treatment on daily life in patients with varied cancer diagnosis (Hedestig, 
Sandman, Tomic & Widmark, 2005; Larsson, Hedelin & Athlin, 2007; Wilmoth, 
2001). To undergo extensive treatment for hematologic malignancies implies 
demanding side effects that often persist for a long time, leading to existential 
uncertainty (Lobb et al., 2009). It is therefore not surprising that sexuality 
receded into the background for the patients in this thesis (II-IV). 
 
One interesting finding in this thesis is the emphasis on negatively affected 
sexuality due to a lack of physical and psychological strength (II), which has not 
been found before in studies on patients with hematologic malignancies. 
Patients’ energy was described as being consumed by managing treatment and 
daily life activities. Patients described symptoms of affected strength such as 
lack of energy, feelings of physical tiredness and mood disturbance (II), which 
are commonly included in the description of cancer-related fatigue (Ahlberg    
et al., 2003; Luctkar-Flude et al., 2009; Mock et al., 2000). Fatigue is considered 
the most prevalent symptom in cancer patients (Ahlberg et al., 2003; Barton-
Burke & Gustason, 2007), a multidimensional experience embracing the whole 
person (Mock et al., 2000). Although there is evidence regarding the impact of 
fatigue on physical, psychological and cognitive functioning (Glaus, Crow & 
Hammond, 1996) and quality of life (Wettergren et al., 2003), its impact on 
sexuality in patients with hematologic malignancies has not been previously 
found. Furthermore, a lack of strength and feelings of illness also affected 
patients’ body image as it involved feelings of sexual unattractiveness (II).  This 
was expressed by the patients as not recognizing their own body. Fallbjörk et al. 
(2010) and Katz (2007b) describe how satisfaction with one’s own body and 
appearance are important for both men and women, in order to function 
sexually. Interestingly, patients in study IV reported that body image was only 
slightly or not at all affected. These findings illuminate the complexity of both 
body image and sexuality and that their meanings are difficult to fully grasp.  
 
In this thesis, patients reported that HRQoL was already affected at baseline 
(III-IV). A probable reason could be that baseline data was collected at a point 
in time when side effects such as troublesome tiredness, insomnia and appetite 
loss are often severe.  This must be taken into account when evaluating the 
findings. However, patients thereafter reported gradually improved scores, and 
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six months after treatment patients’ HRQoL scores (IV) were comparable with 
those of a general population (Michelson, Bolund, Nilsson, & Brandberg, 
2000). Hence, the findings seem to be in line with earlier studies showing that 
long-term cancer survivors appear to recover almost completely with respect to 
physical, psychological and emotional well-being (Persson et al., 2001, Redaelli 
et al., 2004). The changes in HRQoL for the male patients in this thesis seemed 
to be influenced by changes in sexuality and body image (IV). However, the 
improvement regarding HRQoL could also be due to improvements of 
distressing symptoms (Persson et al., 2001; Redaelli et al., 2004). Since there is a 
lack of longitudinal studies exploring how the severity of a particular symptom 
or combination of symptoms impacts on sexuality (Bruner & Calvano, 2007) 
and HRQoL in different cancer diagnosis (Borneman & Economou, 2011; Gift, 
2007), this is an area for future research.  
 
The negative impact on patients’ sexual relationship due to cancer and its 
treatment described in studies II-IV has earlier been shown in studies on 
patients with sex-specific cancer (Holmberg, Scott, Alexy & Fife, 2001; 
Maughan, Heyman & Matthews, 2002; Galbraith & Crighton, 2008). For 
patients who already had relational problems before the cancer diagnosis, these 
problems have been described as often worsening in the context of cancer 
(Hawkins et al., 2009; Holmberg et al., 2001; Maughan et al., 2002), which are in  
line with the findings in this thesis (II, IV). Patients in relationships where the 
couple could talk openly about sexuality seemed to cope better with the 
problems than patients in relationships where such dialogues were avoided (II). 
The findings also showed that sexual relationship was still slightly affected after 
six months (IV). This indicates that support regarding sexual relationship might 
be needed when patients are resuming life. 
 
The few expressions in this thesis of patients’ need for support regarding 
sexuality concerned timely and individualized information before treatment in 
order to be better prepared, or eventually after completion of treatment, when 
life had gradually started to return to the way it used to be (II). This is 
interesting, as previous studies have reported cancer patients’ unmet needs 
regarding sexuality (Flynn et al., 2012; Harrison et al., 2009; Hordern & Street 
2007; Molassiotis et al., 2011). However, studies describing the patients’ point 
of view showed differences in needs for information and support regarding 
sexuality (Flynn et al., 2012; Hautamäki-Lamminen, Lipiäinen, Beaver, Lehto & 
Kellokumpu-Lehtinen, 2013; Hordern & Street, 2007). In Hautamäki-Laminen 
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et al.’s study (2013), cancer patients with different diagnoses and treatments did 
not consider sexuality-related information as important as several other areas 
such as severity of the disease and the likelihood of a cure, advantages 
/disadvantages of different treatments and unpleasant side effects. In contrast, 
Hordern & Street’s (2007) study showed that cancer patients needed and 
wanted adequate information and support in order to be able to adapt to a 
changed sexuality. These in a sense diametrically opposite findings may relate to 
different types of data collection and times for measurement. In addition, this 
highlight the challenge to identify patients who want information and 
supportive care related to sexuality at a time and in a manner individually 
adjusted to each patient’s needs and wishes. To accomplish this, patients who 
ascribe importance to sexuality should be identified before treatment in order 
to enable targeted interventions for patients ‘at risk’. 
 
It has been stated previously that to be a professional nurse includes the 
responsibility for systematic assessments of patients’ problems related to 
disease and treatment (Benner & Wrubel, 1989; Carnevali & Reiner, 1990; 
Krebs, 2005; Richardson, 2004; The National Board of Health and Welfare, 
2005). As sexuality is one part of patients’ potential problems, nurses must also 
approach this area in their care of the patients. However, the findings of this 
thesis indicate that nurses were aware that they should talk about sexuality (I). 
Despite this, sexuality was not included in their assessment of patients’ needs. 
Due to respect and a fear of making mistakes and offending patients, the nurses 
avoided talking about sexuality (I). This finding is surprising since sexuality is an 
issue that is illuminated in the mass media nowadays with great openness and 
permissiveness, which may give the impression that sexuality is no longer 
surrounded by taboos or is a private matter. An explanation might be that the 
sexuality portrayed by mass media is predominately superficial, aimed at healthy 
young people and not applicable to cancer care. Furthermore, as both patients 
(II) and nurses (I) had difficulties in talking about sexuality, and saw it as a 
sensitive issue and an area of privacy, this area need further attention. From the 
patients’ perspective (II), this could be an explanation for their few expressions 
regarding need for support. In addition, patients doubted whether health care 
personnel had adequate knowledge within such a complex area as sexuality. 
 
Nurses in general need communication skills which are one of the nurses’ core 
competences (Arnold & Underman Boggs, 2007; Benner, Tanner & Chesla, 
2009; The National Board of Health and Welfare, 2005), and this also applies 
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for nurses in cancer care (Wilkinson, 1991; Wilkinson, Bailey, Aldridge, Roberts 
et al., 1999). Nurses’ lack of communication skills (I) have also been reported in 
previous studies (Hordern & Street, 2007; Wilkinson, 1991). This highlights the 
need for intensified education in communication about sensitive issues 
(Kruijver, Kerkstra, Bensing & Van De Wiel, 2001; Wilkinson, 1991; Wilkinson, 
Gambles, Roberts et al., 2002), and about sexuality per se (Higgins, Barker & 
Begley, 2006; Hordern & Street, 2007; Kotronoulas et al., 2009; Saunamäki et 
al., 2010). One way to show patients that sexuality is an aspect of nursing care is 
to bring the topic up. Thereafter, the nurses should listen and respond to cues 
without violating the patient’s dignity and integrity. The information and 
education must be individually adjusted and based on patient’s needs and 
wishes (Higgins et al 2006; Mick, 2007). For practice it is also evident that 
clinical nurses should have opportunities to discuss attitudes and personal 
barriers to sensitive issues for example in clinical supervision (Butterworth, Bell, 
Jackson & Pajnkihar, 2008). Thereby their ability to manage dialogues about 
sexuality with their patients could be enhanced. 
 
Meleis’s transition theory described how people undergo transitions in an 
ongoing process when moving between phases of health and illness (Meleis, 
Sawyer, Im, Hilfinger Messias & Schumacher, 2000; Meleis & Trangenstein, 
1994; Meleis, 2012; Schumacher & Meleis, 1994). Transition occurs over time 
and entails both personal and relational transitional processes (Kralik, Visentin 
& van Loon, 2006). Transition processes occur when life’s circumstances or 
definitions of roles within relationships change, which is often the case when a 
person are diagnosed with and treated for a life-threatening disease (Kralik et 
al., 2006; Meleis et al., 2000; Meleis & Trangenstein, 1994; Meleis, 2012). 
Transition is the movement and adaptation to changes, rather than a return to a 
pre-existing state (Kralik et al., 2006). Hence, the changes regarding the 
importance of sexuality and sexual relationship that patients reported during the 
study period could be seen as additional ongoing transitions (Meleis et al., 
2000). Meleis and Trangenstein (1994) and Meleis (2012) argue that by 
individualizing care and offering accessibility at times of maximal personal need, 
nurses can guide patients through the transition process, thereby supporting 
them in making important decisions and identifying coping strategies.   
 
The most demanding issue based on the findings in this thesis would be to 
identify which patients’ with hematologic malignancies experience problems 
related to sexuality and who really wants support. This highlights the necessity 
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to continuously assess cancer patients’ symptoms and problems in relation to 
the whole situation including rehabilitation period after treatment. However, as 
the follow-up care of cancer patients focuses mainly on evaluating the 
treatment and detecting recurrence, and often fails to meet cancer survivors’ 
needs for supportive care this is an area for development (The Swedish 
Government Official Reports, 2009; Davies & Batehup, 2011; The National 
Cancer Institute, 2010). Hence, our findings illuminate several challenges for 
professional nurses who are guided by the idea of holistic care (Benner & 
Wrubel, 1989), implying that all the needs and problems of the individual 
patient must be taken into consideration. One way to realize this is to organize 
care in line with the framework for patient-centered care (Robinson, Callister, 
Berry & Dearing, 2008) in nurse-led clinics based on the patient’s needs 
(Dunberger & Bergmark, 2012; Larsson et al, 2007; de Leeuw & Larsson, 2013).  
Nurses in nurse-led clinics have a great opportunity to work with a holistic 
approach and meet the patients individual needs during the trajectory of care. 
 

Methodological considerations 

In this thesis qualitative (I-II) and quantitative (III-IV) methods were used. 
Study I focused on conceptions of ‘dialogues about sexuality with cancer 
patients’ from nurses’ perspectives. A convergent parallel design was used in 
studies II-IV in order to explore and describe different aspects of the 
phenomenon, i.e. ‘impact of chemoimmunotherapy on sexuality and the need 
for support’ from patients’ perspectives’. Utilizing both qualitative (II) and 
quantitative methods (III-IV) enabled more insight to be gained (Creswell & 
Plano Clark, 2011; Polit & Beck, 2012). Quantitative studies are often strong 
with regard to generalizability, but they lose the context that illustrates the 
meaning of the experience of the individual, which qualitative research can 
provide (Polit & Beck, 2012). The combination of methods and perspectives, 
and the use of different samples and different sources of data, provided a richer 
and more complete picture of the phenomenon under study. Several 
methodological considerations need to be addressed in order to evaluate the 
strengths and weakness of the studies included in this thesis. 
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The qualitative studies (I-II) 

In the qualitative studies, consideration must be given to credibility, which 
refers to the researchers’ personal and professional pre-conceptions. It is 
important to raise the awareness of pre-conception in order to see something 
new. This was carried out within the research group by continuously 
challenging our self-awareness and by using critical reflection. This can be 
understood as ‘devil’s advocacy’, which means that analysis continued within 
the research group until consensus was obtained (Åkerlind et al., 2005).  
 
Whether the findings of qualitative studies can be transferred to other groups 
or contexts (fittingness) depends on the quality of the purposeful sample. With 
the intention of getting a wide variety of nurses’ conceptions of dialogues about 
sexuality with cancer patients, nurses with different ages and work experience 
were included. During the interviews, informants were found to have limited or 
no experience of talking about sexuality. In spite of this, the nurses had 
different conceptions of the phenomenon, which was ‘dialogues about 
sexuality’. This is in line with Baker’s (1997) statement that within 
phenomenography, individuals’ understanding and conceptions of the 
phenomenon under study do not require actual experience of it. 
 
When the sample sizes in studies I-II was chosen, the focus was on the quality 
of the interviews rather than on striving for a specific number of informants. 
Consequently, enough informants were interviewed to ensure sufficient 
variation in the conceptions regarding the phenomenon under study, as 
suggested in phenomenography, but not more than a thorough data analysis 
could be performed (Bowden, 2005).  
 
One can argue that the samples in studies I-II were skewed in terms of gender, 
which may have limited the value of the results. However, the findings can be 
assumed to achieve fittingness since most Swedish nurses are females and the 
included group of patients are representative in terms of gender and age of the 
population of patients treated for hematologic malignancies. Because of the 
nature of qualitative studies, the author does not claim to have captured all 
possible conceptions of the research issues under study. A more equal gender 
distribution and wider distribution regarding age might have resulted in 
additional conceptions of the phenomenon (Beck, 1993; Sandelowski, 1986). 
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The use of two interviews (II) enhanced the credibility of the findings, 
particularly when the phenomenon in focus was perceived as taboo, sensitive 
and complex. The repeated interviews gave the opportunity to make the 
informant more comfortable. The interviews provided the valid and reflected 
data required in a phenomenographic study (Baker, 1997; Marton & Booth, 
1997). As sexuality is considered a private matter, the question of the choice of 
informants may impact the transferability of the findings. It is often argued that 
in studies using interviews as a method for data collection, there may be over-
representation of social isolation (Gledhill, Abbey & Schweitzer, 2008). 
However, in study II the majority of the informants lived in a relationship.  
 
 

The quantitative studies (III-IV) 

The findings of the quantitative studies are a contribution to the body of 
knowledge studied in this thesis, even though the generalizability is limited due 
to the small sample size (III-IV). A longitudinal repeated measures design (three 
occasions) was chosen in order to describe and explore changes in sexuality, 
body image and HRQoL from Baseline until six months after treatment (III-
IV). The strength of a longitudinal study is that the researchers are able to 
assess development and changes over time in the same group of patients (Polit 
& Beck, 2012).   
 
A common problem described with longitudinal studies is the loss of 
participants over time (Polit & Beck, 2012). The researcher therefore strived to 
include as many patients as possible, with monthly contact with the patient-
recruiting nurses. For patients diagnosed during 2011, information from the 
Swedish Cancer Registry was used. The low response rates (III-IV) could also 
depend on the sensitive nature of the foci of the research (Waterhouse & 
Metcalfe, 1986), or because patients were exhausted by their severe symptoms 
and the side effects of treatment, or did not conceived sexuality as especially 
important. However, the group of responding patients did not differ from the 
non-responding group with regard to age, sex, civil status, education level and 
comorbidity, and be seen as representative for this group of patients in Sweden 
(The National Board of Health and Welfare, 2012) (III-IV). Furthermore, the 
sub-group analyses (III) were based on few patients in each group, so these 
findings must be interpreted with the utmost caution. However, the subgroups 
analyses were carried out with the purpose to further describe this group of 
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patients, since the area under study is unexplored. This information may have 
clinical relevance, and require further studies. Due to even fewer participants at 
Follow-up 2 (IV), no subgroup analyses were done between Follow-up 1 and 
Follow-up 2. 
 
Translating an instrument is a challenge even if methods and techniques for 
cross- cultural validation are available (Streiner & Norman, 2008; Cha, Kim & 
Erlen, 2007). The development of a Swedish version of SAQ involved all items 
being examined by the authors in order to achieve conceptual equivalence with 
the modified English version (Bruner et al., 1998; Streiner & Norman, 2008). In 
two items, the word intercourse was changed to sexual activity. This made the 
item did you feel any pain during sexual activity useful for both sexes. The 
constructor of the SAQ was also consulted during the translation, for 
discussing both concept and word equivalence. The expert board’s comments 
strengthened the instrument’s content validity and semantic clarity. The 
Cronbach’s alpha value for the total SAQ-S was .90, meaning high internal 
consistency for the instrument (George & Mallery, 2003), which is comparable 
with an earlier study (SAQ, α .79) (Bruner et al., 1998). The high value could be 
due to the redundancy of items. When the patients did not have a partner, had 
not resumed sexual activity or had no sexual activity the response alternative 
‘not applicable’ could be used. This meant that the number of responding 
patients could vary for respective item and internal drop-outs were therefore 
reduced. 
 
SAQ is not in total congruence with WHO’s (2006) definition of sexuality, but 
was found to be the most suitable instrument for measuring affected sexuality 
in patients with hematologic malignancies. The other instruments found for 
measuring affected sexuality were either sex-specific or considered too detailed 
regarding sexual dysfunction (McCoy, 2000; Rosen et al., 2000; Rosen et al., 
2004). Hence, SAQ was found to be the most useful instrument even if the 
focus on sexual activity could be a weakness in the instrument’s suitability for 
this group of patients. In addition to the three dimensions of sexual interest, 
sexual function and sexual satisfaction, there are also items regarding sexual 
relationship. An instrument that encompasses the physical, psychological, 
intellectual and social aspects of sexuality, as outlined in WHO’s (2006) 
definition of sexuality, would be preferable, and an instrument including 
perspectives such as closeness, intimacy, tenderness and body image is 
warranted.  
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The inclusion of BIS, which assesses an individual’s feelings and attitudes to 
their body function and appearance, was an attempt to get closer to the WHO 
definition of sexuality. To our knowledge, BIS has not been used previously in 
studies about sexuality in patients treated for hematologic malignancies. 
However, the suitability of the content of the items in BIS for the study group 
needs to be discussed, as they mainly concern external appearance. Questions 
related to the internal experience of the body (cf. Merleau-Ponty, 1997), which 
could be assumed to be of importance for patients treated for hematologic 
malignancies, are missing. Furthermore, two items were removed as they were 
considered to be applicable only to patients who have undergone surgery. The 
removed item have you been feeling that the treatment has left your body less whole, might 
have given us additional information related to the internal experiences of 
affected body image.   
 
It is not enough to judge a patient’s health by only measuring the patient’s 
problems or symptoms (Ferrans et al., 2005). The problems need to be 
measured in relation to something. EORTC QLQ-C30 (version 3) was 
therefore included in the design of the quantitative studies in this thesis. A 
limitation of EORTC QLQ-C30 is the lack of items highlighting sexuality, 
which could have been useful for validation of SAQ.   
 
For ethical reasons, the baseline data were collected in connection with the 
second cycle of treatment, a time when side effects are often severe. Recall bias 
must therefore be taken into consideration when evaluating the findings. 
However, the questions in SAQ-S were designed as ‘how sexuality was 
experienced before diagnosis’ and can therefore be assumed to reflect the 
situation before diagnosis. Furthermore, since HRQoL has been described as 
already affected at the time of diagnosis in this group of patients, due to the 
symptoms of their disease, it is not possible to obtain a ‘true’ baseline for 
HRQoL. 
 
The basis for presenting the findings at both item level and in scales was the 
limited amount of research regarding affected sexuality in the study population. 
The opportunity to further explore individual changes over time in this 
population is presented by the regression analysis, enabled by access to the 
modified SAQ scales. The sample size can be considered small for a regression 
analysis compared with the recommended 10 cases of data for each predictor in 
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the model (Field, 2009). The longitudinal design resulted in over 50 measuring 
points (17 patients on three occasions). The intention was not to create a 
model, instead the regression analyses were used to explore how sexuality and 
body image influenced HRQoL for the specific group of patients in study IV. 
These results cannot be generalized, but gave interesting information about the 
study group, and needs a further study with a larger sample.   
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Conclusion and implications for practice 

• The patients reported affected sexuality, body image and HRQoL, but 
six months after treatment the patients had to a great extent recovered 
regarding all three areas. Sexuality and body image should be considered 
in the care during rehabilitation due to the influence on HRQoL, 
although this was only showed for men. 
 

• From the patients perspective the importance of sexuality was low and 
sexuality seemed to be overshadowed, when the disease and side effects 
were experienced as severe. This was also stressed by the nurses. 
However, patients experienced that the sexual relationship became 
affected during treatment and persisted after six months. Pre- or post-
treatment information might have been helpful and needs to be 
recognized in the supportive care for patients with hematological 
malignancies treated with chemoimmunotherapy.  
 

• A lack of physical and psychological strength described as a lack of 
energy, feelings of physical tiredness and mood disturbance, was 
emphasized by patients as a reason for affected sexuality. The energy 
that patients had retained during treatment was consumed by managing 
daily life. The symptoms which are known to affect quality of life, 
interacted and affected experiences of body image for the patients in this 
thesis. This highlights the complexity and the need for a holistic 
approach in cancer care which include sexuality. 
 

• Nurses in cancer care were aware that they should talk about sexuality 
with cancer patients, but they seldom did. Nurses’ attitudes, lack of 
knowledge in sexuality and skills in communication impacted on their 
talks about sexuality. Nurse educators need to acknowledge this area and 
health care leaders should provide nurses opportunities to discuss 
attitudes and personal barriers to sensitive issues e.g. sexuality.  
 

• The challenge for nurses will be to timely identify the patients treated for 
hematologic malignancies that regardless of sex and age need and want 
information and support regarding sexuality issues. This might be of 
particular importance during the first six months after treatment when 
patients adjust to life as cancer survivors. To introduce patient-centered 
care with nurse-led clinics could be one way to realize this.  
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Future research 

• Further longitudinal studies are needed to clarify how patients treated 
with chemo- and chemoimmunotherapy for hematological malignancies 
experience impact on their sexuality, body image and HRQoL. More 
knowledge is also needed to explore how these concepts relate to and 
influence on each other. Multicenter studies are needed in order to 
obtain a sufficient number of patients.  
 

• The relation between affected physical and psychological strength, and 
body image and its influence on sexuality need to be further explored. In 
addition, more knowledge is needed concerning the impact of a single 
symptom or a combination of symptoms related to disease or side 
effects on patients’ sexuality.  

 
• Development of the SAQ-S is needed in order to increase the relevance 

and suitability for older patients treated for cancer and when the 
question of fertility is of less importance. The instrument should 
encompass perspectives such as closeness, intimacy, tenderness and 
body image. 

 
• Studies focusing sexual relationship are needed from both patients’ and 

partners’ perspective in order to identify the need for support.  
 

• Intervention studies evaluating education and training in communication 
for nurses are needed to develop their skills in communicating sensitive 
issues.  

 
• When future studies are planned, members of patient associations 

should be included in the research team to prevent a situation where 
cancer patients’ needs of supportive care including sexuality are studied 
only from an outside perspective. 
 

• In order to identify the adequate way of practice, complex intervention 
studies focusing supportive care during treatment and the period of 
rehabilitation are needed from the perspectives of patients and 
personnel. It would also be valuable to study the issue from the 
perspective of health care providers which could integrate issues related 
to health economy. 
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Appendix 1. 

Sexual Adjustment Questionnaire – Swedish version   
 
Sexual Interest 
B. In the six months before you found out you had cancer, how important was sexual activity in your   
    life?  
F. What is the importance of sexual activity in your life right now? 
B. Were you having sexual relations with anyone? (only baseline) 
B. Did you desire sexual activity? 
F. Do you have desire for sexual activity? 
B.  Did you have a greater desire for sexual activity than your partner/partners?  
F. Do you have a greater desire for sexual activity than your partner/partners?    
B. Was it you who initiated (started) sexual activity with your partner/ partners? 
F. Have you been the one to initiate sexual activity with your partner/partners since last cancer  
    treatment? 
B. Was it important for you to reach orgasm?     
F. Is it important for you to reach orgasm? 
 
Sexual Function 
B. Were you too tired for sexual activity? 
F. Do you feel too tired for sexual activity? 
B. Before finding out you had cancer, did you have problems getting sexually aroused/ turned on? 
F. Do you have problems getting sexually aroused/ turned on?   
B. Did you have problems in reaching orgasm or did you feel that you came too soon? 
F. Since your cancer treatment, do you have problems in reaching orgasm or did you feel that you  
    ‘come’ too soon? 
B. Did you experience problems with your sexual ability before finding out you had cancer? 
F. Have you experienced problems with your sexual ability since your cancer treatment? 
 
Sexual Satisfaction 
B. How often was sexual activity pleasurable? 
F. How often is sexual activity pleasurable for you now? 
B. How often did you have sexual activity (with or without a partner)?   
F. How often do you have sexual activity (with or without a partner)? 
B. Before finding out you had cancer, did you feel satisfied following sexual activity? 
F. Do you feel satisfied following sexual activity? 
B. Were you satisfied with the frequency of sexual activity in your life? 
F. Are you satisfied with the frequency of sexual activity in your life? 
 
Items not included in a scale 
F. How soon after your last cancer treatment did you resume sexual activity (on your own or with  
    another person)    (only follow-up) 
B. Did you feel any pain or discomfort during sexual activity?     
F. Do you feel any pain or discomfort during sexual activity? 
B. How has ‘having cancer’ changed your sexual relationship with your partner(s)?  
F. Has ‘having cancer’ changed your sexual relationship with your partner(s)? 
F. How has ‘undergoing cancer treatment’ changed your sexual relationship to your partner/partners? 
    (only follow-up) 
B. Could you achieve an erection when sexually aroused? 
F. Can you achieve erection when sexually aroused? (male) 
B. Did you feel that it took you a long time to achieve an erection? 
F. Do you feel that it takes you long time to achieve an erection? (male) 
B. Did you experience vaginal dryness during sexual activity?  
F. Do you experience vaginal dryness during sexual activity? (female) 
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