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GENERAL INTRODUCTION

Lilly, aged 77, was diagnosed with breast cancer two years ago. She had a mastectomy, from which she 

recovered well. 

Recently, Lilly developed severe pain in her back, and a scan showed that she had metastases in her bones. 

Lilly initially started with hormone therapy. Unfortunately, Lilly’s cancer progressed under this therapy. After 

discussions with her oncologist, Lilly opted to undergo chemotherapy to inhibit the tumour growth. However, 

it turned out that Lilly had serious side effects, in particular excessive nausea and vomiting that made a 

hospital admission necessary. 

The oncologist then spoke with Lilly and her husband Ben about whether or not to continue the chemotherapy. 

Both Lilly and Ben were very tense and sad during this conversation. Nevertheless, the decision was made 

together to go ahead with the chemotherapy because this could prolong her life. Later, when a nurse was 

checking up on her, Lilly said that her illness and treatment were causing tensions in her relationship with 

Ben. The nurse did not ask any further questions about this issue. But the nurse was concerned about Lilly’s 

condition and quality of life, given the severe reaction to the chemotherapy. The prognosis seemed poor, and 

the nurse wondered whether continuing chemotherapy would add to the quality of Lilly’s life. The nurse said 

this to the oncologist, who waved her concerns away.

Lilly’s case highlights the difficult decisions patients face at the end of life, and also the psychosocial 

needs that may arise during the illness trajectory. Although hospital nurses can support decision-

making around life-prolonging treatments, they are not always involved in the decision-making process. 

Furthermore, psychosocial problems and needs, for example regarding the impact that the disease and 

treatment have on intimate relations, often remain unaddressed. This thesis describes the actual and 

preferred roles of hospital nurses in decisions about potentially life-prolonging treatments, as well as 

their communication about psychosocial needs at the end of life of patients.

Patients at the end of life

Patients can be considered as being at the end of life for various reasons, in particular when they suffer 

from a life-threatening progressive illness, e.g. advanced cancer or advanced heart or lung failure (1), or 

suffer from old-age frailty, when a patient is aged over 80 and diagnosed with severe multi-morbidities 

(1-3).

When a patient is at the end of life, the emphasis of care may shift from life prolongation towards 

relieving symptoms and ensuring optimal quality of life. Ideally, physicians and nurses, together with 

the patient and close relatives, discuss changes in the illness trajectory, the patient’s preferences and 

their needs for treatment and care, and then organize appropriate care (4). However, the illness and 
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1
treatments and the prognosis of an impending death have a big effect on these patients and cause 

physical and psychosocial changes. 

Part 1. Hospital nurses’ role in decision-making about potentially life-prolonging treatments 

at the end of life

Decision-making at the end of life

Patients at the end of life may face difficult treatment decisions (1, 5). For example, they might need 

to choose between starting, refraining or stopping life-prolonging treatment, thereby choosing 

between life prolongation and quality of life (1, 6). Such life-prolonging treatments could for instance be 

chemotherapy, radiotherapy, surgery or artificial nutrition (6-8). These treatments may prolong a patient’s 

life, but they can also have harmful side effects such as nausea, fatigue or restrictions of movement and 

thus harm a patient’s quality of life (1, 9, 10). 

Decisions about life-prolonging treatments do not always seem to align with the preferences and needs 

of patients at the end of life (9), resulting for some patients in hospital admissions at the end of life (11-

13). Also, treatments with life-prolonging intentions are sometimes initiated shortly before death, such 

as chemotherapy or admissions to intensive care units (11). These treatments or hospitalizations may go 

against what nurse professionals find appropriate care and may not meet patients’ preferences on how 

to spend the brief time left to them.

In the ideal situation, treatment decisions at the end of life are made after careful consideration of the 

risks and benefits (14-16). In the situation where difficult trade-offs may be involved, for instance when 

a decision needs to be made about starting, refraining from or withdrawing life-prolonging treatment 

in patients at the end of life, the best treatment option may depend on patients’ individual values and 

preferences (17). In these situations, making a decision together can be considered as a preferred 

approach to engage patients and their healthcare professionals in the process of making a decision (18). 

Over time, decision-making processes have been conceptualized and defined in many ways (7, 18, 19), 

such as shared decision-making, collaborative decision-making or informed decision-making (18, 20, 

21). In this dissertation, the concept of shared decision-making as defined by Stiggelbout et al. is used: 

an approach to treatment decisions that involves healthcare professionals’ evidence and expertise as 

well as patients’ values and preferences (18). Stiggelbout distinguishes four steps in shared decision-

making, namely: inform the patient that there is a decision that needs to be made (step 1); explain the 

options, including the pros and cons (step 2); discuss the patient’s values and preferences (step 3); and 

make the decision and discuss the possible follow-up (step 4) (18).

Shared decision-making is associated with positive patient outcomes, such as higher satisfaction with 

the decision, increased patient involvement and improved treatment adherence (22, 23). There are also 
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indications that the use of shared decision-making in palliative care may result in patients receiving less 

aggressive treatment, potentially resulting in higher quality of life experienced by both patients and 

their families (24, 25). 

Hospital nurses’ role in decision-making about life-prolonging treatments

Ideally, physicians, patients, close relatives and hospital nurses are all involved in discussing options 

and preferences and agreeing upon treatment decisions that align with these preferences (24-26). It is 

suggested that hospital nurses can have a significant contribution to this decision-making process (27, 

28). However, it is found that decisions about potentially life-prolonging treatments are often made in 

dialogue between the patient and their physician (8, 26). 

Hospital nurses can have a role in giving a patient information about a treatment and its potential 

side effects. They can bring the interests and needs of patients to the attention of physicians, and they 

can provide support to the patient in the often hard decision-making process (29-32). Additionally, 

it is important to involve hospital nurses in decision-making about life-prolonging treatment since 

physicians may not always discuss the option to forgo or withdraw treatment (33, 34). Subsequently, 

hospital nurses might have to execute treatments that in their opinion are futile or do not meet the 

patient’s preferences (35, 36). As a result, hospital nurses may feel unable to pursue what they believe 

is the correct course of action or feel unable to fulfil their moral obligation to a patient, e.g. provide the 

best care possible (37). In such situations, moral distress may occur among nurses.

Though nurses can make a relevant contribution that would acknowledge their professional role, there 

are indications that hospital nurses’ involvement in decision-making about life-prolonging treatments 

is not the norm (8, 29, 38). Despite the increasing attention paid to decision-making at the end of 

life, this often focuses on the patient-physician relationship, and the role of hospital nurses remains 

underexposed. In this dissertation the experiences and perceptions are explored of hospital nurses and 

collaborating physicians regarding hospital nurses’ involvement in decision-making about potentially 

life-prolonging treatments in patients with a short life expectancy. 

Part 2. Communication about psychosocial needs, including changes in intimacy and 

sexuality in patients with cancer

Communication about psychosocial needs and changes in intimacy and sexuality

Communication in hospitals is often focused on medical or physical aspects, such as the diagnosis, side 

effects or lab results (39). Over the course of the illness trajectory, patients may experience changes 

in psychosocial needs related to their illness or treatment, e.g. in relationships, work-related aspects 

and financial circumstances (40, 41). Psychosocial needs can be seen as a broad term that includes 

psychological, emotional, cognitive, spiritual and relational or social aspects (40, 42). In patients diagnosed 
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with advanced cancer, psychosocial needs may manifest as emotional distress, fears, concerns about 

well-being, social challenges or difficulties regarding work and finances (41, 43, 44). 

In addition, many patients experience changes in intimacy and sexuality (45-48). Intimacy can 

be clarified as an interactive process that occurs when a person discloses self-relevant feelings or 

information, resulting in feeling understood, cared for and accepted because of the reaction of the other 

individual involved in the interaction (49, 50). Within intimate relationships, both emotional intimacy 

(e.g. sharing thoughts and feelings) and physical intimacy (e.g. touching and closeness) can be involved 

(51). Sexuality can be defined as a fundamental component of an individual’s existence, encompassing 

aspects such as sexual self-concept, sexual functioning and sexual relationships (52-54). Furthermore, 

sexuality encompasses characteristics such as sexual health, sexual pleasure, sexual awareness, self-

esteem and sexual orientation (54-58). 

Hospital nurses’ role in communication about psychosocial needs and changes in intimacy 

and sexuality

Hospital nurses can play an important role in monitoring and discussing changes in psychosocial needs 

(59-61). In the care process, they have frequent contact with patients in which they can assess patients’ 

psychosocial needs (60, 61). Therefore, nurses are often able to give a broader view of the patient’s well-

being and can provide emotional support and discuss social changes or work-related topics (59, 61). 

To discuss changes in psychosocial needs in patients with cancer, nurses can use a screening tool, for 

instance the widely known and validated Distress Thermometer (62, 63). The Distress Thermometer is a 

communication tool that can be used to screen for symptoms of distress. Patients can rate their overall 

distress on a scale ranging from 0 (no distress) to 10 (extreme distress) (62, 64). In addition, patients 

can categorize their distress for a list of problems, consisting of 35 items that address five life domains 

(physical, emotional, social, practical and spiritual) (64). Lastly, patients can indicate whether they would 

like to talk about the problems they are experiencing with a healthcare provider (64). 

Even though the Distress Thermometer is recommended, previous research has indicated that its use 

is not always optimal yet (65-67). In addition, of all the items addressed in the Distress Thermometer, 

sexuality is one of the topics that is discussed least (67). Furthermore, the topic of ‘intimacy’ is not 

included in the problem list. Nonetheless, such changes might occur over an extended period of 

time and may cause distress for both the patient and their partner (68). Ultimately, these issues can 

even negatively affect the quality of life (47). Although communication about psychosocial needs and 

especially changes in intimacy and sexuality is valued, it is still not common practice.

Hospital nurses have an important role in addressing changes in psychosocial needs, including 

changes in intimacy and sexuality (69-71). However, there are several barriers that hospital nurses may 

experience to discussing psychosocial needs and changes in intimacy or sexuality, for instance lack of 
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time, discomfort when addressing these sensitive topics and lack of knowledge, skills and training (59, 

72, 73). In addition, nurses leave the initiative to discuss these sensitive topics, in particular intimacy and 

sexuality, to the patients themselves or their relatives (69). Patients who do bring up intimacy or sexuality 

are then dependent on the nurse and whether he or she is comfortable with such conversations. 

Therefore, the barriers preventing hospital nurses from holding such conversations need to be reduced 

so that systematic attention can be paid to the psychosocial needs of patients at the end of life, including 

changes in intimacy and sexuality.

MAIN RESEARCH QUESTIONS AND STRUCTURE OF THE THESIS

Each of the two parts have own main research questions as described below.

PART 1. Hospital nurses’ role in decision-making about potentially life-prolonging 

treatments at the end of life 

This part of the thesis addresses the following main research question: 

•	 �What are the experiences and perceptions of hospital nurses and collaborating physicians 

regarding hospital nurses’ involvement in decision-making about potentially life-prolonging 

treatments in patients with a short life expectancy?

First, a survey is presented about how hospital nurses perceive their preferred and actual involvement 

in decision-making about life-prolonging treatments in patients with a short life expectancy (Chapter 

2). This is followed by a qualitative interview study (Chapter 3) among medical specialists in various 

hospital settings about their views on hospital nurses’ role in these decision-making processes.  

Then, a qualitative interview study among hospital nurses is presented. It describes nurses’ experiences 

related to moral distress when they care for patients who receive potentially life-prolonging treatments 

without the nurse being involved in the decision-making process (Chapter 4). 

PART 2. Communication about psychosocial needs, including changes in intimacy and 

sexuality, with patients with advanced cancer 

In Part 2, the focus is on hospital nurses’ communication with patients with advanced cancer about 

psychosocial needs, including changes in intimacy and sexuality. In this part, the following main research 

questions were addressed: 

•	 What evidence exists for the feasibility and effectiveness of tools that support professionals’ 

communication with patients diagnosed with cancer about concerns and needs regarding intimacy 

and sexuality? 



GENERAL INTRODUCTION

13

1
•	 What are the perceived competences and practices of hospital nurses regarding communication 

with patients with advanced cancer about psychosocial needs, including changes in intimacy and 

sexuality, three months after a training programme as compared to just before the on-site training?

To answer these research questions, a systematic review was conducted of existing tools that can 

support communication about intimacy and sexuality in patients with cancer (Chapter 5). Chapter 6 

then discusses the development and evaluation of a multi-component programme to support hospital 

nurses’ communication with patients with advanced cancer about psychosocial needs and changes in 

intimacy and sexuality. 

This thesis ends with a general discussion, in which the main findings are summarized and discussed. 

Furthermore, methodological considerations and implications for practice and future research are 

described in this final part of the thesis.
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ABSTRACT

Aims: In hospital settings, decisions about potentially life-prolonging treatments are often made in a 

dialogue between a patient and their physician, with a focus on active treatment. Nurses can have a 

valuable contribution in this process, but it seems they are not always involved. Our aim was to explore 

how hospital nurses perceive their current role and preferred role in shared decision-making about 

potentially life-prolonging treatment in patients in the last phase of life. 

Design: Cross-sectional quantitative study conducted in the Netherlands in April and May 2019.

Methods: An online survey, using a questionnaire consisting of 12 statements on nurses’ opinion about 

supporting patients in decisions about potentially life-prolonging treatments, and 13 statements on 

nurses’ actual involvement in these decisions. 

Results: In total 179 hospital nurses from multiple institutions who care for adult patients in the last 

phase of life responded. Nurses agreed that they should have a role in shared decision-making about 

potentially life-prolonging treatments, indicating greatest agreement with “It is my task to speak up for 

my patient” and “It is important that my role in supporting patients is clear”. However, nurses also said 

that in practice they were often not involved in shared decision-making, with least involvement in “active 

participation in communication about treatment decisions” and “supporting a patient with the decision”.

Conclusion: There is a discrepancy between nurses’ preferred role in decision-making about potentially 

life-prolonging treatment and their actual role. More effort is needed to increase nurses’ involvement. 

Impact: Nurses’ contribution to decision-making is increasingly considered to be valuable by the nurses 

themselves, physicians and patients, though involvement is still not common. Future research should 

focus on strategies, such as training programs, that empower nurses to take an active role in decision-

making.
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INTRODUCTION

Patients who are in the last phase of life due to advanced diseases or old-age frailty often face difficult 

decisions about potentially life-prolonging treatment (1, 2). Patients are considered to be in the last 

phase of life when they have a life-threatening progressive illness, have a limited life expectancy (less 

than one year), or have a diagnosis of old-age-related frailty (i.e. aged over 70 and with multi-morbidity). 

Decisions about potentially life-prolonging treatment concern for instance starting, refraining or 

withdrawing from chemotherapy, radiotherapy, surgery, intravenous administration of antibiotics or 

artificial nutrition (2, 3). Such treatments may have limited benefit besides prolonging life (4, 5). However, 

they may have harmful side effects such as nausea, fatigue or restrictions of movement, and therefore 

might harm the patient’s quality of life (4, 6, 7). In these specific situations, difficult trade-offs can be 

at stake: on the one hand offering a treatment that might result in prolongation of life but could also 

have harmful side effects that might reduce the quality of life, or on the other hand refraining from or 

withdrawing treatment and focusing on the quality of life. 

BACKGROUND

Ideally, choices about potentially life-prolonging treatments are made after careful consideration of the 

risks and benefits (4, 8-10). Shared decision-making can be defined as an approach to treatment decisions 

that involves healthcare professionals’ evidence and expertise as well as patients’ values and preferences 

(11, 12). This is considered important in helping patients, close relatives and healthcare professionals to 

explicitly determine the patient’s preferences and values about the treatment options, including the 

option of refraining from potentially life-prolonging treatment (4, 11). To incorporate patient preferences, 

four steps can be distinguished: (I) informing a patient that a decision is to be made and the patient’s 

opinion is important; (II) explaining the options, including the benefits and disadvantages; (III) exploring 

the patient’s preferences; and (IV) reaching a decision (12).

Decisions about potentially life-prolonging treatments are often made in a dialogue between the patient 

and their physician. There are indications that nurses are often not involved in shared decision-making 

in general (13, 14), although their role is considered important (15). Patients are in close and frequent 

contact with nurses and therefore often share valuable information about their wishes and preferences 

with their nurses — information that they do not share with their physician (4, 8, 9). Nurses can act as an 

intermediary between patients and physicians (15). In a qualitative study, Bos-van den Hoek et al. found 

that nurses can have a complementary, facilitating or supporting role in shared decision-making (16). To 

be more specific, nurses are able to provide a broader view of the patient’s well-being, to further explain 

information that has been given to a patient by the physician and to provide patients and their family 

with emotional support (16-18). Involving nurses in the shared decision-making process might lead to 
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treatment decisions that are more in accordance with the patient’s values and preferences, which might 

also result in a higher quality of life for both patients and their families (16, 19, 20). 

Nurses could make a valuable contribution in shared decision-making about potentially life-prolonging 

treatments. However, previous research, mainly from Europe and North America, described that hospital 

nurses seem to be less involved than they would prefer (16, 21-23). Additionally, nurses have reported 

their wish to be more involved than they currently are in decision-making towards the end of life (24-

26). In general, shared decision-making is a topic of interest in countries around the world, that is in 

Europe, North America, South America, Australia and Asia (5, 27-29). At the same time, this interest is 

mainly limited to involvement of both patients and physicians in shared decision-making. Unfortunately, 

despite this worldwide interest in shared decision-making, little is known about the discrepancy 

between nurses’ actual and preferred involvement, and their need for support to enable them to fulfil 

their preferred role in shared decision-making. 

THE STUDY

Aims

The following questions have been addressed in this study:

1.	� How do hospital nurses perceive their present role and preferred role in shared decision-making 

about potentially life-prolonging treatments in patients in the last phase of life, due to advanced 

disease or old-age frailty?

2.	� What support do hospital nurses need to fulfil their preferred role and to support patients who are 

in the last phase of life in decision-making about potentially life-prolonging treatments?

Design 

In spring 2019, we conducted a cross-sectional quantitative study among hospital nurses in the 

Netherlands, using an online survey. 

Participants

Nurses working in hospitals were selected from a pre-existing nationwide research sample, the Nursing 

Staff Panel (30). This panel consists of a nationwide representative sample of nursing staff from multiple 

institutions in various healthcare sectors. Nurses in this panel are mainly recruited via Dutch employee 

insurance agencies. This recruitment method ensures a diverse composition of the Panel in terms of age, 

gender, region and employer. 

All members of the Nursing Staff Panel previously agreed to complete questionnaires about issues in 

nursing on a regular basis. For this study, only members of the Nursing Staff Panel who worked as a 

registered nurse in a general or university hospital (n=502) received an e-mail with information about 
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the aim and content of the survey and a unique link to the questionnaire. The internet link remained 

active for a period of 1 month, between 26 April and 26 May 2019. To improve the response rate, up to 

two e-mail reminders were sent to non-responders one week and three weeks after the first invitation. 

Respondents could enter a draw for ten gift vouchers of €20 each.  

Data collection

Data was collected using a self-developed questionnaire. This questionnaire was partly based on 

findings from interviews in a previous study, in which nurses described their role in decisions about 

potentially life-prolonging treatment as checking, complementing and facilitating the decision-making 

process (16). In addition to these items influenced by the interviews, we added a selection of items from 

the Role Competency Scale on Shared Decision-Making - Nurses (SDM-N) (31). The SDM-N identifies the 

role competency of oncology nurses in decision-making and consists of 20 statements on knowledge, 

attitude, communication skills and adaptability (31). Since no Dutch version of the SDM-N was available, 

a senior researcher translated all 20 statements from the original English version into Dutch. Backward 

translation was performed by an independent, bilingual Clinical Nurse Specialist who did not have 

access to the original version. There were few discrepancies in the wording of the translation compared 

with the original English version (such as “joint” instead of “shared” decision-making), and these were 

resolved through discussion. Subsequently, in consultation with the research team we selected the 

items that covered our research focus, that is what nurses consider important (preferred role) and how 

they appraise their involvement (actual role) in decisions about potentially life-prolonging treatment. We 

initially selected 10 of the 20 items from the SDM-N scale (see ‘Supplementary material’), and rephrased 

these through discussion to match our research focus and population (e.g. we changed the words 

“cancer treatment decision-making process” to “decision-making about treatments in the last phase of 

life”). We subsequently added three statements that concerned the supportive role of nurses. 

The questionnaire started with items on background characteristics, namely age, gender, work 

experience, work setting, highest level of nursing education and how often the nurse provides care 

for adult patients in the last phase of life (‘never’, ‘sometimes’ or ‘often’). Nurses who stated that they 

provided care for this patient group were invited to fill in the questionnaire. The questionnaire had 

two sections: one section about preferred and one about actual involvement. The section on preferred 

involvement consisted of 12 statements, starting with “I think that, considering decision-making about 

life-prolonging treatment, it is important that I…”, to be rated on a 5-point Likert scale ranging from 1 

(‘totally disagree’), 2 (‘disagree’), 3 (‘neither disagree nor agree’), 4 (‘agree’) to 5 (‘totally agree’). 

The second section concerned the actual involvement, which was assessed in 13 statements starting 

with “Considering decision-making about potentially life-prolonging treatment, I…”, rated on a 5-point 

Likert scale ranging from 1 (‘never’), 2 (‘rarely’), 3 (‘occasionally’), 4 (‘frequently’) to 5 (‘always’). At the end 

of each section, nurses could add free-text comments on their preferred role or their actual involvement. 
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In a final section, nurses were asked what they need for themselves and their team to support patients 

in the last phase of life in decisions about potentially life-prolonging treatment. These questions had 

multiple-choice answer options, based on the interviews that were held previously (16). In addition, 

nurses could supplement these answers with free-text comments. 

Ethical considerations

For this questionnaire study no formal ethical approval was required, since the relevant Dutch act (Medical 

Research Involving Human Subjects Act) only requires ethical approval from a Medical-Ethical Review 

Board if the research concerns medical research in which participants are subjected to procedures or are 

required to follow rules of behaviour.

Study participation was voluntary. Participant consent was assumed upon return of a completed 

questionnaire. The questionnaire data were stored and analysed anonymously, in accordance with the 

Dutch General Data Protection Regulation. This study was conducted in accordance with the guidelines 

of good clinical practice. 

Data analysis

Descriptive analyses were performed on the background characteristics of nurses’ age, gender and work 

experience (in years).

To make the scores for the preferred and actual involvement easier to understand, they were computed 

in line with the rescaling procedures for the 9-item Shared Decision-Making Questionnaire (SDM-9) and 

the shared decision-making questionnaire from the perspective of the physician (SDM-Q-doc) (32, 33). 

The scores are presented as percentages, with 100% representing the highest level of preferred or actual 

involvement and 0% the lowest level of preferred or actual involvement. To rescale the score, raw scores 

were multiplied by 20/12 (preferred involvement) or 20/13 (actual involvement) (32). Tests of normality 

showed that only the scores for the preferred role were normally distributed. Since scores on actual 

involvement were not normally distributed, nonparametric analysis (median scores with interquartile 

ranges) were used to present all scores. Descriptive analyses were used for the results. Open comments 

were only used to further illustrate the results; no further analysis was performed on the open comments. 

The questions on nurses’ needs for support were also analysed using descriptive analysis. 

The Wilcoxon Signed Rank test was used to determine whether there was a statistically significant 

difference between the scores for the preferred role and the actual role. All statistical analyses were 

performed with SPSS Statistics 26 (IBM Corporation). A p-value of <0.05 was considered statistically 

significant.  
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Validity and reliability/rigour

The SDM-N was previously found to be reliable and valid (31). Since we translated and rephrased the 

items and also added self-developed items, we pilot-tested face validity with two hospital nurses using 

the ‘think aloud’ principle (34). The items appeared to be easily understandable, and no adjustments 

were needed after pilot testing. Furthermore, we assessed internal consistency by calculating Cronbach’s 

alpha, thereby evaluating the extent to which the different items of the questionnaire measure the 

same concept. In our study, overall Cronbach’s alpha was .91. For the ‘preferred involvement’ and ‘actual 

involvement’ sections, Cronbach’s alpha was .79 and .90, respectively. 

RESULTS

A total of 233 members of the Nursing Staff Panel (response rate 46%) returned the online questionnaire 

(Figure 2). Of these respondents, 183 stated that they cared for adult patients in the last phase of life due 

to life-threatening advanced diseases or old-age frailty. Four questionnaires were excluded from the 

analysis since none of the statements were answered. Hence, 179 questionnaires were included in the 

analysis. Most respondents were female nurses, with a median age of 50 and median work experience 

of 25 years (Table 1).
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Table 1. Demographic characteristics, N=179 

Gender 

female – n (%) 155 (86.6) 
Age – median (min-max)  50 (22-64) 

Work experience in years

median – min-max 25 (1-46) 

Hospital type – n (%) 

General hospital 

Academic hospital 

142 (79.3)

37 (20.7) 
Working with patient population – n (%)a

Adults with incurable cancer

Adults with other life-limiting conditions

Vulnerable elderly 

169 (94.4)

160 (89.3)

171 (95.5)
Working as – n (%)

Nurse

Clinical nurse specialist

Specialized nurse

Other

87 (48.6)

11 (6.1)

70 (39.1)

11 (6.1)
Working in – n (%)a

Inpatient clinic 

Outpatient clinic 

Day care

Otherb

122 (52.4)

24 (10.3)

24 (10.3)

28 (12.0)
Specialism – n (%)a

Oncology

Pulmonology

Cardiology

Neurology

Geriatrics

Internal medicine 

Surgery

Otherc

48 (26.8)

36 (20.1)

41 (22.9)

28 (15.6)

18 (10.1)

40 (22.3)

47 (26.3)

79 (44.1)
a multiple answers possible.
b Such as emergency or supporting specialism. 
c Such as emergency, nephrology, ICU, urology or multiple specialisms. 

Nurses’ preferred role in shared decision-making about potentially life-prolonging treatments

The overall median score for the preferred role was 76.7% (interquartile range [IQR] 73.3% -  83.3%)

(Figure 1). This means that nurses agreed that they prefer to have a role in supporting the patient’s 

treatment decision, based on the categories from 1 (0-20%, totally disagree) to 5 (80-100%, totally agree).  

The greatest agreement was found with the following statements: “it is my task to speak up for my 

patient when decisions about life-prolonging treatments are made” (95% totally agree or agree) and “it 
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is important that my role in supporting patients in decision-making about life-prolonging treatment 

is clear” (90% totally agree or agree). Additionally, nurses say that they think it is important to support 

patients in decision-making about a treatment (85% totally agree or agree). Nurses reported least 

agreement with “it is important that my opinion in decisions about life-prolonging treatment is valued 

by patients” (40% totally agree or agree) and “it is important that the decision is based exclusively on the 

patient’s wishes” (41% totally agree or agree). Although nurses consider their preferred role as feasible 

(71% totally agree or agree with this), they also see this role as complex (52% totally agree or agree). In 

the open comments, some nurses added that it is important that the patient is well informed about the 

treatment options and outcomes before making the final choice based on their own values. 

 
Figure 1 Overview from answers in questioning nurses' preferred role in shared decision-making towards life-prolonging treatment 
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Figure 1. Overview from answers in questioning nurses’ preferred role in shared decision-making towards life-

prolonging treatment 

Nurses’ actual role in shared decision-making about potentially life-prolonging treatments

For their actual role, nurses reported an overall median score of 61.5% (IQR= 52.3%-70.8%)(Figure 

2), meaning that they are involved sometimes or regularly in decision-making about potentially life-

prolonging treatments.

Considering the individual statements, the greatest agreement was found with the following statements: 

“focus exclusively on the patient when decisions about life-prolonging treatment are made” (62% always 

or often) and “I speak up for my patient when decisions about life-prolonging treatments are made” (52% 

always or often). Least agreement was reported by nurses with the following statements: “I support 
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patients in decision-making about life-prolonging treatments” (21% always or often) and “I have enough 

time to participate in discussions about life-prolonging treatment decisions” (22% always or often). 

Differences between the actual role and preferred role

Nurses’ scores on their actual role were significantly lower compared with their scores for the preferred 

role in shared decision-making about potentially life-prolonging treatments (median scores 61.5% and 

76.7%, respectively; P < .001). On an individual level, differences between nurses’ preferred role and 

actual role varied from minus 19.2% to plus 50.1%, with a median difference of 16.1% (IQR = 8.8% - 

22.7%). Eleven nurses reported a negative difference between their preferred role and their actual role 

(-0.3% to -19.2%).

Need for support to fulfil the preferred role

To fulfil the preferred role in shared decision-making, nurses reported a need for “time” (mentioned 

by 51.4% of nurses) and “clear information transfer” by direct colleagues (33.1%) and physicians 

(32.6%)(Table 2). As for themselves, nurses mentioned the need for more knowledge about palliative 

care (44.7% of respondents), more clarity about their role in decision-making (32.4%) and more 

skills in guiding patients at the end of life (31.8%)(Table 3). In open comments, nurses added good 

communication, acknowledgement of their expertise and equivalence in roles as important factors 

to help them fulfil their preferred role in shared decision-making about potentially life-prolonging 

treatments.

 
Figure 1 Overview from answers in questioning nurses' actual role in shared decision-making towards life-prolonging treatments 
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Figure 2. Overview from answers in questioning nurses’ actual role in shared decision-making towards life-

prolonging treatments
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Table 2. What nurses need most from ward management to support adult patients in decision-making during the 

last phase of life, N=175

N (%)a

Time to start a conversation with the patient about treatment decisions 90 (51.4)

Clear information transfer about the patient from my direct colleagues 58 (33.1)

Clear information transfer about the patient from the physician 57 (32.6)

Training or education 42 (24.0)

Shared vision from the department about palliative care 41 (23.4)

Acknowledgement of my role in decision-making by physicians	 37 (21.1)

Organized meetings to learn from each other’s experiences 36 (20.6)

Good coordination in EPD 35 (20.0)

Clarity about my role in treatment decision-making 30 (17.1)

Space for autonomy in my work 15 (8.6)

Acknowledgement of my role in decision-making by other disciplines 9 (5.1)

Nothing 6 (3.4)

Other 3 (1.7)

Guidance from my manager to guide patients in their last phase of life 2 (1.1)

a multiple answers possible

Table 3. What nurses themselves need most to support adult patients in decision making during the last phase of 

life, N=170

N (%)a

More knowledge about palliative care 76 (44.7)

More clarity about my role in decision-making 55 (32.4)

More skills in guiding patients at the end of life 54 (31.8)

More skills in conversation techniques 35 (20.6)

More knowledge about medical treatment(s) 34 (20.0)

More skills in nursing leadership 32 (18.8)

Nothing	 29 (17.1)

Other 3 (1.8)

a multiple answers possible
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DISCUSSION

The results of our study showed a significant difference between nurses’ actual role and preferred role in 

decision-making about potentially life-prolonging treatments in patients who are in the last phase of life 

due to advanced diseases or old-age frailty. Overall, nurses gave higher scores for their preferred role in 

decision-making as compared with their actual role (15% difference). To be more involved in decisions 

about potentially life-prolonging treatment, nurses report a need for the organization to arrange more 

time and education, and clearer information transfer; they also reported a personal need for knowledge 

and skills concerning end of life care, and more clarity about their role in the decision-making process. 

In our study, there is a huge gap between the importance that nurses attach to supporting a patient in 

decision-making about potentially life-prolonging treatments (85% of nurses agree or totally agree), and 

the actual support they report providing (21% say that they often or always provide support). Previous 

research found that nurses are able to fulfil a supportive role for patients, family and physicians by 

building trusting relationships, showing empathy and providing emotional support (16, 35). Also, it was 

found that nurses might not always be aware of their contribution to shared decision-making, given the 

difficulties that they experience in describing their role (16). Nevertheless, our findings confirm previous 

indications that nurses are less involved than they would prefer. If nurses are not as involved, this can 

result in patients feeling less supported (36), but it might also cause distress among nurses (37). This 

confirms the importance of supporting nurses in fulfilling their role. 

The fact that nurses reported a willingness to be involved in shared decision-making is in agreement 

with other studies on end-of-life decision-making (24-26). Previously, nurses said they should have 

an important role in decision-making given their frequent contact with patients (24, 26). In our study, 

most nurses agreed that this preferred role is feasible (71%), though complex (52%). To increase their 

involvement, both individual and organizational prerequisites must be satisfied. One could consider the 

concept of decision coaches, whose role is to assess decisional conflicts, address decisional needs and 

provide understanding and support (38). Nurses are well positioned to adopt the role of decision coach, 

especially after being trained in knowledge and skills (23, 38). As an organizational prerequisite, support 

from managers is important in enabling nurses to become more involved in the decision-making (39). 

This support could, for example, involve promoting an interdisciplinary approach in which professionals 

initiate conversations in good time about the patient’s wishes and preferences regarding potentially 

life-prolonging treatment (15). Advance care planning, including advance directives, can be considered 

as part of a timely, proactive approach. Nurses can proactively discuss patients’ values and preferences 

for future potentially life-prolonging treatment, including the use of advance directives to express these 

preferences (40).  
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Surprisingly, some nurses reported a higher level of involvement in their actual role as compared to 

their preferred role. This would indicate that not all nurses prefer to become more involved in shared 

decision-making than they are at present. It has been reported previously that certain characteristics 

of professionals may influence their role in decision-making processes (24, 26). A greater need for 

involvement in decision-making was found for nurses who were female, had a higher level of nursing 

education and worked in a hospital setting (25, 26). Although we did not aim to gain insight into factors 

that might influence nurses’ desire to be involved in decision-making, we did explore whether gender, 

level of education or position were associated with the reported difference between actual and preferred 

involvement. These tests did not show any significant effects. 

As prerequisites for attaining their preferred role, nurses reported sufficient training, sufficient time and 

a clear role and handover. Most nurses agreed that there was a need for training in knowledge and skills 

concerning palliative care. A lack of knowledge hampers nurses’ involvement in shared decision-making 

(38, 41). Previous studies described the benefits and effectiveness of training in decision-making for 

knowledge and skills (38, 41-43). Preferably, such training should be inter-professional, given the inter-

professional nature of shared decision-making about potentially life-prolonging treatments (43). Also, 

inter-professional training can be helpful in practising communication and clinical leadership skills and 

with a preferred role in a team (43). The reported lack of time seems to thwart the need to be involved 

in decision-making. A lack of time for discussing patients’ needs and for the handover of information 

between healthcare professionals was previously found to be a bottleneck for shared decision-making 

(13, 44). In our study, only 22% of the nurses reported that they have enough time to participate in 

discussions about life-prolonging treatment decisions. Nowadays, nurses need to perform their daily 

routines under tremendous time pressure. Therefore, training should focus on integrating shared 

decision-making in daily routines and supporting tools for discussion (8). 

Strengths and limitations

The data in our study reflect nurses’ self-reported perceptions of preferred and actual involvement 

in decision-making about potentially life-prolonging treatment in a nationwide sample. The use of a 

nationwide sample of nursing staff improved generalizability since this sample is representative, at least 

for the Netherlands. We also think that our results are relevant for researchers and practitioners in other 

countries. There is interest around the world in integrating shared decision-making in daily practice, 

including with a substantial role for nurses. Our results create awareness of the gap between nurses’ 

actual role and their preferred role, and underline the importance of taking nurses’ preferences into 

account when integrating shared decision-making. 

The response rate of 46% was fair, and the sample was relatively old (median age of 50). Therefore, we 

cannot eliminate the risk of selection bias. It is suggested that people are more likely to respond when 

having strong feelings about a topic, either positive or negative (45). In our study, it is possible that 

nurses who are not involved in end-of-life care did not respond, thereby giving an underestimate of 
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the response rate. As a second limitation, the self-reported perceptions of nurses might not reflect the 

actual situation. Additional observations might give a better presentation of actual involvement. Since 

no extreme scores were found in our data, we do not expect these limitations to have influenced our 

outcomes positively or negatively.

Implications for nursing

The findings of our study demonstrate the importance of improving nurses’ involvement in shared 

decision-making about potentially life-prolonging treatments. Not only do nurses agree in their need 

for a clear role in decision-making, they also agree that this role should be attainable. Nurses need to be 

supported in positioning themselves in the process of shared decision-making. 

For future research it is recommended to focus on strategies to support nurses in their role in decision-

making. Moreover, future research should further examine nurses’ preferences for their involvement in 

shared decision-making about potentially life-prolonging treatments. 

CONCLUSION

There is a discrepancy between nurses’ preferred role and their perceived actual role in shared decision-

making about potentially life-prolonging treatments in patients in the last phase of life. Nurses prefer to 

be more involved than they are in practice. More effort is needed to support hospital nurses in achieving 

their preferred involvement in shared decision-making about potentially life-prolonging treatments.
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SUPPLEMENTARY MATERIAL 
 
Table 1.  Items selected or adapted from the Role Competency Scale on Shared Decision-Making – Nurses (Tariman et al.)

Item from SDM-N Equivalent item(s) in survey on 
preferred role

Equivalent item(s) in survey on 
actual role  

Knowledge subscale (1 out of 4 items from SDM-N selected)

I understand my role in 
participating in the shared 
decision-making process 
(Knowledge)

10. �I think it is important that my role 
in supporting patients in decision-
making about life-prolonging 
treatment is clear

22. �I think my role in supporting 
patients in decision-making about 
life-prolonging treatment is clear

23. �I support patients in decision-
making about life-prolonging 
treatments*

Attitudes subscale (5 out of 8 items from SDM-N selected)

I have enough time to participate 
in shared decision making 

24.  �I have enough time to participate 
in discussions about life-
prolonging treatment decisions

I certainly feel comfortable 
actively participating during the 
shared decision-making process

11. �I think it is important that I am 
actively involved in discussions 
about treatment decisions for 
patients in the last phase of life

25. �I actively participate in discussions 
where decisions about life-
prolonging treatments are made

12. �I think it is important that I support 
patients in decision-making about 
a treatment*

26. �I have a better idea of the 
preferences and needs of the 
patient than the physician*

The patient is the focus 
throughout the shared
decision-making process.

13. �I think it is important that the 
decision is based exclusively on 
the patient’s wishes

27. �I focus exclusively on the patient 
when decisions about life-
prolonging treatment are made

My opinion is valued by 
patients and the medical team 
throughout the cancer treatment 
shared decision-making process

15. �I think it is important that my 
opinion in decisions about life-
prolonging treatment is valued by 
patients

16.�I think it is important that my 
opinion in decisions about life-
prolonging treatment is valued by 
physicians	

28.  �Experience that my opinion is 
valued by patients during the 
decision-making process

	
29. �Experience that my opinion is 

valued by the physician during the 
decision-making process 

My roles in cancer treatment 
decision-making process are 
complex, but manageable

20.�I think that my role in decision-
making about treatments in the 
last phase of life is complex

21. �I think that my role in decision-
making about treatments in the 
last phase of life is feasible
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Communication skills subscale (3 out of 4 items from SDM-N)

I provide patient education on 
diseases and their treatments

17. �I think it important to provide 
patients with information 
about their condition and their 
treatment(s) in the last phase of 
life

30. �I inform patients about their 
condition and their treatment(s) in 
the last phase of life

I have the ability to share 
significant patient information to 
multidisciplinary team members

18. �I think it is my task to discuss 
important information about the 
patient in multidisciplinary team 
meetings

31.� �I discuss important information 
about a patient in multidisciplinary 
team meetings

I advocate on behalf of my 
patient during the cancer 
treatment shared decision-
making process if needed.

19. �I think it is my task to speak up 
for my patient when decisions 
about life-prolonging treatments 
are made

32. �I speak up for my patient when 
decisions about life-prolonging 
treatments are made

Adaptability subscale (1 out of 4 items from SDM-N selected)

I regularly assess patient values 
and preferences about shared 
decision making.

14. �I think it is my task to regularly 
elicit the wishes and preferences 
of a patient in the last phase of life 

33. �I regularly elicit patients’ wishes 
and preferences regarding 
treatment decision-making in the 
last phase of life

34. �I have sufficient knowledge of 
palliative care is sufficient to 
support patients in the last phase 
of life in decision-making about 
life-prolonging treatments*

SDM-N = Shared Decision-Making – Nurses scale

*Item was self-developed, based on interviews with nurses, and added to the questionnaire 

Table 1.  Continued
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ABSTRACT

Objective: Exploring physicians’ views on hospital nurses’ role in decision-making about potentially life-

prolonging treatments in patients with a short life expectancy.

Methods: A qualitative study using semi-structured interviews with hospital physicians. Data were 

collected from May to September 2019 and analysed following principles of thematic analysis. 

Results: Fifteen physicians working in different hospitals and specialisms participated. Physicians 

stated that they are responsible for the final decision about potentially life-prolonging treatments. They 

considered nurses’ role in decision-making to be complementary to the roles of both patients and the 

physicians themselves, especially when there are doubts or complex situations. Physicians varied in how 

important they found nurses’ involvement in the decision-making process: some physicians saw the 

involvement of nurses as “situation-dependent”, while others viewed nurses’ involvement as standard 

practice. Furthermore, physicians mentioned practical obstacles to involving nurses, like the limited time 

available to both nurses and physicians themselves.

Conclusion: Physicians recognize a complementary role for nurses in decision-making about potentially 

life-prolonging treatment, especially in cases with doubts or complex situations.

Practice implications: Physicians and nurses should engage with each other to make nurses’ 

involvement less situation-dependent. This inter-professional collaboration regarding decision-making 

about life-prolonging treatments should be stimulated, supported and maintained.
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INTRODUCTION

Patients who have a short life expectancy due to advanced diseases or old-age frailty might face 

decisions about potentially life-prolonging treatments (1, 2). These decisions concern whether or 

not to start, continue with, forgo or withdraw curative treatments, while the patient is suffering from 

incurable illness, such as curative chemotherapy or radiotherapy in patients with stadium IV oncology, or 

surgery in patients with heart failure class 4 (2, 3). Such treatments might have limited benefits besides 

prolonging the patient’s life (1, 2). Also, they might result in harmful side effects such as nausea or fatigue 

and therefore negatively affect the patient’s quality of life (4-7). 

When multiple options are at stake, shared decision-making is a preferred model to engage patients and 

their healthcare professionals in the decision-making process (8). Shared decision-making can be defined 

as an approach to discussing treatment decisions that involves healthcare professionals’ evidence and 

expertise as well as patients’ values and preferences (8, 9). In this process four steps can be distinguished, 

namely: I) informing the patient that a decision needs to be made; II) explaining the options, including 

the pros and cons; III) discussing the patient’s preferences; and IV) making the decision and discussing 

the possible follow-up (8). 

An interdisciplinary collaboration is increasingly considered to be of great importance in shared decision-

making (10). In the ideal situation, physicians, patients, close relatives and nurses are involved in shared 

decision-making, to strengthen and support each other in order to arrive at high-quality decisions that 

are aligned with the patient’s preferences (11). In reality, nurses are not always involved in the shared 

decision-making process (12, 13), although their role can be considered as important (14), since nurses 

can provide a broad picture of the patient’s well-being and preferences (15-17). Patients and nurses often 

have close and frequent contact, and patients may therefore be open to sharing important information 

about their wishes and preferences with nurses (4). This information might concern personal preferences 

that patients do not share with their physicians in their relatively brief contact moments, where the 

emphasis is on medical information. Furthermore, nurses can strengthen the process of shared decision-

making by acting as an intermediary between patients and physicians (14). Therefore, involving nurses 

in shared decision-making might lead to treatment decisions that are more in accordance with the 

patient’s needs and preferences (15, 18, 19).

Previous research found that nurses want to be more involved in shared decision-making than they 

currently are (15, 20, 21). In addition, it was found that moral distress among nurses can be related 

to not being involved in the decision-making, while they are involved in performing potentially life-

prolonging treatments (22). Studies of physicians’ perspective on decision-making in patients with a 

short life expectancy focus on life-shortening treatments or policies, such as a non-resuscitation policy 

or requests for euthanasia, rather than potentially life-prolonging treatments (23, 24). No studies were 

found that focus on physicians’ views on the role of nurses in decision-making regarding potentially life-
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prolonging treatments. Knowing more about the physician’s perspectives may help overcome barriers 

and create a climate in which nurses can structurally add information about a patient’s condition and 

circumstances, and are acknowledged and involved in the decision-making process. 

Therefore, the aim of our study was to explore physicians’ views on the role of nurses in decision-

making about potentially life-prolonging treatment in patients with a short life expectancy, and to 

explore physicians’ considerations when deciding whether to involve nurses in decision-making about 

potentially life-prolonging treatment.

METHODS

Design

From May 2019 until September 2019, we conducted a qualitative study using semi-structured face-

to-face interviews with physicians from four hospitals in the Netherlands. Our study adheres to the 

Consolidated criteria for Reporting Qualitative Research (COREQ)(see supplement I) (25).

Participants 

The study population consisted of physicians who met the following inclusion criteria: I) were responsible 

for medical treatment of patients with advanced diseases, such as heart failure, cancer or kidney failure, 

or of frail older adults; II) had professional experiences with decision-making about starting, continuing, 

refraining from or withdrawing potentially life-prolonging treatments; and III) worked in an inpatient or 

outpatient hospital setting. 

We used purposive sampling to achieve variation in the sample and therefore to gain a broad picture. 

Hence, we selected physicians from different types of hospitals (general and university hospitals), with 

different medical specialties (e.g. oncology, surgery, cardiology, geriatric and internal medicine), and in 

different age groups.

Participants were recruited through contact persons in the four hospitals that participated. After 

physicians agreed to participate, they were invited for the interview through an email by the researcher 

(MT). The information letter, which included study background information and information about 

privacy and informed consent, was sent by email to the participants after settling a date, time and place 

for the interview. 

Data collection

The interviews were conducted by a female junior researcher with a nursing background (MT), who is 

experienced in conducting qualitative research and interviews. The interviews were held in an office in 

the hospital of the interviewed physician. The interviews were semi-structured, using an interview guide 

that included general questions about the physicians’ views on the involvement of nurses in decision-
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making about life-prolonging treatments, as well as questions around a specific relevant patient case 

(see supplement II). During the interview, the patient case, as chosen by the interviewed physician, was 

discussed by zooming in on the process of decision-making and nurses’ roles in this regard. 

The interviews lasted between 20 and 45 minutes. Data collection was stopped after fifteen interviews, 

when no new relevant themes arose in the analysis of the most recent interviews.

Ethical considerations

The Medical Ethics Committee of Amsterdam UMC location VUmc decided that the study did not fall 

under the scope of the Dutch Medical Research Involving Human Subjects Act, since the participants 

were not subject to medical procedures and were not required to follow rules of behaviour (26). Therefor 

no further formal ethical approval was required. All the participants signed an informed consent 

form before starting the interview. The transcripts and audio recordings were stored and analysed in 

accordance with the General Data Protection Regulation.

Data analysis

All interviews were audio-recorded and transcribed verbatim. Interview transcripts were coded and 

analysed following the principles of Thematic Analysis as described by Braun & Clarke (27). Two researchers 

(SA, IJ) read and re-read all transcripts to familiarize themselves with the content. All transcripts were 

coded by the first author (SA) to generate initial codes that were directly derived from the content of 

the transcripts. In addition, three transcripts were coded by other members of the research team (RP, 

IJ). This was followed by discussions in the research team to reach consensus about what main codes 

address the research questions. Then the other twelve interviews were coded independently by two 

researchers (SA, IJ) who had bilateral discussions to discuss the main codes and search for overarching 

themes. After this, the themes and subthemes were reviewed and discussed within the research team. 

These discussions led to the definitive themes, which are reported in the Results section of this paper. 

Data analysis was performed with the aid of ATLAS.ti, version 9. 

RESULTS

Participants

A total of fifteen physicians participated in this study. They worked in different hospital departments, e.g. 

oncology, neurology, cardiology, pulmonology or haematology departments (Table 1). Two thirds of the 

participants were female. Their age ranged from 36 to 65 and their working experience as a physician 

ranged from 2 to 39 years. 
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Table 1. Characteristics, N=15

N
Age (n)

35-49 

50-65

 

10 

5
Gender (n)

Male 

Female

 

5 

10
Work experience (years)1

0-4 

5-9 

10-14 

≥15

 

2 

3 

3 

7
Specialization (n)

Oncologist

Neurologist

Nephrologist 

Cardiologist 

Pulmonologist 

Otorhinolaryngology 

Geriatric

Haematologist 

Surgeon 

 

3 

2 

1 

1 

2 

1 

2 

2 

1
Hospital type (n)

University hospital 

Tertiary teaching hospital 

General hospital

 

5 

5 

5
1Most common to count work experience after finishing medical school as medical doctor (MD)
N: number

Main themes

The interviewed physicians presented cases of patients facing various potentially life-prolonging 

treatments, such as dialysis, chemotherapy, surgery, intravenous administration or antibiotics and 

artificial nutrition. Additionally, physicians described several treatment decisions that needed to be 

made, mostly related to starting, forgoing or withdrawing potentially life prolonging treatments. For 

instance, whether or not starting chemotherapy in patients with recurrent and metastatic cancer or 

whether or not forgoing dialysis in patients with severe kidney failure. In some described situations this 

concerned acute situations, for example whether or not starting complete treatment after a stroke.
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Analysis of the interviews led to four main themes: (1) physicians in the lead in decision-making 

regarding potentially life-prolonging treatments; (2) variation between physicians in their perception of 

the importance of involving nurses in decision-making; (3) perceived complementary role for nurses in 

decision-making about potentially life-prolonging treatments; and (4) perceived practical obstacles for 

nurses’ involvement.

Physicians in the lead in decision-making regarding potentially life-prolonging treatments

Physicians were unanimous that they are responsible for the final decision about potentially life-

prolonging treatments, also referred to as a medical decision. Some of the physicians even considered 

this to be a decision about life or death. 

“In the end, I decide on their treatment and the final phase of life.” – Oncologist S14

“But ultimately I have the final word; I decide whether someone dies.” – Nephrologist S03

In addition, physicians were in the lead when it comes to involving nurses in the decision-making 

process. Physicians decided whether nurses should be involved. For instance, whether nurses were 

included in the decision-making process, and if so when, depended on the physician’s perception of 

whether it could be useful at that particular time. 

“Depending on whether I think at that point that it’s useful, I let her go along as well for a talk like 

that.” – Pulmonologist S08 

Nevertheless, physicians mentioned that, at different points in the decision-making process, they 

worked together with both clinical nurse specialists and registered nurses. But in the end, physicians 

took the decision about whether to start, continue with, forgo or withdraw the treatment.

Variation between physicians in their perception of the importance of involving nurses in 

decision-making

Physicians varied in whether they found it always important to involve nurses in decision-making 

about potentially life-prolonging treatments or only in certain situations. There were physicians who 

considered it a standard and important practice to involve nurses in all decisions about life-prolonging 

treatments. 

“Yes, they [nursing staff ] do have an important role, they do the whole analysis, so that’s part and 

parcel of it” – Internist-geriatrician S11

On the other hand, there were physicians who said that the involvement of nurses in the decision-

making process did not always have a high priority, or seem necessary for the physicians themselves or 

the outcomes.
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“I’ve got no problem with them coming along, but I think they don’t have time for that here in the 

hospital. They’re pretty busy with all the patients who do get chemotherapy. And to be honest, I’m not 

sure if it adds very much.” – Oncologist S06

Physicians who considered nurses’ involvement not always necessary explained that it also depended 

on the individual patient situation. For example, when the situation was complex e.g. due to physicians’ 

doubts about the best treatment options. Also, when the patient’s preferences were difficult to identify, 

the physician was more inclined to involve a nurse in the decision-making as a sparring partner.

“That’s a kind of gradation in how difficult or easy a decision is. Sometimes you just need two things, 

two pieces of data and then you know immediately that’s the determining factor; the rest doesn’t 

really make much difference. [...] The more difficult it becomes, of course, the more information you 

want to take into account in your decision. Then that [getting information from a nurse] suddenly 

becomes a lot more important.” – Neurologist S01 

 “Then you have doubts about whether or not you should do something, and yes, it’s always nice to 

have someone to bounce ideas off then.” – Nephrologist S03

However, in contrast to the physicians in the two quotes above, some other physicians said that when 

they had doubts about what might be appropriate treatments, they preferred not to involve a nurse in 

decision-making. 

“If I have serious doubts about whether or not we should do it, then they don’t go to a nurse [...] That 

decision is for the doctor, along with the patient of course, but not for the nurse. [...] So I prefer not to 

do that if there are a lot of doubts.” – Oncologist S06

Furthermore, it was also said that when there were no doubts about treatment options, involvement of 

a nurse in decision-making had no added value: if a physician considers a specific treatment as the one 

and only appropriate option, involvement of a nurse is considered unnecessary. This could be the case 

when a physician was consulted for a second opinion. 

Lastly, it was mentioned that when nurses failed to keep within the boundaries of their professional role, 

this was a reason for the physician to be reluctant about nurses’ involvement. For example, nurses might 

emphasize their own personal opinion and experiences, and therefore exert too much influence on the 

patient’s decision.
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“If the nurse doesn’t stick to their role and if – based on all their experience – that nurse forces the 

decision on the patient, that nurse is no use to me. That nurse should be explaining to the patient what 

I said and everything that was discussed; in my opinion, that’s the role of the nurse.” – Otolaryngologist 

S10

Perceived complementary role of nurses in decision-making about potentially life-

prolonging treatments 

All interviewed physicians viewed nurses’ role as complementary to their own role. This applied to both 

physicians who assumed that nurses’ involvement in decision-making should be standard practice and 

those who indicated that it was more situation-dependent. Nurses could provide physicians with new, 

different information about the patient’s preferences, since nurses often had frequent and close contact 

with patients and their family. 

“They [nurses] sometimes speak separately to the family caregiver. [...] That can give us different 

information to when you speak to them both [the patient and the family caregiver] in the consulting 

room together. That information sometimes gives us a much more complete picture, or a more 

complex one, and sometimes it’s very much in line with how you already saw the situation. So the one 

really complements the other.” – Geriatrician S07

Physicians noticed that nurses had more opportunities than physicians to observe the patient during 

daily care. In addition, a physician might have a primary focus on curing patients and therefore have less 

of an eye for the deteriorating condition of a patient.

“What’s often striking is that they have a better view of what isn’t going well with a patient and they 

act as a brake on you. I know it was the case with myself in the past — and this is connected indirectly 

— that as a doctor you’re sometimes too busy curing the patient and then you get feedback from 

the nurse saying, things are not going at all well with that patient; we don’t have nearly as much 

confidence as you do. So that feedback is important.” – Orthopaedic surgeon S05

Furthermore, physicians mentioned nurses’ role in supporting patients, e.g. after the physician’s 

conversation with a patient about treatment options. The nurse could provide patients with additional 

information, and clarify and repeat information that had been given to the patient by the physician. 

“That nurse should be explaining to the patient what I said and everything that was discussed; in my 

opinion, that is the role of the nurse.” – Otolaryngologist S10

“They [nurses] listen to the conversation and afterwards, once I’ve left, they can give an extra 

explanation if wasn’t entirely clear. [...] So that is an additional task that they [nurses] can do, giving 

extra explanation if it’s not yet clear.” – Orthopaedic surgeon S05
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Additionally, physicians said that nurses could bring the patients’ preferences to the physician’s attention 

during the decision-making process because of their close, supportive relationship with the patient. 

Some physicians suggested that, for a patient, nurses might be easier to talk to compared to the 

physicians themselves, since patients might feel less dependent on a nurse than on a physician.

“Then it really helps if the lady has the nurse sitting next to her nodding encouragingly and saying, ‘You 

tell us what you really want’, you know? Because as the doctor you’re really directing the conversation, 

so I can’t also sit next to her and say ‘tell us what you want’ and at the same time give the family room.” 

– Neurologist S04 

In addition, physicians said that nurses could support a patient by slowing down the decision-making 

process. According to physicians, slowing down the process means that a nurse gives the patient the 

opportunity to reconsider and discuss again their preferences and the treatment options. For example, 

when a physician presents the treatment options to a patient, nurses can suggest a time period for 

reflecting on the available options. After this, the final decision can be made later, knowing that all the 

options have been considered thoroughly.

“So I think there is definitely a role for the nurse there, to slow things down and give someone space 

and the opportunity to reflect and think about whether they still want things.” – Neurologist S04

“I prefer to explain the options, after which the nurse gets the opportunity to go through those options 

once more... because the patient might have questions about those options... to discuss those options 

with the patient and only then to decide, so the decision comes after that. So the nurse clarifies the 

options.” – Otolaryngologist S10

The complementary role also consists of providing emotional support to a patient. Physicians said that 

the patient’s emotions often surface later, after the physician’s conversation with the patient. Nurses 

would then be the appropriate professionals to provide emotional support.

 

“You gave your talk and then it basically has to sink in, and sometimes the emotions that they didn’t 

show then only surface hours later. So they are kind of the buffer in the whole process, to sort of deal 

with that, I think.” – Orthopaedic surgeon S05

�Perceived practical obstacles for nurses’ involvement in decision-making about potentially 

life-prolonging treatments 

In particular those physicians who saw the involvement of nurses in decision-making about life-

prolonging treatments as situation-dependent also mentioned obstacles like the shortage of nurses.
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“In our case, the nurse sometimes sits in on the conversation but that often simply isn’t possible 

because there aren’t enough of them. You can’t take a nurse off the ward for three-quarters of an hour; 

you won’t easily find someone else.” – Neurologist S01

Also, the workload and limited time was mentioned as an obstacle:

“Look, if someone is completely distraught, crying and inconsolable and so on, I can bring them in and 

let them talk to that person. But we don’t have time to let all patients see a nurse.” – Pulmonologist S08

In addition, some physicians mentioned the high turnover in nurses as an obstacle. New nurses did not 

always know the patient or the process they were already in, which could be a reason not to involve the 

nurses in the decision-making process. 

“Well, the most ideal situation is where you have one nurse who always sees that same patient 

and who also sits in on the conversation. But [...] there’s a lot of turnover in nurses. And if I do have 

a moment when I can speak to the family, it would be pure luck if the right nurse happened to be 

around then.” – Nephrologist S03

If a decision had to be made in an acute situation, such as the urgent admission of a patient with a 

severe stroke, physicians were also less likely to involve a nurse. This obstacle again seems related to the 

‘situation dependence’ of the involvement of nurses in the decision-making process. In acute situations, 

physicians were more inclined to make treatment decisions without discussing treatment options or the 

prognosis with nursing staff. 

“Well, in our case most decisions concern people with acute problems, who come in with a stroke. And 

if the stroke is such that you have to decide how far you should go with treatment, or whether in fact 

you say we aren’t going to treat it. [...] Then you have to consider quite quickly with one another what 

you are going to do and what not.” – Neurologist S01 

DISCUSSION AND CONCLUSION

Discussion

This study shows that physicians see a complementary role for nurses in the decision-making process about 

potentially life-prolonging treatments in patients with a short life expectancy. Physicians described nurses’ 

role as supportive regarding both the patient and the physician. Nonetheless, physicians varied in their 

considerations about whether to include nurses in the decision-making process. While some physicians 

envisioned nurses’ involvement as a “standard and important practice”, other envisioned it as “situation-

dependent”. The physicians who emphasized the “dependency of the situation” were more inclined to 
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involve nurses in decision-making in a complex, non-acute patient situation and when there were doubts 

about the best treatment options. These physicians seemed to be less inclined to involve nurses when it 

was obvious for them (the physician) that starting, continuing with, forgoing or withdrawing a specific 

treatment was the one and only appropriate choice. Lastly, physicians did not always consider nurses’ 

involvement possible due to practical obstacles such as limited time and high workload.

The interviewed physicians described nurses’ involvement as complementary, characterized by 

informing physicians about the patient’s condition, wishes and preferences, and by supporting patients 

in the decision-making process by providing both information and emotional support. The perceptions 

of physicians and nurses seem to be aligned with regard to this complementary role. In previous 

studies, nurses themselves characterized their role as complementing, facilitating and supporting (15, 

21, 28). These similarities offer an opportunity to increase the involvement and contribution of nurses 

in decision-making about life-prolonging treatments, which aligns with the preferences of hospital 

nurses (20). To achieve greater involvement of nurses in decision-making, there needs to be agreement 

between physicians and nurses about nurses’ actual involvement. From that point of view, As described 

by the physicians in our study, nurses involvement in decision-making is not always feasible, for 

example in acute situations where the success of a treatment depends on how quickly this is initiated. 

Nevertheless, physicians in our study also acknowledged nurses’ added value when nurses are involved 

in decision-making. It should therefore be recommended to consider nurses’ involvement as standard 

practice when the situation allows it. Once the involvement of nurses becomes standard, nurses can 

contribute to the communication about treatment options, i.e. prepare patients for the conversation 

with their physician (29) and keep an eye on whether the patient’s preferences are met and whether the 

patient’s comfort at the end of life is also taken into account. This is particularly important since some 

physicians still tend to focus more on curing and the prolongation of life than the quality of life, even in 

the last phase of a patient’s life (21, 22, 30). 

The complementary role of nurses as described in our study corresponds with the second and third 

steps in the process of shared decision-making as described by Stiggelbout et al. (8). Nurses can play 

a role in step two, by providing the patient with additional information about the treatment options 

presented by the physician, and in step three, by further exploring the patient’s preferences. Given their 

often close contact with patients and their families, having nurses provide support in steps two and 

three seems appropriate (4, 15-17, 31). The final decision (step 4) is mostly considered as a medical 

responsibility of the physician (21, 22, 24, 32), as the physicians in our study also confirmed. However, 

there are also studies questioning whether the physician alone should be responsible for the final 

decision (33, 34). In the ideal situation, the final decision is fully supported by the patient, close relatives 

and other healthcare professionals involved. This is in line with a collaborative approach to shared 

decision-making as for instance described by O’Grady et al. (35). A collaborative approach also requires 

the involvement of nurses to ultimately determine the best course of action, without intending to take 

co-responsibility for the final decision (35). 
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Furthermore, our study shows that the involvement of nurses in shared decision-making is not common 

practice yet for all hospital physicians. Some physicians see this as “situation dependent”, e.g. they are 

more inclined to consult nurses in complex non-acute situations, while we know from other studies 

that nurses prefer involvement regardless of the situation (15, 20, 36, 37). In addition, some interviewed 

physicians mentioned that a lack of involvement of nurses did not always mean that involvement would 

not have added value. Various practical obstacles were mentioned, such as a lack of time, personnel 

shortages and a high workload among nurses. It is well known that nurses themselves also experience 

a high workload and time pressure during their routine work (38, 39). Nonetheless, in general nurses 

would still like to be involved in decision-making (20, 30, 37). This could indicate that physicians are 

making this assumption about nurses’ priorities from a hierarchical position or presumed perspective, 

which might result in nurses being less involved in decision-making than they wish (20). However, the 

involvement of nurses in decision-making can be beneficial for both patients and nurses, resulting in 

higher-quality decision-making (15, 22). 

A strength of this study is that we conducted interviews with hospital physicians with various clinical 

specialisms, working in different settings and types of hospitals and treating patients with various 

medical conditions, where decisions about a wide range of potentially life-prolonging treatments are at 

stake. This enabled us to provide a broad picture of physicians’ views on the role of nurses in decision-

making about such treatments. 

However, there is a chance that physicians who might be relatively positive or might be more 

outspoken regarding the involvement of nurses in decision-making about life-prolonging treatments 

were more willing to participate in our study. Also, two thirds of the physicians interviewed in our study 

were female. Earlier research showed that female physicians are more engaged in shared decision-

making than male physicians (40). Regardless of gender, our study showed variation in the extent to 

which physicians were positive about nurses’ involvement. Therefore, it is not likely that our results 

are severely biased by physicians being relatively positive or outspoken or by physicians’ gender.  

Lastly, we did not explicitly ask for family in our interviews. However, in decision-making about potentially 

life-prolonging treatments in patients with a short life expectancy, perspectives of family are essential 

as well.

Conclusion

Physicians recognize a complementary role for nurses in decision-making about potentially life-

prolonging treatment, especially in cases where there are doubts or in complex situations. Physicians 

vary in their views on whether to include nurses in the decision-making process, from seeing it as a 

“standard and important practice” to seeing it as “situation-dependent”. Physicians do not always consider 

involving nurses possible due to practical obstacles, such as nurses’ limited time and high workload.
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Practice implications 

Based on the findings in our study we recommend physicians and nurses to engage with each other to 

make nurses’ involvement less situation-dependent. Also practical obstacles, such as nurses shortages 

could be reduced by making arrangements. Furthermore, we consider it important to support and 

maintain inter-professional collaboration with regard to decision-making about life-prolonging 

treatments in patients with a short life expectancy. Inter-professional collaboration may contribute to 

a higher quality of decision-making and therefore higher quality of life for patients (41, 42). Therefore, 

inter-professional training on shared decision-making in patients with a short life expectancy is 

recommended. This can improve mutual communication, optimize arrangements regarding “situation-

dependent” involvement of nurses and clarify the roles of physicians and nursing staff (41).

A recommendation for future research is to further explore the actual practices and differences regarding 

nurses’ involvement in shared decision-making and the effect on the quality of the decision. This could 

be done through observations and by interviewing patients, relatives and nurses. 
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SUPPLEMENTARY MATERIAL

Supplemental document I -  COREQ (COnsolidated criteria for REporting Qualitative research) 

Checklist 

A checklist of items that should be included in reports of qualitative research. You must report the page number in 

your manuscript where you consider each of the items listed in this checklist. If you have not included this information, 

either revise your manuscript accordingly before submitting or note N/A.

Topic Item 
No.

Guide Questions/Description Reported 
on Page 

No. 

Domain 1: Research team And reflexivity

Personal characteristics

Interviewer/facilitator 1 Which author/s conducted the interview or focus group? 5

Credentials 2 What were the researcher’s credentials? E.g. PhD, MD 5

Occupation 3 What was their occupation at the time of the study? 5

Gender 4 Was the researcher male or female? 5

Experience and training 5 What experience or training did the researcher have? 5

Relationship with participants

Relationship established 6 Was a relationship established prior to study 
commencement?

5

Participant knowledge of the 
interviewer

7 What did the participants know about the researcher? 
e.g. personal goals, reasons for doing the research

NA

Interviewer characteristics 8 What characteristics were reported about the inter 
viewer/facilitator? e.g. Bias, assumptions, reasons and 
interests in the research topic

NA

Domain 2: Study design

Theoretical framework

Methodological orientation and 
Theory

9 What methodological orientation was stated to underpin 
the study? e.g. grounded theory, discourse analysis, 
ethnography, phenomenology, content analysis

4

Participant selection

Sampling 10 How were participants selected? e.g. purposive, 
convenience, consecutive, snowball

4

Method of approach 11 How were participants approached? e.g. face-to-face, 
telephone, mail, email

5

Sample size 12 How many participants were in the study? 6

Non-participation 13 How many people refused to participate or dropped out? 
Reasons?

NA

Setting

Setting of data collection 14 Where was the data collected? e.g. home, clinic, 
workplace

5

Presence of non-participants 15 Was anyone else present besides the participants and 
researchers?

NA
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Description of sample 16 What are the important characteristics of the sample? e.g. 
demographic data, date

6

Data collection

Interview guide 17 Were questions, prompts, guides provided by the 
authors? Was it pilot tested?

5

Repeat interviews 18 Were repeat inter views carried out? If yes, how many? NA

Audio/visual recording 19 Did the research use audio or visual recording to collect 
the data?

5

Field notes 20 Were field notes made during and/or after the interview 
or focus group?

NA

Duration 21 What was the duration of the inter views or focus group? 5

Data saturation 22 Was data saturation discussed? 5

Transcript returned 23 Were transcripts returned to participants for comment 
and/or correction?

NA

Domain 3: analysis and findings

Data analysis

Number of data coders 24 How many data coders coded the data? 6

Description of the coding tree 25 Did authors provide a description of the coding tree? NA

Derivation of themes 26 Were themes identified in advance or derived from the 
data?

6

Software 27 What software, if applicable, was used to manage the 
data?

6

Participant checking 28 Did participants provide feedback on the findings? NA

Reporting

Quotations presented 29 Were participant quotations presented to illustrate the 
themes/findings? Was each quotation identified? e.g. 
participant number

7-12

Data and findings consistent 30 Was there consistency between the data presented and 
the findings?

7-12

Clarity of major themes 31 Were major themes clearly presented in the findings? 7-12

Clarity of minor themes 32 Is there a description of diverse cases or discussion of 
minor themes?

7-12

Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-

item checklist for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, 

Number 6: pp. 349 – 357

Once you have completed this checklist, please save a copy and upload it as part of your submission. DO NOT include 

this checklist as part of the main manuscript document. It must be uploaded as a separate file.
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Supplement II

INTERVIEW GUIDE

Introduction: 
- Date of Birth

- Gender

- Work experience

- Specialism

- Hospital type
Purpose:
To explore physicians’ perceptions towards nurses’ role in decision-making regarding treatment choices that need 

to be made by patient about life-prolonging treatment.
Recent situation:

•      �Can you describe a recent situation of a patient in the last phase of life, in which a treatment decision 

needed to be taken about a life-prolonging treatment?

•      �If possible/relevant, is there a situation in which the decision-making happened differently?
Decision-making process:

•      �How was the decision made in the situation that you just described? Who were involved?

•      �How did you experienced the decision-making?

•      �Which roles are there for whom when discussing treatment options? 

•      �What did you think of the role of the nurse within this process? 

•      �On which moment should a nurse get involved according to you?

•      �According to you, what is the nurses role in discussing treatment options?

•      �What influenced nurses’ involvement? Does a nurse always need to be involved? 
Preferred situation:

•      �How would you prefer to make the treatment decision? Is this also applicable for other situations?

•      �What could be helpful to make a decision in the preferable situation?

•      �How would you have seen the role of the nurse within the described situation? Is this also applicable for 

other situations? What could be the nurses role within these other situations?
Facilitating and/or obstructing factors:

•      �Within the situation that you described, what were factors that facilitated or obstructed the decision-

making? 
Open questions:

•      �Could you further explain this? Why is this so important to you?

•      �What should you have done in this situation?

•      �In what sense…

•      �What was the patient there for, which choices preceded it?

•      �In which choices were you involved? Is this usual care of is this support related to the treatment 

decision?

•      �Is there a role for nurses in this situation according to you?

•      �Is it always like this? Is this common?

•      �I do not fully understand this, could you further explain it? Do you have examples?

What is your role in it? What do you consider important?
Do I understand correctly that according to you…. 
Rounding: Is there anything you would add of discuss in more detail?
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ABSTRACT

Objective: To explore whether nurses in hospital settings experience moral distress when involved in 

potentially life-prolonging treatments in adults with a short life expectancy. 

Methods: A qualitative study using semi-structured interviews.

Results: 23 registered nurses working in inpatient or outpatient hospital settings participated. The 

nurses stated they were often not involved in decisions regarding life-prolonging treatments. They 

reported signs of moral distress such as feeling powerless when they were not being listened to in 

the decision-making process and when confronted with negative treatment outcomes. Nurses felt 

frustrated when their own values were not reflected in the decision-making or when physicians created 

unrealistic expectations.

Conclusions: Hospital nurses experience moral distress when they are involved in life-prolonging 

treatment because of the patient’s advanced condition and their own lack of involvement in the 

decision-making process about the treatment. In these situations, moral distress is characterized by 

feelings of powerlessness and frustration.

Practice Implications: Nurses need to be empowered by training programmes that focus on an active 

role in the decision-making process. Further research is needed to evaluate effective tools and training 

programmes that help nurses in shared decision-making processes.
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INTRODUCTION

Hospital nurses are often involved in potentially life-prolonging treatments given to adults with a short 

life expectancy, such as patients with life-threatening advanced diseases or frail older people (1-3). 

Treatments such as chemotherapy, surgery and artificial nutrition and hydration may prolong a patient’s 

life but may also result in harmful side effects and negatively affect the quality of life (4-9).

Decisions about starting, continuing, forgoing or withdrawing life-prolonging treatments are often 

made in a dialogue between a patient and a physician (10, 11). However, nurses can help reach a 

decision that meets the patient’s wishes and needs, due to the nature of their contact with patients at 

the end of life, which is often closer and more frequent (12, 13). Nurses can discuss what patients find 

important with them and therefore complement the shared decision-making (10), a stepwise approach 

for making treatment decisions that involves healthcare professionals’ evidence and expertise as well as 

patients’ values and preferences (14, 15). Additionally, involving nurses in decision-making is important 

because physicians sometimes avoid discussing the option of withdrawing or forgoing treatment and 

decide to start or continue aggressive treatment (16-18). Subsequently, nurses might have to provide a 

treatment that in their opinion is futile or does not meet the patients’ preferences. This may cause moral 

distress among nurses (19).

Moral distress can be described as the negative experience of psychological imbalance related to a 

moral dilemma (20). Moral distress may occur when nurses cannot fulfil their moral obligation to a 

patient, such as delivering the best care possible, or cannot pursue what they believe to be the correct 

course of action because of forces outside their control (21). Nurses may react to moral distress and 

exhibit psychological and stress-related reactions (22). This may result in a decreased capacity to care, 

a decrease in the quality of communication with other healthcare professionals, negative emotions, 

burnout or psychological distancing between nurse and patient (22, 23). Furthermore, experiencing 

moral distress over time may ultimately lead to nurses leaving the profession (24, 25).

Previous studies indicate that moral distress is highly prevalent among nurses in hospital settings 

(22-24). There are also indications that high levels of moral distress are experienced when nurses are 

involved in giving treatments that might harm the patients’ quality of life (25). It has been suggested 

that moral distress increases further when nurses are not involved in the decision-making process and 

are confronted with a treatment they are not in favour of (25).

However, so far there is little knowledge about hospital nurses’ involvement (or otherwise) in decision-

making about potentially life-prolonging treatments and whether this is associated with moral distress. 

The objective of this study was therefore to explore whether nurses in inpatient or outpatient hospital 

settings experience moral distress when they are involved in potentially life-prolonging treatments 

in adults with short life expectancies because of advanced diseases or old-age frailty. The secondary 
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objective was to explore whether moral distress is related to not being involved in the decision-making 

about these treatments.

METHODS

Design

A qualitative design with semi-structured interviews was used. The consolidated criteria for reporting 

qualitative research (COREQ) were used for reporting the findings (26). Prior to each interview, informed 

consent was obtained from the participating nurses.

The Medical Ethics Committee of Amsterdam UMC location VUmc decided that the study did not fall 

under the scope of the Dutch Medical Research Involving Human Subjects Act as the participants were 

not subject to medical procedures and were not required to follow rules of behaviour (protocol ID 

2018.551). Hence, no further formal approval was needed.

Participants

Nurses were considered eligible if they: I) had a vocational, bachelor’s or master’s diploma in nursing; 

II) worked in an inpatient or outpatient setting of a hospital and III) had professional experience in the 

past six months with life-prolonging treatments in adults with a short life expectancy due to advanced 

illness or old-age frailty.

We invited nurses working in different types of hospitals (university and general) and positions, registered 

nurses (RN) and clinical nurse specialists (CNS), from both inpatient and outpatient hospital settings of 

various departments. Nursing contacts in four hospitals with whom the authors already collaborated 

in the study were asked to forward an invitation by e-mail to eligible nurses. In addition, eligible nurses 

were invited through a message on the LinkedIn pages of one author (MS). Furthermore, nurses who 

were interviewed were asked if they knew any colleagues who could participate (snowball sampling). 

In recruiting participants, we aimed at variation in gender, type of department and years of working 

experience.

Eligible nurses received written and verbal information about the study prior to the interview. A total of 

23 nurses were then interviewed. It should be noted that the researchers were not acquainted with the 

participants in advance.

Data collection

All interviews took place between October  2018 and June  2020. The interviews in 2018 and 2019 

were face-to-face at a location preferred by the interviewee (mostly a room in the hospital), while the 

interviews in 2020 were held by telephone due to the COVID-19 pandemic. Interviews were held by one 
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of the researchers (MS, SA or MT), who all have a nursing background as well as a scientific background 

and who have been trained in qualitative methodology and interviewing techniques.

The interviews were semi-structured and started with a question asking them to describe a recent case 

of a patient with a short life expectancy receiving potentially life-prolonging treatment. Further topics 

involved the decision-making process in the specific case, how the nurse was involved in the decision-

making process and the treatment, and their desired role in the decision-making process.

We intended to look for experiences relating to moral distress without explicitly using that term, by 

paying attention in the interview to how the nurses perceived the decision-making process and the 

involvement in the treatment. The interviews lasted between 20 and 67 minutes.

Data collection was stopped when no new relevant themes arose in the analyses of the last interviews, 

indicating that data saturation had been reached.

Data analysis

All interviews were audio-recorded and transcribed verbatim directly after the interviews. Interview 

transcripts were analysed following the principles of thematic analysis (27). Two researchers (MS, SA) 

read and reread all transcripts to familiarize themselves with the data.

Subsequently, they coded the transcripts using codes that were directly derived from the content 

of the transcripts. The first six interviews were doubly coded independently (MS, SA). Differences in 

interpretation of the text segments and related codes were discussed. As consensus between the two 

researchers was high, the following 17 interviews were coded independently by one researcher and 

subsequently discussed with the other. Then codes were sorted and grouped into potential themes. 

After this, themes and subthemes in the ‘coding tree’ were reviewed and discussed with the research 

group also consisting of the other authors, to improve the quality of the analysis. The two researchers 

(MS, SA) further refined themes and sub-themes and described the scope and content of the themes 

in a couple of sentences. Appropriate quotes within the transcripts were highlighted and selected to 

substantiate main themes.

Meanwhile, ‘member checks’ consisting of a summary of the main themes resulting of the analysis were 

sent to the participants, who stated that they recognized the themes described.

In addition, the researchers created analytic narratives and a vivid thematic map that provided an overall 

picture of the main themes, which were reviewed and discussed with other members of the research 

team, ultimately leading to this paper.

Data analysis was supported by the software program ATLAS.ti, version 8.4.20.
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RESULTS

Characteristics of participants

A total of 23 hospital nurses participated in this study: 12 working in inpatient settings and 11 in outpatient 

settings. Most participants were female registered nurses working in an oncology, haematology, 

cardiology or geriatrics inpatient or outpatient department (Table 1). The age of the participants ranged 

between 23 and 61 and their work experience ranged from 1 to 44 years.

Table 1. Characteristics of the nurses interviewed (n=23)

Nurses’ job category - n

Registered nurse

Clinical nurse specialist 

15

8

Gender - n

Female

Male 

19

4      

Age - n

20 - 30

31 - 40

41 - 50

> 50

4

2

7

9

Work experience (years)

1 – 9 years

≥ 10

11

12

Hospital type - n

University hospital

General hospital

14

9

Setting - n

Inpatient clinic

Outpatient clinic

12

11

Nursing ward - n

Oncology

Haematology

Cardiology

Geriatric

Internal medicine

Surgery

9

4

3

3

1

3
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Main types of treatments and main themes and sub-themes

The nurse participants presented cases about a variety of potentially life-prolonging treatments, such 

as administering antibiotics, artificial nutrition, blood transfusions, implanting pacemakers, surgery, 

chemotherapy and immunotherapy.

Analysis of the interviews led to four main themes: I) feeling the need to be involved in decisions regarding 

life-prolonging treatments; II) doubting the decision about life-prolonging treatment; III) experiencing 

moral distress due to life-prolonging treatment and; IV) perceived negative consequences for patient 

care. The experiences of moral distress are subdivided into four subthemes: a) feeling powerless when 

confronted with the outcomes of life-prolonging treatment; b) a sense of powerlessness due to feeling 

unheard or overruled; c) feeling frustrated when their own values are not reflected in the decision for the 

treatment; and d) feelings of frustration when physicians create unrealistic expectations.

Feeling the need to be involved in decisions about life-prolonging treatments

All participant nurses stated that they could have made a meaningful contribution in the decision-

making process regarding life-prolonging treatments. However, approximately half of the nurses 

expressed that they were not involved in the decision-making about treatment although they were 

involved in giving the treatment. Nurses stated that they could have provided additional information 

from conversations with patients that could have been taken into account in the decision-making. 

Specifically, nurses from inpatient departments mentioned that their observations during patient care 

could be a meaningful source of information for the decision-making process.

“You can make a contribution as a nurse because you are the one that observes the patient the entire 

day. The physician only observes the patient for two minutes and that’s it. They [physicians] see the lab 

results, but we [nurses] observe how the patient felt during the day.” – RN07, inpatient setting

Nurses working in both inpatient and outpatient settings felt the need to be involved in the decision-

making about life-prolonging treatments. As part of their role, they wanted to share valuable information 

and provide meaningful support for their patients.

Doubting the decision for life-prolonging treatment

Some nurses doubted whether the patient’s wishes were met in the decision for the life-prolonging 

treatment. They also said that how treatment options (including the option “no curative treatment” or 

“withdraw treatment”) were discussed with the patient varied. This doubt was expressed in particular by 

nurses who were not present during the actual decision-making with the patient. The nurses expressed 

serious reservations about the choice for the potentially life-prolonging treatment. They doubted 

whether the treatment was the best option for the patient.
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“It was difficult, because initially it was more of a feeling I had, as did some of the others with me. Such 

as […] that patient won’t be able to take surgery. But again, that’s a gut feeling, I can’t really argue why 

that is the case” – CNS18, inpatient setting

Nurses’ doubts about the treatment increased when they saw a patients’ quality of life being adversely 

affected by pain or complications.

“The moment I see someone being transferred by an ambulance two or three times a week, someone 

who can only lie in bed… that’s when I see suffering. If you really can’t do anything anymore, if you 

are too tired to do anything and giving a blood transfusion doesn’t help, then it is enough for me.” – 

CNS19, outpatient setting

Experiences of moral distress due to life-prolonging treatment 

Feeling powerless and frustrated were signs of moral distress among nurses involved in life-prolonging 

treatments of adults with a short life expectancy or frail older people. They described various situations 

in which these feelings occurred.

Sense of powerlessness while being confronted with the outcomes of life-prolonging treatment

Both inpatient and outpatient hospital nurses described feelings of powerlessness when they saw 

patients suffering. These feelings were exacerbated when nurses saw a treatment as futile yet still had 

to provide it.

“So I performed the treatment, but I think it gave me a compelling feeling of powerlessness and the 

sense that I was going to perform a treatment that I did not believe in, which really went against the 

grain.” – RN07, inpatient setting

Nurses also said that physicians were not always aware of the negative outcomes of the treatments 

for the patient. Nurses in inpatient settings in particular were confronted with e.g. pain or nausea as a 

consequence of the treatment. Being confronted with negative outcomes or side-effects sometimes 

caused feelings of powerlessness.

“Sometimes the symptoms and side effects can be very serious and eventually we [nurses] are the ones 

that are cleaning up the mess. That can be tough on you.” – RN05, inpatient setting

Sense of powerlessness due to feeling unheard or overruled

Some nurses in the outpatient setting expressed feelings of powerlessness due to their dependency 

on what the physician decides about a treatment. According to nurses, physicians have a key position 

since they are responsible for the decision-making and therefore needed to successfully justify the 

decision to stop life-prolonging treatment. Nurses who expressed their opinion, e.g. about stopping 
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life-prolonging treatment (such as blood transfusion, intravenous fluids or chemotherapy) or sharing 

other important information, felt this was not always taken into account by the physician. In such 

cases, they expressed a sense of being unheard or overruled and therefore powerless.

“I stand very much on the sidelines, you know. They really don’t listen to me. I find that difficult, I feel 

powerless. I’d like to have a bigger role, but that’s not expected of me at all.”- CNS15, outpatient setting

Feeling frustrated when their own moral values are not reflected in the decision for the 

treatment

It was difficult for nurses when their own moral values about good care and quality of life in patients 

with a short life expectancy were not reflected in the decisions taken, particularly when the nurses 

were directly involved in implementing the treatment. This caused moral distress. Both inpatient and 

outpatient hospital nurses often mentioned having different moral values to the physician, which was 

related to how they perceived the decisions about starting, continuing or stopping a treatment in the 

patient cases described. Nurses described their own moral values about good care and quality of life 

involving potentially life-prolonging treatment as follows:

I) the patient needs to be comfortable,

II) the treatment must not harm the patients’ quality of life and

III) the decision about the treatment needs to be in line with the patients’ preferences.

According to nurses, most physicians seemed to focus on cure or at least life-prolongation, resulting in 

continuing or starting a treatment that negatively affects the quality of life.

“I have noticed that physicians are actually focused on curing. There are a lot of physicians who find 

it hard to agree on a palliative policy. They want to continue treatment as long as possible.” – RN11, 

inpatient setting

Feelings of frustration caused by physicians creating unrealistic expectations 

Nurses described frustration and anger when they perceived the communication between a physician 

and a patient as ‘unfair’, e.g. when a physician created hope instead of realistic expectations.

It was frustrating, because you know that you can make this patient comfortable but you just don’t get 

permission to do so.” – RN05, inpatient setting. 

Perceived negative consequences for patient care

Nurses admitted that moral distress influenced their perceived ability to provide optimum patient 

care. For example, one nurse in an outpatient department temporarily reported sick, because she felt 
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unheard and not appreciated for her opinion in the decision-making process regarding life-prolonging 

treatment.

Furthermore, some nurses stated that they had refused to perform a treatment or withdrawn from care 

if they were not involved in the decision-making and did not back the decision. In addition, some said 

that they demanded the physician should reassess a decision before they would start the treatment.

“The moment the treatment became futile, I told the physician that I had difficulties with administering 

fluids intravenously and that I was quitting performing that treatment [for this patient].” – RN09, 

inpatient setting

DISCUSSION AND CONCLUSION

Discussion 

Our study shows that hospital nurses experience moral distress when they are involved in life-prolonging 

treatments in patients with a short life expectancy. Moral distress is described by the nurses interviewed 

as feelings of powerlessness, due to outcomes of life-prolonging treatment or because they were 

not being listened to. Moral distress was also described as feelings of frustration when nurses’ moral 

values were not reflected in decisions or when a physician creates unrealistic expectations for a patient.  

In our study, signs of moral distress occurred in particular when nurses were not involved in the decision-

making process. The nurses interviewed in our study said that they wanted to share valuable information 

and provide meaningful support for their patients as part of their role. Nurses have several roles in the 

decision-making process, e.g. i) checking the quality of a decision; ii) complementing shared decision-

making; and iii)  facilitating shared decision-making(10). Other studies suggest that involving nurses 

may lead to decision-making that is more in line with the patient’s wishes(28-30). However, the nurses 

in this study described feeling they were not involved in the decision-making process. They said they 

felt unheard and that their opinions or values were not reflected in the decision-making. These results 

are in line with other studies that described exacerbation of moral distress in nurses due to a lack of 

involvement in and poor communication(28, 31-33). 

Nurses can have a key role in shared decision-making, e.g. because they can share additional information 

about patient’s wishes and preferences, due to their frequent and close contact with patients(34). To 

support nurses in the decision-making process, Stacey et  al. introduced the concept of the decision 

coach, a professional who is trained to assist the patients’ involvement in healthcare decision-making(35). 

A decision coach assesses decisional conflicts, addresses decisional needs and provides understanding 

and support. Introducing nurses as decision coaches may let them acquire a more structural role in 

the decision-making process(10, 35). Another strategy might include training nurses in advance care 

planning conversations(36), to equippe them to timely discuss with patients the subject of potentially 
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life-prolonging treatments at the end of life. Beside individual training, support from managers or nursing 

team leaders is important for realising that nurses are more involved in the decision-making(37-39),  

i.e. by promoting good interprofessional teamwork(37, 40), and by promoting a positive climate for 

discussing ethical dilemmas(23, 38, 39). 

All nurses agreed that they could have made a meaningful contribution in the decision-making process. 

Being listened to and knowing the reasons for the decision can diminish moral distress(23, 38, 40). It 

does not necessarily include the willingness to take co-responsibility. This seems to align more with 

a collaborative approach than with shared decision making. A collaborative approach invites nurses, 

physicians, patients and family in working together to determine the best course of action(41), without 

the necessity of willing to take co-responsibility for a decision. Nevertheless, throughout the manuscript 

we used shared decision-making as a process that involves evidence, expertise and patients’ values, with 

a more familiar stepwise approach  that is known among hospital nurses.

Our results show that nurses often experience moral distress due to feeling unheard. However, the 

feeling of lack of involvement in the decision-making process might be related to nurses’ personal 

characteristics, such as their leadership skills and their readiness to “speak up”(42). Especially in difficult 

and challenging situations in which moral distress might occur, such as being involved in life-prolonging 

treatments, nurses require these characteristics. Moreover, it helps them to think and act morally in 

their professional practice(43). Nurses also need moral courage as a general competence so that they 

can stand up for themselves in morally challenging situations(43-45). Moral courage in nursing means 

defending and acting on beneficence principles, e.g. doing good for others, despite any resistance by 

others and regardless of personal risk(45-47). Nurses practising with moral courage base their decisions 

on internal motivation that is predicated on the virtues, values and standards that they believe uphold 

what is right. Nurses who have moral courage may be more able to reduce their moral distress and more 

able to speak up during decision-making(44, 45, 48, 49).

Participating nurses in our study also mentioned having other moral values towards what is important 

for the quality of care and quality of life in patients with a short life expectancy. They felt frustrated when 

their own moral values were not reflected in the decision-making and consequently life-prolonging 

treatment was continued or started. When it comes to deciding about life-prolonging treatment, nurses 

said that they were more concerned about comfort and quality of life, while in their opinion physicians 

focus on life prolongation. Previous studies reveal that physicians do indeed seem more focused on life 

prolongation and often do not address alternatives to life-prolonging treatments(28, 50). Although most 

arise from over-treatment at end of life, sometimes nurses experience distress due to under-treatment, 

which none of the nurses in our study mentioned(23, 38, 40, 51, 52). Participating in moral deliberation 

can reduce moral distress, as healthcare professionals gain a better understanding of the perspectives 

of colleagues and the moral issues at stake(53). It is therefore recommended that moral deliberation 

should be introduced on a regular basis.
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Today, it is possibly more important than ever for nurses to participate in decision-making processes, to 

ensure that the interests and needs of people with a short life expectancy are taken into account. During 

the COVID-19 pandemic, patients, family and healthcare professionals faced difficult decisions, such as 

starting or withholding mechanical ventilation and ICU admission. It has been suggested that nurses 

experience moral distress due to visiting restrictions, especially in end-of-life situations(54). Furthermore, 

rapidly changing policies and guidelines on patient care during a pandemic also increase stress levels 

among nurses(55). Further research should focus on supportive strategies in various situations or on 

how hospital nurses’ perceptions and feelings about life-prolonging treatments and decision-making 

processes in patients with a short life-expectancy have changed after several months of the pandemic.

A strength of this study is that we included nurses who worked in a variety of inpatient and outpatient 

hospital departments. We were therefore able to give a broad description of experiences of moral distress 

among hospital nurses when they are involved in life-prolonging treatment in various patient groups.

This study also has limitations. Due to the COVID-19 outbreak, we had to conduct the last 14 interviews 

by telephone. These interviews were on average 28 minutes shorter than the face-to-face interviews 

and lacked the option for the interviewer to respond to non-verbal communication. Nevertheless, the 

nurses participating still seemed comfortable sharing their experiences and provided information that 

enriched the analysis. We have no indications that the content of the telephone interviews differed 

substantially from the face-to-face interviews. 

The focus of our study was on experiences of moral distress in nurses. However, in the light of decision-

making about life-prolonging treatments in patients with a short life expectancy, perspectives of 

physicians and of patients and family are essential as well. 

Conclusion

Hospital nurses experience moral distress when they are involved in life-prolonging treatments, 

describing feelings of powerlessness and frustration. When nurses are not involved in the decision-

making process about the treatment, they feel powerless because of a sense of being unheard and 

frustration when their own moral values are not reflected.

Practice implications

It is recommended that nurses should be given a clear role during the decision-making about life-

prolonging treatments. Involving nurses more systematically, preferably before the treatment decision 

is made, could not only improve the quality of the decision but also reduce the experience of moral 

distress. Involving nurses corresponds with previous calls to apply an interprofessional approach and 

involve decision coaches(35, 56).

Formal involvement may not always be necessary; nurses can also be made more aware of their potential 

role during standard care. Providing examples and creating awareness will benefit nurses’ actual 
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involvement in the decision-making process and their role as the patient’s advocate(57). Previously, 

training in knowledge and skills has proved effective in decision-making for nurses(58, 59). Such training 

should preferably include all healthcare professionals involved so that a common understanding is 

created(56).

Future research can give insights into effective training programmes for supporting nurses in the 

decision-making process. The effects of moral deliberation meetings and other opportunities to share 

feelings and values in relation to decisions about life-prolonging treatments may also be investigated(2, 57).
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ABSTRACT

Purpose

Patients diagnosed with cancer might experience changes in intimacy and sexuality due to the illness 

itself, treatment, or psychological and social factors. Healthcare professionals (HCPs) often feel reluctant 

to discuss these changes. This study aimed to provide an overview of the feasibility and effectiveness of 

communication tools that support communication regarding changes in intimacy or sexuality among 

patients with cancer.

Methods

This is a systematic review. Databases are PubMed, Embase, CINAHL, PsycInfo, Web of Science and 

Cochrane Library from inception to June 2023. The Mixed Methods Appraisal Tool was used to assess 

included studies. Data were summarized in data charting forms.

Results

In total 35 studies were included, published between 2001 and 2023. Most had a quantitative design 

and moderate methodological quality. In 11 studies, the PLISSIT model (Permission, Limited Information, 

Specific Suggestions, Intensive Therapy) was used. Tools were integrated in counselling sessions 

or training programmes for individual patients, couples, groups of patients, or HCPs. All tools were 

considered feasible by patients or HCPs. Twenty studies reported significant improvement in sexual 

functioning, quality of life, quality of care or combined outcomes. 

Conclusion

Tools to support communication about changes in intimacy and sexuality among patients with cancer 

seem feasible and effective. The most commonly used tool, the PLISSIT model, proved to be feasible 

for HCPs and to have a positive effect on patients’ and partners’ sexual functioning and quality of life. 

Giving attention to changes in intimacy and sexuality seems to be important in itself, regardless of the 

communication tool or approach used. 
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INTRODUCTION

Cancer and its treatment may cause changes regarding intimacy and sexuality in patients (1-3). Sexuality 

can be described as a central aspect of human beings that encompasses sexual self-concept, sexual 

functioning and sexual relationships (1, 4, 5). In addition, sexuality can refer to sexual health, sexual 

pleasure, sexual awareness, self-esteem and sexual orientation (5-9). Intimacy can be defined as an 

interactive process that occurs when a person discloses self-relevant feelings or information, resulting 

in feeling understood, cared for and accepted by the reaction of the other individual involved in the 

interaction (10, 11). Moreover, intimacy is characterized as a quality of an interpersonal relationship in 

which individuals have reciprocal feelings of trust, connectedness, caring and emotional closeness and 

are able to openly communicate their thoughts and feelings with each other (12). Intimate relationships 

can involve both emotional intimacy (e.g. sharing thoughts and feelings) and physical intimacy (e.g. 

touching and closeness) (12).

Changes in intimacy and sexuality can arise due to the cancer itself, the treatment, or psychological 

and social factors such as anxiety or distress (13). For instance, cancer treatment might cause problems 

with sexual desire and arousal problems (14-16). Changes in sexuality can persist for years and can be 

extremely distressing for patients with cancer and their intimate partners (17).

Patients with cancer or patients who survived cancer have reported a need for information regarding 

changes in intimacy and sexuality (6). Addressing sexual health adequately and timely e.g. before, 

during and after treatment, may be crucial in identifying sexual problems and might ensure appropriate 

treatment and support (18, 19). Discussing these issues can alleviate anxiety and psychological distress 

(20-22) and may improve the quality of sexual or intimate life (18, 22, 23). In addition, failure to address 

the need for information can be associated with increased psychological morbidity, including depression 

and relational dissatisfaction, as well as a reduction in self-efficacy and overall quality of life (24).

Though these are important issues, healthcare professionals often feel reluctant to discuss changes in 

intimacy and sexuality, and they frequently remain unaddressed in cancer care (2, 17, 25-28). Several 

barriers faced by healthcare professionals have been recognized, such as a lack of time, lack of privacy 

(29), feeling uncomfortable discussing the topic, the patient’s advanced age (30) and a lack of skills, 

training and knowledge (1, 22, 27, 31).

Research suggests that communication tools may help overcome barriers and help healthcare 

professionals to initiate a conversation with patients about changes in intimacy and sexual concerns 

(32-35). These tools can consist of models, guides or training that support communication with patients 

about intimacy and sexuality. In a previously conducted narrative review, several specific tools were 

identified that address sexual health issues in terminally ill patients, including the stepwise PLISSIT 

model (Permission, Limited Information, Specific Suggestions, Intensive Therapy) (22). However, this 
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study did not address the effectiveness or feasibility of the identified tools (22). Consequently, the 

question of which tools are effective and feasible for addressing changes in intimacy and sexuality 

remains unanswered. 

In order to answer this question, we sought to provide an overview of the feasibility and effectiveness of 

tools that support communication regarding changes in intimacy or sexuality with patients with cancer 

in inpatient and outpatient care. We address the following review questions in this review:

1) �What evidence exists for the feasibility of these tools, from the perspectives of the professionals and 

patients involved? 

2) �What evidence exists for the effectiveness of tools that support communication about concerns and 

needs regarding intimacy or sexuality with patients with cancer? 

3) �What differences are found between patients with advanced cancer, patients with early stage cancer 

and cancer survivors in the feasibility and effectiveness of these communication tools?

METHODS

Design

We conducted a systematic review to identify studies that focused on tools that support communication 

between patients and healthcare professionals about concerns regarding intimacy or sexuality. The 

review was reported according to the Preferred Reporting Items for Systematic Reviews and Meta-

Analyses (PRISMA) (36), and the protocol is registered in PROSPERO (CRD42021283852).

Search strategy

A comprehensive search was performed in collaboration with a medical librarian (LS) in the 

bibliographic databases PubMed, Embase.com, Cinahl (Ebsco), APA PsycInfo (Ebsco), the Web of Science 

Core Collection and the Cochrane Library (Wiley) from inception to 26 June 2023. The search strategy 

consisted of free-text terms and controlled vocabulary for ‘cancer’ and ‘sexuality’ or ‘intimacy’ and 

‘communication’. A search filter was used to exclude children. No language or time restrictions were 

included in the search strategy. In addition, the reference lists of all included studies were screened for 

relevant records. Duplicate articles were excluded (LS) using Endnote X20.01 (Clarivatetm). The full search 

strategies are provided in Supplemental Material III.
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Eligibility criteria

We included all types of empirical quantitative, qualitative or mixed-methods studies that focus on the 

following:

•	 Tools (including models, guides, educational programmes or interventions) that promote and/

or support communication between healthcare professionals and patients about concerns and 

needs regarding intimacy and sexuality. 

•	 Adult patients (18 years of age or older) with any type and stage of cancer, including cancer 

survivors.

•	 Inpatient or outpatient settings. 

•	 Outcomes regarding the effectiveness or feasibility of the aforementioned communication tools. 

More specifically, these were outcomes directly related to sexuality, quality of life (i.e. physical, 

psychological, social or spiritual aspects) or quality of care (i.e. perceived quality of care or perceived 

satisfaction with communication). Outcomes regarding feasibility included perceptions and 

experiences related to usability, willingness to participate, duration of the applied intervention and 

lost to follow-up. 

In the first selection procedure we came upon studies that included mixed populations (patients with 

various diseases). In addition to the above criteria and after discussion in the research group, we decided 

to exclude studies that involved mixed populations if it was not possible to extract data for only patients 

with cancer.

Study selection

Titles and abstracts were independently screened for potential eligibility by two reviewers (IJ and SA 

or CR or JR), using the systematic review software Rayyan (2016). Subsequently, two authors (IJ and SA 

or CR or JR) screened the full texts for eligibility. Any disagreement between authors was resolved by 

discussion with two other researchers (CE, AF). The study selection procedure and results can be found 

in the flow diagram in Fig. 1.

Quality assessment

The methodological quality of the included studies was assessed independently by two reviewers 

(SA and CR or JR or IJ) using the Mixed Methods Appraisal Tool version 2018 (MMAT) (37). The MMAT 

tool is designed to appraise the methodological quality of quantitative, qualitative and mixed-method 

studies (37). Each study was evaluated using five quality items, depending on the study design. The 

items were rated by answering ‘Yes’ (green), ‘No’ (red) or ‘Can’t tell’ (orange). The latter category meant 

that the paper did not report enough information to answer ‘Yes’ or ‘No’. We did not contact authors for 

additional clarification; however, we did look for subsequent papers that might provide an answer. Any 

disagreement between reviewers was resolved by discussion and with the involvement of an additional 

reviewer (IJ). MMAT scores are presented as global scores (Supplemental I) and are indicated by stars (*) 

in the tables. The stars correspond to the number of questions answered with ‘Yes’ (Table 1).
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Data extraction

Three researchers (SA, CR, IJ) independently extracted data from the included studies in a predefined 

form. The following study characteristics were extracted: year of publication, country, study design, study 

population (including number of participants and age) and communication tool. For feasibility, where 

applicable, we extracted data on usage, willingness to participate, lost to follow-up and duration of the 

intervention. For effectiveness, we extracted data on outcomes related to intimacy and sexuality, quality 

of life and quality of care that were measured in patients, their partners or healthcare professionals.

Data synthesis

We decided beforehand not to do a meta-analysis because of expected heterogeneity in design 

and outcomes. Instead, we synthesized outcomes using a narrative approach and predesigned data 

charting forms. Data were extracted independently by two researchers (SA and CR or SA and IJ). The data 

charting forms were discussed with two other researchers (CE and AF). After several discussion rounds, 

all researchers agreed upon the finalized version of the charting tables. 

RESULTS

Results of the selection process

The literature search generated a total of 11,269 references. After removing duplicates, 6472 records 

were screened for eligibility based on title and abstract (Fig. 1). We excluded 6295 records, mainly 

because these studies did not focus on adult patients with cancer or did not include a tool supporting 

communication between healthcare professionals and patients. Five studies were excluded because 

they were written in Chinese or Korean and we were unable to read and assess the full text (70-74). 

After reading the full text of 177 remaining references, we included 35 articles, published between 2001 

and 2023. Of these, four articles concerned the same study, but were reporting different outcomes. 

Therefore, they were included as separate studies.

In total, 2567 patients (number per study ranging from 7 to 318), 677 partners (ranging from 7 to 189) and 

423 healthcare professionals (ranging from 7 to 140), the majority being nurses (n=215), were included 

in the studies. Most of the included patients in these studies were female (n=2234, 87.0%). The mean 

age of the participating patients ranged from 34.2 to 62.7 years and of participating partners from 47.4 

to 61.6 years (see Table 1). The country with the most studies was Iran (n=9), followed by the USA (n=5).

Methodological quality of the studies

The designs used and evaluated, as identified by the MMAT tool (37), were randomized controlled trials 

(RCTs) (n=15), quantitative non-randomized studies (n=12), qualitative studies (n=2) and mixed methods 

studies (n=6). Quality assessment scores using the MMAT tool ranged from 0 to 5 out of 5 (Supplemental 
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I). Only two RCTs had maximum scores (5 out of 5 items present). Six of the 35 studies had low scores (0 

or 1 out of 5 items); two were RCTs and four were mixed methods studies. 

Tools supporting communication about intimacy and sexuality

Various tools were described in the 35 included studies, (see Table I). The most commonly used tool was 

the specific, stepwise model PLISSIT (39, 48-50, 54, 61, 66, 75). Two studies used the Extended PLISSIT 

model (EX-PLISSIT), which differs from the original PLISSIT model in that it is feedback-oriented while 

PLISSIT is a linear model (59, 68). Other tools used were BETTER (Bring up the topic, Explain, Telling, 

Timing, Education, Recording), EASSi (Engagement, Assessment, Support and Signposting), or self-

developed tools. Tools were applied in counselling sessions, educational programmes, intervention 

programmes and nurse-led interventions (see Supplemental II).

Thirteen of the 35 studies focused on tools that support communication with individual patients with 

cancer or cancer survivors. Nine studies used communication tools for couples (patients with cancer 

and their intimate partner). Five studies focused on the use of communication tools for groups of 

patients and two studies used communication tools for both individual patients and couples or groups. 

Communication tools for healthcare professionals, predominantly nurses and nurse specialists, were 

used in six studies. These tools were applied in training sessions for healthcare professionals to equip 

them for conversations with their patients (Supplemental II). 

Feasibility of communication tools

In 33 studies, feasibility was assessed with regard to duration, usability, willingness to participate and lost 

to follow-up (see Table 2).
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Duration of the intervention

The duration of the intervention programme for the tools, such as counselling sessions, home visits or 

educational programmes, ranged from one single session to eight sessions, with each session ranging 

from 30 minutes up to 120 minutes (see Table 2). 

Usability

Ten studies reported outcomes relating to usability. Overall, patients, partners and healthcare 

professionals experienced tools as useful in increasing awareness about the topic, valuable and helpful in 

addressing intimacy and sexuality, and simple to use. In one study, healthcare professionals considered 

the tablet-based Engagement, Assessment, Support and Signposting tool (EASSi) as less suitable when 

patients were medically unstable, were attending the appointments with a family member (other than 

their partner), or when patients were not concerned about sexual issues (19).

Willingness to participate

Data on willingness to participate could be extracted from 24 studies. Rates varied from 19% in two 

studies (49, 55) to 100% in two studies (41, 57). Of the two studies where willingness to participate 

was 100%, one study involved a clinical nurse specialist intervention in individual patients (57) and the 

other study involved a problem-solving approach for groups of patients (41). Both high and low rates 

of willingness to participate were found in individual (19% to 100%) and group interventions (19% to 

100%). Two studies among healthcare professionals reported on willingness to participate (56.7 % and 

87.5%) (34, 40). 

Lost to follow-up

In 25 studies, lost to follow-up or compliance rate was reported, indicating the willingness to continue 

participation in the programme or comply with the intervention. Lost to follow-up rates ranged from 

1.7% in a study among couples to 57% in a study applying PLISSIT in individual patients. Lost to follow-

up varied in studies with individual patients (2.0% to 57.0%), in couples (1.7% to 35.7%) and in groups of 

patients (10.0% to 21.7%). 

Effectiveness of communication tools related to intimacy and sexuality

Of the 35 publications, 34 reported outcomes that indicate effectiveness i.e. outcomes related to 

intimacy and sexuality, quality of life or quality of care. 
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Table 3. Outcomes regarding effectiveness of tools supporting communication about intimacy and sexuality

Outcomes related to intimacy and sexuality

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Sexual functioning Other outcomes related 
to intimacy or sexuality

MMAT1

Akeflo, 2022(38) PLISSIT2

Nurse-led intervention 
with visits and/or 
phone calls or digital 
meetings, applied 3 
months to several years 
(individualized care)

Sexual functioning assessed 
with a self-developed 
questionnaire, reported 
reduced genital pain 
(p3<.05) and decrease in 
ability to have an orgasm 
(p<.05) post intervention 

Majority of participants 
reported no changes in 
sexual functioning 

Overall sexuality and sexual 
life assessed with a self-
developed questionnaire, 
reported increased 
satisfaction with overall 
sexuality and sexual life 
post intervention (p<.05)

*

De Almeida, 
2020(39)

PLISSIT

counselling, 5 weekly 
sessions of 1.5 hours 
each.

Control group received 
1 lecture (2 hours)

Sexual function, assessed 
with FSFI4 (ns5)

***

Bokaie, 2022(41) Problem-solving 
approach (sessions), 
counselling, 8 weekly 
sessions, 90 minutes per 
session

Sexual function assessed 
with FSFI, improved function 
at follow-up as compared to 
baseline (p<.001)

Sexual satisfaction 
assessed with Larson 
questionnaire, higher 
satisfaction at follow-up 
as compared to baseline 
(p<.01)

***

Chambers, 
2015(43)

DVD and tip sheet and 
sessions, counselling,

6-8 telephone sessions 
delivered by nurses 
(intervention 1) or by 
peers (intervention 2)

Sexual function assessed 
with IIEF6 (men, ns) or FSFI 
(women, ns)

Utilization of erectile 
dysfunction treatments, in 
intervention groups higher 
as compared to control 
(p<.05)

Sexual self-confidence 
assessed with the 
Psychological Impact of 
Erectile Dysfunction – 
Sexual Experience (ns) 

Marital satisfaction 
assessed with the Revised 
Dyadic Adjustment Scale 
(ns)

**
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Outcomes related to intimacy and sexuality

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Sexual functioning Other outcomes related 
to intimacy or sexuality

Cullen, 2021(45) Online couple 
based psychosexual 
intervention, 6 sessions

The intervention 
programme deepened 
emotional intimacy 
and connection. Also, 
it improved sexual 
relationship and 
sexual communication 
(qualitative data)

**

Du, 2020(46) Group intervention with 
education sessions, 7 
sessions of at least 30 
minutes

Sexual function assessed 
with FSFI, improved function 
in the intervention group as 
compared to control (p<.05)

**

DuHamel, 2016(47) Sessions and booster 
call, educational 
intervention,

4 sessions of 1 hour, 
booster call between 
sessions

Control group: no calls

Sexual function assessed 
with FSFI (ns)

*

El- Sayed Saboula, 
2015(48)

PLISSIT, counselling, 6 
sessions lasting 2 hours 
each during 3 weeks

Sexual function assessed 
with FSFI, improved 
function post intervention 
as compared to baseline 
(p<.05)

Couple satisfaction 
assessed with Revised 
dyadic adjustment scale, 
improved satisfaction post 
intervention (p<.001)

**

Faghani, 2016(50) PLISSIT 

Counselling, 4x 
90-minute sessions

Control group: no 
intervention

Sexual function assessed 
with FSFI, improved function 
in the intervention group as 
compared to control (p<.05) 
and improved function post 
intervention as compared to 
baseline in the counselling 
group (p<.01)

***

Fatehi, 2019(51) Schover’s sexual 
assessment method, 
psychosexual 
counselling, 6 weekly 
sessions of 90-120 
minutes

Sexual function assessed 
with FSFI, improved function 
in intervention group 
as compared to control 
(p<.001)

Sexual satisfaction 
assessed with Larson 
Inventory of Sexual 
Satisfaction (ISS) (ns)

****

Table 3. Continued
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Outcomes related to intimacy and sexuality

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Sexual functioning Other outcomes related 
to intimacy or sexuality

Jonsdottir, 2021(52) Couple based 
Strengths-Oriented 
Therapeutic 
Conversation (CO-
SOTC), 3 sessions of 45 
minutes

Sexual concerns assessed 
with Sexual Concern 
Questionnaire (SCQ), 
reduced concerns post 
intervention as compared 
to baseline (p<.05) 

***

Jonsdottir, 2021(53) Couple based 
Strengths-Oriented 
Therapeutic 
Conversation (CO-
SOTC), 3 sessions of 45 
minutes

Quality of relationship 
assessed with Partnership 
Questionnaire, improved 
quality post intervention 
as compared to baseline 
in women and partners 
(p<.05)

***

Keshavarz et al., 
2021(54)

PLISSIT

Counselling, 7 sessions 
of 60 minutes for 4 
weeks

Sexual function assessed 
with FSFI, improved 
function post intervention 
as compared to baseline 
(p<.01)

Sexual distress assessed 
with FSDS-R7, reduced 
distress post intervention 
as compared to baseline 
(p<.01)

***

Khoei, 2022 (55) PLISSIT (individual) 
and Grouped Sexuality 
Education (group)

Counselling, 1-3 
sessions of 40-60 
minutes (individual) or 6 
hour workshop (group)

Sexual behaviour assessed 
with Sexual Behaviour 
Questionnaire:

-	 Between groups: 
improved sexual 
behaviour in GSE8-
group as compared to 
control (p<.001).

-	 Within groups: 
Improved sexual 
behaviour in GSE group 
and in control group 
post intervention as 
compared to baseline 
(p<.001)

-	 PLISSIT group (ns) 

**

Table 3. Continued
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Outcomes related to intimacy and sexuality

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Sexual functioning Other outcomes related 
to intimacy or sexuality

Li et al., 2023(56) Systematic Transactional 
Model of Stress and 
Coping;

psychosocial 
intervention 
programme (WeChat), 8 
week programme

Control group: 6 articles 
received over an 8-week 
period

Sexual function assessed 
with FSFI (ns)

Relationship satisfaction 
assessed with Chinese 
version of the Revised 
Dyadic Adjustment Scale 
(CR-DAS), indicating 
significant improvement 
post intervention as 
compared to baseline for 
both patients (p=.001) and 
partners (p<.05)

**

Maughan, 2001(57) Information, advice and 
support, psychosexual 
intervention by Clinical 
Nurse Specialist, with 
visit prior to surgery 
and home visits (3 on 
average) 

Control group had no 
visits

Sexual functioning 
assessed with Lasry Sexual 
Functioning Scale (ns)

*

Mohammadi, 
2022(59)

EX-PLISSIT9, Counselling, 
4 weekly sessions 
lasting 60-90 minutes

Control group: 1 online 
session

Sexual function assessed 
with FSFI, significantly 
higher overall sexual 
function post intervention 
compared to baseline in 
both groups (p<.001)

****

Olcer, 2022(60) BETTER10 

Counselling, 4 sessions 
with 1 week interval

Sexual functioning 
assessed with FSFI, 
improved functioning after 
counselling as compared to 
control group after 4 weeks 
(p<.05)

Relationship satisfaction 
measured with the Brief 
Dyadic Adjustment 
Scale (BDAS), in self-
help group improved 
dyadic adjustment and 
a lower level of distress 
as compared to baseline 
(p<.05) 

Satisfaction with sexual 
relationship assessed with 
one question (ns)

*****

Table 3. Continued
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Outcomes related to intimacy and sexuality

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Sexual functioning Other outcomes related 
to intimacy or sexuality

Perz, 2015(61) PLISSIT 

Self-help booklet 
consisting of 68 pages 
providing self-help 
information (group) or 
information and 1 hour 
telephone consultation 
(group 2)

Sexual function assessed 
with the Changes in Sexual 
Functioning Questionnaire 
(CSFQ-14)(ns)

*

Reese, 2012(62) Intimacy Enhancement 
Intervention, 

Counselling, 4 phone-
based sessions of 50 
minutes

Sexual function assessed 
with FSFI (female) and IIEF 
(men), indicating improved 
female functioning post 
intervention as compared 
to baseline (effect size 1.15) 
and little improvement in 
male functioning

Sexual distress assessed 
with the Index of Sexual 
Satisfaction, indicating 
decrease in sexual distress 
post intervention as 
compared to baseline 
(effect size -1.01)

Intimacy assessed with 
Miller Social Intimacy 
Scale, indicating little 
improvement

Dyadic adjustment 
assessed with Dyadic 
Adjustment Scale, 
indicating medium effect 
size

**

Reese, 2021(63) Starting the 
Conversation,

Online patient training 
including video 
slideshow (20 min) and 
5 page workbook

Sexual function assessed 
with items from the PROMIS 
SexFS11 Brief Profile version 
2.0, indicating more women 
being sexually active in 
intervention group as 
compared to control (p<.05)

***

Taleb, 2023(67) Structured sessions,

nursing intervention 
consisting of 5 sessions

Erectile function assessed 
with the Sexual Health 
Inventory for Men (SHIM), 
indicating improved sexual 
function post intervention 
(p<.05)

***

Table 3. Continued
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Outcomes related to quality of life

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration) Quality of Life overall Related to quality of life MMAT

Akeflo, 2022(38) PLISSIT

Nurse-led intervention 
with visits and/or 
phone calls or digital 
meetings, applied 3 
months to several years 
(individualized care)

Quality of life assessed with 
several items in a self-
developed questionnaire, 
reported significantly 
increased level of quality 
of life post intervention 
(p<.001), significant reduced 
depressive mood (p=.003) 
and significant reduction of 
anxious mood (p<.001)

*

De Almeida, 
2020(39)

PLISSIT

counselling, 5 weekly 
sessions of 1.5 hours 
each

Control group received 
1 lecture (2 hours)

Quality of life, assessed with 
WOHQOL-BREF12 (ns)

***

Bokaie, 2023(42) Solution-focused 
approach, online 
counselling, 8 weekly 
sessions, 90 minutes per 
session 

Control group: 
educational pamphlet 
to read every 3 weeks.

Sexual quality of life 
assessed with the Sexual 
Quality of Life (SQL) 
Questionnaire, significant 
increase in sexual quality 
of life post intervention 
as compared to baseline 
(p<.05)

***

Chow, 2014(44) Structured sessions, 
psycho-educational 
intervention 
programme, 3 individual 
sessions and one group 
session

Control group received 
attention on 4 occasions

Quality of life assessed with 
TCHI FACT-G13 (ns)

**

Table 3. Continued
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Outcomes related to quality of life

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration) Quality of Life overall Related to quality of life MMAT

Du, 2020(46) Group intervention with 
education sessions, 7 
sessions of at least 30 
minutes

Quality of life assessed with 
EORTCQ-QLQ-C3014 (ns)

Depression assessed with 
the self-rating depression 
scale (SDS), improved 
depression scores in 
intervention and control 
group, with lower scores 
in Intervention group as 
compared to Controlgroup 
(p<.05)

**

DuHamel, 2016(47) Sessions and booster 
call, educational 
intervention,

4 sessions of 1 hour, 
booster call between 
sessions

Control group: no calls

Quality of life assessed with 
EORTC-QLQ-C30 (ns)

*

El- Sayed Saboula, 
2015(48)

PLISSIT, counselling, 6 
sessions lasting 2 hours 
each during 3 weeks

Side effects of treatment, 
reduced side effects 
regarding nausea & 
vomiting, diarrhoea and 
pain post intervention 
(p<.05)

Body image assessed 
with Body Image 
Scale, improved post 
intervention (p<.05)

**

Esmkhani, 2021(49) PLISSIT (individual) 
and Sexual Health 
Model [SHM] (group), 
counselling, 1-3 sessions 
of 40-60 minutes 
(individual), 6 hour 
workshop (group)

Control group received 
usual care

Quality of life assessed with 
EORTC QLQ C30 (ns)

**

Table 3. Continued
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Outcomes related to quality of life

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration) Quality of Life overall Related to quality of life MMAT

Faghani, 2016(50) PLISSIT 

Counselling, 4x 
90-minute sessions

Control group: no 
intervention

Quality of life assessed with 
the Sexual Quality of Life-
Female (SCOL-F)(ns)

 

***

Fatehi, 2019(51) Schover’s sexual 
assessment method, 
psychosexual 
counselling, 6 weekly 
sessions of 90-120 
minutes 

Quality of life assessed 
with Sexual Quality of 
Life-Female (SCOL-F), with 
higher levels of sexual 
quality of life in intervention 
as compared to control at 
follow-up (91.0 and 38.2, 
respectively; p<.001)

****

Keshavarz, 2021(54) PLISSIT counselling, 7x 
60-minute sessions 

Quality of life assessed 
with WHOQOL-BREF: 
Improved quality of life post 
intervention (p<.01)

***

Li, 2023(56) Systematic Transactional 
Model of Stress and 
Coping;

psychosocial 
intervention 
programme (WeChat), 8 
week program

Control group: 6 articles 
received over an 8-week 
period

Quality of life assessed 
with the Functional 
Assessment of Cancer 
Therapy-General (FACT-G), 
significant improvement 
for patients in overall 
quality of life as compared 
to baseline (p<.05). Also 
significant improvement in 
subdomains physical well-
being (p<.05), social well-
being (p<.05) and functional 
well-being (p<.05)

Partners in the intervention 
group only had significant 
improvement on the 
subdomain physical health 
(p<.05) compared to control 
group

**

Table 3. Continued



COMMUNICATION TOOLS FOR ADDRESSING INTIMACY AND SEXUALITY

115

5

Outcomes related to quality of life

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration) Quality of Life overall Related to quality of life MMAT

Maughan, 2001(57) Information, advice and 
support, psychosexual 
intervention by Clinical 
Nurse Specialist, with 
visit prior to surgery 
and home visits (3 on 
average)

Control group had no 
visits

Quality of life assessed with 
EORTC QLQ-C30, improved 
global health status (p<.05) 
and less sleep disturbances 
(p<.05) post intervention 
as compared to baseline in 
intervention group

*

Mohammadi, 
2022(59)

EX-PLISSIT, Counselling, 
4 weekly sessions 
lasting 60-90 minutes 

Control group: 1 online 
session

Sexual quality of life 
assessed with the Sexual 
Quality of Life-Female 
(SQL-F) questionnaire, 
indicating higher scores 
on overall SQL post 
intervention (ns)

****

Olcer, 2022(60) BETTER, Counselling, 4 
sessions with 1 week 
interval

Quality of life assessed with 
EORTC-BR2315, no significant 
difference between 
counselling and control 
group (ns)

Presence of body image 
issues assessed with 
Body Cathexis Scale, no 
significant difference 
between counselling and 
control group (ns)

*****

Perz, 2015(61) PLISSIT 

Self-help booklet 
consisting of 68 pages 
providing self-help 
information (group) or 
information and 1 hour 
telephone consultation 
(group 2)

Quality of life assessed with 
Medical Outcomes Study 
Health Survey Short Form 
(SF-12) (ns)

Psychological well-being 
assessed with Hospital 
Anxiety and Depression 
Scale (HADS) (ns)

*

Reese, 2021(63) Starting the 
Conversation,

Online patient training 
including video 
slideshow (20 min) and 
5 page workbook

Quality of Life assessed with 
FACT-B16 (ns)

Psychological distress 
assessed with HADS17, 
indicating reduced anxiety 
in intervention group 
as compared to control 
(p<.05)

***

Table 3. Continued
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Outcomes related to quality of life

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration) Quality of Life overall Related to quality of life MMAT

Reese, 2023(64) Starting the 
Conversation, 
educational 
intervention for patients 
including video 
slideshow (23 minutes) 
and 5 page workbook

Psychological distress 
assessed with the 
Hospital Anxiety and 
Depressions Scale Anxiety 
(HADS-A), indicated small 
improvement regarding 
anxiety post intervention 
(no information about 
significance provided)

Depressive symptoms 
assessed with the Hospital 
Anxiety and Depression 
Scale depressive symptoms 
(HADS-D), indicated no 
effect post intervention 
(no information about 
significance provided)

***

Shalamzari, 
2022(66)

PLISSIT and BETTER-
model,

Counselling, 4 sessions 
of 60-90 minutes with 
one- week interval

Sexual quality of life 
assessed with Sexual 
Quality of Life Questionnaire 
Female (SQoL-F) indicated 
an increase in quality of 
life in both groups post 
intervention as compared to 
baseline (p<.01), with higher 
scores in the BETTER group. 
No difference was found 
between groups in mean 
changes post intervention 
as compared to baseline

****

Table 3. Continued
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Outcomes related to quality of care

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Satisfaction with 
communication

Other outcomes related 
to Quality of Care MMAT

Bingham, 2022(40) Engagement, 
Assessment, Support 
and Signposting (EASSi) 
framework, one-time 
training (eLearning), 
duration approximately 
1 hour

 Sexual attitudes and 
beliefs assessed with the 
modified Sexual Attitudes 
and Beliefs Survey (SABS), 
significant increase post 
intervention compared to 
baseline (p<.001)

**

McCaughan, 
2020(19)

EASSi18 framework 
(Tablet-based) 

Training (e-learning) of 
30 minutes to use tool

Sexual well-being 
attitudes and beliefs, 
assessed with patient 
survey, indicating that the 
tool helped in discussing 
sexual well-being

**

McCaughan, 
2021(58) 

EASSi framework, brief 
e-learning consisting of 
3 sections

Sexual attitudes and 
beliefs assessed with the 
modified Sexual Attitudes 
and Beliefs Survey (SABS), 
no significant difference 
in overall scores after 
completing the e-learning 
as compared to baseline 
(ns)

*

Perz, 2015(61) PLISSIT 

Self-help booklet 
consisting of 68 pages 
providing self-help 
information (group) or 
information and 1 hour 
telephone consultation 
(group 2)

Sexual communication 
assessed with Dyadic 
Sexual Communication 
scale (ns)

*

Reese, 2012(62) Intimacy Enhancement 
Intervention, 

Counselling, 4 phone-
based sessions of 50 
minutes

Sexual communication 
assessed with Dyadic 
Sexual Communication 
Scale, indicating improved 
communication post 
intervention as compared 
to baseline (effect size 0.82)

**

Table 3. Continued
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Outcomes related to quality of care

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Satisfaction with 
communication

Other outcomes related 
to Quality of Care MMAT

Reese, 2019(34) PLISSIT

Training to equip 
clinicians for 
counselling, 2 modules 
15 and 60 minutes)

Clinical communication 
assessed with audio 
recordings of encounters, 
indicating an increase in 
discussing sexual health 
and an improvement of 
communication behaviours 
post intervention as 
compared to baseline 
(no information about 
significance)

Patient satisfaction 
assessed with the 
Consumer Satisfaction 
Index (ns)

*

Reese, 2021(63) Starting the 
Conversation,

Online patient training 
including video 
slideshow (20 min) and 
5 page workbook

Clinical communication 
behaviours assessed with 
audio recorded clinical 
encounters, indicating 
greater odds of asking 
a question about sexual 
health in the intervention 
group as compared to 
control (OR19 2.85 [1.27-
6.38], p<.05)

***

Reese, 2023(64) Starting the 
Conversation, 
educational 
intervention for patients 
including video 
slideshow (23 minutes) 
and 5 page workbook

Self-efficacy for sexual 
health communication 
assessed with 2 items 
indicated increased self-
efficacy for communication 
about sexual health post 
intervention (no information 
about significance provided)

***

Roberts, 2020(65) Brief Sexual Symptom 
checklist for Women 
applied in routine care

Referral to sexual 
counsellor or pelvic 
floor physiotherapist 
ascertained from medical 
records, indicating no 
significant difference in 
referrals in intervention 
group as compared to 
control

**

Table 3. Continued
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Outcomes related to quality of care

First author, 
year

Tool (model, 
programme, 
intervention, 
components, 
duration)

Satisfaction with 
communication

Other outcomes related 
to Quality of Care MMAT

Wang, 2022(68) EX-PLISSIT applied in 
training for HCPs20

Baseline knowledge and 
comfort with conversations 
assessed with HCP survey, 
indicating an increase in 
conversations after training 
(no information about 
significance provided)

Frequency of and 
satisfaction with 
conversations about 
relationship, body image 
and intimacy assessed 
through patient survey, 
indicating conversations in 
74% of patients

-

Zhang, 2022(69) Structured sessions,
Nurse-led intervention, 
monthly sessions of 
4 hours, lasting for 3 
consecutive treatment 
cycles 

Marital quality assessed 
with Olson Marital 
Quality Questionnaire 
(ENRICH), indicating post 
intervention an improved 
communication in the 
intervention group as 
compared to control 
(p<.05) and no significant 
difference in marital 
satisfaction or sexual life 
between intervention and 
control group (ns)

*****

Abbreviations: 
1MMAT Mixed Methods Appraisal Tool
2PLISSIT Permission, Limited Information, Specific Suggestions, Intensive Therapy
3HCPs Healthcare Professionals
4P P-value
5EASSI Engagement, Assessment, Support and Signposting
6EX-PLISSIT Extended-PLISSIT
7BETTER Bring up the topic, Explain, Telling, Timing, Education, Recording
12WOHQOL-BREF World Health Organization Quality of Life – Brief Version
13TCHI-FACT-G Traditional Chinese Version of Functional Assessment of Cancer Therapy-General
14EORTC-QLQ-C30 European Organization for Research and Treatment for Cancer Quality of Life Questionnaire
15EORTC-BR23 European Organization for Research and Treatment of Cancer Quality of life Questionnaire Breast
16FACT-B Functional Assessment of Cancer Therapy-Breast
17HADS Hospital Anxiety and Depression Scale
18EASSi Engagement, Assessment, Support and Signposting
19OR Odds Ratio
20HCPs Healthcare professionals

Table 3. Continued
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Outcomes related to intimacy and sexuality

Twenty-two studies reported on outcomes related to intimacy and sexuality i.e. sexual function, sexual 

distress, sexual concerns, sexual communication, sexual behaviour and sexual satisfaction (see Table 3). 

Besides sexual functioning, some studies also measured outcomes related to intimacy and sexuality, 

such as sexual self-confidence, sexual concerns, sexual beliefs and relationship satisfaction. 

Sexual function was assessed with the Female Sexual Function Index (FSFI, 13 studies), the Changes 

in Sexual Functioning Questionnaire (CSFQ-14, one study), the International Index of Erectile Function 

(IIEF, two studies), the Lasry Sexual Functioning Scale (LSFS, one study), the Patient-Reported Outcomes 

Measurement Information System Sexual Function and Satisfaction (PROMIS SexFS, one study), the 

Sexual Health Inventory for Men (SHIM, one study), or a self-developed questionnaire consisting of 

several items related to sexual function (one study). A statistically significant improvement was found 

over time in the patient’s sexual functioning in 11 studies, mostly in studies among individual patients. 

Of these, five studies based their intervention on PLISSIT (38, 48, 50, 54, 59). One study among couples 

indicated improvement in female sexual functioning and little improvement in male sexual functioning, 

without providing information about significance (62). Six studies did not find a significant difference 

over time (39, 43, 47, 56, 57, 61). 

Sexual distress among individual patients was assessed in two studies, using the Index of Sexual 

Satisfaction and the Female Sexual Distress Scale-Revised (FSDS-R). Both studies reported a decrease in 

sexual distress (54, 62). Of these studies, one study applied PLISSIT-based counselling among individuals 

(54) and the other study applied a phone-based intervention among couples (62). 

Relationship satisfaction was assessed in four studies with the (Brief ) Dyadic Adjustment Scale (43, 48, 

60, 62) and in one study with the Chinese version of the Revised Dyadic Adjustment Scale (CR-DAY)

(56). Relationship satisfaction significantly improved in one study that used PLISSIT counselling among 

individuals (48), in one study that applied individual counselling based on the BETTER model (60), and in 

one study that used a psychosocial intervention among couples (56). One study, which used a phone-

based couple intervention discussing physical intimacy and sexual concerns, indicated a medium-sized 

effect on relationship satisfaction (62). This was the only study that reported on intimacy and it indicated 

little improvement.

Outcomes related to quality of life

Nineteen studies reported on outcomes regarding quality of life. Besides overall quality of life (17 

studies), studies also reported effects on other related outcomes (six studies), such as sexual quality of 

life, psychological well-being and body image (see Table 2).

Overall quality of life was assessed using various questionnaires. The assessment was made using the 

Sexual Quality of Life-Female (SCOL-F, five studies), followed by the European Organization for Research 
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and Treatment for Cancer Quality of Life Questionnaire (EORTC-QLQ-C30, four studies), the World Health 

Organization Quality of Life Questionnaire-BREF (WHOQoL-BREF, two studies) and the Functional 

Assessment of Cancer Therapy-General (FACT-G, three studies), the European Organization for Research 

and Treatment of Cancer Quality of Life Questionnaire Breast (EORTC-QLQ-BR23, one study), the Medical 

Outcomes Study Health Survey Short Form (SF-12, one study), or a self-developed questionnaire (one 

study). 

In total, seven studies reported a statistically significant improvement over time in overall quality of life 

(38, 42, 51, 54, 56, 57, 66). Of these, three studies based their intervention on PLISSIT, which was applied 

to individual patients (38, 54, 66). The remaining ten studies did not report a significant difference in 

overall quality of life. Among these studies, five based their intervention on PLISSIT among individuals 

(one study) (49), couples (two studies) (50, 61) and groups (three studies) (39, 46, 59). 

Psychological well-being was assessed in four studies using the Hospital Anxiety and Depression Scale 

(HADS, three studies) and the Self-Rating Depression Scale (SDS, one study). A significant reduction in 

anxiety was found in one study using an educational intervention, based on the principles of social 

cognitive theory, among individual patients (63). Another study among individuals with the same 

intervention reported a reduction in anxiety and depression symptoms, but did not report on significance 

(64). Furthermore, in a group of patients receiving an education-based nursing intervention, a decrease 

in severity of depression was found as compared to the control group (46). The remaining study, which 

applied couple-based PLISSIT counselling, did not find a significant difference in psychological well-

being (61). 

Also, one study that applied PLISSIT-based counselling among individuals (48) reported a significant 

reduction in treatment-related side effects and a significant improvement in body image, assessed with 

the Body Image Scale.

Outcomes related to quality of care

Eleven studies reported on outcomes regarding quality of care i.e. satisfaction with communication or 

other outcomes related to quality of care (see Table 3). 

Outcomes related to satisfaction with communication were reported in seven studies. Satisfaction with 

communication was assessed with the Dyadic Sexual Communication scale (two studies), self-developed 

items (two studies), audio recordings (two studies) and the Olson Martial Quality Questionnaire (one 

study). A statistically significant improvement in communication after the intervention was found in 

only one study, which used a self-developed nurse-led programme among couples (69). Four studies 

indicated an improvement in communication, but did not report any information regarding significance 

(34, 62, 64, 68). Of these four studies, one study applied PLISSIT in training for healthcare professionals and 

indicated an increase in discussions of sexual health and improvement of communication behaviours 
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after the intervention (34). Furthermore, one study reported that there was no significant difference in 

sexual communication after applying PLISSIT-based counselling among couples (61).

Sexual attitudes were assessed with the Sexual Attitudes and Beliefs Survey (SABS) (two studies) (40, 

58) and a patient survey (one study) (19). Only one study reported a significant improvement after 

the intervention, which consisted of an eLearning resource for healthcare professionals; it stated that 

healthcare professionals experienced fewer barriers to providing sexual support (40). 

Also, one study among individuals reported on referrals. It found no significant effects of the screening-

tool for sexual health on numbers of referrals to a sexual counsellor or pelvic floor physiotherapist, based 

on patients’ medical records (65).

Differences in feasibility and effectiveness of communication tools between early stage cancer, 

advanced cancer and cancer survivors. 

Of the 35 publications, eight studies focused on cancer survivors (38, 39, 47, 50, 51, 54, 59, 65). The 

interventions included in these studies were PLISSIT-based in four studies (39, 50, 54, 59) and based on 

other tools in the remaining four studies (38, 47, 51, 65). Furthermore, five of these eight studies involved 

individual cancer survivors (38, 47, 51, 54, 65), two studies involved groups of patients (39, 59) and one 

study focused on couples (50). Willingness to participate was reported in six studies and varied from 

40.0% (individual patients) to 90.2% (group of patients) (38, 39, 47, 51, 54, 59). Lost to follow-up ranged 

from 3.0% to 57.0% (both were studies of individual patients) (38, 54).

Of these eight studies focussing on cancer survivors, seven studies assessed sexual functioning, 

predominantly with the Female Sexual Function Index (FSFI). Sexual functioning significantly improved 

in five studies (38, 50, 51, 54, 59). Quality of life was assessed in seven studies with different questionnaires; 

improvement was reported in three studies (38, 51, 54).

None of the studies compared cancer survivors with patients with cancer (early stage or advanced 

cancer).

DISCUSSION AND CONCLUSION

Discussion

This review considered 35 studies on the feasibility and effectiveness of tools to support communication 

about changes in intimacy and sexuality among patients with cancer or cancer survivors. In 11 studies, 

the stepwise PLISSIT model was used, while a total of 15 other tools were described in the other studies. 

The tools were considered feasible and practical and most appeared to be effective in improving sexual 

functioning, quality of life and quality of care. 
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Based on the 35 studies, it is not possible to identify any variation in terms of feasibility and effectiveness 

between patients with early stage cancer and those with advanced cancer. However, previous research 

has shown that patients with early stage cancer can have different needs compared to patients with 

advanced cancer (76, 77).

The overall methodological quality of the 35 studies, as assessed with the MMAT tool, varied from low 

(none of the criteria were met) to high (all criteria were met). The five studies where the methodological 

quality was assessed as high (four or five criteria were met) used counselling based on PLISSIT, BETTER or 

Schover’s sexual assessment method, and found statistically significant differences in sexual functioning 

when applied in individual patients (51, 60, 66) or groups of patients (59). 

Although our review revealed a broad range of feasible and effective tools, previous research highlighted 

the reluctance that healthcare professionals might experience when addressing issues related to 

sexuality and intimacy, resulting in unaddressed issues during care for patients with cancer (17, 25, 

26, 28). Furthermore, earlier research demonstrated that communication tools can be beneficial for 

healthcare professionals in overcoming barriers and initiating conversations on these sensitive subjects 

(32-34). However, due to the wide range of communication tools available and the flexibility in their 

application, nursing staff or other professionals might find it hard to choose a specific tool. The choice 

could be based on how often a tool has already been researched and found to be proven effective. 

This systematic review demonstrates that the PLISSIT-model stands out as both the most commonly 

researched tool and as an effective method for addressing intimacy and sexuality. Therefore, based on 

this review, the PLISSIT-model can be recommended. 

Additionally, this review shows that of the 35 included studies, only one study addressed effects on 

intimacy; it indicated little improvement. Most of the research focuses on sexuality among patients with 

cancer (15, 16, 78). Studies that focus on outcomes related to sexuality might have adopted an inclusive 

view that considers sexuality as a fundamental aspect of human being, occasionally encompassing 

intimacy within its scope (5). Nonetheless, it is important to recognize that intimacy can be defined as 

an interactive process in its own right (10, 11). 

Another noteworthy finding is that 12 of the studies included in our review were conducted in non-

Western countries such as Iran, Turkey, Yemen and Egypt. Various non-Western cultural and religious 

perspectives might hinder open conversations regarding sexuality (79, 80). However, none of these 

studies explicitly address cultural or religious factors. Nevertheless, it is recommended for healthcare 

professionals to be aware of cultural and religious aspects in their communication, especially in 

communication about the end of life (81).
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Methodological considerations

A strength of this systematic review is that we used multiple relevant literature databases in the search 

process. An additional strength is that we performed a methodological appraisal of the studies that 

were included. The MMAT tool enabled us to assess both quantitative and qualitative research designs. 

A limitation of this review is the fact that the included studies considered various outcomes and 

used a variety of questionnaires to assess the outcomes. Most used questionnaires are previously 

validated, such as FSFI, EORT-QLQ and HADS. However, because of the various outcomes and variety of 

questionnaires, we were unable to conduct a meta-analysis. Nevertheless, it was evident that the overall 

use of communication tools proved to be effective.

Another limitation of this review is that we had to exclude five articles that were written in Korean or 

Chinese and that seemed to fulfil our inclusion criteria (70-74). Four of these studies applied PLISSIT in 

their intervention (71-74) and one study used a Sexual Health Improvement Programme (70). Results 

regarding sexual functioning could however be read from tables and abstracts; all reported significant 

improvement in sexual functioning, which seems to be in line with the findings of our review (70-74).

Conclusion

This systematic review shows that the use of tools that support communication about changes in 

intimacy and sexuality among individual patients with cancer or cancer survivors, couples or groups 

of patients is feasible and effective. Various communication tools were used in counselling, educational 

or nurse-led programmes. The most commonly used tool, the stepwise PLISSIT model, proved to be 

feasible for HCPs and to have a positive effect on patients’ and partners’ sexual functioning and quality of 

life. However, the specific communication tool or approach utilized seems to matter less than the very 

fact of paying attention to changes in intimacy and sexuality. 
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SUPPLEMENTAL II

Table overview tools included studies

Tools - individual patients

Åkeflo, 2022 PLISSIT1 Nurse-led intervention

El-Sayed Saboula, 2015 PLISSIT Counselling sessions (6 sessions, 2 hrs)

Esmkhani, 2021* PLISSIT Counselling sessions (1-3 sessions)

Keshavarz, 2021 PLISSIT Counselling sessions  (7 sessions, 60 min)

Khoei, 2020* PLISSIT Counselling sessions  (1-3 sessions, 40-60 
min)

Shalamzari, 2022* PLISSIT
BETTER model

Counselling sessions (4 sessions, 60-90 min)

Fatehi, 2019 Schover’s sexual assessment method Psycho-sexual counselling sessions (6 weekly 
sessions, 90-120 min)

Maughan, 2001 Clinical Nurse Specialist Intervention, 
including information, advise and 
support

Counselling sessions (no limit, average 3 
home visits)

Olcer, 2022 BETTER2 model, including booklet & CD Counselling sessions (4 sessions, 45-60 min)

Chow, 2014 Self-developed, based on previous 
study

Educational program (3 individual sessions, 1 
group session)

DuHamel, 2016 Self-developed, based on prior 
research and experiences from 
investigators

Educational intervention (CSI-SH3) (4 sessions, 
1 hrs & booster calls)

Reese, 2023 Based on principles of social cognitive 
theory, including video slideshow + 
workbook + resource guide

Educational intervention (STC4)

Reese, 2021 Based on principles of social cognitive 
theory, including video slideshow + 
workbook  + skills training 

Educational intervention (STC)

Taleb., 2023 Information and advise Nursing intervention 

Roberts, 2020 Brief Sexual Symptom checklist for 
women

Routine care 

Tools - couples

Faghani, 2016 PLISSIT Counselling sessions (4 sessions, 90 min)

Perz, 2015 PLISSIT (including booklet and 
consultation)

Counselling sessions

Cullen, 2021 Self-developed, based on Acceptance 
and Commitment Therapy and the 
Physical Pleasure-Relational Intimacy 
Model of Sexual Motivation

Online psycho-sexual intervention (iRISE5)

Chambers, 2015 Based on cognitive behavioral sex and 
couples therapy

Counselling by nurses or peers (2-8 sessions)

Reese, 2012 Phone based using techniques from 
sex therapy and couple/marital therapy

Intimacy enhancement intervention program 
(4 sessions, 50 min)

Jonsdottir, 2021 CO-SOTC6 intervention based on Illness 
Beliefs Model (IBM)

Counselling sessions (3 sessions, 45 min)
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Jonsdottir, 2021 CO-SOTC intervention based on Illness 
Beliefs Model (IBM)

Counselling sessions (3 sessions, 45 min)

Li, 2023 Systematic Transactional Model of 
Stress and Coping 

Psychosocial intervention program (WeChat) 
(8 week program)

Zhang, 2022 Self-developed based on iterative 
discussions and consultations with a 
multidisciplinary expert team.

Nurse-led program (monthly sessions of 4 
hrs)

Tools – groups of patients

Almeida, 2020 PLISSIT Counselling Sessions (5 weekly sessions, 90 
min)

Mohammadi, 2022 EX-PLISSIT7 Counselling sessions (4 weekly sessions, 
60-90 min)

Bokaie, 2022 Problem-solving approach Counselling sessions (8 sessions, 90 min)

Bokaie, 2023 Solution-focused approach Counselling sessions  (8 weekly online 
sessions, 90 min)

Esmkhani, 2021* Sexual Health Model (SHM) Educational intervention (6 hr workshop and 
10 sessions)

Du, 2020 Nursing interventions & empowerment 
education based nursing interventions

Educational sessions (7 sessions of at least 30 
minutes) 

Khoei, 2022* Grouped Sexuality Education (GSE) Educational intervention (6 hr workshop and 
10 sessions)

Tools – HCP (predominantly nurses) to improve communication with individual patients

Wang, 2022 EX-PLISSIT RBI pilot and MRT training

Reese, 2019 Self-study and workshop including 
informational workbook and 
supplementary materials based on 
social cognitive theory and previous 
research. 

Education to equip HCP for PLISSIT 
counselling (iShare8)

Bingham, 2022 EASSi9 framework eLearning resource (1-time training, approx. 
1 hr)

McCaughan, 2020 EASSi framework Tablet-based training tool (30 min training 
program)

McCaughan, 2021 EASSi framework Brief e-learning (3 sections)

Winterling, 2020 Video, lecture, role-play and homework 
assignment 

Educational intervention (Fex-talk) (single 
session, 2 hrs)

*Multiple tools assessed in one study

Abbreviations:
1PLISSIT: Permission, Limited Information, Specific Suggestions, Intensive Therapy
2BETTER: Bring up the topic, Explain, Telling, Timing, Education, Recording
3CSI-SH: Cancer survivorship Intervention-Sexual Health
4STC: Starting the Conversation
5iRISE: Online relational intimacy and sexual enhancement intervention
6CO-SOTC: Couple Strengths-Oriented Therapeutic Conversation
7EX-PLISSIT: Extended PLISSIT (Permission, Limited Information, Specific Suggestions, Intensive Therapy)
8iSHARE: Improving Sexual Health and Augmenting Relationships through Education
9EASSI: Engagement, Assessment, Support and Signposting
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SUPPLEMENTAL III

1.	 search june 22, 2023

3.1.1. 	 PubMed Search History June 22, 2023

Search PubMed Query – June 22, 2023 Results

#5 #4 NOT ((“Adolescent”[Mesh] OR “Child”[Mesh] OR “Infant”[Mesh] OR adolescen*[tiab] 
OR child*[tiab] OR schoolchild*[tiab] OR infant*[tiab] OR girl*[tiab] OR boy[tiab] OR 
boys[tiab] OR boyhood[tiab] OR teen[tiab] OR teens[tiab] OR teenager*[tiab] OR 
youth*[tiab] OR pediatr*[tiab] OR paediatr*[tiab] OR puber*[tiab]) NOT (“Adult”[Mesh] OR 
adult*[tiab] OR man[tiab] OR men[tiab] OR woman[tiab] OR women[tiab]))

2,456

#4 #1 AND #2 AND #3 2,577

#3 “Communication”[Mesh] OR “Counseling”[Mesh] OR communicati*[tiab] OR 
counseling[tiab] OR counselling[tiab] OR consult*[tiab] OR conversation*[tiab] 
OR ((PLISSIT[tiab] OR ALARM[tiab] OR PLEASURE[tiab]) AND (model*[tiab] OR 
framework*[tiab] OR tool*[tiab])) OR “BETTER model”[tiab]

940,736

#2 “Sexuality”[Mesh:NoExp] OR “Sexual Health”[Mesh] OR sexual*[tiab] OR intimacy[tiab] OR 
intimate[tiab]

313,240

#1 “Neoplasms”[Mesh] OR cancer*[tiab] OR tumor*[tiab] OR tumour*[tiab] OR 
neoplasm*[tiab] OR malign*[tiab] OR oncolog*[tiab]

5,018,226

3.1.2.		 Search History Embase June 22, 2023

Search Embase.com Query – June 22, 2023 Results

#6 #5 NOT (‘conference abstract’/it OR ‘conference review’/it) 3,702

#5 #4 NOT ((‘adolescent’/exp OR ‘child’/exp OR adolescent*:ti,ab,kw OR child*:ti,ab,kw 
OR schoolchild*:ti,ab,kw OR infant*:ti,ab,kw OR girl*:ti,ab,kw OR boy*:ti,ab,kw 
OR teen:ti,ab,kw OR teens:ti,ab,kw OR teenager*:ti,ab,kw OR youth*:ti,ab,kw OR 
pediatr*:ti,ab,kw OR paediatr*:ti,ab,kw OR puber*:ti,ab,kw ) NOT (‘adult’/exp OR ‘aged’/
exp OR ‘middle aged’/exp OR adult*:ti,ab,kw OR man:ti,ab,kw OR men:ti,ab,kw OR 
woman:ti,ab,kw OR women:ti,ab,kw))

5,926

#4 #1 AND #2 AND #3 6,261

#3 ‘interpersonal communication’/exp OR ‘counseling’/exp OR (communicati* OR 
counseling OR counselling OR consult* OR conversation* OR ((PLISSIT OR ALARM OR 
PLEASURE) AND (model* OR framework* OR tool*)) OR ‘BETTER model’):ti,ab,kw

1,616,995

#2 ‘sexuality’/de OR ‘sexual health’/exp OR (sexual* OR intimacy OR intimate):ti,ab,kw 406,541

#1 ‘neoplasm’/exp OR (cancer* OR tumor* OR tumour* OR neoplasm* OR malign* OR 
oncolog*):ti,ab,kw

7,0980,093
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3.1.3.		 Search History cinahl (ebsco) June 22, 2023

Search Cinahl (Ebsco) Query – June 22, 2023 Results

S5 S4 NOT ((ZG (“adolescence (13-17 yrs)” OR “childhood (birth-12 yrs)” OR “infancy (2-23 
mo)” OR “neonatal (birth-1 mo)” OR “preschool age (2-5 yrs)” OR “school age (6-12 yrs)”) OR 
TI (adolescen* OR child* OR schoolchild* OR infant* OR girl* OR boy* OR teen OR teens 
OR teenager* OR youth* OR pediatr* OR paediatr* OR puber*) OR AB (adolescen* OR 
child* OR schoolchild* OR infant* OR girl* OR boy* OR teen OR teens OR teenager* OR 
youth* OR pediatr* OR paediatr* OR puber*)) NOT (ZG (“adulthood (18 yrs & older)” OR 
“aged (65 yrs & older)” OR “middle age (40-64 yrs)” OR “thirties (30-39 yrs)” OR “very old (85 
yrs & older)”) OR TI (adult* OR man OR men OR woman OR women) OR AB (adult* OR 
man OR men OR woman OR women)))

1,328

S4 S1 AND S2 AND S3 1,400

S3 MH (“Communication+” OR “Counseling+”) OR TI (communicati* OR counseling OR 
counselling OR consult* OR conversation* OR ((PLISSIT OR ALARM OR PLEASURE) AND 
(model* OR framework* OR tool*)) OR “BETTER model”)) OR AB (communicati* OR 
counseling OR counselling OR consult* OR conversation* OR ((PLISSIT OR ALARM OR 
PLEASURE) AND (model* OR framework* OR tool*)) OR “BETTER model”))

551,277

S2 MH (“Sexuality” OR “Sexual Health”) OR TI (sexual* OR intimacy OR intimate) OR AB 
(sexual* OR intimacy OR intimate)

124,166

S1 MH “Neoplasms+” OR TI (cancer* OR tumor* OR tumour* OR neoplasm* OR malign* 
OR oncolog*) OR AB (cancer* OR tumor* OR tumour* OR neoplasm* OR malign* OR 
oncolog*)

888,164
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3.1.4.		 Search History psycInfo (ebsco) June 22, 2023

Search APA PsycInfo Query – June 22, 2023 Results

S5 S4 NOT ((ZG (“adolescence (13-17 yrs)” OR “childhood (birth-12 yrs)” OR “infancy (2-23 
mo)” OR “neonatal (birth-1 mo)” OR “preschool age (2-5 yrs)” OR “school age (6-12 yrs)”) OR 
TI (adolescen* OR child* OR schoolchild* OR infant* OR girl* OR boy* OR teen OR teens 
OR teenager* OR youth* OR pediatr* OR paediatr* OR puber*) OR AB (adolescen* OR 
child* OR schoolchild* OR infant* OR girl* OR boy* OR teen OR teens OR teenager* OR 
youth* OR pediatr* OR paediatr* OR puber*)) NOT (ZG (“adulthood (18 yrs & older)” OR 
“aged (65 yrs & older)” OR “middle age (40-64 yrs)” OR “thirties (30-39 yrs)” OR “very old (85 
yrs & older)”) OR TI (adult* OR man OR men OR woman OR women) OR AB (adult* OR 
man OR men OR woman OR women)))

721

S4 S1 AND S2 AND S3 750

S3 DE (“Communication” OR “Conversation” OR “Cross Cultural Communication” OR 
“Communication Skills” OR “Counseling”) OR TI (communicati* OR counseling OR 
counselling OR consult* OR conversation* OR ((PLISSIT OR ALARM OR PLEASURE) 
AND (model* OR framework* OR tool*)) OR ‘BETTER model’)) OR AB (communicati* 
OR counseling OR counselling OR consult* OR conversation* OR ((PLISSIT OR ALARM 
OR PLEASURE) AND (model* OR framework* OR tool*)) OR “BETTER model”)) OR KW 
(communicati* OR counseling OR counselling OR consult* OR conversation* OR ((PLISSIT 
OR ALARM OR PLEASURE) AND (model* OR framework* OR tool*)) OR “BETTER model”))

429,349

S2 DE (“Sexuality” OR “Sexual Health”) OR TI (sexual* OR intimacy OR intimate) OR AB 
(sexual* OR intimacy OR intimate) OR KW (sexual* OR intimacy OR intimate)

231,877

S1 DE (“Neoplasms” OR “Benign Neoplasms” OR “Breast Neoplasms” OR “Endocrine 
Neoplasms” OR “Leukemias” OR “Melanoma” OR “Metastasis” OR “Nervous System 
Neoplasms” OR “Terminal Cancer”) OR TI (cancer* OR tumor* OR tumour* OR neoplasm* 
OR malign* OR oncolog*) OR AB (cancer* OR tumor* OR tumour* OR neoplasm* OR 
malign* OR oncolog*) OR KW (cancer* OR tumor* OR tumour* OR neoplasm* OR 
malign* OR oncolog*) 

98,148

3.1.5.		 Search History Web of Science Core Collection June 22, 2023

Search Web of Science Core Collection Query – June 22, 2023 Results

#4 #1 AND #2 AND #3 2,579

#3 TS= (communicati* OR counseling OR counselling OR consult* OR conversation* OR 
((PLISSIT OR ALARM OR PLEASURE) AND (model* OR framework* OR tool*)) OR “BETTER 
model”) 

1,279,542

#2 TS = (sexual* OR intimacy OR intimate) 491,872

#1 TS = (cancer* OR tumor* OR tumour* OR neoplasm* OR malign* OR oncolog*) 4,234,362
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3.1.6.		 Search History the Cochrane Library June 22, 2023

Search The Cochrane Library (Wiley) Query – June 22, 2023 Results

#4 #1 and #2 and #3 483

#3 (communicati* OR counseling OR counselling OR consult* OR conversation* OR 
((PLISSIT OR ALARM OR PLEASURE) AND (model* OR framework* OR tool*)) OR “BETTER 
model”):ti,ab,kw  
(word variations have been searched)

75,408

#2 (sexual* OR intimacy OR intimate):ti,ab,kw  
(word variations have been searched)

26,243

#1 (cancer* OR tumor* OR tumour* OR neoplasm* OR malign* OR oncolog*):ti,ab,kw  
(word variations have been searched)

257,903
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ABSTRACT

Background 

Patients with advanced cancer often experience psychosocial needs due to the diagnosis or treatment. 

Despite the importance of these needs, nurses often feel reluctant to address them, especially with 

regard to changes in intimacy and sexuality.

Aim 

To evaluate whether hospital nurses’ competences and practices regarding communication about 

psychosocial needs, including changes in intimacy and sexuality, with patients with advanced cancer, 

improved after training.

Methods 
Between 2022 and 2023, we conducted a mixed methods study in six hospitals in the Netherlands. Data 

were collected three months before and three months after the training course. Perceived competences 

and documentation regarding communication about psychosocial needs were determined using a 

survey questionnaire, patient record screening, and semi-structured interviews with nurses. 

Results 
In total 53 hospital nurses participated in the training. Of these participants, 50 nurses completed 

the survey before the training and 33 after the training. More nurses reported feeling competent in 

addressing psychosocial needs three months after the training as compared to before (78.8% and 

46.0%, respectively; p<0.01), as well as in addressing intimacy (90.9% and 64.0%, respectively, p<0.02) 

and sexuality (84.8% and 50.0%, respectively, p<0.01). In addition, 83 electronic patient records were 

screened before the training and 102 after the training. This revealed that only limited notes were made 

regarding psychosocial needs, and especially regarding changes in intimacy or sexuality. In interviews, 

nurses mentioned that they felt reluctant to make notes about sensitive topics. Furthermore, they added 

that they still perceived a lack of time to discuss psychosocial needs, and felt discomfort in addressing 

intimacy and sexuality. 

Conclusion

After the programme, more nurses felt competent in discussing psychosocial needs in patients with 

advanced cancer, especially with regard to changes in intimacy and sexual functioning. The training had 

little effect on nurses’ notes about psychosocial needs in patient records; the focus remained on physical 

aspects. Even when they discussed changes in intimacy or sexuality, nurses felt reluctant to document 

discussions about such sensitive topics.
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INTRODUCTION

Advanced cancer and its treatment can have a detrimental impact on a patient’s quality of life (1, 2) 

and psychosocial outcomes (3). Patients may experience fear, uncertainty, stress and concerns about 

the impact on their well-being, functioning, relations with partners and other social contacts, work and 

finances (4-6). In these areas they may have psychosocial needs, which can be seen as an umbrella 

term for psychological, emotional, cognitive, spiritual, relational or other social needs (7, 8). One of the 

aspects that is often affected by the cancer diagnosis and treatment is a patient’s intimate relation and 

sexual functioning; this change in turn is associated with a higher risk of depression, stress and reduced 

quality of life (9-12). These changes can persist for a longer period of time and can be very distressing for 

patients with cancer and their partners or other close relatives (13). 

In daily practice, changes in intimacy and sexuality are hardly discussed at all by nurses (14-16), though 

these topics may be important for patients. In a previous study, 65% of patients with cancer expressed a 

need for information about changes in sexuality (17). In our study, sexuality is defined as a fundamental 

component of an individual’s existence, encompassing aspects such as sexual self-concept, sexual 

functioning and sexual relationships (18-20), sexual health, sexual pleasure, sexual awareness, self-

esteem and sexual orientation (20-24). Intimacy is a concept closely related to sexuality, and can be 

characterized as a quality of interpersonal relationships in which individuals have mutual feelings 

of trust, connectedness, caring and emotional closeness and are able to openly communicate their 

thoughts and feelings (25). Both emotional intimacy (e.g. sharing thoughts and feelings) and physical 

intimacy (e.g. touching and closeness) can be involved in intimate relationships (25).

Psychosocial needs can change during the illness trajectory, and conversations between nurses and 

patients about these changing needs are important in providing patients with the care they need. 

However, healthcare professionals often perceive barriers to discussing such needs, such as a lack of 

time, discomfort when addressing more sensitive topics such as sexuality, and a lack of knowledge, skills 

and training (26, 27). To overcome these barriers, it is suggested that the use of communication tools, 

such as the Distress Thermometer and the stepwise PLISSIT-model (Permission, Limited Information, 

Specific Suggestions and Intensive Therapy), can assist healthcare professionals in addressing both 

psychosocial needs and changes in sexuality (28, 29). The Distress Thermometer is considered valid for 

assessing and monitoring psychosocial needs in patients with (advanced) cancer (30-32). This tool is 

patient self-reported and consists of a 0-to-10 rating scale (‘thermometer’). In addition, the patient can 

identify sources of distress through a problem list, and a question concerning need for referral (33). A 

previous study among nursing professionals working in hospitals found that the Distress Thermometer 

structures communication with patients about psychosocial needs (29). 

In addition to the Distress Thermometer, the stepwise PLISSIT model can be used to address changes 

in intimacy and sexuality (28). Sexuality is included in the problem list of the Distress Thermometer, but 
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often seems not to be addressed or to be overlooked (26, 34). Use of PLISSIT was found to be feasible 

for e.g. nursing professionals in addressing changes in intimacy and sexuality, and had a positive effect 

on patients’ sexual functioning and quality of life (28). To improve nurses’ competences and practices 

regarding conversations about psychosocial needs, including changes in intimacy and sexuality of 

patients diagnosed with advanced cancer in hospital settings, we developed a multi-component 

programme. A training course on communication about psychosocial needs, and the use of the PLISSIT 

model and Distress Thermometer, was embedded within this multi-component programme. 

Objective 

This study aimed to evaluate whether hospital nurses’ competences and practices regarding 

communication about psychosocial needs, including changes in intimacy and sexuality, improved after 

training. Therefore, we answered the following research questions:

 

1.   ��What are the perceived competences and practices of hospital nurses regarding communication 

with patients with advanced cancer about psychosocial needs, including changes in intimacy and 

sexuality, three months after the training as compared to just before the on-site training?

2.   �How do the hospital nurses evaluate the training in communication about psychosocial needs 

and its impact?

3.   �Is there more documentation in the electronic patient records about psychosocial needs, including 

regarding intimacy and sexuality, three months after the training as compared to three months 

before? 

METHOD

Study design

To address the research questions, a mixed methods design was used. Data were derived through 

surveys, by screening patient records and through semi-structured individual interviews with nurses. 

The study took place between July 2022 and May 2023. 

Setting and participants

Representatives from hospitals were invited to participate in the development, implementation and 

evaluation of the multi-component programme through a call from palliative care networks in the 

Netherlands. This resulted in the recruitment of six hospitals: two university hospitals, three large teaching 

hospitals and one general hospital. Oncology inpatient, outpatient and daycare departments were involved.  

At least one registered nurse was appointed in each department as the key contact person, tasked with 

supporting their colleagues in the implementation of the programme within their own department. 

These key contact persons also participated in co-creation sessions, as described below, and were the 

primary point of contact for the researchers. 
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Development of a multi-component programme

For the development of the multi-component programme, we used the principles of co-creation (35-37). 

In eight co-creation sessions, programme elements were discussed, selected and evaluated with a co-

creation team consisting of nurses, clinical nurse specialists, medical specialists, patient representatives, 

managers, policymakers, trainers and researchers (Supplemental Material 1). The multi-component 

programme included strategies for embedding conversations in daily routines, such as identifying 

champions and stakeholders for implementation, a blueprint for implementation, and encouraging 

discussions of notes in patient records within teams (Supplemental Material 2). As part of the programme, 

the co-creation team developed a training course in communication about psychosocial needs and 

the use of the Distress Thermometer and PLISSIT model. The training course consisted of a brief online 

individual module and a one-day group training session on-site in each participating hospital. The on-

site part of the training course consisted of theory, followed by practising communication skills with 

training actors. The training course was provided by an experienced trainer, supported by a researcher 

(SA or CR). Nurses and clinical nurse specialists, hereafter jointly referred to as nurses, were the primary 

target group for this training. As part of the training, the multi-component programme involved peer 

coaching of participants by an experienced trainer two months after the on-site training session. The 

one-day training session and peer coaching sessions were delivered to small groups of participants in 

the participating organizations, with a maximum of twelve participants per group. Nurses were invited 

by the key contact persons to participate in the training session and other parts of the multi-component 

programme. 

Data collection

To address the research questions, various methods and instruments were used. First, a survey was 

developed, which was largely based on a questionnaire developed by Grondhuis et al. to identify 

competences in discussing sexuality with patients with prostate cancer (38). The research team (SA, 

CE, AF, IJ, CR) rephrased the items to fit with our research questions and population, i.e. intimacy 

and sexuality in patients with advanced cancer. Furthermore, we duplicated the questions to assess 

competences in discussing psychosocial needs in general in separate questions. Subsequently, in the 

research team we critically assessed and selected items that covered our research focus. We initially 

selected 21 out of the 37 items in the Grondhuis questionnaire. This draft questionnaire was pretested 

for clarity and comprehensibility by four nurses using the ‘think aloud’ method (39). Based on their 

comments, we excluded one question. After that, the final version was produced, comprising five items 

on demographics, thirteen items on perceived competences in discussing psychosocial needs with 

patients with advanced cancer and fourteen items on perceived competences in discussing changes 

in intimacy and sexuality (Supplemental Material 3). In addition, respondents could add free-text 

comments about the programme or questionnaire in a final open question. The questionnaire was sent 

to the training participants by the key contact persons in the hospital prior to the training and three 

months after the training.
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To explore the impact of the programme on documentation about psychosocial needs, including 

changes in intimacy and sexuality, electronic patient records were reviewed in the period up to three 

months before the training and until three months after the training. Both before and after training, 

twelve to fifteen records of patients with advanced cancer who were admitted to the hospital (inpatient) 

or had a consultation at the outpatient or daycare clinic were selected by the key contact persons. For the 

screening of the patient records, we developed a template to extract data on the setting, the patient’s 

gender and age category, relationship status (partner, single, unknown), cancer diagnosis and treatment, 

notes made on psychosocial needs as described in the problem list of the Distress Thermometer or issues 

regarding intimacy or sexuality, and use of the Distress Thermometer or PLISSIT. The patient records were 

screened by a physician or nurse with a treatment relationship with the patient. Data were delivered to 

the research team on an aggregate level, without names or other identifying personal data.

To further explore the relevant perceived competences and practices, we conducted semi-structured 

individual interviews with nurses who participated in the training. Nurses were recruited directly after 

the training by the researcher (SA) and through the key contact persons in each participating hospital. 

During the interviews, a patient case chosen by the interviewed nurse was discussed by zooming 

in on communication about changes in psychosocial needs and changes in intimacy and sexuality. 

Furthermore, nurses were asked about their perceived competences with regard to communication 

about psychosocial needs. In addition, they were asked about their experiences with the training 

course. The interviews were conducted by a female researcher with a nursing background (SA) who is 

experienced in conducting qualitative research and interviews. The interviews were held in an office in 

the hospital where the interviewed nurses worked, and lasted between 27 and 58 minutes. All interviews 

were audio-recorded and transcribed verbatim. At least two interviews per participating hospital were 

held. Data collection stopped after fifteen interviews.

Data analysis

The survey data, the extracted data from the electronic patient records and the interview transcripts 

were initially analysed separately. Subsequently, the outcomes of these separate analyses were 

compared to integrate the findings. Descriptive statistics were used to describe demographic 

characteristics of nurses participating in the survey or interviews, and of patients whose records 

were screened. Survey data were analysed using descriptive statistics. Categorical data were 

described using frequencies and percentages. Differences in nurses’ perceived competences and 

knowledge before and after the programme were analysed using Pearson’s chi-square tests. In 

this analysis, we maintained the conditions that are required for the chi-square test: I) at least five 

expected values in each group, II) data must be categorical, and III) each observation should be 

independent of others (40). Furthermore, a p-value of <0.05 was considered statistically significant. 

Differences in patient record screening were analysed using descriptive statistics to determine whether 

there are indications that nurses document certain information more frequently in patient records after 
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the programme as compared to before. Again, we described the data using frequencies and percentages. 

All statistical analyses were performed with SPSS Statistics 28 (IBM Corporation). 

Interviews were analysed following the steps of thematic analysis as described by Braun and Clarke 

(41). Three researchers (SA, CE, IJ) read and re-read all transcripts and initially coded these transcripts to 

familiarize themselves with the data. This was followed by discussion between these three researchers 

to define the initial main codes. Subsequently, all transcripts were re-coded by two researchers (SA, IJ). 

Then the codes were grouped into themes, which were reviewed and discussed within the research 

team (SA, CE, AF, IJ). Lastly, these themes were compared with outcomes from the analysis of the data 

from the surveys and patient record screening. Appropriate quotes from the interview transcripts were 

selected to substantiate the main results. Qualitative data analysis was supported by MAXQDA 2022 

(QDA software).

Ethical considerations

The Medical Ethics Committee of Amsterdam UMC location VUmc decided that the study did not fall 

under the scope of the Dutch Medical Research Involving Human Subjects Act, since the study does 

not concern medical research and the participants were not required to follow rules of behaviour (42). 

Nurses who agreed to participate were aware of the scientific purposes of our study and signed informed 

consent statements for data collection. The research data were stored and analysed in accordance with 

the General Data Protection Regulation.

RESULTS

Background characteristics

A total of 53 hospital nurses participated in the training (Table 1). Of these participants, 50 returned the 

questionnaire prior to the training, and 33 three months after the training. Most were female nurses and 

a substantial proportion had 1-5 years of work experience. Fifteen nurses participated in the individual 

interviews, mostly female nurses with more than 15 years of work experience. Furthermore, 83 patient 

records were screened before the training, and 102 records after the training. In total, 100 of the patients 

were male (54%) and the majority were aged 61 or older (Table 1). The interviewed nurses discussed 

patients with varying cancer diagnoses such as prostate cancer, breast cancer, colorectal cancer or 

leukemia, ranging in age from young to old.
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Table 1. Demographic characteristics

Nurses Questionnaire Interviews

 T01, 
n=50

T11,
n=33 n=15

Gender – n female (%) 48 (96.0) 32 (97.0) 14 (93.3)

Age – n (%) 
20-30
31-40
41-50
51-60
>60
Missing

4 (8.0)
11 (22.0)
16 (32.0)
13 (26.0)

3 (6.0)
3 (6.0)

1 (3.0)
11 (33.3)

9 (27.3)
9 (27.3)

2 (6.1)
1 (3.0)

3 (20.0)
4 (26.7)
3 (20.0)
5 (33.3)

-
-

Setting – n (%)
Academic hospital
Teaching hospital
General hospital

17 (34.0)
26 (52.0)

7 (14.0)

10 (30.3)
20 (60.6)

3 (9.1)

7 (46.7)
6 (40.0)
2 (13.3)

Working as – n (%)
Registered nurse
Clinical nurse specialist

42 (84.0)
8 (16.0)

25 (75.8)
8 (24.2)

11 (73.3)
4 (26.7)

Work experience in years – n (%)2

<1 
1-5
6-10
11-15
>15

3 (6.0)
21 (42.0)
11 (22.0)

8 (16.0)
7 (14.0)

2 (6.1)
13 (39.4)
10 (30.3)

2 (6.1)
6 (18.2)

-
1 (6.7)

3 (20.0)
2 (13.3) 
9 (60.0)

Patients Patient record screening

Patient records T0,
n=83

T11,
n=102

Setting - n (%)
Outpatient clinic
Inpatient clinic
Day care

72 (86.7)
11 (13.3)

0 (0.0)

76 (74.5)
14 (13.7)
23 (22.5)

Gender patient – n male (%) 47 (56.6) 53 (52.9)

Age category of patient - n (%)
18 – 30 
31 – 40 
41 – 50 
51 – 60 
61 – 70 
Older than 70 

0 (0)
4 (4.8)

10 (12.0)
17 (20.5)
24 (28.9)
28 (33.7)

1 (1.0)
3 (2.9)

16 (15.7)
26 (25.5)
30 (29.4)
26 (25.5)

Patient’s relationship status - n (%)
Single
Partner
Unknown/ not provided

10 (12.0)
51 (61.5)
22 (26.5)

25 (25.5)
70 (68.6)

7 (6.9)
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Cancer type  - n (%)
Breast cancer
Prostate cancer
Bladder cancer
Oesophageal cancer
Colon cancer
Pancreatic cancer
Other

10 (12.0)
17 (20.5)

3 (3.6)
5 (6.0)
8 (9.6)

9 (10.8)
31 (37.3)

17 (16.7)
18 (17.6)

7 (6.9)
3 (2.9)

11 (10.8)
9 (8.8)

37 (36.3)

Treatment - n (%)
Chemotherapy
Immunotherapy
Hormone therapy
Radiation
Medication
Combination of therapies
Other

25 (30.0)
6 (7.2)
3 (3.6)

0 (0)
13 (15.7)
27 (32.5)

9 (10.8)

53 (52.0)
11 (10.8)
15 (14.7)
13 (12.8)

0 (0)
6 (5.9)

27 (26.5)

1 T0 = 3 months before training; T1 = 3 months after nurses and other healthcare professionals took the training 
2 Work experience is number of years after graduation as nurse (RN)

Perceived changes in nurses’ competences

The results from the survey indicated that more nurses felt competent in discussing psychosocial needs 

three months after the training (78.8%) as compared to just before (46.0%) (p<.01) (Table 2). In addition, 

fewer nurses felt the need to increase their knowledge after the training (54.5%) as compared to before 

(94.0%) (p<.01). In interviews, nurses confirmed that they felt more competent to discuss psychosocial 

needs with their patient, seeing this as part of their role.

“That’s really what we do as case managers, flagging problems and checking if there’s a solution for 

them, or what someone needs. And what can help someone.” (V02)

“The sexuality, intimacy is always a bit of a sensitive subject [...] I have to really push myself to do it. But 

that other part, the psychosocial side, that’s a real part of the job.” (V15)

Table 1. Continued
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Table 2. Outcomes from the questionnaire on nurses’ competences and knowledge related to conversations about 

psychosocial needs and changes in intimacy and sexuality

Competences related to conversations about psychosocial needs

T01

n=50
T1
n=33

P-value2

10. �Do you ever revisit the topic of psychosocial needs during follow-up visits, 
readmissions or other care moments?

(almost) never – n (%)
Sometimes – n (%)
(nearly) always – n (%)

1 (2.0)
11 (22.0)
38 (76.0)

-
4 (12.1)
29 (87.9)

~ 3

11. �Do you ever ask a patient or partner about the extent to which the treatment 
affects their relationship?

(almost) never – n (%)
Sometimes – n (%)
(nearly) always – n (%)

7 (14.0)
27 (54.0)
16 (32.0)

2 (6.1)
21 (63.6)
10 (30.3)

~

14. �Do you ever discuss the potential impact of a treatment on the patients’ 
psychosocial needs?

(almost) never – n (%) 
Sometimes – n (%)
(nearly) always – n (%)

4 (8.0)
12 (24.0)
34 (68.0)

1 (3.0)
4 (12.1)
28 (84.9)

~

15. �Do you feel competent in discussing psychosocial needs4

Not competent – n (%)
Slightly competent – n (%)
Competent – n (%)

-
31 (62.0)
23 (46.0)

-
8 (24.2)
26 (78.8)

-
<0.01
<0.01

Knowledge related to conversations about psychosocial needs

13. �In your current workplace is there sufficient information available about 
psychosocial needs to provide to your patient?

Yes – n (%)
No – n (%)
Don’t know – n (%)
Missing – n (%)

40 (80.0)
2 (4.0)
6 (12.0)
2 (4.0)

31 (93.9)
1 (3.0)
1 (3.0)
-

~

16. �Do you feel the need to increase your knowledge regarding conversations 
about psychosocial needs with patients with advanced cancer?

Yes – n (%)
No – n (%)
Missing - n (%)

47 (94.0)
1 (2.0)
2 (4.0)

18 (54.5)
14 (42.4)
1 (3.0)

<0.01
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Competences related to conversations about changes in intimacy and sexuality

23. Do you ever talk to patients about changes in intimacy?
(almost) never – n (%)
Sometimes – n (%)
(nearly) always – n (%)
Missing – n (%)

13 (26.0)
23 (46.0)
11 (22.0)
3 (6.0)

3 (9.1)
17 (51.5)
12 (36.4)
1 (3.0)

n.s.5

24. Do you ever talk to patients about changes in sexuality?
(almost) never – n (%)
Sometimes – n (%)
(nearly) always – n (%)
Missing – n (%)

20 (40.0)
18 (36.0)
9 (18.0)
3 (6.0)

8 (24.2)
12 (36.4)
12 (36.4)
1 (3.0)

n.s.

28. Do you feel competent in discussing changes in intimacy and sexuality?4

Not competent – n (%)
Competent in discussing intimacy – n (%)
Competent in discussing sexuality – n (%)
Competent in advising about changes in intimacy – n (%)
Competent in advising about changes in sexuality – n (%)
Missing – n (%)

18 (36.0)
32 (64.0)
25 (50.0)
8 (16.0)
6 (12.0)
5 (10.0)

2 (6.1)
30 (90.9)
28 (84.8)
18 (54.5)
15 (45.5)
1 (3.0)

<0.01
<0.02
<0.01
<0.01
<0.01

Knowledge related to conversations about changes in intimacy and sexuality

26. �In your current workplace, is there sufficient information available about 
changes in intimacy and sexuality to provide to your patient?

Yes – n (%)
No – n (%)
Don’t know – n (%)
Missing – n (%)

16 (32.0)
18 (36.0)
13 (26.0)
3 (6.0)

21 (63.3)
6 (18.2)
5 (15.2)
1 (3.0)

<0.03

27. �Do you know who you can refer patients to in your current workplace if they 
experience changes in intimacy and sexuality? 

Yes – n (%)
No – n (%)
Missing - n (%)

35 (70.0)
12 (24.0)
3 (6.0)

29 (87.9)
3 (9.1)
1 (3.0)

n.s. 

29. �Do you feel the need to increase your knowledge regarding conversations 
about changes in intimacy and sexuality among patients with advanced 
cancer?

Yes – n (%)
No – n (%)
Missing - n (%)

44 (88.0)
-
6 (12.0)

19 (57.6)
13 (39.4)
1 (3.0)

<0.01

30. �Do you feel a need for more knowledge about changes in intimacy and 
sexuality among patients with advanced cancer?

Yes – n (%)
No – n (%)
Missing - n (%)

44 (88.0)
1 (2.0)
5 (10.0)

20 (60.6)
12 (36.4)
1 (3.0)

<0.01

1 T0 = 3 months before training; T1 = 3 months after nurses and other health care professionals followed the training
2Chi-square
3Did not fulfil the Chi-square conditions. Therefore the results of the Chi-square was not shown.
4Multiple answers possible
5Not statistically significant

Table 2. Continued
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With regard to competences in communication about changes in intimacy and sexuality, survey 

results indicated a reduction in nurses not feeling competent (to 6.1%) after the training compared 

with before (36.0%) (p<0.01, Table 2). Perceived competences improved after the training regarding 

both discussing and advising about changes in intimacy and sexuality. The largest improvement was 

seen in nurses feeling competent in advising patients about changes in intimacy after the training as 

compared to before (54.5% and 16.0%, respectively; P<.01). Again, fewer nurses felt the need to increase 

their knowledge after the training (57.6%) as compared to before (88.0%) (p<.01). Interviewed nurses 

confirmed they felt more competent, and that they found it easier to address intimacy and sexuality.

“Well, I think it’s easier for me to talk about this, especially sexuality and intimacy, since the training 

course. I learned that, you know, it’s good to talk about it and to spend time on it. I used to approach it 

in a bit more of a business-like fashion, perhaps, but now I take more time to ask about it. So I do think 

that’s changed since the training course, during the past year.” (V14)

“As to intimacy and sexuality, it helps me to just literally ask people if they think it’s okay for us to talk 

about it. And then you’ll immediately notice whether, well, is the patient holding back or can you ask 

more questions. And I didn’t do that before [...] I used to ask in general ‘how are you doing? Are you 

running into any issues? No? Okay, then we’ll get started,’ and we just get going with the usual daily 

matters.” (V06)

Nurses’ evaluation of the training

Interviewed nurses characterized the training as good to have, helpful and energizing. They especially 

valued receiving practical tips and tricks. 

“Yes, I thought it [the training course] was interesting. We also discussed tips of course, how you go 

about starting such a conversation, what are handy phrases you can use.” (V10)

In addition, nurses said that the training created awareness about conversations regarding psychosocial 

needs and changes in intimacy and sexuality. On the one hand there was an awareness that discussing 

these topics does not necessarily have to be tough, and on the other hand an awareness of the multi-

disciplinary collaborations that can be established in such conversations and nurses’ own role in these 

collaborations. Also, some nurses mentioned in the interviews that the training helped them to put the 

topics higher on the agenda of their team meetings. 

“Well it really got me going; we’ve also invited the sexologist to the case manager meeting twice [...] it’s 

been placed on the agenda more now.” (V09)

P070103
Rechthoek



ENHANCING NURSE COMMUNICATION ON PSYCHOSOCIAL NEEDS

153

6

Some nurses felt reluctant about practising with training actors during the training, while other nurses 

found this part of the training helpful as well.

“I’m not really into the role playing; I hated that.” (V10)

“I really enjoyed practising with those actors. And it was good to see how colleagues do it, to learn from 

each other or think like hey, I do it this way, but that way might also work actually... or I do it this way, 

but I could do it differently. I thought that was very valuable.” (V14)

Furthermore, nurses mentioned in the interviews that the training helped them overcome barriers 

preventing them from starting conversations about sensitive topics, such as changes in intimate 

relations and sexual functioning. They became aware that addressing such topics does not necessarily 

have to be difficult. 

“Maybe just becoming a bit more aware that it doesn’t have to be a really weighty conversation. As I 

said, when I’d just graduated as a nurse I got really nervous about these types of subjects. I don’t feel 

that way now. But the training also showed that there are different ways to talk about it, and that it 

doesn’t always have to be about sex.” (V04)

However, some barriers remained after the training, preventing conversations about both psychosocial 

needs and changes in intimacy and sexuality (Figures 1 and 2). In addressing psychosocial needs, lack 

of time was still perceived as a key barrier. The need to prioritize communication about illness, physical 

problems and the treatment, rather than communication about psychosocial needs, was another barrier 

mentioned in both the survey and interviews. 

“You often get onto the physical part, how things are going at home with the side effects of the 

chemotherapy, in terms of fatigue, nausea, self-esteem — that comes up pretty quickly because a lot 

of treatments are focused on chemo, so there is hair loss for example, so that comes up often.” (V06)

Nurses experienced other barriers too in addressing changes in intimacy or sexuality, as was found in 

both the survey and the interviews. Besides discomfort with the topic, nurses mostly reported a lack of 

skills and lack of knowledge as a barrier when addressing changes in intimacy or sexuality (Figure 2).
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Documentation of psychosocial needs

Patient record screening revealed many notes related to psychosocial needs, both within the three-

month period before the training (in 78.3% of patient records) and in the three-month period after 

the training (in 86.3% of patient records)(Table 3). The focus of these notes was predominantly on 

physical problems related to psychosocial needs, that are included in the problem list in the Distress 

Thermometer (51.8% before training, 57.8% after training). This focus on physical aspects was also 

confirmed by interviewed nurses. 

“The physical aspect yes, because that’s the easiest part to solve. I try a standard basic package [...] 

physical side, nausea, fatigue, how are your energy levels, pain, how are things at home? Did you run 

into any issues? That’s pretty much the standard package.” (V06)
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Table 3. Results of patient record screening

Patient record screening T01

n=83
T1

n=102
Which healthcare professional did the reporting in the record?2 - n (%)

Physician

Nurse

Clinical nurse specialist

Other

Unknown

28 (33.7)

37 (44.6)

21 (25.3)

5 (6.0)

15 (18.1)

48 (47.1)

60 (58.8)

32 (31.4)

6 (5.9)

15 (14.7)
In the past 7 contact moments, were there any notes about psychosocial 
needs? - n (%)

Yes

No

65 (78.3)

18 (21.7)

88 (86.3)

14 (13.7)
If there were notes about psychosocial needs, which domains of the Distress 
Thermometer did they address?2 - n (%)

Practical

Family/social

Emotional

Religious/Spiritual

Physical

Unknown

Referral to other healthcare professional

11 (13.3)

11 (13.3)

20 (24.1)

10 (12.0)

43 (51.8)

11 (13.3)

0 (0)

14 (13.7)

29 (28.4)

29 (28.4)

7 (6.7)

59 (57.8) 

15 (14.7)

5 (4.9)
In the past 7 contact moments, were there any notes about intimacy or sexu-
ality? - n (%)

Yes

No

8 (9.6)

75 (90.4)

14 (13.7)

88 (86.3)
If there were notes about intimacy and sexuality, what did they concern?2 - n (%)

Information about changes in intimacy

Information about changes in sexuality

Patient referred to other healthcare professional

Other

2 (2.4)

5 (6.0)

0 (0)

2 (2.4)

7 (6.7)

7 (6.7)

1 (1.0)

5 (4.9)
Was any note made of a communication tool to discuss psychosocial needs or 
intimacy and sexuality, such as the Distress Thermometer or PLISSIT? - n (%)

Yes

No

Unknown/missing

5 (5.0)

63 (75.9)

15 (18.1)

5 (4.9)

97 (95.1)

0 (0)
If any communication tool, which one? - n (%) 

Distress thermometer

PLISSIT

5 (5.0)

0 (0)

5 (4.9)

0 (0)
1 T0 = 3 months before training; T1 = 3 months after nurses and other health care professionals followed the training
2 Multiple answers possible
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However, few notes were made about changes in intimacy or sexuality: such notes were made in 9.6% of 

the records in the three-month period before the training and in 13.7% of the records during the three 

months after the training. In interviews, nurses said they felt reluctant to make notes about intimacy or 

sexuality in the patient record files. The reluctance was caused by the perceived sensitivity of the topic 

and because patients would have access to the record files. 

“Yeah, that’s something I don’t do as much [...] I feel like it’s something very private, so I think well, do 

I have to share this with everyone [colleagues] who comes after me, right? I don’t know if what I’m 

saying now is correct, but that’s how it feels.” (V04)

Instead, interviewed nurses said they were able to remember the conversations they had with their 

patients and therefore felt less compelled to document this information. 

“I used to write more down, but I don’t do that as much now because the patients can read everything. 

And I think that’s a bit complicated, [...] because then I write it down like a sort of cheat sheet. Because I 

don’t feel the need to write all that down. No, I know this, I’ll remember it. And I do remember it [...] but 

this situation does have me on edge.” (V03)

Use of communication tools, e.g. the Distress Thermometer or PLISSIT model, was documented in 5% 

of patient records in the three-month period before the training and again in 5% in the three-month 

period after the training. In interviews, some nurses said that after they took the training they sometimes 

used the Distress Thermometer; however, they did so inconsistently or without follow-up in a later 

consultation. Other nurses mentioned not using a tool (yet) or were still deciding which tool to use. 

“Very occasionally, we give people a burden test, a questionnaire that asks how much of a distress they 

[patients] experience in different areas. I sometimes discuss it here in the consulting room, but often I 

just show it briefly and then give it to them.” (V14)

“I’m not using a model yet. We are looking into [...] what model we’d like to use for the conversations to 

make sure we’d all discuss the same topics. But I’m not using a model at the moment. I’m still playing 

it by ear for now.” (V10)

DISCUSSION AND CONCLUSION

Discussion

Nurses benefitted from a training course as part of a programme that was developed to enhance their 

communication about psychosocial needs and changes in intimacy and sexuality with patients with 

advanced cancer. Moreover, more nurses perceived themselves to be competent after the training, 
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especially in discussing changes in intimacy and sexuality. Additionally, the interviewed nurses valued 

the training, characterizing it as good to have, helpful and energizing. In general, the patient record 

screening revealed many notes in patient records about psychosocial needs, while only few notes were 

made regarding changes in intimacy and sexuality. 

In our study, the percentage of nurses not feeling competent to discuss changes in intimacy and 

sexuality decreased significantly, from 36% before the training to 6% after. This is in line with previous 

studies, which also revealed that the attitudes, confidence and knowledge of healthcare professionals, 

predominantly nurses, improved after training in communication about sexuality in patients diagnosed 

with cancer (43-45). These studies focused on addressing sexual health and sexual well-being, while in 

our study we also addressed changes in intimacy. 

None of the nurses who participated in the training felt ‘not competent’ in addressing psychosocial 

needs both before and after training. They either felt ‘slightly competent’ or ‘competent’. This is positive 

as many patients with advanced cancer experience psychological, social and spiritual challenges (46), 

and screening of psychosocial needs is recommended throughout the illness trajectory, preferably 

with validated screening tools (47-49). Moreover, the use of validated tools may help nurses to initiate 

conversations about psychosocial needs and may also help them to overcome barriers for such 

conversations, e.g. discomfort with the topic, a lack of time or the perceived need to prioritize discussion 

of the diagnosis or treatment (26-28). Nonetheless, after the training, nurses mentioned in interviews 

that they hardly ever used screening tools such as the Distress Thermometer and PLISSIT. Although 

the use of these tools received considerable attention in the training course, this was not reflected 

in the interviews or patient record screening. Similarly, the findings of a survey study by Kozlov et al. 

showed that validated tools were not used frequently (50). This poses a risk that nurses may focus on 

certain topics while overlooking other topics that are considered sensitive, i.e. changes in sexuality (51). 

A lack of structural screening of psychosocial needs may further result in psychosocial needs remaining 

undetected, underreported and unmet (52). 

Our results revealed that nurses perceived conversations about changes in sexuality as difficult. Some 

were still reluctant to address this topic three months after the training. This raises the question whether 

every nurse needs to be proficient in addressing this topic. A team approach, as described by de Vocht 

et al., may be appropriate to provide optimal care for patients and to develop clear roles in discussing 

these matters (18). In this approach, team members have complementary roles in addressing changes in 

intimacy and sexuality (18). Moreover, this approach can help nurses who feel uncomfortable discussing 

these topics to recognize patients’ needs and appropriately refer them to their colleague, rather than 

ignoring or avoiding these issues (18). Then, changes can be discussed with every patient, without every 

nurse having to be proficient in addressing the topic. 
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The results of the patient record screening indicated that nurses’ notes mainly emphasized physical 

aspects. This is in line with results reported in earlier studies, showing that nurses are more focused 

on the assessment of physical aspects (53-55). However, even if documentation of psychosocial needs 

may be limited in some cases, this does not necessarily have to imply that topics remain undiscussed; 

if a patient did not mention any needs, nurses obviously chose not to document that fact. Moreover, 

some nurses in our study reported feeling reluctant to write notes about sensitive topics. Optimal 

nursing documentation is a crucial aspect of nursing practice, playing a substantial role in improving the 

quality of nursing care provided to patients (56, 57). However, existing literature also shows that patients 

diagnosed with cancer still experience unmet psychosocial needs (58-62). Inadequate or incomplete 

nursing documentation may lead to inadequate communication between caregivers and a lack of 

details on the nursing interventions provided and the patients’ response to these interventions (56, 63). 

Practical implications

Our study showed that more nurses felt competent in discussing psychosocial needs after they received 

training in communication about psychosocial needs and changes in intimacy and sexuality. The 

training created awareness of the importance of such conversations. To increase the chance that what 

has been learned is used in nurses’ daily practice, we integrated the training in a multi-component 

programme that covered strategies at both the organizational and individual levels. For instance, at the 

organizational level it was important that each of the participating hospitals had an active key contact 

person who motivated the nurses to participate in the training and to use what had been learned. And 

at the individual level it was important that individual nurses could receive feedback and coaching from 

an experienced trainer with a nursing background. For future implementation, we recommend using all 

components of the programme to obtain a sustainable improvement in daily practices.

We found that nurses still perceived barriers in discussing and documenting changes in intimacy and 

sexuality after the training. To further reduce these barriers, e.g. lack of time, lack of knowledge, and 

discomfort, a team approach might help in clarifying who is competent in addressing changes and who 

feels more reluctant (18). Key contact persons can provide support to their colleagues, and keep the 

topic on the team agenda for awareness.

Methodological considerations 

A strength of this study is the mixed-methods design: we used a quantitative survey, patient record 

screening and interviews with nurses who participated in the training. This enabled us to use the 

findings in the interviews to enrich and explain the findings from the survey and record screening. 

Nonetheless, this study also had some limitations. First, the survey and interviews concerned self-reports 

by nurses. It is possible that the self-reported perceptions of nurses might not reflect the actual situation, 

i.e. that they over- or underestimate their competencies. Yet interviews revealed honest answers, and 

patient cases as presented by the nurses underlined their answers. A second limitation in our study is 

that the questionnaires before and after the training could not be paired since nurses returned their 
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questionnaire pseudonymized. However, our study showed variation in the experiences of nurses 

who participated in the programme. Besides, results from the patient record screening and interviews 

confirmed the findings from the survey. Therefore, it is less likely that our findings are influenced by 

nurses being relatively positive or outspoken. 

Conclusion

Overall, nurses perceived improvement in their competences regarding conversations about 

psychosocial needs, and especially in addressing changes in intimacy and sexuality after the training. 

Still, lack of time and discomfort with addressing intimacy and sexuality are perceived as barriers for 

addressing these topics. The training hardly affected nurses’ likelihood to make notes about psychosocial 

needs in patient records: the focus remained on physical aspects. Even when they discuss changes in 

intimacy or sexuality, nurses feel reluctant to document information about such sensitive topics.
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SUPPLEMENTAL MATERIAL

Supplemental material I – Co-creation sessions for the development of the program to improve communication 

about changes in psychosocial needs, including changes in intimacy and sexuality

The co-creation panel consisted of 34 participants: health care professionals from the participating 

organizations (nurses, clinical nurse specialists, physicians), patient representatives, managers, 

policymakers, trainers and researchers from Amsterdam UMC and Nivel. Except for the thematic sessions, 

all participants were invited for the sessions.

Session 1 (February 2021)
Online

Introduction in panel and project, exchanging expectations.
Experiences with conversations about changes in psychosocial needs, 
including changes in intimacy and sexuality in patients with advanced 
cancer.
Identifying context in participating departments: patient population, 
use of communication tools.
Identifying barriers to conversations about changes in psychosocial 
needs, including changes in intimacy and sexuality in patients with 
advanced cancer.

Session 2, June 2021 (online) Update on project, context and barriers
Experiences with training materials and implementation strategies

Session 3, November 2021 (live)
Thematic session about training*

Update on project
Experiences and preferences with a training program and materials
First selection of materials to be used and developed

Session 4, November 2021 (online) Update on project
Experiences with implementation strategies

Session 5, March 2022
Thematic session about training (live)*

Update on project and training
Preferences with look, feel and content of online preparation to the 
training
Exchange of ideas and experiences with motivating participants to the 
training to actually login and prepare for the training.

Session 6, May 2022 (live) Update on project, training and other strategies
Exchange of first experiences with the materials in the participating 
organizations
Experiences and best practices to further improve awareness of con-
versations about changes in psychosocial needs, including changes in 
intimacy and sexuality

Session 7, November 2022 (live) Experiences and best practices to consolidation of the strategies, 
materials and results.

Session 8, Concluding co-creation meeting
Festive ‘looking back’ on project, expectations and realization
Finalizing of materials, as well as the strategies for further implementa-
tion and dissemination

*For thematic sessions, we invited health care professionals and trainers. Other panelists were informed about the 

content of the session, and agreed that the sessions were more relevant for health care professionals and trainers, to 

build the content. In a subsequent session, all panelists could respond to the concepts.
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Supplemental material II – Multi-component programme

The multi-component programme was designed to 

improve nurses’ competences regarding conversations 

about psychosocial needs, intimacy and sexuality in patients 

diagnosed with advanced cancer in hospital settings. 

For individuals, a training course was developed consisting 

of an online preparation module and a one-day training 

session on site for nurses, clinical nurse specialists and other 

healthcare professionals. In the training, two communication 

tools were introduced: the Distress Thermometer for 

discussing changes in psychosocial needs, and PLISSIT for 

addressing changes in intimacy and sexuality. In addition to 

the training, peer coaching of participants by an experienced 

trainer was offered. The one-day training session and peer 

coaching sessions were delivered in small groups in each of 

the participating organizations, with a maximum of twelve 

persons per group.
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Supplemental material III – Questionnaire

Conversations about psychosocial needs, intimacy and sexuality with patients with 

advanced cancer

Questionnaire for participants of the training

1. What is your gender?

   Male

   Female

   Other, namely________________

2. What is your age? ___________ 

3. Where are you currently employed? 

   Deventer Ziekenhuis

   Erasmus MC

   Stichting Humanitas

   Maasstad Ziekenhuis

   Noordwest Ziekenhuisgroep

   Radboud UMC

   Ziekenhuis Amstelland 

4. What is your position? (Multiple answers possible)

   Nurse

   Clinical nurse specialist

   Medical specialist

   Other, namely _______________________________________________________________

5. How long have you been employed within your current position?

   Less than a year

   1-5 years

   6-10 years

   11-15 years

   More than 15 years
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Psychosocial needs in patients with advanced cancer

The following questions are about conversations about psychosocial needs with patients with advanced cancer. By 

psychosocial needs we mean the needs that arise from uncertainties about the future or changes in relationships 

or work as a result of the illness. For instance, needs related with relationships, finances, work or emotions.

6. �Have you ever followed additional training on addressing psychosocial needs, such as an (online) 

course or training? 

   Yes

   No

   Don’t know

7. Who is responsible for discussing psychosocial needs? (Multiple answers possible)

   Oncologist

   Nurse

   Nurse specialist

   Social worker

   Psychologist

   General practitioner

   Patient, who should bring it up himself

   Patient, who should discuss this with his/her partner or loved one

   Other, namely_______________________________________________________________

8. How often should psychosocial needs be discussed with patients?

   Never

   In one conversation

   In multiple conversations

   Always

9. Which moment is most suitable to address psychosocial needs? (Multiple answers possible)

   When diagnosis is discussed

   Before treatment

   During treatment

   During check-up after treatment

   During follow-up

   Not a single moment

   Other, namely________________________________________________
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10. �Do you ever revisit the topic of psychosocial needs during follow-up visits, readmissions or other 

care moments?

   Never

   Almost never

   Sometimes

   Nearly always

   Always

11. �Do you ever ask a patient or partner about the extent to which the treatment affects their relationship?

   Never

   Almost never

   Sometimes

   Nearly always

   Always

12. How often do patients themselves ask questions about psychosocial needs?

   Never

   Almost never

   Sometimes

   Nearly always

   Always

13. �In your current workplace is there sufficient information available about psychosocial needs to 

provide to your patient?

   Yes

   No

   Don’t know

14. Do you ever discuss the potential impact of a treatment on the patients’ psychosocial needs?

   Never

   Almost never

   Sometimes

   Nearly always

   Always
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15. �Do you feel competent in discussing psychosocial needs in patients with advanced cancer? (Multiple 

answers possible)

I feel …

   Not competent

   Slightly competent

   Competent

16. �Do you feel the need to increase your knowledge regarding conversations about psychosocial needs 

with patients with advanced cancer?

   Yes

   No

17. �Which of the following options would help you discuss psychosocial needs with patients with 

advanced cancer: (Multiple answers possible)

   Training with practical tips to discuss psychosocial  

   Availability of information materials to facilitate patients

   Extra time to discuss psychosocial needs with a patients

   Good referral possibilities to, for example, a psychologist

   Other, namely____________________________________________

18. �The list below identifies reasons that may keep you from discussing psychosocial needs with patients 

with advanced cancer. To what extent do you agree with the statements? 

Possible barriers in having conversations about 
psychosocial needs with patients with advanced 
cancer

No barrier
Slightly a 

barrier
Major barrier

Lack of time

Discomfort with the topic 

Lack of skills 

Lack of substantive knowledge 

Lack of knowledge regarding referral possibilities for 
specialized care
Fear of being intrusive 

Prioritizing discussion of treatment and diagnosis 

Lack of clarity on who has responsibility for discussing 
psychosocial needs 
Other, namely_____________________________
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Intimacy and sexuality in patients with advanced cancer  

The following questions are about conversations about intimacy and sexuality with patients with advanced cancer. 

By intimacy we mean desired connectedness, feelings of trust and openly communicating feelings and thoughts. 

Intimacy can involve both emotional and physical closeness. Sexuality is closely related to intimacy and involves 

sexual functioning, sexual health, sexual awareness and sexual pleasure.

19. �Have you ever followed additional training on addressing intimacy and sexuality, such as an (online) 

course or training?

   Yes

   No

   Don’t know

20. �Who is responsible for discussing changes in intimacy and sexuality with patients with advanced 

cancer? (Multiple answers possible)

   Urologist

   Oncologist

   Nurse

   Clinical nurse specialist

   Pelvic floor physiotherapist

   Sexologist

   Psychologist

   General practitioner

   Patient, who should bring it up himself

   Patient, who should discuss this with his/her partner or loved one

   Other, namely_____________________________________________

21. �How often should changes in intimacy and sexuality be discussed with patients?

   Never

   In one conversation

   In multiple conversations

   Always
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22. �Which moment is most suitable to address changes in intimacy or sexuality? (Multiple answers 

possible)

   When diagnosis is discussed

   Before treatment

   During treatment

   During check-up after treatment

   During follow-up

   Not a single moment

   Other, namely____________________________________________

23. �Do you ever talk to patients about changes in intimacy?

   Never

   Almost never

   Sometimes

   Nearly always

   Always

24. �Do you ever talk to patients about changes in sexuality?

   Never

   Almost never

   Sometimes

   Nearly always

   Always

25. �How often do patients themselves ask questions about changes in intimacy or sexuality? 

   Never

   Almost never

   Sometimes

   Nearly always

   Always

26. �In your current workplace, is there sufficient information available about changes in intimacy and 

sexuality to provide to your patient?

   Yes

   No

   Don’t know
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27. �Do you know who you can refer patients to in your current workplace if they experience changes in 

intimacy and sexuality?

   Yes

   No

28. �Do you feel competent in discussing changes in intimacy and sexuality? (Multiple answers possible)

I feel …

   Not competent

   Competent in discussing intimacy

   Competent in discussing sexuality

   Competent in advising about changes in intimacy

   Competent in advising about changes in intimacy

29. �Do you feel the need to increase your knowledge regarding conversations about changes in intimacy 

and sexuality among patients with advanced cancer?

   Yes

   No

30. �Do you feel a need for more knowledge about changes in intimacy and sexuality among patients 

with advanced cancer?

   Yes

   No

31. �Which of the following options would help you to discuss changes in intimacy and sexuality with 

patients with advanced cancer: (multiple answers possible)

   Training with practical tips to discuss changes in intimacy and sexuality 

   Availability of information material to facilitate patients

   Posters in waiting rooms to encourage patients to raise sexual issues 

   Support from another nurse who discusses changes in intimacy and sexuality 

   Extra time to discuss changes in intimacy and sexuality  

   Good referral possibilities

   Other, namely ____________________________________________
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32. �The list below identifies reasons that may keep you from discussing changes in intimacy and sexuality 

with patients with advanced cancer. To what extent do you agree with the statements?

Possible barriers in having conversations about changes 
in intimacy and sexuality with patients with advanced 
cancer

No barrier
Slightly a 

barrier
Major 

 barrier

Lack of time

Discomfort with the topic 

Lack of skills 

Lack of substantive knowledge 

Lack of knowledge on referral possibilities for specialized care 

Fear of being intrusive 

Prioritizing discussion of treatment and diagnosis 

Lack of clarity who has responsibility for discussing intimacy 
and sexuality 
Other, namely_____________________________

Do you have additional comments regarding these questions or the project? 
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GENERAL DISCUSSION 

Lilly’s case, introduced in the General Introduction, illustrates several key aspects of this thesis. 

Lilly, diagnosed with advanced cancer, had to decide whether or not to continue the potentially life-prolonging 

chemotherapy. Lilly and her husband Ben made the decision with the oncologist, without the involvement of 

the nurse responsible for Lilly’s care. Lilly was concerned about the impact of her disease and treatment on her 

relationship with Ben. She wished to talk about these matters with a nurse; however, the nurse who cared for 

her did not address Lilly’s comment that her illness and treatment were also affecting her relationship with her 

husband. 

In the ideal situation, the nurse who is responsible for the care of Lilly would be involved in the decision-making 

process about the chemotherapy. This process should have been started when Lilly was told by her oncologist 

that a decision had to be made about her treatment. Ideally, from that moment on, the responsible nurse 

would support and encourage Lilly to make a decision that met her wishes and preferences. Furthermore, in 

the ideal situation, the nurse would have encouraged Lilly to ask her questions and talk about her emotions 

and psychosocial needs, including about the changes in her intimate relationship with Ben. This would have 

allowed Lilly to share her needs and feel heard. And, subsequently, the hospital nurses would then be able to 

provide care that meets Lilly’s needs.

This final chapter summarizes the main findings of this thesis. This is followed by reflections on these 

findings and the research methods. Lastly, implications for practice, training and research are presented.

SUMMARY OF MAIN FINDINGS

PART 1 

The first part of the thesis focused on hospital nurses’ involvement in decision-making about treatments 

that potentially prolong a patient’s life, while at the same time harming the patient’s quality of life at the 

end of life. The main research question in this part was:

What are the experiences and perceptions of hospital nurses and collaborating physicians regarding hospital 

nurses’ involvement in decision-making about potentially life-prolonging treatments in patients with a short 

life expectancy?

To answer this research question, a survey and interview studies (with physicians and nurses) were 

conducted. Results of the national survey study revealed that hospital nurses prefer to be more involved 

in decision-making about potentially life-prolonging treatments than they currently are (Chapter 2). In 

total, 179 nurses responded to statements about their preferred and actual involvement in decision-
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making. Hospital nurses agreed that they should have a role in the decision-making process about 

potentially life-prolonging treatments. This was reflected in the statements: ‘It is my task to speak up 

for my patients’ (95% agreed). In contrast, hospital nurses reported that, in practice, they are often not 

involved in the decision-making or in the process that leads to the decision. In this regard they agreed 

least with the statements: ‘I actively participate in discussions where decisions about life-prolonging 

treatments are made’ (24% agreed) and ‘I support patients in decision-making about life-prolonging 

treatments’ (21% agreed). Additionally, a gap was found between actual practice and the importance 

that hospital nurses attach to providing a patient with the necessary support in decision-making about 

a potentially life-prolonging treatment. In total 85% found it important to provide a patient with the 

necessary support, while only 21% reported actually providing such support in decision-making about 

life-prolonging treatments. Furthermore, nurses identified personal and organizational requirements 

that need to be met in order to improve their involvement in decision-making processes, such as more 

time, more knowledge, clearer transfer of information from colleagues and physicians, and more clarity 

about their role in the decision-making. 

Chapter 3 describes how medical specialists value nurses’ role in decision-making, although they 

differ in the extent to which they find this role important. This chapter is based on qualitative semi-

structured interviews with fifteen medical specialists (oncologists, neurologists, pulmonologists and 

haematologists) from various hospitals and departments. The interviews revealed that these physicians 

see the relevant role of nurses as complementary to their own role and the patient’s role. Some 

physicians stated that the involvement of nurses should be common practice, while others considered 

involvement only important in complex, non-acute situations, or when there were doubts about the 

best treatment options. Additionally, the latter group of physicians in particular reported that they did 

not always involve nurses in decision-making due to the limited time available and high workload.

Chapter 4 describes how hospital nurses experience moral distress when they are involved in the 

execution of potentially life-prolonging treatments without being involved in the decision to start or 

continue this treatment. For this chapter, semi-structured interviews were conducted with 23 hospital 

nurses, working in inpatient or outpatient hospital settings. Moral distress was characterized by the 

hospital nurses as a sense of powerlessness due to negative outcomes or side effects of the treatments, 

or because they were not being listened to by the physicians. The interviewed nurses also described 

moral distress as feelings of frustration when their moral values were not reflected in the decisions made, 

or when a physician created unrealistic expectations for a patient. Additionally, some interviewed nurses 

expressed uncertainty about whether the decision for life-prolonging treatment was in line with the 

patient’s wishes. Specifically, nurses who were not present during the actual decision-making with the 

patients mentioned these uncertainties. Doubts about the treatment increased when they observed 

that the patient’s quality of life was being negatively affected by pain or treatment-related complications.
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PART 2

The second part of this thesis focused on communication about psychosocial needs, including the 

communication about illness-related changes in intimacy and sexuality. The following questions were 

addressed:

What evidence exists for the feasibility and effectiveness of tools that support professionals’ communication 

with patients diagnosed with cancer about concerns and needs regarding intimacy and sexuality?

What are the perceived competences and practices of hospital nurses regarding communication with patients 

with advanced cancer about psychosocial needs, including changes in intimacy and sexuality, three months 

after a training programme as compared to just before the on-site training?

Chapter 5 presents a systematic review of 35 studies addressing the research question on the feasibility 

and effectiveness of tools that support communication with patients with cancer about changes in 

intimacy and sexuality. Overall, a variety of tools (n=16) were addressed. Eleven of the 35 studies looked 

at the stepwise PLISSIT model (Permission, Limited Information, Specific Suggestions, Intensive Therapy). 

Besides PLISSIT, fifteen other tools were described, such as BETTER (Bring up the topic, Explain, Telling, 

Timing, Education, Recording), EASSi (Engagement, Assessment, Support and Signposting) or self-

developed tools. Most of these tools, including PLISSIT, had positive effects on sexual functioning, quality 

of life or quality of care. The tools described in the review appeared to be feasible to support healthcare 

professionals’ communication with individual patients, couples and/or groups of patients diagnosed 

with cancer. The tools were applied in various kinds of sessions: counselling sessions, (nurse-led) 

interventions or educational sessions. 

The third main research question was answered in Chapter 6. A mixed-method study was used to 

evaluate a multi-component programme designed to improve hospital nurses’ communication about 

the psychosocial needs of patients with advanced cancer. The main part of the programme was a 

training course for nurses in communication about psychosocial needs and the use of the Distress 

Thermometer and PLISSIT model. More specifically, the training course included a brief online individual 

module and a one-day group training session in each of the six participating hospitals. The group training 

consisted of theory, followed by practising communication skills with training actors. In addition, the 

multi-component programme also involved peer coaching of participants by an experienced trainer 

two months after the training course. Furthermore, the programme included strategies for embedding 

conversations in daily routines, such as identifying champions and stakeholders for implementation, 

and encouraging discussions within teams of notes in patient records. The perceived competences of 

nurses in communication about psychosocial needs were evaluated in a quantitative survey among the 

participating nurses directly before and three months after the training. Additionally, documentation 

in the electronic patient records was analysed up to three months before and at least three months 

after the training. In addition, semi-structured interviews with 15 trained nurses were held at least three 
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months after the training. Survey results indicated that after the training, more nurses felt competent 

in addressing psychosocial needs with patients with advanced cancer as compared to before (78.8% 

after and 46.0% before; p<0.01). With regard to changes in intimacy and sexuality, more nurses felt 

competent to discuss these topics as well (intimacy: 90.9% after and 64.0% before, p<0.02; and sexuality: 

84.8% after and 50.0% before, p<0.01). Patient record screening revealed relatively few notes about 

psychosocial needs, especially regarding changes in intimacy and sexuality. In additional interviews, 

nurses mentioned that they still perceived challenges in addressing changes in intimacy and sexuality, 

and felt reluctant to make notes about such conversations, e.g. because of the sensitivity of these topics. 

In the interviews, the nurses described the training as good to have, helpful and energizing.

REFLECTIONS ON THE MAIN FINDINGS OF PART 1 

Reflections on hospital nurses’ involvement in decision-making about life-prolonging 

treatment at the end of life 

The first part of this thesis concludes that hospital nurses themselves and collaborating physicians value 

hospital nurses’ role in decision-making about potentially life-prolonging treatments (Chapters 2 and 

3). However, these chapters show that hospital nurses are often not involved in such decision-making 

processes. Findings in other qualitative studies also showed that decisions about these treatments are 

often made in dialogue between the patient and their physician, without the involvement of hospital 

nurses (1, 2). This suggests that hospital nurses’ involvement in such decision-making may not always 

happen as a matter of course. Hence, improving their involvement in decision-making processes can 

be beneficial in reaching decisions that are better aligned with the patient’s preferences (2, 3). To 

explore how this can be achieved, Bos Hoek et al. examined the necessary preconditions enabling 

hospital nurses’ participation in decision-making processes. These pre-conditions included: I) a trustful 

relationship with physicians who recognize hospital nurses’ role; II) clear information transfers; and III) 

organizational support (2). These pre-conditions are in line with the support needs of hospital nurses 

reported in Chapter 2: namely more time for supporting patients in their decision, more knowledge 

about decision-making and end of life care, clearer information transfers from direct colleagues and 

physicians about the patient, and clarity about their role in decision-making about treatments. The 

implementation of these pre-conditions seems important to facilitate the systematic involvement of 

hospital nurses in decision-making about life-prolonging treatments. 

 

Furthermore, in line with the results in Chapter 2, previous studies found that hospital nurses prefer to 

be involved in decision-making (4-6). However, some of the interviewed physicians (Chapter 3) said that 

hospital nurses’ involvement in decision-making is not always feasible, for instance in acute situations 

where the success of the treatment depends on how quickly the treatment is started. Therefore, 

according to them, hospital nurses’ involvement in decision-making can only be realized when the 

situation does not require an instant decision. Nonetheless, when hospital nurses are not involved in 
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decision-making, it is important to be aware that they may experience feelings related to moral distress 

(Chapter 4), especially in situations where hospital nurses have to start or continue treatments that in 

their opinion are futile or do not meet the patient’s preferences. A review found that hospital nurses may 

be affected by moral distress and may exhibit psychological or stress-related reactions (7). Ultimately, 

this may result in decreased capacity to care, a decline in the quality of communication with other 

healthcare professionals, negative emotions, burnout or psychological distancing between nurses and 

their patients (7-9). Furthermore, experiences of moral distress over time may possibly result in nurses 

leaving their profession (10-12). Also, a survey study showed that limited cooperation in decision-making 

between physicians and nurses and a lack of consideration of hospital nurses’ perspectives are a key 

factor contributing to moral distress (13). With this in mind, it seems wise to strive for clear agreements 

between physicians and nurses about the situations in which hospital nurses’ involvement is feasible 

and about how to collaborate.

Reflections on hospital nurses’ roles in decision-making about potentially life-prolonging 

treatments

This thesis demonstrates that hospital nurses prefer to be more involved in decision-making than they 

currently are. The roles that hospital nurses can fulfil were characterized as supportive and complementary 

by both hospital nurses themselves (Chapter 2) and collaborating physicians (Chapter 3). This is in line 

with other studies that emphasize a primary role in the decision-making process for physicians, and 

a facilitating, supporting and complementing role for hospital nurses (14-16). These roles for hospital 

nurses seem to correspond with the second and third steps in the process of shared decision-making as 

described by Stiggelbout et al, namely explaining the options, including the pros and cons (step 2), and 

discussing patients’ values and preferences (step 3) (17). 

Ideally, decisions regarding life-prolonging treatment are made by reaching agreement between 

the patient (and family), nurses and physicians, following discussion of the treatment options (18). In 

practice, the decision (step 4) is mostly considered to be a medical responsibility of the physicians (19-

21). For practical reasons, nurses cannot always be present when the decision is made, though they 

often have relevant information to add about a patient’s preferences (step 3) due to their close and 

frequent contact with patients and their loved ones (22, 23). To have all the necessary information 

included, a collaborative approach for decision-making could be considered, in which input from all the 

individuals involved (patient and family members, physician and other healthcare professionals) is taken 

into account (24). In addition, hospital nurses can have a supportive role in all steps of the decision-

making process by providing additional information about options (step 2), checking the quality of the 

decision (step 4) and facilitating communication between a patient and their physician (all steps) (2). 

Proper involvement is expected to result in an appropriate decision, subsequently resulting in patients 

who are better informed and more satisfied with the decision (25), and nurses who experience less 

moral distress (Chapter 4).
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REFLECTIONS ON THE MAIN FINDINGS OF PART 2

Reflections on communication tools to discuss changes in intimacy and sexuality

Nurses are often reluctant to address sensitive topics, such as issues related to intimacy and sexuality. Several barriers 

may contribute to this reluctance, such as lack of time (26), discomfort with the topic (Chapter 6), assumptions that 

these topics are not important in patients with advanced cancer or (often) elderly patients (27), and lack of knowledge, 

skills and training (28-30). As a result, important issues related to intimacy and sexuality can remain unaddressed and 

can cause increased stress or reduced quality of life in patients with cancer (31). Previous studies demonstrated that 

the use of communication tools can help healthcare providers to overcome barriers and initiate conversations on 

sensitive subjects such as changes in intimacy and sexuality (32-35). As became apparent from the systematic review 

presented in Chapter 5 of this thesis, there are several tools available to address changes in intimacy and sexuality. 

Most tools, including PLISSIT, appeared to be effective in improving sexual functioning, quality of life and quality of 

care. Furthermore, the tools appeared practical and feasible to use. 

Yet the findings in Chapter 6 indicate that hospital nurses make little use of communication tools to 

address intimacy and sexuality. A potential explanation might be that they are not familiar with the 

wide variety of available communication tools. Yet hospital nurses may benefit from choosing a tool 

that is practical, easy to use and has been proved to be effective. Chapter 5 demonstrated that the 

PLISSIT model stands out in this regard. Unfortunately, based on the studies included in the review, it 

was not possible to identify any differences between patients with early stage cancer and those with 

advanced cancer in terms of the feasibility and effectiveness of tools, although existing research showed 

that needs for support may differ among patients at different diagnosed stages of cancer (36, 37).

The review in Chapter 5 only addresses communication tools for addressing changes in intimate 

relationships and sexual functioning. Nonetheless, other psychosocial needs are not always discussed 

either, even though patients with advanced cancer may also have support needs regarding psychosocial 

well-being. Psychosocial needs may manifest as emotional distress, fears, concerns about well-

being, social challenges or difficulties regarding work and finances (38-40). Yet there are indications 

that psychosocial needs are not discussed enough with patients (41, 42). This may lead to a lack of 

understanding of problems, as well as a lack of appropriate support for patients. Several tools proved to 

be beneficial in supporting the discussion and monitoring of psychosocial needs (43). A widely known 

instrument that has proved to be beneficial for patients with cancer is the Distress Thermometer (44, 45). 

This instrument was also part of the multi-component programme discussed in Chapter 6. The Distress 

Thermometer consists of a ‘thermometer’ and a problem list with questions about practical, social, 

emotional, spiritual and physical problems. In a survey study, healthcare professionals indicated that the 

Distress Thermometer helped them in structuring their communication about psychosocial needs (45). 

However, there were indications that the Distress Thermometer is not always used in practice, or is used 

as a checklist rather than a tool to communicate with patients about psychosocial changes and needs. 

This was confirmed in the mixed methods evaluation in Chapter 6: few of the participating nurses used 
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the Distress Thermometer, and its use was often inconsistent or without follow-up in later consultations. 

This may imply that psychosocial needs remain undetected. 

Reflections on the evaluation of the multi-component programme 

Overall, the mixed-methods evaluation (Chapter 6) showed that the multi-component programme 

on communication about the psychosocial needs of patients with advanced cancer was beneficial for 

nurses. More specifically, hospital nurses perceived that their competences improved after they had 

participated in the training that was part of this programme, especially regarding communication about 

changes in intimacy and sexuality. This is in line with previous studies, which also showed that hospital 

nurses benefit from training to optimize their communication skills for communication about topics 

related to sexuality (46-48). In these studies, it was found that hospital nurses’ attitudes, perceptions of 

their own knowledge and confidence improved after training. 

The fact that more nurses felt competent to discuss psychosocial needs (Chapter 6) is positive, since 

many patients with advanced cancer face changing psychological, social or spiritual needs (49). 

Therefore, regular and adequate communication about psychosocial needs is needed throughout the 

illness trajectory. This should also include conversations about topics that are considered more sensitive, 

such as changes in intimacy and sexuality. Chapter 6 also showed that nurses perceived conversations 

about changes in intimacy and sexuality challenging due to the sensitivity of these topics. In interviews, 

some nurses mentioned that they still felt reluctant to discuss these topics. This raises the question 

whether all nurses should be proficient in addressing intimacy and sexuality. A team approach, as 

described by de Vocht et al., may help develop clear roles for nurses in discussing changes in intimacy 

and sexuality (28). In a team approach, members of a team have complementary roles. Besides, this 

approach can help nurses who feel uncomfortable with discussing changes in intimacy and sexuality to 

recognize a patient’s needs and refer the patient to a colleague, instead of ignoring their needs or even 

avoiding such conversations (28). By doing so, issues or problems can be recognized and discussed with 

every patient, without every nurse needing to be proficient in addressing this topic. 

Methodological considerations and recommendations for future research 

As described, this thesis comprises two parts, where Part 1 is based on qualitative interviews and quantitative survey 

research, and Part 2 on a systematic review and a mixed-method evaluation study. 

A strength of the first part of the thesis is that we collected perspectives regarding hospital nurses’ role 

in decision-making about potentially life-prolonging treatments from both hospital nurses themselves 

and from collaborating medical specialists (see Chapters 2 and 3). This constitutes a triangulation of data 

sources as described by e.g. Denzin (1989) (50). Using this triangulation of data sources enabled us to 

provide a broad picture and comprehensive understanding of hospital nurses’ involvement in decision-

making about potentially life-prolonging treatment (51).
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Unfortunately, we were not able to investigate patients’ perceptions, partly because of restrictions due 

to COVID-19. Hence, we recommend that future research should include the views of patients and 

their loved ones on hospital nurses’ involvement in decision-making at the end of life as well. With this 

information, decision-making practices and nurses’ roles can be tailored to patients’ wishes and needs, 

while taking the desired level of involvement in account. Moreover, including patients’ perspectives in 

future research can further strengthen the triangulation of data sources (50, 51). 

In Part 2 of the thesis, we applied triangulation of methods in the evaluation study presented in Chapter 

6 (50). In this specific study we combined a quantitative survey with qualitative interviews and analysis of 

documentation in patient records. The qualitative data from the interviews offered a deeper understanding of the 

findings that emerged from the questionnaire and patient records. Additionally, this type of triangulation enhanced 

the credibility of the findings (51), specifically with respect to the impact of the multi-component programme on 

communication about psychosocial needs, including illness-related changes in intimacy and sexuality. 

Another strength concerns the fact that the multi-component programme was developed in co-creation sessions 

with relevant stakeholders. In co-creation, stakeholders and researchers work together at various stages 

in the research (52). Therefore, patient representatives, nurses, physicians, trainers and policy-makers 

were involved in co-creation of the multi-component programme on communication about psychosocial 

needs, including illness-related changes in intimacy and sexuality. Patients’ involvement in various 

research phases in particular has been proven to add valuable insights from their perspectives and 

experiences and is therefore strongly recommended by Bate et al. (53). Overall, the co-creation sessions 

ensured that the multi-component programme matched the preferences and needs of potential end-

users. 

Although patient representatives were involved in the development of the multi-component 

programme, the patient perspective was lacking in the data collected in the evaluation study. A 

key reason for that was that our study initially focused on improving hospital nurses’ competences 

regarding communication about psychosocial needs, including changes in intimacy and sexuality. 

However, including the patient perspective would have been a valuable addition in the evaluation of 

the impact of the programme. For example, interviews with patients with advanced cancer would have 

shed more light on their preferences and needs regarding communication about psychosocial needs 

and problems, e.g. regarding the discussion of changes in intimate relations and sexual functioning. 

Therefore, we recommend more research on these issues in the future. Since these are delicate issues, 

open face-to-face interviews by a trained interviewer, conducted in a trusted environment, e.g. a place 

preferred by the patient, would seem the most appropriate method.
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Lastly, it is worth noting that the participants who were involved in our studies were mainly ethnic-

majority Dutch professionals who also often addressed the situations of ethnic-majority Dutch patients. 

However, the research of de Graaff et al. found that patients with a Turkish or Moroccan migration 

background often believe that striving to prolong life is required by their religion, even if physicians 

or nurses have indicated that a treatment may harm the quality of life (54). In addition, patients with 

a non-Western background often prefer to communicate in indirect terms about a poor prognosis 

or an impending death (55). Nurses who want to advocate for patients’ interests in decisions about 

potentially life-prolonging treatments should be aware that what a patient considers appropriate care 

or communication at the end of life may differ from the nurse’s own personal preferences and beliefs 

(56). Another potentially conflicting view is that Dutch nursing and medical staff mostly consider the 

patient as the primary communication partner, while in migrant communities a son or daughter is 

quite often put forward not only as a translator but also as an advocate for the patient (54). If the main 

communication partner is a son or daughter rather than the patient, it may be even more difficult to 

discuss sensitive topics, such as changes in sexual functioning. Since patient populations are becoming 

more culturally diverse, it is important for future research to further investigate the impact of both 

patients’ and hospital nurses’ culture-related views on communication and decision-making in care at 

the end of life. 

IMPLICATIONS FOR PRACTICE AND TRAINING 

The first part of the thesis indicates that hospital nurses prefer to be more involved in decision-making 

about potentially life-prolonging treatments at the end of life than they currently are. Furthermore, 

this part of the thesis highlights and characterizes the valuable contributions that hospital nurses can 

make during the decision-making process. Therefore, more attention is needed to structurally involve 

hospital nurses in decision-making. On the other hand, medical specialists who participated in our study 

(Chapter 3) stated that hospital nurses’ involvement is not always feasible, for instance in acute situations 

or due to practical obstacles such as the limited time available and high workloads. Thus, based on the 

findings in the first part of this thesis, it is recommended that hospital nurses’ involvement in decision-

making about potentially life-prolonging treatments should be considered as standard practice only 

when the situation allows it. For instance, this could include involvement of nurses in multi-disciplinary 

consultations and agreements on nurses attending patient-physician consultations. 

Additionally, this thesis showed that hospital nurses have a need for organizational support, for 

instance in the form of arrangements with collaborating physicians about nurses’ role and more time 

for their involvement in decision-making about potentially life-prolonging treatments. It is therefore 

recommended that relevant medical and nurse professionals invest in interdisciplinary collaboration, e.g. 

by adopting the principles of shared decision-making or interdisciplinary decision-making. Moreover, it 

may be helpful to invest in interprofessional training of medical and nursing staff in decision-making (57). 
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This is especially relevant for potentially life-prolonging treatments, where there is often no evidence for 

the superiority of one option over another and where the best choice depends on how all individuals 

involved value the risks and benefits of different options (58). Such interprofessional training offers an 

opportunity to increase the awareness of each other’s perceptions and roles regarding the relevant 

decision-making processes. Additionally, interprofessional training can improve the communication 

between nurses and physicians, as well as with patients and family. 

The first part of the thesis also described the moral distress that hospital nurses may experience when 

they are not involved in decision-making about potentially life-prolonging treatments (Chapter 4). It 

is therefore recommended that hospital nurses are giving the opportunity to discuss moral dilemmas 

structurally in a timely manner and in an interprofessional context during practice. For instance, 

this could be achieved through moral deliberation in the sense of collaborative meetings in which 

healthcare professionals can share their experiences and jointly reflect on a case where care professionals 

experienced moral dilemmas, such as deciding on potentially life-prolonging treatments that nurses 

consider futile due to the patient’s condition. An example of a stepwise approach that can be applied 

to discuss such moral dilemmas in interdisciplinary moral deliberation sessions is CURA (Concentrate, 

Unrush, Reflect, Act) (59). 

The second part of this thesis (Chapters 5 and 6) focused on addressing psychosocial needs and illness-

related changes in intimacy and sexuality among patients with cancer. However, psychosocial needs 

and changes in intimacy and sexuality may not only occur in patients with advanced cancer. These 

problems may also arise in patients with other diseases, such as advanced heart failure or lung failure. 

Additionally, these concerns can be relevant in other care settings, such as nursing homes or home care. 

Therefore, it is important to raise awareness among nurses who care for patients with these conditions 

or in these settings about the need to discuss psychosocial needs and changes in intimacy and sexuality. 

The recent national guideline on changes in sexual health in persons with cancer, chronic illness or 

physical disabilities and the elderly may support conversations about sexual health (60). The guideline 

offers evidence-based recommendations, e.g. on proactively addressing changes in sexual health and 

on the use of the PLISSIT model (60). Amongst other points, the guideline advises nursing professionals 

when addressing changes in sexual health: I) to maintain an open, approachable and non-judgmental 

attitude towards the patient; II) to choose an appropriate time to start the conversation, e.g. during a 

recurring consultation or intake; III) to consider cultural differences when discussing changes in sexual 

health; IV) to be respectful and clear and avoid the use of jargon; and V) to have sufficient knowledge 

about changes in sexual health and good communication skills to normalize discussions of the topic 

(60)

 

To improve the aforementioned knowledge and skills that are required to communicate about 

psychosocial needs, including changes in intimacy and sexuality, we also recommend appropriate 

training. The Canadian Medical Education Directions for Specialists (Can-MEDS) structure the current 
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national competency frameworks for registered nurses as well as the educational curriculum for the 

Bachelor of Nursing 2030 (61, 62). The Can-MEDS roles that describe the nurse as a ‘communicator’ and 

‘collaborator’ emphasize the importance of hospital nurses developing competences in communication 

with patients (the role of communicator) and in collaborating with patients and other healthcare 

professionals (the role of collaborator) (61, 62). In line with these roles, I recommend that shared decision-

making as well as communication about changing psychosocial needs at the end of life become key 

elements of nurses’ roles as communicator and collaborator. 



SUMMARY AND GENERAL DISCUSSION

187

7

REFERENCES 

1.	� Tariman JD, Mehmeti, E, Spawn, N, McCarter, SP, Bishop-Royse, J, Garcia, I, Hartle, L., Szubski, K. Oncology Nursing 

and Shared Decision Making for Cancer Treatment. Clin J Oncol Nurs. 2016;20(5): 560-3.

2.	� Bos-van den Hoek DW, Thodé M, Jongerden IP, Van Laarhoven HWM, Smets EMA, Tange D, et al. The role of 

hospital nurses in shared decision-making about life-prolonging treatment: A qualitative interview study. J Adv 

Nurs. 2021;77(1):296-307.

3.	� Wright AA, Zhang B, Ray A, Mack JW, Trice E, Balboni T, et al. Associations between end-of-life discussions, patient 

mental health, medical care near death, and caregiver bereavement adjustment. Jama. 2008;300(14):1665-73.

4.	� Albers G, Francke AL, de Veer AJ, Bilsen J, Onwuteaka-Philipsen BD. Attitudes of nursing staff towards 

involvement in medical end-of-life decisions: a national survey study. Patient Educ Couns. 2014;94(1):4-9.

5.	� de Veer AJ, Francke AL, Poortvliet EP. Nurses’ involvement in end-of-life decisions. Cancer Nurs. 2008;31(3):222-8.

6.	� Inghelbrecht E, Bilsen J, Mortier F, Deliens L. Nurses’ attitudes towards end-of-life decisions in medical practice: 

a nationwide study in Flanders, Belgium. Palliat Med. 2009;23(7):649-58.

7.	� McAndrew NS, Leske J, Schroeter K. Moral distress in critical care nursing: The state of the science. Nurs Ethics. 

2018;25(5):552-70.

8.	� Oh Y, Gastmans C. Moral distress experienced by nurses: a quantitative literature review. Nursing ethics. 

2015;22(1):15-31.

9.	� Eche IJ, Phillips CS, Alcindor N, Mazzola E. A Systematic Review and Meta-analytic Evaluation of Moral Distress 

in Oncology Nursing. Cancer Nurs. 2023;46(2):128-42.

10.	� Huffman DM, Rittenmeyer L. How professional nurses working in hospital environments experience moral 

distress: a systematic review. Critical Care Nursing Clinics. 2012;24(1):91-100.

11.	� Lusignani M, Giannì ML, Re LG, Buffon ML. Moral distress among nurses in medical, surgical and intensive‐care 

units. Journal of Nursing Management. 2017;25(6):477-85.

12.	� Oldenmenger WH, Berger E, Stoppelenburg A. The inner struggle of nurses, exploring moral distress among 

hospital nurses: A cross-sectional study. International Journal of Nursing Studies. 2024;158:104864.

13.	� Karanikola MNK, Albarran JW, Drigo E, Giannakopoulou M, Kalafati M, Mpouzika M, et al. Moral distress, 

autonomy and nurse–physician collaboration among intensive care unit nurses in Italy. Journal of Nursing 

Management. 2014;22(4):472-84.

14.	� Steenbergen M, de Vries J, Arts R, Beerepoot LV, Traa MJ. Barriers and facilitators for shared decision-making in 

oncology inpatient practice: an explorative study of the healthcare providers’ perspective. Support Care Cancer. 

2022;30(5):3925-31.

15.	� Pollard S, Bansback N, Bryan S. Physician attitudes toward shared decision making: A systematic review. Patient 

Educ Couns. 2015;98(9):1046-57.

16.	� Driever EM, Stiggelbout AM, Brand PLP. Shared decision making: Physicians’ preferred role, usual role and their 

perception of its key components. Patient Educ Couns. 2020;103(1):77-82.

17.	� Stiggelbout AM, Pieterse AH, De Haes JC. Shared decision making: Concepts, evidence, and practice. Patient 

Educ Couns. 2015;98(10):1172-9.



CHAPTER 7

188

18.	� Barry MJ, Edgman-Levitan S. Shared decision making--pinnacle of patient-centered care. N Engl J Med. 

2012;366(9):780-1.

19.	� Rabben J, Vivat B, Fossum M, Rohde GE. Shared decision-making in palliative cancer care: A systematic review 

and metasynthesis. Palliat Med. 2024;38(4):406-22.

20.	� Georgakis S, Dragioti E, Gouva M, Papathanakos G, Koulouras V. The Complex Dynamics of Decision-Making at 

the End of Life in the Intensive Care Unit: A Systematic Review of Stakeholders’ Views and Influential Factors. 

Cureus. 2024;16(1):e52912.

21.	� Abu Hatoum WB, Sperling D. Views, attitudes, and reported practices of nephrology nurses regarding shared 

decision-making in end-of-life care. Nurs Ethics. 2024;31(5):739-58.

22.	� Epstein RM, Duberstein PR, Fenton JJ, Fiscella K, Hoerger M, Tancredi DJ, et al. Effect of a Patient-Centered 

Communication Intervention on Oncologist-Patient Communication, Quality of Life, and Health Care Utilization 

in Advanced Cancer: The VOICE Randomized Clinical Trial. JAMA Oncol. 2017;3(1):92-100.

23.	� Kaasalainen S, Brazil K, Williams A, Wilson D, Willison K, Marshall D, et al. Nurses’ experiences providing palliative 

care to individuals living in rural communities: aspects of the physical residential setting. Rural Remote Health. 

2014;14(2):2728.

24.	� O’Grady LaJ, Alejandro. Shifting from shared to collaborative decision making: a change in thinking and doing. 

Journal of participatory medicine. 2010;2(13).

25.	� Stacey D, Légaré F, Lewis K, Barry MJ, Bennett CL, Eden KB, et al. Decision aids for people facing health treatment 

or screening decisions. Cochrane Database Syst Rev. 2017;4(4):Cd001431.

26.	� Hautamäki K, Miettinen M, Kellokumpu-Lehtinen PL, Aalto P, Lehto J. Opening communication with cancer 

patients about sexuality-related issues. Cancer Nurs. 2007;30(5):399-404.

27.	� Benoot C, Enzlin P, Peremans L, Bilsen J. Addressing sexual issues in palliative care: A qualitative study on nurses’ 

attitudes, roles and experiences. J Adv Nurs. 2018;74(7):1583-94.

28.	� de Vocht H, Hordern A, Notter J, van de Wiel H. Stepped Skills: A team approach towards communication about 

sexuality and intimacy in cancer and palliative care. Australas Med J. 2011;4(11):610-9.

29.	� Wang K, Ariello K, Choi M, Turner A, Wan BA, Yee C, et al. Sexual healthcare for cancer patients receiving palliative 

care: a narrative review. Ann Palliat Med. 2018;7(2):256-64.

30.	 �Eeltink CM, Witte BI, Stringer J, Liptrott S, Babic A, Greenfield DM, et al. Health-care professionals’ perspective on 

discussing sexual issues in adult patients after haematopoietic cell transplantation. Bone Marrow Transplant. 

2018;53(3):235-45.

31.	� Schover LR, Yuan Y, Fellman BM, Odensky E, Lewis PE, Martinetti P. Efficacy trial of an Internet-based intervention 

for cancer-related female sexual dysfunction. J Natl Compr Canc Netw. 2013;11(11):1389-97.

32.	� Hordern A. Intimacy and sexuality after cancer: a critical review of the literature. Cancer Nurs. 2008;31(2):E9-17.

33.	� Hordern AJ, Street AF. Constructions of sexuality and intimacy after cancer: patient and health professional 

perspectives. Social science & medicine (1982). 2007;64(8):1704-18.

34.	� Hordern AJ, Street AF. Communicating about patient sexuality and intimacy after cancer: mismatched 

expectations and unmet needs. Med J Aust. 2007;186(5):224-7.



SUMMARY AND GENERAL DISCUSSION

189

7

35.	� Reese JB, Lepore SJ, Daly MB, Handorf E, Sorice KA, Porter LS, et al. A brief intervention to enhance breast 

cancer clinicians’ communication about sexual health: Feasibility, acceptability, and preliminary outcomes. 

Psychooncology. 2019;28(4):872-9.

36.	� Chou YH, Chia-Rong Hsieh V, Chen X, Huang TY, Shieh SH. Unmet supportive care needs of survival patients 

with breast cancer in different cancer stages and treatment phases. Taiwan J Obstet Gynecol. 2020;59(2):231-6.

37.	� Bonacchi A, Di Miceli S, Lippi D, Muraca MG, Miccinesi G. Unmet needs of Italian cancer patients in different 

stages of the disease and care process. Tumori. 2018;104(4):285-91.

38.	� Browne S, Dowie A, Mitchell E, Wyke S, Ziebland S, Campbell N, Macleod U. Patients’ needs following colorectal 

cancer diagnosis: where does primary care fit in? Br J Gen Pract. 2011;61(592):e692-9.

39.	� Knobf MT, Ferrucci LM, Cartmel B, Jones BA, Stevens D, Smith M, et al. Needs assessment of cancer survivors in 

Connecticut. J Cancer Surviv. 2012;6(1):1-10.

40.	� Boyes AW, Girgis A, D’Este C, Zucca AC. Prevalence and correlates of cancer survivors’ supportive care needs 

6  months after diagnosis: a population-based cross-sectional study. BMC Cancer. 2012;12:150.

41.	� Zebrack B, Kayser K, Sundstrom L, Savas SA, Henrickson C, Acquati C, Tamas RL. Psychosocial distress screening 

implementation in cancer care: an analysis of adherence, responsiveness, and acceptability. J Clin Oncol. 

2015;33(10):1165-70.

42.	� Ehlers SL, Davis K, Bluethmann SM, Quintiliani LM, Kendall J, Ratwani RM, et al. Screening for psychosocial 

distress among patients with cancer: implications for clinical practice, healthcare policy, and dissemination to 

enhance cancer survivorship. Translational Behavioral Medicine. 2018;9(2):282-91.

43.	� Schouten B, Avau B, Bekkering GTE, Vankrunkelsven P, Mebis J, Hellings J, Van Hecke A. Systematic screening 

and assessment of psychosocial well-being and care needs of people with cancer. Cochrane Database Syst Rev. 

2019;3(3):Cd012387.

44.	� Ploos van Amstel FK, Peters M, Donders R, Schlooz-Vries MS, Polman LJM, van der Graaf WTA, et al. Does a 

regular nurse-led distress screening and discussion improve quality of life of breast cancer patients treated with 

curative intent? A randomized controlled trial. Psychooncology. 2020;29(4):719-28.

45.	� van Nuenen FM, Donofrio SM, Tuinman MA, van de Wiel HB, Hoekstra-Weebers JE. Feasibility of implementing the 

‘Screening for Distress and Referral Need’ process in 23 Dutch hospitals. Support Care Cancer. 2017;25(1):103-10.

46.	� McCaughan EM, Flannagan C, Parahoo K, Bingham SL, Brady N, Connaghan J, et al. Effects of a Brief E-Learning 

Resource on Sexual Attitudes and Beliefs of Healthcare Professionals Working in Prostate Cancer Care: A Pilot 

Study. Int J Environ Res Public Health. 2021;18(19).

47.	� Jonsdottir JI, Zoëga S, Saevarsdottir T, Sverrisdottir A, Thorsdottir T, Einarsson GV, et al. Changes in attitudes, 

practices and barriers among oncology health care professionals regarding sexual health care: Outcomes from 

a 2-year educational intervention at a University Hospital. Eur J Oncol Nurs. 2016;21:24-30.

48.	� Hordern A, Grainger M, Hegarty S, Jefford M, White V, Sutherland G. Discussing sexuality in the clinical setting: 

The impact of a brief training program for oncology health professionals to enhance communication about 

sexuality. Asia-Pacific Journal of Clinical Oncology. 2009;5(4):270-7.

49.	� Geijteman ECT, Kuip EJM, Oskam J, Lees D, Bruera E. Illness trajectories of incurable solid cancers. BMJ (Clinical 

research ed). 2024;384:e076625.

50.	�� Denzin NK. The research act: A theoretical introduction to sociological methods: Routledge; 1989.



CHAPTER 7

190

51.	 Guba EG, Lincoln YS. Fourth generation evaluation: Sage; 1989.

52.	 Migchelbrink F. De kern van participatief actieonderzoek. Amsterdam: Uitgeverij SWP Amsterdam; 2016.

53.	� Bate P, Robert G. Experience-based design: from redesigning the system around the patient to co-designing 

services with the patient. Qual Saf Health Care. 2006;15(5):307-10.

54.	� de Graaff FM, Francke AL, van den Muijsenbergh METC, van der Geest S. Understanding and improving 

communication and decision-making in palliative care for Turkish and Moroccan immigrants: a multiperspective 

study. Ethnicity & Health. 2012;17(4):363-84.

55.	� de Voogd X, Oosterveld-Vlug MG, Torensma M, Onwuteaka-Philipsen BD, Willems DL, Suurmond JL. A dignified 

last phase of life for patients with a migration background: A qualitative study. Palliat Med. 2020;34(10):1385-92.

56.	� Oosterveld-Vlug MG, Francke AL, Pasman HRW, Onwuteaka-Philipsen BD. How should realism and hope 

be combined in physician-patient communication at the end of life? An online focus-group study among 

participants with and without a Muslim background. Palliat Support Care. 2017;15(3):359-68.

57.	� Légaré F, Stacey D, Pouliot S, Gauvin FP, Desroches S, Kryworuchko J, et al. Interprofessionalism and shared 

decision-making in primary care: a stepwise approach towards a new model. J Interprof Care. 2011;25(1):18-25.

58.	� O’Connor AM, Légaré F, Stacey D. Risk communication in practice: the contribution of decision aids. BMJ 

(Clinical research ed). 2003;327(7417):736-40.

59.	� Metselaar S, van Schaik M, Widdershoven G, Pasman HR. CURA: A clinical ethics support instrument for 

caregivers in palliative care. Nurs Ethics. 2022;29(7-8):1562-77.

60.	� V&VN. Veranderende seksuele gezondheid bij mensen met kanker, een chronische ziekte of lichamelijke 

beperking en ouderen. 2022. Utrecht.

61.	� Bouwes A BH, Dobber J, Eisenberg I, Den Hartog R, Rutgers, A. Opleidingsprofiel Bachelor of Nursing 2030. 

Landelijk Overleg Opleidingen Verpleegkunde (LOOV); 2023.

62. 	� Terpstra D, Berg A van den, Mierlo C van, Zijlstra H, Landman J, Schuurmans M. Toekomstbestendige beroepen 

in de verpleging en verzorging. 2015. Available from: https://www.venvn.nl/media/ctrip3kt/20160113-rapport-

toekomstbestendige-beroepen.pdf



SUMMARY AND GENERAL DISCUSSION

191

7





Appendix
Nederlandse samenvatting 

			   Dankwoord

			   About the author

			   PhD portfolio

			   List of publications



APPENDIX

194



NEDERLANDSE SAMENVATTING

195

NEDERLANDSE SAMENVATTING 

Het eerste deel van het proefschrift richt zich op de betrokkenheid van ziekenhuisverpleegkundigen bij 

de besluitvorming over behandelingen die mogelijk het leven verlengen, maar tegelijkertijd van invloed 

kunnen zijn op de kwaliteit van leven. De belangrijkste onderzoeksvraag in dit deel was: 

Wat zijn de ervaringen en percepties van ziekenhuisverpleegkundigen en artsen waarmee ze 

samenwerken met betrekking tot de betrokkenheid van ziekenhuisverpleegkundigen bij de 

besluitvorming over potentieel levensverlengende behandelingen bij patiënten met een korte 

levensverwachting?

Om deze onderzoeksvraag te beantwoorden werden een enquête en interviewstudies (met artsen en 

verpleegkundigen) uitgevoerd. Uit de resultaten van de landelijke enquête bleek dat verpleegkundigen 

in ziekenhuizen minder vaak betrokken worden dan ze zouden willen bij de beslissingen over mogelijk 

levensverlengende behandelingen (hoofdstuk 2). In totaal reageerden 179 verpleegkundigen 

op stellingen over hun gewenste en werkelijke betrokkenheid bij het proces van besluitvorming. 

Ziekenhuisverpleegkundigen waren het eens dat zij een rol moeten hebben in het besluitvormingsproces 

over mogelijk levensverlengende behandelingen. De meeste overeenstemming werd gevonden in de 

stelling: ‘Het is mijn taak om op te komen voor mijn patiënten’ (95% was het hiermee eens). Daarentegen 

gaven ziekenhuisverpleegkundigen ook aan dat ze in de praktijk vaak niet betrokken zijn bij de 

besluitvorming en bij het proces dat tot de uiteindelijke beslissing leidt. Dat bleek onder meer bij de 

stellingen: ‘Ik neem actief deel aan discussies waarin beslissingen over levensverlengende behandelingen 

worden genomen’ (maar 24% was het hiermee eens) en ‘Ik ondersteun patiënten bij de besluitvorming 

over levensverlengende behandelingen’ (21% was het hiermee eens). Daarnaast was er een kloof tussen 

de door verpleegkundigen ervaren en wenselijke ondersteuning van patiënten bij beslissingen over 

een mogelijk levensverlengende behandeling: in totaal vond 85% het belangrijk om een patiënt die 

ondersteuning te bieden, terwijl slechts 21% aangaf daadwerkelijk de ondersteuning te bieden. Verder 

rapporteerden verpleegkundigen persoonlijke behoeften en organisatorische voorwaarden om hun 

betrokkenheid bij besluitvormingsprocessen te verbeteren, zoals meer tijd voor betrokkenheid bij het 

proces van besluitvorming, meer kennis over samen beslissen, duidelijkere informatieoverdracht van 

collega’s en artsen en meer duidelijkheid over hun rol in de besluitvorming. 

Hoofstuk 3 beschrijft dat medisch specialisten de rol van verpleegkundigen in de besluitvorming 

waarderen, hoewel ze verschillen in de mate waarin ze deze rol belangrijk vinden. Dit hoofdstuk is 

gebaseerd op kwalitatieve semigestructureerde interviews met vijftien medisch specialisten (oncologen, 

neurologen, longartsen en hematologen) uit verschillende ziekenhuizen. Uit de interviews kwam naar 

voren dat deze artsen de rol van verpleegkundigen zien als aanvullend op hun eigen rol en die van de 

patiënt. Sommige artsen noemden dat betrokkenheid van verpleegkundigen gebruikelijk moet zijn, 

terwijl anderen betrokkenheid alleen belangrijk vonden in complexe, niet-acute situaties, of wanneer 
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er twijfels bestonden over de beste behandelopties. Bovendien meldden vooral de laatstgenoemde 

artsen dat ze verpleegkundigen niet altijd betrokken bij de besluitvorming vanwege beperkte tijd en 

de hoge werkdruk. 

Vervolgens beschrijft hoofdstuk 4 dat ziekenhuisverpleegkundigen morele spanningen kunnen ervaren 

wanneer ze betrokken zijn bij de uitvoering van mogelijk levensverlengende behandelingen, zonder 

betrokken te zijn geweest bij de besluitvorming om deze behandeling te starten of voort te zetten. Voor 

dit hoofdstuk werden semigestructureerde interview gehouden met 23 verpleegkundigen, werkzaam in 

een intramurale of extramurale ziekenhuissetting. Morele spanning werd door deze verpleegkundigen 

getypeerd als een gevoel van machteloosheid als zij negatieve uitkomsten of bijwerkingen van de 

behandelingen zien of als artsen niet naar hen luisteren. Zij beschreven morele spanningen ook als 

gevoelens van frustratie wanneer hun morele waarden niet werden weerspiegeld in de uiteindelijke 

beslissingen, of wanneer een arts onrealistische verwachtingen wekte bij een patiënt. Daarnaast uitten 

sommige verpleegkundigen onzekerheid over de vraag of de wensen van de patiënt overeenkwamen 

met de beslissing voor een levensverlengende behandeling. Met name verpleegkundigen die niet 

aanwezig waren bij de besluitvorming met de patiënten, noemden deze onzekerheden. Twijfels over 

de beslissing namen toe wanneer ze zagen dat de kwaliteit van leven van de patiënt negatief werd 

beïnvloed door pijn of complicaties bij de behandeling. 

Het tweede deel van dit proefschrift richt zich op communicatie over psychosociale behoeften, inclusief 

de communicatie over veranderingen in intimiteit en seksualiteit. De volgende vragen kwamen aan 

bod:

Welk bewijs bestaat er voor de haalbaarheid en effectiviteit van hulpmiddelen die de communicatie 

ondersteunen van professionals met patiënten met kanker over zorgen en behoeften met betrekking tot 

intimiteit en seksualiteit?

Wat zijn de ervaren competenties en werkwijzen van ziekenhuisverpleegkundigen met betrekking tot 

communicatie met patiënten met ongeneeslijke kanker over psychosociale behoeften, waaronder 

veranderingen in intimiteit en seksualiteit, drie maanden na een training in vergelijking tot vlak voor een 

training op locatie?

Hoofdstuk 5 presenteert een systematisch literatuuronderzoek naar de haalbaarheid en effectiviteit van 

gesprekshulpmiddelen voor communicatie met patiënten met kanker over veranderingen in intimiteit 

en seksualiteit. In 35 studies werden zestien verschillende hulpmiddelen gevonden. Elf van de 35 studies 

onderzochten het stapsgewijze PLISSIT-model (Permission, Limited Information, Specific Suggestions, 

Intensive Therapy). Naast PLISSIT werden vijftien andere gesprekshulpmiddelen beschreven, zoals 

BETTER (Bring up the topic, Explain, Telling, Timing, Education, Recording), EASSi (Engagement, 

Assessment, Support and Signposting) of zelfontwikkelde gesprekshulpmiddelen. De meeste van deze 
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gesprekshulpmiddelen, waaronder PLISSIT, hadden positieve effecten op seksueel functioneren, ervaren 

kwaliteit van leven of kwaliteit van zorg van patiënten. De gesprekshulpmiddelen bleken bruikbaar om 

de communicatie te ondersteunen van zorgprofessionals met individuele patiënten, koppels, of groepen 

patiënten gediagnosticeerd met kanker. De gesprekshulpmiddelen werden toegepast in bijvoorbeeld 

counseling sessies, verpleegkundige interventies of in scholingsbijeenkomsten. 

Hoofdstuk 6 beantwoordt de derde hoofdvraag, op basis van een mixed-method evaluatieonderzoek 

naar een programma met meerdere componenten om de communicatie te verbeteren van 

ziekenhuisverpleegkundigen met patiënten met ongeneeslijke kanker over psychosociale behoeften. Het 

belangrijkste onderdeel van het programma was een training voor verpleegkundigen in communicatie 

over psychosociale behoeften, inclusief bespreken van veranderingen in intimiteit en seksualiteit. De 

training bestond uit een korte individuele online training en een eendaagse groepstraining in elk van de 

zes deelnemende ziekenhuizen. De groepstraining bestond uit theorie, gevolgd door het oefenen van 

communicatievaardigheden met trainingsacteurs. Hierbij werd het gebruik van gesprekshulpmiddelen 

Lastmeter en PLISSIT model gestimuleerd. Twee maanden na de training volgde intervisie door een 

ervaren trainer. Verder bevatte het programma strategieën om gesprekken in te bedden in dagelijkse 

routines, zoals het identificeren en aanwijzen van kartrekkers en andere belanghebbenden voor de 

implementatie, en het aanmoedigen van discussies binnen teams over het maken van aantekeningen 

over psychosociale behoeften in patiëntendossiers. De competenties van de deelnemende 

verpleegkundigen in communiceren over psychosociale behoeften werden geëvalueerd door middel 

van vragenlijsten direct voor en drie maanden na de training. Ook vond analyse plaats van documentatie 

in elektronische patiëntendossiers tot drie maanden voor en ten minste drie maanden na de training. 

Daarnaast werden semigestructureerde interviews gehouden met vijftien getrainde verpleegkundigen 

ten minste drie maanden na de training. De resultaten van de vragenlijsten lieten zien dat meer 

verpleegkundigen zich competent voelden in het bespreken van psychosociale behoeften met 

patiënten met ongeneeslijke kanker na de training dan daarvoor (78.8% na de training en 46.0% voor de 

training, p<0.01). Ook voelden meer verpleegkundigen zich competent om veranderingen in intimiteit 

en seksualiteit te bespreken (intimiteit 90.9% na en 64.0% voor de training, p<0.02; en seksualiteit 

84.8% na en 50.0% voor de training, p<0.01). Uit de analyse van de documentatie in de elektronische 

patiëntendossiers bleek dat er weinig werd genoteerd over psychosociale behoeften, vooral niet als het 

ging over veranderingen in intimiteit en seksualiteit. In aanvullende interviews gaven verpleegkundigen 

aan dat ze nog steeds uitdagingen zien in het bespreken van veranderingen in intimiteit en seksualiteit 

en dat ze terughoudend zijn in hun rapportages over dergelijke gesprekken, bijvoorbeeld vanwege de 

gevoeligheid van de onderwerpen. Verder noemden de verpleegkundigen in de interviews dat ze de 

training goed, zinvol en inspirerend vonden.

Op basis van het eerste deel van dit proefschrift wordt aanbevolen om verpleegkundigen bij 

besluitvorming over mogelijk levensverlengende behandelingen te betrekken, wanneer de situatie 

dit toelaat. Dat kan bijvoorbeeld door deelname van verpleegkundigen aan multidisciplinair overleg 



APPENDIX

198

over die behandelingen en door duidelijke afspraken over de aanwezigheid van verpleegkundigen bij 

dergelijke gesprekken tussen de arts en patiënt. 

Uit het tweede deel van dit proefschrift volgt de aanbeveling om verpleegkundigen bewust te maken 

van het belang om psychosociale behoeften en veranderingen in intimiteit en seksualiteit te bespreken 

met patiënten. Daarbij wordt aanbevolen om aan te sluiten bij de landelijke richtlijn ‘Veranderende 

seksuele gezondheid bij mensen met kanker, een chronische ziekte of lichamelijke beperking en 

ouderen’. Deze richtlijn adviseert om bij gesprekken over veranderingen in seksuele gezondheid I) een 

open, toegankelijke en niet oordelende houding aan te nemen; II) een geschikt moment te kiezen 

om het gesprek aan te gaan, bijvoorbeeld tijdens een terugkerend consult of een intake; III) rekening 

te houden met culturele verschillen; IV) respectvol en duidelijk te zijn en het gebruik van jargon te 

vermijden; en V) voldoende kennis en goede communicatievaardigheden te hebben om veranderingen 

in seksuele gezondheid te bespreken. 

Een aanbeveling voor toekomstig onderzoek is om meningen en ervaringen van patiënten te 

onderzoeken: met betrekking tot de rol van verpleegkundigen bij besluitvorming over levensverlengende 

behandelingen en ook bij communicatie over psychosociale behoeften.



NEDERLANDSE SAMENVATTING

199



APPENDIX

200



201

DANKWOORD

DANKWOORD

Na alle inspanningen is mijn proefschrift klaar! Dit proefschrift zou er niet zijn geweest zonder alle 

bijdragen, aanmoedigingen en het vertrouwen van de mensen om mij heen. Al deze mensen wil ik 

graag enorm bedanken.

Allereerst wil ik alle deelnemers aan beide onderzoeksprojecten bedanken. De panelleden van de co-

creatiepanels, de verpleegkundigen van de afdelingen die hebben meegewerkt aan het onderzoek en 

iedereen die heeft deelgenomen aan de interviews en de vragenlijsten heeft ingevuld. Bedankt voor jullie 

bijdragen, de samenwerking en jullie waardevolle lessen. Daniëlle en Jojanneke, bedankt voor de mooie 

trainingen die we voor deze projecten samen hebben mogen geven aan verpleegkundigen en artsen. 

Ook mijn promotieteam, Anneke, Roeline en Irene. We hebben elkaar leren kennen tijdens mijn 

afstudeeropdracht en ik had toen nooit kunnen bedenken wat we allemaal samen zouden gaan 

meemaken, laat staan dat ik had gedacht dat ik onder jullie begeleiding zou gaan promoveren. 

Maandelijks overleg, veel mailuitwisseling en een enorme hoeveelheid feedback en suggesties. Jullie 

kritische blik en zorgvuldigheid hebben enorm bijgedragen aan dit proefschrift. Anneke, ik heb veel 

mogen leren van jouw kundigheid en kritische kijk op onderzoek. Roeline, jouw betrokkenheid bij mijn 

promotie vond ik altijd zeer waardevol. Je had soms net een andere invalshoek en was altijd bereid 

om mee te denken als ik ergens niet uitkwam. Irene, tijdens mijn promotie hebben wij het meeste 

contact gehad. Wekelijkse overleggen, kwalitatieve analyses uitvoeren aan de keukentafel én jarig zijn 

op dezelfde dag. De kers op de taart was toch wel het bezoek aan de Malediven.

De leden van mijn promotiecommissie, prof. dr. Lia van Zuylen, prof. dr. Dirk Ubbink, prof. dr. Monique 

van Dijk, dr. Philippine Kiès en dr. AnneLoes van Staa, bedankt voor jullie tijd en het kritisch lezen en 

beoordelen van mijn proefschrift. 

Graag wil ik ook de co-auteurs, buiten het promotieteam, van de studies uit dit proefschrift bedanken: 

Milou, Jantien, Carlijn, Maureen en Corien. Bedankt voor de samenwerking, jullie bereidheid om mee te 

denken, jullie input en het kritisch meeschrijven.

Uiteraard zijn er ook nog alle collega-onderzoekers die het werken op de afdeling een stuk gezelliger 

hebben gemaakt en waar ik veel van heb geleerd. Een aantal wil ik in het bijzonder noemen, te beginnen 

bij de collega’s vanuit de OKPV-groep. Hanneke, we hebben nooit samengewerkt aan een project, maar 

bij jou kon ik altijd terecht met mijn vragen, voor advies of voor wat relativering. Als het even niet over 

werk hoefde te gaan, dan ging het wel over de schoonmaak in huis. Mireille, wij waren samen, in jouw 

woorden, “de twee kuikens van Irene”. Jij was een stuk verder in je promotietraject en daardoor heb 

ik veel van je geleerd. Jacky, Andrea en Marlinde, bedankt voor alle gezelligheid en kopjes koffie, ook 
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tijdens de schrijfweken. We waren nagenoeg in dezelfde periode begonnen aan ons promotietraject en 

kwamen onderweg allemaal onze eigen hobbels tegen. Heel fijn om dat te kunnen delen. 

Ik had ook het geluk om samen te mogen werken met de collega’s uit de ‘dode hoek’. Bregje, Annika, Eva, 

Remko, Iris, Juul, Loïs, Sophie, Masha en Tessa; dankzij jullie was die dode hoek erg gezellig. Ook uit deze 

groep wil ik een aantal collega’s in het bijzonder bedanken. Sophie, als ik kwam aanwaaien, zorgden de 

door jou gebakken koekjes, samen met een praatje voor de nodige gezelligheid en afleiding. Masha, 

reismaatje tussen Rotterdam en Amsterdam, steun en toeverlaat tijdens de escaperoom en trouwe 

mede-volger van de soap rondom de visarenden in de Dordtse Biesbosch. Tessa, naast het feit dat ik 

altijd voor vragen over mijn statistiek bij jou terecht kon, was het vooral ook altijd gezellig om een praatje 

te maken. Juul, je kwam er pas later bij, maar onze vaste koffieronde in de ochtend ga ik zeker missen. 

Iris, ook jij sloot pas later aan bij de groep, maar het voelde alsof je er altijd al was geweest. Loïs, toen jij 

in Amsterdam begon, was ik al aan het afronden en had ik niet veel later mijn laatste werkdag. Gelukkig 

heb ik je wel nog wat beter mogen leren kennen toen je met mij mee kwam lopen in de wijk. Een 

route lopen was nog nooit zo gezellig, al moet jij waarschijnlijk nog steeds bij komen van ons laatste 

cliëntenbezoek die ochtend.

Ik wil mijn nieuwe collega’s van het Juliuscentrum en de academische werkplaats wijkverpleging 

bedanken voor hun warme ontvangst. Nienke, bedankt voor het vertrouwen en de kansen. Ik kijk uit naar 

onze verdere samenwerking en de ontwikkelingen voor de academische werkplaats wijkverpleging. 

Tevens wil ik mijn collega’s in de thuiszorg bedanken. Ik vond het heel waardevol dat ik naast het 

promoveren ook in de praktijk kon blijven werken. Mijn collega’s bij Aafje lieten mij iedere vrijdag weer 

zien wat belangrijk is tijdens het werk in de thuiszorg. In het bijzonder wil ik graag Petra bedanken voor 

de ruimte die ik binnen Aafje heb gekregen en de projecten waar je mij steeds bij hebt betrokken. Ik 

hoop dat we samen nog mooie dingen mogen gaan opzetten. 

Lieve Iris, ontelbaar veel kopjes koffie, veel bijzondere momenten met elkaar gedeeld en veel leuke 

herinneringen samen gemaakt. Jouw ongeduld en doorzettingsvermogen wanneer je iets wilt bereiken 

zijn aanstekelijk. Ik heb vooral veel bewondering voor hoe je alle ballen in de lucht weet te houden 

met Stijn en Luuk, je fulltime werkweek en alle verbouwplannen die je samen met Robert weet te 

maken voor jullie droomhuis. Lieve Simone, ik zie ons nog steeds als Juut en Juul in dezelfde outfit 

door de gangen lopen op de middelbare school. Maar ook na onze schooltijd hebben we ontelbare 

herinneringen gemaakt samen, waar ik maar al te vaak aan terugdenk. Ik bewonder hoe jij altijd rustig 

en nuchter blijft en dat je de situatie accepteert zoals deze komt. Iris en Simone, ik kan me geen betere 

paranimfen wensen. Jullie staan altijd voor mij klaar en ik koester onze vriendschappen. 

Lieve Ellen, ik heb van jou de kneepjes van het vak geleerd als wijkverpleegkundige. Jij hebt dan weer 

van mij mogen leren hoe je het beste kan inparkeren. Ik waardeer de tijd dat we samen hebben gewerkt 
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enorm, het was echt altijd een feestje. Ik vind het fijn dat we ook nu nog onze feestjes, weliswaar in een 

andere setting, voortzetten.

Geurt, dank voor het meelezen, het advies en je reflectie op mijn stukken op onze vaste stek in Utrecht. 

En laten we eerlijk zijn, soms waren onze afspraken echt ‘broodnodig’. 

Heike en Erik, het bakken van koekjes bleek een uitlaatklep en gelukkig hoefde Werner al deze koekjes 

niet alleen op te eten. Geen zorgen, ik zal jullie zo nu en dan zeker van de nodige voorraad blijven 

voorzien. 

Charlot, lieve zus, hoe verschillend onze persoonlijkheden soms ook zijn, ik ben blij met een zus als 

jij. Waar een middelbare schooldocent zich weleens verbaasde over onze ruzies, wisten wij wel beter. 

Gelukkig liggen deze ruzies ver achter ons en is gebleken dat we het samen vooral heel gezellig kunnen 

hebben. Samen met Pim sta je altijd voor mij klaar en dankzij jullie kan ik mezelf tante noemen van de 

allerleukste nichtjes, Jolijn en Ella.

Mam, jij zei altijd al dat ik in de zorg zou werken. Daarentegen zei ik altijd dat ik niet hetzelfde werk 

deed als jij, ook al zijn we beiden verpleegkundige. Inmiddels kunnen we wel zeggen dat we écht niet 

hetzelfde werk doen, vind je ook niet? Dankjewel voor al je aanmoedigingen, de ruimte die je mij altijd 

hebt gegeven om te groeien en natuurlijk voor het genenpakket van de familie Essers. Dit blijkt nog 

altijd geschikt om mee te promoveren.

En ten slotte, Werner. Vanaf het begin van dit traject stond jij naast mij en was je mijn grootste steunpilaar 

en beste supporter. Jouw aanmoedigingen hebben alles makkelijker gemaakt. Je kent me inmiddels als 

geen ander, maar bovenal weet je mij te inspireren en weet je mij altijd uit te dagen. Samen met jou is 

echt alles leuker en beter. Bedankt dat je er altijd voor mij bent en bedankt voor wie je bent. Je bent mijn 

wereld en meer. Ik kan niet wachten om nog meer mooie herinneringen te maken, nog meer mooie 

bestemmingen te ontdekken en ons kleine wonder te mogen verwelkomen dit jaar.
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