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Introduction 
More women are surviving long-term after a diagnosis of gynaecological cancer, resulting in an 

increased focus on survivorship and the impact of treatment consequences on women’s short and 

long term recovery and overall quality of life after treatment (Vistad et al, 2006).  Sexual recovery 

following cancer treatment is an important element of survivorship care as treatment-induced 

sexual difficulties can lead to emotional problems and relationship breakdown (Goldfarb et al., 2009; 

Linden et al, 2012). 

Research indicates that 30-80% of women with the most common types of gynaecological cancer 

(ovarian, endometrial and cervical cancer) experience temporary or persistent sexual difficulties 

arising from their illness and its treatment (Anderson et al., 1993; Punt, 2005; Flynn et al., 2009).  

Sexual concerns include fear of resuming intercourse, desire, arousal or orgasmic difficulties, sexual 

pain and reduced sexual satisfaction. 

Evidence suggests that some physical aspects of women’s sexual recovery are currently addressed 

through patient education about the effects of cancer treatment(s) on sexual function, the use of 

vaginal dilators, lubricants and vaginal moisturisers and, where appropriate, the use of hormone 

replacement therapy (HRT) to manage vaginal changes and menopausal symptoms (Robertson, 

2005).  However, health professionals continue to experience difficulty in discussing sexual 

consequences with women and their partners, while women remain reluctant to initiate the topic 

due to embarrassment and a desire for clinicians to legitimize their concerns (Maughan & Clarke, 

2001).  It may be that the omission of discussions about sexual consequences of treatment in routine 

follow-up consultations is also due to the conventional focus on biomedical management and 

disease surveillance (White et al, 2011; 2013).   

Hence there is currently limited knowledge about the extent to which health professionals screen 

women for treatment-induced sexual difficulties in routine clinical care and, once identified, what 

therapeutic interventions are offered and by whom.  There are many reasons for this paucity of 

clinical and research data including actual / perceived lack of knowledge about sexual difficulties 

associated with gynaecological cancer among professionals and women; uncertainty about where to 

refer women experiencing sexual consequences of treatment; and women’s embarrassment and 

lack of confidence regarding health professionals’ skills to address the emotional and sexual 

difficulties affecting them and their partners.  This inadequate professional response is further 

compounded by a national shortage of psychosexual therapists in oncology and limited financial 

resources within the NHS to support any significant increase in therapist numbers in the medium 

term, creating a challenge for effective management and onward referral. 

In gynaecological cancer treatment centres the role of the clinical nurse specialist (CNS) is 

considered central to the provision of individualised information and support for women living with 

and beyond gynaecological cancer (Roberts et al., 2006).  Therefore, this study explores the 

feasibility of developing additional skills in gynae-oncology nurse specialists through the 

development of a brief cognitive behavioural therapy (CBT) training programme.  Brief CBT, often 

combined with mindfulness-based strategies , has been used successfully to reduce anxiety and 
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emotional distress in other groups of people affected by cancer (Moorey et al 2009) but evidence is 

limited regarding whether this type of psychological intervention will help women experiencing 

distress and sexual difficulties following gynaecological cancer treatment (Brotto et al, 2012). 

This proposed training intervention offers gynae-oncology CNSs the opportunity to develop brief CBT 

and mindfulness skills to assist women in successful management of sexual anxiety and distress in 

addition to brief sex therapy techniques that specifically address the sexual difficulties commonly 

encountered in gynae-oncology practice.   This study also explores UK practice development 

priorities regarding the assessment and management of sexual consequences of treatment in gynae-

oncology and begins to identify the criteria required to progress to a definitive randomized 

controlled trial (RCT).  

Study Aims 
This study had the following aims: 

 Primary aim: To determine the feasibility of a brief CBT intervention delivered by clinical 

nurse specialists (CNSs) for the treatment of mild / moderate sexual difficulties following 

gynaecological cancer treatment. 

 Secondary aims:  

o To define usual care in addressing treatment-induced sexual difficulties in 

gynaecological oncology settings and to understand the current clinical pathways for 

management of sexual difficulties 

o To develop a training manual for the brief CBT intervention for moderate sexual 

difficulties ready to pilot 

o To agree a screening tool to define eligibility for a future pilot study and to identify 

primary and secondary outcome measures to be used in a future definitive trial to 

establish the clinical effectiveness of the brief CBT intervention 

o To establish willingness of cancer centres and clinical nurse specialists  to take part 

in a future pilot trial 
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Setting the study in context: Literature review 

Gynaecological Cancer and Sexual Consequences: Prevalence and Impact 
Gynaecological cancer accounted for 9.63% (20,114 cases) of all cancer diagnoses and 10.16% (7,669 

cases) of all cancer deaths in the UK in 2011 (Cancer Research UK, 2014).  While considerable 

attention in the published literature has been devoted to the anatomical and physiological impact of 

gynaecological cancer and its treatment (Paul 2010), the prevalence and significance of sexual 

consequences are still inadequately explored.  

Women’s recovery from radical treatment and overall prognosis can be excellent, and a return to full 

health often expected, although this may be at the expense of devastating changes to sexual 

functioning (Basson, 2010). Hence, improved assessment and management of sexual consequences 

in routine after care remains a key area for service development in meeting the sexual rehabilitation 

needs of this group of women and their partners. 

Estimates of the prevalence of female sexual difficulties after treatment for gynaecological cancer 

vary markedly depending on primary diagnosis and treatment(s), problem definition and the scope 

and validity of the research instruments used. Recent reviews suggest that between 30-100% of 

women treated for gynaecological cancer experience some form of sexual difficulty (Abbott-

Anderson & Kwekkeboom, 2012). Sexual difficulties arise from both the illness itself and the impact 

of treatment designed to control or cure gynaecological cancer (Amsterdam & Krychman, 2008) .  

Hence the primary treatments for this group of malignancies all have the potential to create 

negative sexual consequences for the woman / couple affected.  Stead et al’s (2007) qualitative 

study found an impact on women’s sexual well-being at all stages of the cancer treatment trajectory.  

Initial sexual disruption was associated with symptoms of the disease pre-diagnosis such as vaginal 

discharge, pain and bleeding and was maintained during acute treatment as women adapted to the 

emotional impact of a cancer diagnosis, treatment effects and altered perceptions of femininity and 

self-concept. Treatment- induced anatomical and physiological changes, and associated emotional 

responses, frequently led to sexual consequences that included reduced / absent sexual desire and 

arousal, sexual pain associated with vaginal changes, orgasmic difficulties and couple 

communication or relationship concerns (Krychman & Millheiser, 2013).  Furthermore, there are also 

broader pelvic late effects arising from surgery and radiotherapy that frequently impact on sexual 

function and these include bowel and bladder toxicity, menopause symptoms and loss of fertility 

(Maher & Denton, 2008).  

Specific urological, anorectal and sexual difficulties associated with radical hysterectomy can occur 

even when nerve-sparing surgery is performed. Cibula et al. (2009) examined the bladder, anorectal 

and sexual function of women following nerve-sparing radical hysterectomy and found that even 

when physical sexual function was affected to a minor degree, women’s sexual interest or 

receptivity was still diminished. Furthermore, bladder and anorectal function, both of which 

indirectly impact on sexual confidence and expression, were found to be adversely affected. 

In 2010, Carter et al. conducted a prospective study that explored the emotional, sexual and quality 

of life concerns of women after radical trachelectomy or radical hysterectomy for cervical cancer.  

Using the Female Sexual Functioning Index (FSFI) as their main assessment instrument they found 
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decreased mood, sexual functioning and quality of life and increased distress in both groups of 

women, irrespective of their type of surgery, although improvement was observed over time.  

Despite the ovarian conservation associated with trachelectomy, the authors postulated that neo-

cervical stenosis associated with this procedure may have accounted for the sexual pain and reduced 

orgasmic function found in this sub-group of young women with early stage cervical cancer.  A more 

recent South Korean study (Song et al, 2012) found similar results among two study groups: radical 

trachelectomy and radical hysterectomy when compared to a control group of women.  Again, 

despite women being treated by surgery alone, with ovarian conservation, results revealed a greater 

reduction in sexual function than expected.  Sexual function changes were attributed to a 

combination of factors associated with pelvic surgery including peripheral nerve and small vessel 

damage affecting vaginal lubrication and genital swelling, surgical tissue excision and pelvic 

adhesions contributing to reduced vaginal length.   

There are few studies that explore the specific sexual consequences of chemotherapy in this patient 

group, largely because modern gynae-oncology treats the majority of gynaecological cancers with 

multi-modal therapy. However, direct and indirect impacts of chemotherapy on sexual well-being 

can include alopecia, nausea, mucositis (oral and vaginal), diarrhoea, increased vaginal dryness and 

menopausal symptoms that alter both physical and emotional aspects of sexual expression.  

Radiotherapy morbidity studies indicate that women receiving primary or adjuvant pelvic 

radiotherapy experience greater and more prolonged disruption to their sexual well-being (Jensen et 

al, 2003; Davidson et al, 2003) than women after surgery alone (Leake et al, 2001; Juraskova et al, 

2003) with prevalence rates of 50-80%. The most common physical sexual difficulty found in 

published radiotherapy studies is sexual pain associated with vaginal changes such as shortening, 

stenosis, mucosal atrophy, loss of lubrication and post-coital bleeding (Flay & Mathews, 1995; 

Bergmark et al, 1999; Jensen et al, 2003; Davidson et al, 2003; Vistad et al, 2006; Pieterse et al, 2006; 

Foster, 2009). Reduced sexual desire, altered / absent orgasm and reduced sexual satisfaction arising 

from treatment-induced menopause are also reported (Abbott-Anderson & Kwekkeboom, 2012). In 

addition to sexual morbidity after radiotherapy, radiation induced rectal and bowel late effects are 

common following pelvic irradiation, disrupt sexual expression and can affect women’s quality of life  

acutely and for up to two or more years post-treatment (Barker et al, 2009).  

 

Assessment and Management of the Psychosexual Impact of Gynaecological 

Cancer 
Difficulties in sexual functioning can lead to emotional distress and relationship breakdown and has 

been described by Bodurka and Sun (2006) as one of the most enduringly compromised quality of life 

elements faced by women after treatment for gynaecological cancer. Common psychological and 

relationship concerns include anxiety, depression, fear of resuming intercourse , fear of sexual pain, , 

altered femininity and body image, distress arising from loss of desire, arousal and orgasmic 

difficulties, altered gender role function and sexual expression in male partners and relationship 

strain (Maughan et al, 2002; Basson, 2010).  

Furthermore, anxiety and low mood or depression are common emotional responses to a cancer 

diagnosis and known to be particularly disruptive to sexual well-being. Indeed women with 



Northumbria University and The Royal Marsden NHS Foundation Trust 

December 2014 

 

  
Page 8 

 
  

gynaecological cancer may represent a sub-group of patients at higher risk for psychological distress 

(Carpenter et al, 2009). A recent Canadian study identified the prevalence of anxiety and depression 

at clinical and sub-clinical levels by cancer type, age and gender in a mixed sample of over 10,000 

consecutive patients routinely screened at two cancer centres (Linden et al, 2012). Compared to the 

total sample, women with gynaecological cancer reported the highest mean levels of anxiety (28.4% 

clinical and 56.2% sub-clinical level). Women with gynaecological cancer also reported relatively high 

levels of depression (16.5% clinical and 38% subclinical level).  

A more recent systematic review of sexual difficulties experienced by gynaecological cancer 

survivors, confirmed that common psychological and psychosexual concerns remain decreased 

sexual desire, alterations in body image, anxiety related to sexual performance and maintaining 

previous sexual roles, emotional distancing and perceived changes in the partner’s level of sexual 

interest (Abbott-Anderson &  Kwekkeboom, 2012) . These emotional and relationship concerns, 

together with fear of recurrence and post-traumatic stress disorder, means that psychosexual 

interventions in this population must take account of both physical and psycho-social aspects of 

sexual well-being and recovery in the delivery of services and interventions. 

Limited medical time to address psychological, social and sexual aspects of patient’s illness 

experience has been previously identified as a common reason for the persistent low profile of 

sexual rehabilitation within health care practice (Guthrie, 1999; Gott et al, 2004). There are, however, 

many reasons for this lack of clinical and research data, including actual / perceived lack of 

knowledge about sexual difficulties associated with gynaecological cancer among professionals and 

patients; uncertainty about referral pathways for women who experience treatment-induced sexual 

difficulties, women’s embarrassment and perceived need for clinician endorsement of their 

concerns and a lack of confidence regarding oncology professionals’ skills to address the emotional 

and sexual difficulties affecting them and their partners (Maughan & Clarke, 2001; White et al, 

2011,2013). Furthermore, some of the reluctance to discuss sexual consequences in medical 

consultations also relates to the legitimate prioritisation of disease surveillance and acute side-effect 

management in cancer follow-up (White et al, 2011).  

While physical aspects of a woman’s sexual recovery (vaginal dilators, intimate lubricants and 

appropriate use of hormone replacement therapy (HRT) to manage vaginal and menopausal 

symptoms) are more often addressed in practice (Juraskova, 2003), health professionals continue to 

report difficulty in addressing psychosocial and psychosexual issues (Jensen et al, 2003; Stead et al, 

2003).  Tesller Lindau et al (2007) compared the sexual morbidity of 221 long-term cancer survivors 

with national normative data.  They found that despite greater sexual problems within cancer 

survivors, rates of sexual activity and partnership were similar to those of the national control group.  

However, while 74% of cancer survivors felt that sexual problems should have been addressed 

within their care, 62% had never had a discussion with health professionals. Of course even when 

sexual concerns / difficulties are discussed with patients, this does not guarantee that the associated 

emotional distress has been assessed and responded to appropriately.  Mitchell et al’s study (2010) 

found that nurses had difficulty assessing distress and a propensity to make false-negative errors in 

evaluating the emotional state of those affected by cancer. One of the reasons attributed to this was 

because in routine practice, nurses preferred to use unassisted clinical judgement and tended to 

overestimate their accuracy in detecting emotional distress.   
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A recent pelvic radiotherapy study (White et al, 2011; 2013) observed 69 medical follow-up 

consultations with women who had been treated for cervical or endometrial cancer. Structured 

observation revealed a similar tendency to prioritise physical health concerns, with psychosocial 

issues being discussed in 42% and sexual concerns in only 25% of consultations.  This apparent 

reticence by many health professionals to discuss the sexual consequences of cancer treatment with 

women may be exacerbated by the lack of biomedical interventions developed to treat female 

sexual difficulties in comparison to those available for the management of erectile dysfunction 

(Miles et al, 2007; White et al, 2013). 

Sexual Assessment in Oncology Practice 
 

One of the reasons that sexual consequences of gynaecological cancer continue to have a low profile 

in practice may relate to the absence of any systematic assessment instrument focused on sexual 

morbidity in routine clinical use. Published studies highlight the absence of validated patient 

reported outcome measures (PROMS) and quality of life measures to evaluate the impact of sexual 

rehabilitation strategies and thus inform the development of future psychosexual interventions 

(Boling et al, 2003; Greimel & Nordin, 2010). Greimel and Nordin (2010) have argued that the 

consequences of treatment for gynaecological cancer have considerable psychological impact on the 

patient and yet the extent of this is rarely assessed in practice.  They suggest that the dominant 

clinical and research focus on physical morbidity levels after surgery, radiation therapy and 

chemotherapy often mean that quality of life (QOL) evaluation among resulting survivors is still 

overlooked.  These authors identified a range of cancer-specific QOL outcome measures and 

suggested that their use, alongside clinical patient-reported outcome measures (PROMS), could play 

a key role in improving the future identification of those needing psychosexual interventions. 

 

Psycho-educational, Psychological and Psychosexual Interventions: a 

growing evidence-base 
 

As stated previously, despite recognition of the significance of psychosexual issues for women 

surviving cancer, there remains a lack of rigorous intervention and evaluation research in the field.  

While a number of descriptive studies exist, there are a limited number of studies that seek to 

evaluate interventions and services.  A further limitation in many published intervention studies is 

the failure to use validated female sexual function or sexual health outcome measures to evaluate 

intervention impact (Learman et al, 2008).  In addition, a number of published evaluation studies in 

female sexual dysfunction overlook psychological and relationship contributors to sexual difficulties, 

restricting their focus to treatment outcomes for organic sexual dysfunction alone. 

What we know from clinical practice is that women who are anxious are less likely to overcome 

treatment-induced sexual difficulties without specific support or professional intervention. While 

there is limited evidence for the efficacy of cognitive behavioural therapy (CBT) in the specific 

management of psychosexual difficulties after gynaecological cancer, there is a growing body of 

literature evaluating the efficacy of CBT in a variety of fields which indicate potential transferability 
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of such approaches to manage sexual fear / anxiety and distress following treatment for 

gynaecological cancer.  Studies that have demonstrated effective use of CBT include patient groups 

where anxiety is a common facet of the condition such as patients experiencing hypochondriasis 

(Warwick et al, 1996), psoriasis (Fortune et al., 2002) and bulimia (Agras et al, 2000). More recently 

evidence of the utility of CBT in long-term or chronic organic conditions such as HIV (Cucciare et al, 

2009), chronic pain (Dysvik et al, 2013), breast cancer (Wurtzen et al, 2013) and prostate cancer 

(Taeger et al, 2013) has also been established.  

While research supporting the efficacy of CBT in anxiety, depression and psychological distress 

associated with physical illness are more plentiful than other psychological therapy approaches,  

Skinner et al (2012) rightly advise caution as there remains considerable inconsistency in the specific 

techniques and therapeutic approaches used under this “umbrella term”. Indeed Skinner et al (2012) 

suggest that Cognitive-Behavioral Therapy (CBT) has become a euphemism for anything other than 

biomedical treatment interventions in the literature, but without clear definition or treatment 

content parameters by which evaluative comparisons between studies or replication research can be 

undertaken. So despite some need to exercise caution, brief cognitive behavioural therapy (CBT) is 

recommended for the treatment of anxiety disorders and it could therefore be argued that this 

intervention may be effective in alleviating sexual difficulties where they are precipitated and / or 

maintained by fear, anxiety or worry affecting the individual or couple.   

A systematic review of the effectiveness of psychological interventions in women with 

gynaecological cancer revealed a mixed picture from 22 eligible studies (Hersch et al, 2009). The 

overall conclusion of these authors was that the most robust evidence indicated cognitive 

behavioural (CBT) interventions had a positive effect on quality of life concerns, of which sexual 

recovery was one component. 

More recently, mindfulness-based CBT has been evaluated as a distinct psychological intervention 

for the management of female sexual difficulties not associated with cancer. Mindfulness-based CBT 

has also been adapted for online delivery, creating a more interactive self-help strategy for sex 

therapy that builds upon the historical use of bibliotherapy or instructional videos (van Lankveld, 

2009). 

The use of mindfulness exercises in addressing sexual difficulties is reported to decrease anxiety and 

cognitive distractions associated with sexual activity, while increasing attention to awareness of 

pleasurable bodily sensations in the present moment (Silverstein et al, 2011). Hucker and McCabe 

(2014) reported the results of a small study (n = 41) that compared the effectiveness of an online 

mindfulness-based CBT programme with a waiting list control group for women with self-reported 

sexual difficulties.   In this study, mindfulness exercises were used to assist women in managing 

difficult thoughts and emotions elicited by participation in the sensate focus behavioural programme 

supported by 2 weekly online chat groups facilitated by a therapist.  When compared to the control 

group, study results demonstrated improvements in emotional intimacy and couple communication 

that were maintained over the three month follow-up period, while initial improvements in sexual 

intimacy and relationship satisfaction were not maintained. Qualitative data from the women in the 

study reported the mindfulness and communication exercises and online chat groups as the most 

helpful elements of the intervention (Hucker & McCabe, 2014). 
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Psychological interventions that have been used to ameliorate sexual difficulties specifically 

associated with gynaecological cancer include psycho-educational, brief cognitive behavioural 

therapy and mindfulness therapy approaches either alone or in combination. The efficacy of brief 

psycho-educational approaches in improving sexual knowledge, reducing fear of intercourse and 

enhancing compliance with dilator use after gynaecological radiotherapy was demonstrated by 

Robinson, Farris and Scott (1999), although the intervention effect on wider aspects of sexual 

recovery was not measured in this study. More recently, Brotto et al (2008) piloted a brief 3-session 

psycho-educational intervention that incorporated cognitive behavioural and mindfulness training 

elements for women after treatment for early stage cervical or endometrial cancer. Findings 

demonstrated a significant positive effect on sexual desire, arousal, orgasm, satisfaction, sexual 

distress, mood and overall well-being in 19 women with early stage gynaecological cancer who 

completed the completed the intervention. This study achieved a minimum compliance rate with 

homework exercises of 82%, confirming the acceptability of this intervention to participating women. 

Exclusion of partners and absence of a control group were, however, weaknesses of this small study. 

A recent review of psychological interventions specifically for the sexual sequelae of cancer 

identified 27 empirical studies, 19 of which offered level 1b evidence (randomized controlled trials 

with narrow confidence interval) in moderate support of the effectiveness and feasibility of these 

interventions for sexual dysfunction after cancer (Brotto et al, 2010). While there was considerable 

published evidence on the prevalence and impact of psychological distress in cancer, evidence 

supporting treatment efficacy remained limited.  Despite the small number of studies included in 

their review, they also found evidence to suggest that very brief psychological interventions were 

unlikely to successfully resolve psychosexual issues, as a longer period of treatment was usually 

required to sustain improvement. In addition, although some study results supported the use of 

individual counselling, it was generally accepted that working with the couple conferred greater 

improvement in sexual recovery.  Interestingly, Brotto et al (2010) also found that improvements in 

sexual recovery could be achieved by both nurse clinician and peer interventions.  There was, 

however, little evidence to support the use of education strategies alone and initial improvements 

gained were often not sustained at follow-up stages without additional psychological support.   

Further work by Brotto’s Canadian research group (Brotto et al, 2012) demonstrated positive 

outcomes from the same (Brotto et al, 2008) brief mindfulness-based cognitive therapy intervention 

amongst 31 women treated by radical hysterectomy with or without ovarian conservation for 

endometrial or cervical cancer.  Despite the brevity of this intervention, improvement in sexual 

functioning (desire, arousal, lubrication, orgasm and satisfaction) and a reduction in sexual distress 

that was maintained at 6-month follow up were found when compared to a waiting-list control 

group.  Study limitations included a highly selective sample and low response rate thought to be 

related to the onerous testing time commitment and geographical spread of participants and again 

the exclusion of partners from the intervention.  

As mentioned previously, published oncology studies addressing the sexual consequences of 

gynaecological cancer treatment have usually failed to include partner data or to explore the impact 

of sexual changes on the couple relationship. A cross-sectional study of 68 partners of women after 

gynaecological cancer compared psychological morbidity, unmet supportive care needs, sexual 

outcomes and relationship satisfaction with those of female survivors at a mean of 4.96 years post-

diagnosis (Stafford & Judd, 2010).  Self-report measures suggested that poor relationship satisfaction 
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was a predictor for increased anxiety (β=−0.28; P=0.01) and perception of relationship satisfaction 

appeared consistent within the dyad. Only half of the couples had been sexually active within the 

past month and of those, yet 70.6% of male partners reported no reduction in sexual interest and 

were still satisfied with their sexual life. Interestingly, the women’s perceptions of vaginal changes 

(stenosis and dryness) were worse than their partners (P=0.002) and women also expressed lower 

satisfaction with their appearance (P<0.001) (Stafford & Judd, 2010).     

A recent literature review identified 14 couples-based psychosocial intervention studies where one 

partner was facing cancer, although only 4 studies focused on outcomes related to intimacy, body 

image or sexual adjustment (Baik & Betts Adams, 2010). There was some evidence of acceptability 

and efficacy for sex therapy techniques, sensate focus and sexual communication approaches for 

couples affected by breast or prostate cancer in the studies reviewed. Most of the studies used 

therapy manuals or protocols to increase intervention fidelity, although small sample sizes 

undermined confidence in the efficacy of these interventions and questions remain regarding the 

maintenance of improvement over time, a common concern with brief psychological interventions 

(Baik & Betts Adams, 2010) 

Thus, other than Brotto et al’s (2012) evaluation of a brief CBT and mindfulness psycho-educational 

intervention discussed earlier, little intervention research in psychosexual difficulties associated with 

gynaecological cancer has been published in recent years.  This paucity of studies is in contrast to 

CBT intervention studies in breast cancer where evaluation has yielded positive psychological 

outcomes.  Ferguson et al (2012) and Groarke et al (2013) conducted RCTs to examine the impact of 

brief CBT on quality of life and stress management, respectively, in breast cancer survivors.  

Furthermore, Hunter (2012) found group CBT together with self-help strategies helpful in improving 

severity of menopausal symptoms associated with treatment for breast cancer, while Montgomery 

et al (2009) found that CBT and hypnosis had a positive impact on fatigue after breast cancer 

treatment.  Again, although each of these studies highlight the benefits of CBT in management of 

both physical and psychological impacts of breast cancer and its treatment, they also illustrate the 

diverse forms of CBT undertaken, the varied focus of that therapy and the various treatments with 

which it is often combined.  

 

Health Professional Development to Address the Sexual Consequences of 

Cancer  
 

American studies from the 1970s up to the current day have found that health professionals 

continue to feel inadequately prepared or appropriately trained to address psychosexual issues in 

their work with patients, including people affected by cancer (Haboubi and Lincoln, 2003; Gott et al, 

2004; Booth et al, 2005; Beesley et al, 2008; Price, 2010).  The reasons for this perceived practice 

deficit are varied, but include a dearth of teaching about sexuality in training (Price, 2010), lack of 

preparation time and experience in this aspect of practice (Haboubi & Lincoln, 2003) and a paucity of 

specialist staff in key practice roles (Booth et al, 2005). As a consequence sexual difficulties may 

remain unidentified in their early stage of development and thus have the potential to become more 

complex and enduring, necessitating more costly specialist intervention when finally addressed.  
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Previous UK research (Booth et al, 2005) highlighted the challenge in addressing psychological 

support needs of women after treatment for gynaecological cancer.  Their study of 70 patients from 

two gynaecological oncology centres found that the majority of women experienced psychological 

distress during their treatment, with more than 50% of women indicating they had four or more 

significant emotional concerns.  The authors remarked that despite psychological difficulties in 

people affected by cancer being a clear theme in healthcare policy, a lack of specialist roles made it 

difficult to address this in practice.  Hence, patient information resources given to women with 

psychological concerns appeared to do little to reduce stress. In contrast, when a clinical nurse 

specialist (CNS) was present, anxiety and distress could be greatly reduced by effectively targeting 

the psychological issues raised by women.   

Maughan and Clarke’s (2001) mixed method study used a randomised controlled trial (RCT) and 

inductive qualitative study to examine the impact of the clinical nurse specialist in gynaecological 

oncology on women’s quality of life and sexuality.  In a sample of 36 patients (19 received specialist 

support and 17received usual care) they found that specialist support provision had a positive 

impact on both the general and sexual wellbeing of participants in the short term, although their 

ability to impact successfully on longer-term psychological concerns such as depression was unclear.  

Quantitative data highlighted the positive impact of a CNS on emotional, cognitive, social and sexual 

functioning. However, women felt that current care tended to focus on the illness at the expense of 

the woman’s overall wellbeing and reiterated a need for interventions that included the woman’s 

partner.   

Despite evidence of the merit of psychological approaches for the treatment of female sexual 

difficulties associated with cancer, NHS access to psychological therapies is limited due to a national 

shortage of psychological and sex therapists in oncology. Furthermore, limited financial resources 

within the NHS do not support any significant increase in therapist numbers in the medium term, 

thus creating a challenge for effective management and onward referral.  

 Brief CBT delivered by CNSs has been used successfully to reduce anxiety and emotional distress in 

people with advanced cancer (Mannix et al, 2009; Moorey et al, 2009) but evidence is lacking as to 

whether this type of psychological intervention will reduce distress associated with sexual difficulties 

following gynaecological cancer treatment. Similarly, evidence suggests that brief, mindfulness-

based CBT can be effective in reducing anxiety, stress and depressed mood in those following 

treatment for cancer (Bartley, 2012).  However, a review of non-pharmacological treatments for 

sexual difficulties not associated with cancer found that psychological interventions which focus on 

the specific sexual difficulty appeared to be more effective than indirect treatment of underlying 

anxiety or couple communication problems alone (Almas & Landmark, 2010). Hence this proposed 

training intervention will address anxiety and low mood as maintaining factors in persistent sexual 

difficulties after gynaecological cancer within an integrated biopsychosocial management model that 

also incorporates physical and relationship factors relevant to commonly encountered sexual 

consequences of treatment.   

In exploring the most appropriate personnel to deliver a brief psychosexual intervention for women 

experiencing sexual consequences of gynaecological cancer, the role of the clinical nurse specialist 

(CNS) is considered central to the provision of individualized information and support for women 

living with and beyond gynaecological cancer (Roberts et al, 2009). Furthermore, gynae-oncology 
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CNSs are already adept at the management of physical treatment side effects that impact on 

women’s sexual recovery, particularly vaginal changes and menopausal symptoms.   

Hence this project explores the feasibility of training gynae-oncology CNSs to deliver a brief CBT / 

mindfulness based psychosexual intervention with the intention that the adoption of an integrated 

biopsychosocial management approach could begin to address a persistent gap in current sexual 

rehabilitation practice and service provision in gynae-oncology. 
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Phase A – UK Survey 

Sexual consequences of gynaecological cancer treatment: Mapping current 

UK service provision and defining “usual care” 

 

Background 
Phase A represents the first part of a 3-stage feasibility study to develop a brief CBT training 

intervention for gynae-oncology clinical nurse specialists (CNSs).  Phase A reports the results of a UK-

wide survey of members of the National Forum of Gynaecological Oncology Nurses (NFGON).  CNSs 

were selected  as the target professional for this survey as they are both core members of the multi-

disciplinary team (MDT) and the team member most likely to support women experiencing the 

sexual consequences of gynaecological cancer treatment (Roberts & Clarke, 2009). 

This survey sought to define components of “usual care” for women experiencing sexual 

consequences, to evaluate specialist nurses’ confidence in the assessment and management of 

treatment-induced sexual difficulties and to determine gynae-oncology CNSs awareness of current 

referral pathways and access to psychosexual services for women after gynaecological cancer.   

Finally, phase A respondents were asked to feedback regarding their willingness to participate in a 

future multi-centre pilot randomised controlled trial (RCT) on the topic. 

 

Methodology 
A postal survey questionnaire specifically designed for this study (see appendix one) was used to: 

1. Identify any cancer survivorship screening/assessment that currently takes place in clinical 

gynae-oncology practice. 

2. Identify any systematic / formal sexual morbidity assessment that takes place following 

gynaecological cancer treatment, including assessment timing and personnel involved. 

3. Explore the criteria used by CNSs to determine appropriate management and referral 

pathways for women deemed to experience mild, moderate or severe sexual difficulties 

following treatment completion. 

 

Questionnaire design 

Questionnaire content (appendix one) was derived from a synthesis of professional expertise in the 

field of psychosexual practice within oncology and a selective review of the literature. The initial 

questionnaire design was then piloted with CNSs based in the Northern Gynaecological Oncology 

Centre, Gateshead, prior to survey distribution. 
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Ethical Approval 

Ethical Approval was granted by the Faculty of Health and Life Sciences Research Ethics Committee 

in October 2012. An amendment to this initial ethical approval was obtained in May 2013 from the 

Faculty of Health and Life Sciences Ethics Review Panel at Northumbria University Newcastle to 

amend the approach to data collection.     

Sample 

The survey questionnaire was initially distributed by email in March 2013, following permission 

granted by the chair of the National Forum of Gynaecological Oncology Nurses (NFGON) 

psychosexual sub group, to the forum’s then membership list estimated by the chair to be 

approximately 400 registered members. 

This distribution method resulted in unanticipated technical difficulties experienced by respondents 

when they attempted to access and complete the questionnaire.  A combination of different 

Microsoft word software versions between the university and NHS sectors, combined with high 

levels of IT security within NHS sites, reduced respondent access resulting in a reduced survey 

participation rate.  

Subsequent survey distribution used a hard copy of the survey document and stamped, addressed 

return envelope to be returned to the project senior research assistant. This revised survey 

distribution method required permission from NFGON members to allow the NFGON chair to use 

membership contact details for this purpose.  Only one objection was received from a participant 

who was using their home address for correspondence purposes.  In addition, copies of the survey 

and postage-paid return envelopes were distributed by hand at the NFGON conference held in 

Glasgow in June 2013. Members who hadn’t had an opportunity to complete the survey were thus 

offered a further opportunity to contribute. 185 questionnaires were distributed by this combination 

of methods. However, further consultation with NFGON in mid-2014 revealed that only 62 of its 

previously estimated membership were considered to be active members. 

 

Data analysis 
Data was analysed using SPSS version 20. 

Of the 185 questionnaires distributed, a total of 54 questionnaires were returned.  The overall 

response rate appeared to be 29.2%, but this represents 87% of the registered NFGON membership 

considered active in 2014. 

Interpretation of these survey results should take account of the limited number of total responses 

(n = 54) and the fact that the results represent both the views of individuals and some collective 

responses from Trust treatment teams.  Missing data is reported within survey responses to 

individual questionnaire items and may indicate difficulties with some elements of questionnaire 

design, despite piloting the instrument prior to distribution. 
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Sampling Limitations 

1. Due to data protection act requirements the research team were unable to verify whether 

NFGON membership list contact details were accurate. 

2. There was therefore no means to accurately calculate the current number of NFGON 

members representing the total survey sample.   

3. Not all of the respondents were clinical nurse specialists. 

 

Study Findings 

Respondent demographics 

 
Respondents were asked to provide background information on both their role and their service.  
This included the name of the Trust for which they worked and the organisation postcode.  This 
allowed the survey response pattern to be scrutinised regarding the geographical spread of 
respondents (see Table 1) to ascertain whether or not a UK-wide picture of clinical practice had been 
obtained:  
 

Location Frequency Percentage 

Scotland 4 7.4% 

North East and Yorkshire 10 18.5% 

North West 6 11.1% 

Wales 1 1.9% 

East Midlands 5 9.2% 

West Midlands 2 3.7% 

London and South East 10 18.5% 

South West 15 27.8% 

Missing 1 1.9% 

Total 54 100.00% 

 
Table 1: Geographical location of respondents 

Only one respondent provided no location data and could not be categorised.  Although all regions 

were represented in the responses, there was a greater response rate from the South West and the 

North East and Yorkshire, than Wales and the West Midlands.  While this broadly represents the 

national picture of gynae-oncology cancer service provision (NHS England 2013), the limited number 

of total responses reduces the potential for generalisation. 

 

All respondents gave details of their role (see fig. 1), with 83% (n=45) identifying themselves as a 

Clinical Nurse Specialist (CNS). 
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Figure 1: Respondent Job Title 

Of those respondents who categorised themselves as holding roles other than CNS, the following job 

titles were recorded as free text.  These were all identified as specialist nursing roles, with the 

exception of one response from a therapy radiographer. 

 Other Job Titles: 

o Brachytherapy Superintendent 

o Gynae-oncology Support Nurse 

o Gynae-oncology Advanced Nurse Practitioner 

o MacMillan Community Matron 

o Gynae-oncology Specialist Nurse 

o Nurse Clinician 

o Oncology Support Nurse 

 

Ninety-two percent of respondents (n = 50) thus held the professional qualification of registered 

nurse (see fig. 2) with 3 respondents stating that they held “other” qualifications.   The survey also 

included two responses from respondents holding colposcopist qualifications and one with a BSc 

(Hons) in Radiotherapy.    
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Figure 2: Professional Qualification of Respondent 

Only one respondent failed to give details of their highest academic qualification (see Table 2).   

A range of academic qualification levels were identified, with undergraduate degree the most 

commonly held, followed by Master’s degree.  Respondents were therefore predominantly CNSs 

educated to degree level.   

 Cert Diploma Degree MSc/MA PhD Post 
Grad 
Cert/Dip 

Missing 

CNS 0 (0%) 5 (9%) 21 (39%) 10 (19%) 1 (2%) 7 (13%) 1 (2%) 

Ward 
Manag
er 

0 (0%) 1 (2%) 0 (0%) 0 (0%) 0 (0%) 0 (0%) 0 (0%) 

Other 1 (2%) 0 (0%) 4 (7%) 3 (6%) 0 (0%) 0 (0%) 0 (0%) 

TOTAL 1 (2%) 6 (11%) 25 (46%) 13 (24%) 1 (2%) 7 (13%) 1 (2%) 

Table 2: Highest Academic Qualification held by Role 

There was little difference in academic qualifications held by respondents employed to work in 

cancer centres as opposed to cancer units (see figure 3).  However, it was noted that a greater 

proportion of respondents (46% compared to 30%) from cancer centres were educated to post-

graduate level when compared with those from cancer units. 
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Figure 3: Academic Qualification by Type of Study Site 

Greater variation was found, however, in the number and range of additional training courses 

respondents had taken since initial qualification, as illustrated below.  Only one participant stated 

they had taken no additional courses, with 45 (83%) taking 1-3 and 8 (15%) taking 4-5 (see Table 3). 

Number of courses Frequency Percent 

0 1 1.9% 

1 13 24.1% 

2 18 33.3% 

3 14 25.9% 

4 5 9.3% 

5 3 5.6% 

TOTAL 54 100.00% 

Table 3: Number of Additional Training Courses Taken 

The majority of courses completed offered staff development in oncology and gynae-oncology, with 

56% and 52% of participants completing training in these areas respectively.  Counselling (44%) and 

women’s health (22%) also scored highly.  However, only 6 respondents had completed training in 

surgery, 1 had completed training in stoma care and 1 in sexual counselling.  A number of additional 

training programmes were also identified by participants, and these are listed below. 

 Gynaecology 
/ Gynae 
Oncology 

Surgery Stoma 
Care 

CBT 
Training 

Oncology Women’s 
Health 

Counselling Sexual 
Counselling 

Other 

Frequency 29 6 1 7 32 12 24 1 9 

Percentage 53.7% 11.1% 1.9% 12.9% 59.3% 22.2% 48.1% 1.9%%  
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Table 4: Training Programmes Completed by Respondents by Subject Category 

 

Figure 4: Training Programmes Completed by Respondents by Theme 

 Training programmes identified as “Other”: 

o Palliative Care Diploma / Modules 

o Variety of English National Board (ENB) courses 

o Mentorship 

o Clinical skills / Physical examination skills 

 

Although there was a broad range of training accessed by staff members from both cancer centres 

and cancer units (see fig 5), it was apparent that respondents from cancer units were more likely to 

access training in the popular subjects outlined above (Gynae-oncology, Oncology and Counselling).  

Staff from cancer centres were marginally more likely to have accessed training in women’s health, 

surgery and stoma care. Some of this training had probably been accessed several years ago, since 

the English National Board was abolished in April 2002, and its quality assurance function assumed 

by the NMC. 
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Figure 5: Professional Training by Study Site 

Service Information 

Responses were received from a total of 30 cancer centres, 21 cancer units and 3 study sites defined 

as other.  There was a key difference between responding study sites in the numbers of gynae-

oncology CNSs employed with 77% of cancer centres employing 2-3 CNSs per study site and 90% of 

cancer units employing 1-2 gynae-oncology CNSs. Similarly, 6 cancer centres (20%) were found to 

employ more than 3 gynae-oncology CNSs, while no cancer units reported this level of specialist 

nurse provision. This comparison is illustrated in figure 6, below. 

 

 

Figure 6: Number of Gynae-Oncology CNSs Employed by Service 

0 2 4 6 8 10 12
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Number of gynae-oncologist CNSs employed 
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Site Missing 1 2 3 3+ Not 
Known 

Cancer 
Centre 

0 (0%) 1 (3%) 11 (37%) 12 (40%) 6 (20%) 0 (0%) 

Cancer Unit 1 (5%) 7 (33%) 12 (57%) 1 (5%) 0 (0%) 0 (0%) 

Other 0 (0%) 1 (33%) 0 (0%) 0 (0%) 1 (33%) 1 (33%) 

TOTAL 1 (2%) 9 (17%) 23 (43%) 13 (24%) 7 (13%) 1 (2%) 

Table 5: Number of Gynae-Oncology CNSs Employed by Type of Cancer Service 

The cancer service designation and specialist nurse staffing levels also broadly reflect the numbers of 

women with gynaecological cancer treated per annum.  As illustrated below, the majority of cancer 

centres (63%) treated between 200 and 399 women, while 62% of cancer units saw between 50 and 

199 women per annum (see Fig 8) .   

 

Figure 7: Number of Women with Gynaecological Cancer Treated by Cancer Service Designation  

Although there was a broad correlation between the number of CNSs employed and annual number 

of women seen (particularly where annual patient numbers were below 199 or above 400), the 

majority of services seeing 200-399 women per annum employed from 2 to greater than 3 CNSs.  

Hence, services employing more than 3 CNSs were just as likely (43%) to see 200-399 women as 

those employing only 2 (46%), suggesting the potential for high caseloads in some services. 
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Figure 8: Number of Women with Gynaecological Cancer Treated by Service and No. of CNSs Employed 

No. of CNS 
Employed 

No. of women with gynaecological cancer seen 

Missing <49 50-199 200-399 400+ Not known 

Missing 0 (0%) 0 (0%) 1 0 (0%) 0 (0%) 0 (0%) 

1 0 (0%) 2 (25%) 5 (63%) 1 (13%) 0 (0%) 0 (0%) 

2 1 (4%) 3 (13%) 7 (29%) 11 (46%) 1 (4%) 1 (4%) 

3 1 (8%) 0 (0%) 2 (15%) 6 (46%) 3 (4%) 1 (4%) 

3+ 1 (14%) 0 (0%) 1 (14%) 3 (43%) 2 (29%) 0 (0%) 

Not 
known 

0 (0%) 0 (0%) 0 (0%) 0 (0%) 0 (0%) 1 (100%) 

TOTAL 3 (6%) 5 (9%) 16 (30%) 21 (39%) 6 (11%) 3 (6%) 

Table 6: Number of Women with Gynaecological Cancer Treated by Service and No. of CNSs Employed 

 

As not all of the women treated for gynaecological cancer will report sexual difficulties or concerns, 

respondents were asked to identify how many women with treatment-induced sexual difficulties 

they saw each month.  As illustrated in Table 7, the majority of study sites reported seeing 1-5 

women with sexual concerns each month, irrespective of the total number of women treated each 

year by the service.   

Total number of women treated by the service annually 

No. with 
sexual 
concerns 

<49 50-199 200-399 400+ Not 
known 

Missing Total 

Missing 0 1 2 0 3 0 6 

0 4 4 0 0 0 0 8 

1-5 1 11 16 5 0 2 35 

6-10 0 0 1 1 0 1 3 

10 0 0 2 0 0 0 2 

Total 5 16 21 6 3 3 54 

Table 7: Number of Women with Treatment-induced Sexual difficulties seen per Month compared to Number of Women 
Treated by the Service Annually 
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As expected, the cancer service designation (cancer centre or unit) influenced the range of 

treatment modalities offered by the service and hence has the potential to affect the proportion of 

women likely to develop treatment-induced sexual difficulties (see Table 8).  Cancer centres offered 

surgery, chemotherapy and radiotherapy across almost every study site, while cancer units routinely 

offered surgery with 57% of units delivering chemotherapy and only 14% radiotherapy. 

 Surgery Radiotherapy Chemotherapy 

Cancer Centre 29/30 27/29 (1 missing) 29/29 (1 missing) 

Cancer Unit 20/21 3/21 12/21 

Other 2/3 2/3 2/3 

Table 8: Treatment Modalities Undertaken by Cancer Centres and Units 

 

While the greater range and complexity of treatments offered by cancer centres compared to units 

was evident, the service designation did not appear to have any bearing on whether or not holistic 

nursing assessments were documented routinely.  The majority of cancer centres and units (70%) 

reported that they did not carry out these assessments routinely (Table 9).  However, when asked at 

what stage this assessment was undertaken, an additional 8 responses were gained perhaps 

indicating variability in respondents interpretation of the question and hence their subsequent 

response.  Where a holistic nursing assessment was routinely documented cancer centres carried out 

the assessment within 6 weeks (67%) of treatment completion compared to between 7 and 13 

weeks in 50% of cancer units. In 78% of all cases, the assessment was carried out by the CNS (Table 

10). 

Study sites routinely documenting 
holistic nursing assessment after 

treatment completion 

Workplace No Yes Total 

Cancer Centre 21 9 30 

Cancer Unit 14 6 20 

Other 2 1 3 

Total 37 16 53 
Table 9: Study sites routinely documenting Holistic Nursing Assessment after Treatment Completion 
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Figure 9: Period after treatment in which assessment is undertaken 

 Frequency Percent 

CNS 42 78% 

Radiographer 1 2% 

Nurse clinician 1 2% 

Other 1 2% 

Missing 9 17% 

Total 54 100% 

Table 10: Staff Member Undertaking the Assessment 

 

The majority of respondents routinely enquired about the relationship status of the women 

attending their service (74.1%), but sexual concerns were included in routine follow-up discussions 

on a less frequent basis (53.7%).  The likelihood of the woman’s partner being included in these 

discussions was variable, with 70.4% of respondents indicating they would include partners 

sometimes. 

 Enquire about 
relationship 
status  

Discuss sexual 
concerns 

Involve 
partners 
 

Yes 74.1 % 53.7% 16.7% 
No  5.6 % 1.9% 7.4% 
Sometimes 18.5% 38.9% 70.4% 
Don’t know 1.9% 5.6% 5.6% 
Table 11: Focus of Routine Follow-up Discussions 

 

Only six respondents confirmed that they used a sexual assessment instrument / questionnaire in 

their practice.  However, of those named by respondents the PLISSIT (Annon, 1976) and BETTER 

(Mick et al, 2003) communication and intervention models were most regularly cited, even though 
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neither is actually a specific clinical assessment instrument.  Other assessment instruments 

identified were the LENT SOMA scale Radiation Toxicity Assessment (Routledge et al, 2003) and the 

Female Sexual Function Index (FSFI, Rosen et al, 2000). 

 

Figure 10: Percentage Using Sexual Assessment Instrument / Questionnaire in Practice 

 

Defining Routine Gynae-oncology After Care 

Respondents were given a list of ten routine aspects of gynae-oncology after care for which they 

held responsibility for coordination or provision (Figure 11 / Table 12).  Nine care elements from this 

list were found to be offered routinely by the majority of study sites (67-83%), with only information 

about contraception choices being offered by less than half of respondents (35%).  Provision of 

vaginal lubricants and advice about menopausal symptoms were the most common after care 

elements provided as routine care with only 9% of study sites omitting these aspects of 

management. 
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Figure 11: Routine Aspects of Gynae-oncology Aftercare Provided 

 Yes No Missing 
data 

Provision of vaginal lubricant and advice 83% 9% 7% 

Management of menopausal symptoms 80% 9% 11% 

Vaginal dilator provision 78% 17% 6% 

Hormone Replacement Therapy 74% 17% 9% 

Structured support for dilator use concerns / difficulties 74% 15% 11% 

Pelvic floor exercise information 74% 20% 6% 

Provision of vaginal moisturisers and advice 70% 24% 6% 

Discussion of fertility preservation / loss of fertility 69% 22% 9% 

Evaluation of dilator compliance 67% 22% 11% 

Information about contraceptive choices 35% 57% 7% 

Table 12: Routine Aspects of Gynae-oncology Aftercare Provided 

 

In evaluating the severity and impact of any treatment-induced sexual difficulties (Figure 12 / Table 

13), the majority of respondents used clinical judgement (87%) together with an appraisal of the 

woman / couple’s level of distress (85.2%).  Additional patient and clinical information including 

duration of the problem, opinion from a medical colleague and distress thermometer scores were 

also used to assist in clinical decision-making regarding appropriate intervention.  However, formal 

assessment instruments were only used by 11% of respondents to assist in reaching an opinion 

regarding the severity of women’s sexual difficulties / concerns.  
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Figure 12: Criteria used to evaluate the severity / impact of treatment-induced sexual difficulties 

 Yes No Missing 

Clinical judgement 87.0% 0.0% 13.0% 

Woman / couple’s level of distress 85.2% 3.7% 11.1% 

Duration of the problem 68.5% 14.8% 16.7% 

Medical colleague clinical opinion 59.3% 11.1% 29.6% 

Distress thermometer 42.6% 25.9% 31.5% 

Formal assessment instrument 11.1% 46.3% 42.6% 

Table 13: Criteria used to evaluate the severity / impact of treatment-induced sexual difficulties 

 

Interventions for Treatment-Induced Female Sexual Difficulties 

Respondents were asked to make a judgement regarding their perceptions of the severity of certain 

treatment-induced sexual difficulties and to illustrate how this impacted on their choice of 

intervention and pattern of onward referral.  This included personal judgement on how comfortable 

they felt working with certain difficulties, referral decisions taken and local organisational issues 

such as the overall level of psychosexual service provision and waiting times. 
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Table 14 and Fig 13 present respondents rank order list of sexual difficulties / concerns commonly 

encountered in clinical practice, categorising them as mild, moderate or severe.  Only four 

difficulties (loss of desire, sexual pain / vaginal dryness, concerns about inability to orgasm and not 

feeling your partner finds you sexually attractive following treatment) were rated as moderate by 

the majority of respondents.  All other difficulties were rated as severe, with faecal incontinence 

during intercourse 12 months after radiotherapy (74.1%), deep pelvic pain that lasts for hours after 

intercourse (70.4%) and not having sex anymore due to infertility after surgery (61.1%) rated as the 

most severe.  No problems were rated as mild by more than 17% of participants.  In fact, 50% of all 

respondents rated the difficulties as severe, with 30.2% feeling they were moderate and only 9% as 

mild (10.8% missing data). 

 

Table 14 ranks responses for the 15 sexual difficulties listed. Cells are colour-coded to illustrate high 

and low percentages within response categories mild, moderate, severe. 

 Mild Moderate Severe Missing 

Faecal incontinence  7.4% 5.6% 74.1% 13.0% 

Deep pelvic pain 5.6% 13.0% 70.4% 11.1% 

Can no longer have a child since her surgery 9.3% 14.8% 61.1% 14.8% 

No sexual enjoyment 3.7% 25.9% 59.3% 11.1% 

Relationship strain  3.7% 27.8% 59.3% 9.3% 

Distress / Urinary incontinence 11.1% 25.9% 53.7% 9.3% 

Fear of sexual pain  1.9% 37.0% 51.9% 9.3% 

Fear of resuming sexual contact  9.3% 33.3% 48.1% 9.3% 

Avoidance of sexual activity since diagnosis  3.7% 38.9% 48.1% 9.3% 

Fear that sex may bring the cancer back 13.0% 25.9% 48.1% 13.0% 

Not allow her partner to see her naked (scar) 
13.0% 29.6% 46.3% 11.1% 

Concerns about inability to orgasm  14.8% 38.9% 35.2% 11.1% 

Partner does not find her sexually attractive since 
treatment 

9.3% 44.4% 35.2% 11.1% 

Sexual Pain / Vaginal dryness 16.7% 40.7% 33.3% 9.3% 

Loss of desire 13.0% 51.9% 25.9% 9.3% 
Table 14: Categorisation of Severity of Sexual Difficulties Encountered in Clinical Practice 
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Figure 13: Categorisation of severity of sexual difficulties encountered in clinical practice 

 

Participants were then asked to rate how comfortable they felt dealing with each difficulty on a scale 

from feeling comfortable enough to deal with it themselves (rated as 3 in Fig 14), seeking advice from 

a senior colleague (rated 2) or referring on to a specialist service (rated 1).  Sexual pain associated 

with vaginal dryness, avoidance of intercourse due to fear that sex may bring the cancer back and 

loss of desire were viewed as the sexual difficulties / concerns respondents felt most comfortable 

addressing with women after gynaecological cancer treatment.  The least comfortable topics for 

specialist nurses to address with women / couples included sexual avoidance due to treatment-

induced infertility, women distressed by urinary or faecal incontinence during intercourse and 

absent sexual enjoyment 2 years post-treatment.  
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Figure 14: Level of CNS Comfort in Addressing Sexual Difficulties / Concerns Encountered in Clinical Practice 

Despite the level of professional confidence / comfort stated regarding particular sexual difficulties 

experienced by women in their care, the responses given did not guarantee that difficulties 

categorised as  severe were the most likely to be referred to senior colleagues or a specialist service, 

nor mild cases the most likely to be managed directly by the respondent.  Table 15 lists the 

individual responses for each sexual difficulty / concern reordered by the rating of severity given 

previously.  This data highlights that difficulties such as relationship strain were viewed as relatively 

severe by respondents, but may still be addressed in practice by the CNS.  Meanwhile, concerns 

about inability to orgasm or women who no longer felt their partner found them sexually attractive 

were deemed to be concerns of moderate severity, but were more likely to be referred to specialist 

services for management. 
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Again, table 15 ranks the responses given for the 15 difficulties listed. Cells are colour-coded to 

illustrate high and low percentages within the categories of respondent’s perceived comfort in 

addressing these sexual difficulties in practice, seeking advice from a senior colleague, or referring to 

a specialist service. 

 

Feel 
comfortable 
addressing 
issue 

Seek advice 
from senior 
colleague 

Refer to 
specialist 
service 

Missing 
Data 

No sexual enjoyment 2 years after 
treatment despite regular intercourse 20.4% 13.0% 51.9% 14.8% 

Faecal incontinence during intercourse 
12 months after radiotherapy 5.6% 25.9% 50.0% 18.5% 

A woman who will not have sex 
anymore as she can no longer have a 
child since her surgery 20.4% 13.0% 48.1% 18.5% 

Women distressed by urinary 
incontinence during intercourse 11.1% 35.2% 42.6% 11.1% 

Relationship strain / discord due to 
changes in sex life 37.0% 9.3% 35.2% 18.5% 

Concerns about inability to orgasm 6 
months after surgery 18.5% 33.3% 35.2% 13.0% 

Deep pelvic pain that lasts for hours 
after intercourse 13.0% 48.1% 29.6% 9.3% 

A woman who will not allow her 
partner to see her naked because she 
finds her scar awful 59.3% 1.9% 25.9% 13.0% 

Fear of resuming sexual contact 10 
months after treatment 59.3% 7.4% 22.2% 11.1% 

Avoidance of sexual activity since 
diagnosis 12 months previously 57.4% 5.6% 22.2% 14.8% 

A woman who believes her partner 
does not find her sexually attractive 
since treatment 53.7% 7.4% 20.4% 18.5% 

Fear of sexual pain leading to avoidance 
of any physical contact with her partner 55.6% 13.0% 14.8% 16.7% 

Avoidance of intercourse due to fear 
that sex may bring the cancer back 77.8% 1.9% 5.6% 14.8% 

Loss of desire 70.4% 13.0% 3.7% 13.0% 

Sexual pain associated with vaginal 
dryness 81.5% 3.7% 1.9% 13.0% 

 

Table 15: CNSs perceived level of comfort addressing sexual difficulties / concerns encountered in clinical practice 

 

The complex and somewhat inconsistent relationship between the level of comfort respondents had 

in addressing commonly encountered sexual difficulties and perceived severity of the difficulty is 

further illustrated by Figure 15.  Although there is a general trend which suggests that sexual 
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difficulties perceived as severe are more likely to be referred to senior colleagues or specialist 

services, responses were inconsistent within the data.  Between 18-25% of sexual difficulties 

categorised as mild still appeared to warrant senior colleague advice or onward referral while as 

many as 40% of respondents felt comfortable addressing difficulties they considered severe 

themselves.  

 

 

Figure 15: Respondent Action by View of Severity of Issue 

These apparent inconsistencies may relate to specialist nurses relative comfort in addressing severe 

sexual consequences of treatment encountered frequently or considered transient and where 

patient information or likely interventions were perceived to be within the speciality of gynae-

oncology such as management of loss of desire, fear of resuming sex, fear of sexual pain and not 

being considered sexually attractive since treatment. Conversely, respondents were less likely to feel 

comfortable addressing sexual consequences which could be considered enduring / irreversible or 

required expertise from another speciality such as faecal or urinary difficulties, infertility, 

relationship strain or persistent lack of sexual enjoyment.   

 



Northumbria University and The Royal Marsden NHS Foundation Trust 

December 2014 

 

  
Page 35 

 
  

 

Figure 16: Perceived Level of Respondent Comfort Compared to Rating of Sexual Difficulty / Concern Severity 

Despite the number of specialist nurses who stated they felt comfortable addressing sexual concerns 

/ difficulties they considered severe, 46 of the 54 respondents felt their current skills were 

insufficient to manage sexual difficulties deemed severe. While only 6% felt they were skilled 

enough to manage difficulties / concerns deemed severe, 42% indicated that they did work with 

these more challenging issues in practice. Furthermore, while 96% of respondents felt they were 

capable of addressing mild difficulties / concerns, only 53% actually did so.  While this data appears 

contradictory on first exploration, specialist nurses may be reflecting an NHS service reality whereby 

despite their professional intentions or competency, workload demand and local service resources 

may more often dictate the extent to which sexual consequences of treatment are identified and 

subsequently managed in practice.  
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Figure 17: Perceived level of current skills in relation to severity of sexual consequence 

 

Figure 18: Perceived Level of Skill Compared to Action in Practice 

The practice challenges faced by respondents were also reflected in many of the qualitative 

comments in the completed questionnaires analysed.  Comments highlighted not only the perceived 

lack of skills and experience felt by some respondents, but also the fact that organisational and 

funding issues acted as barriers to providing the service that they felt they were adequately skilled 

to deliver: 

“A concern is the time needed within my working day to undertake 1-1 assessment for a course 

of treatment. I feel that this would need to be looked at, evaluated also. As this will be a time 

commitment - albeit worthwhile …. The service would need to be sustainable.” 

“A lot of my limitations are not due to lack of knowledge but lack of resources in my Trust as I 

have to concentrate on [my] main key worker role” 

“There is a lack of local support services.” 
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“I can address sexual difficulties and therefore would begin support, however, may not always 

have the skill to resolve, particularly severe, so would therefore consult with colleague or 

explore external referral. Financial concerns are an on-going issue when private support” 

A perceived lack of skills and knowledge was not only seen to be a barrier in terms of addressing the 

severity of difficulties identified, but also in relation to the complexity of the woman’s sexual 

concerns, particularly where the difficulty affected the couple relationship.  While 94% of 

respondents felt they were capable of addressing sexual difficulties affecting the individual woman, 

if the sexual problem was considered complex and multi-faceted, or emanated from the couple 

relationship, the majority of respondents (64.8% and 72.2% respectively) felt they were incapable of 

addressing this complexity of sexual concern. 

Characteristics of Sexual Difficulty / Concern Yes No Missing 
Data 

Affects the individual woman? 94.4% 0.0% 5.6% 

Affects the couple? 59.3% 31.5% 9.3% 

Where the difficulty is mainly physical? 66.7% 25.9% 7.4% 

Where the difficulty is mainly psychological / emotional? 61.1% 31.5% 7.4% 

Where the difficulty relates mainly to the relationship? 20.4% 72.2% 7.4% 

Where the difficulty is a combination of any of the above? 24.1% 64.8% 11.1% 

Table 16: Skills and knowledge to address characteristics of the sexual difficulty / concern 

Difficulty in working with couples was a recurrent theme in a number of the qualitative comments 

made by respondents.  They highlighted the need for further training on this issue, particularly in 

relation to the CNS’s role in working effectively with both the woman and her partner.  

“I find dealing with couples difficult, this is mostly because the woman is my patient and I want 
to be her advocate. Also I struggle when the partner (appears impatient – to me) [wants] to 
resume intimate relations and the patient does not appear to want this yet – I could do with 
more couples advice training”  

 

Where referrals were deemed necessary (see Table 17) they were most likely to be made to a local 

psychosexual therapist, with 50% of respondents identifying this as their main referral pathway.  

Private therapists ranked the lowest referral route, representing only 7.4% of responses. 

 Patterns of 
Referral  

Local psychosexual therapist 50.0% 

Psycho-oncology services 42.6% 

Local community psychology services 29.6% 

Voluntary Services (e.g. Relate) 25.9% 

GP  22.2% 

Private psychological / psychosexual therapist 7.0% 

Table 17: Patterns of Referral  

Potential limitations in the availability of local specialist services affected referral choice as 

highlighted within some of the qualitative comments received: 
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“…very restricted to who we can refer to. There are no psychosexual trained counsellors in the 

Trust; however we have referred ladies and couples to receive an escalated level of support to 

hospital counsellors to assess needs” 

Perhaps unsurprisingly, as a result of the perceived gap between the skills and experience of 

practitioners and levels of service need, the majority of respondents (61%) felt there was insufficient 

service provision for women experiencing sexual difficulties associated with gynaecological cancer 

and its treatment, with only28% of respondents feeling that current service provision was sufficient 

(see Fig 19). 

 

Figure 19: Perceived Adequacy of Service Provision for Women Experiencing Sexual difficulties Following Gynaecological 
Cancer 

From an organisational perspective, respondents identified that the usual waiting time duration for 

women to access psychosexual therapy services in their locality was less than 12 weeks (60%), (see 

Fig 20) while 6% could wait over 52 weeks for service access .  It should be noted that the funding 

and provision of psychosexual services were not linked to the capacity / volume of high risk patient 

groups treated by cancer centres or units and are not routinely specified within NHS peer review 

measures or commissioning intentions.    



Northumbria University and The Royal Marsden NHS Foundation Trust 

December 2014 

 

  
Page 39 

 
  

 

Figure 20: Estimated Average Waiting Times to Access Psychosexual Therapy in the Locality 

 

CNS Training and Development Needs 

The majority (87%, n=47) of respondents felt they had unmet training needs in relation to their role 

in supporting women (and partners) with treatment-induced sexual difficulties (see figure 21).   
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Figure 21: Respondents Identifying Unmet Training Needs 

The barriers to addressing training needs and gaps in knowledge and skills were also identified in the 

qualitative comments received.  Again, organisational and time pressures were highlighted as key 

obstacles: 

“I am undertaking PGDip in PST [Post-graduate Diploma in Psychosexual Therapy]- however 

this is self-funded and completed in my own time in a clinic unrelated to cancer. I utilise this 

training within my daily practice” 

 

Participants were asked to rank order or prioritise 5 training topics from a list of 11 which they felt 

would best aid their development and support for women with psychosexual difficulties / concerns.  

Of the 54 respondents, 37 identified their top 5 training topics, while 3 ranked 4 topics and 2 

respondents only ranked their top 3 topics.  12 respondents left the question blank.   

The highest rank order topic from respondents was achieved by rating each topic in relation to the 

total votes it received, with higher priority votes weighted accordingly.  As illustrated by Table 19, 

the 5 topics identified as having the strongest priority for respondents were: 

 Principles of assessment & management of sexual pain difficulties 

 Principles of assessment & management of sexual fear / avoidance 

 Sexual history taking 

 Principles of assessment & management of desire difficulties 

 Knowledge of CBT & other psychological theories in the management of sexual difficulties 
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Those which scored the lowest, perhaps suggesting they were skills respondents felt were either 

already covered by their role or less relevant to their clients, were: 

 Confidentiality & managing boundaries in discussing sensitive topics 

 Knowledge of normal sexual response cycle 
 

Training Topic Weighted 
Priority 

Total 
No. of 
Votes 

Priority 
1 

Priority 
2 

Priority 
3 

Priority 
4 

Priority 
5 

Principles of assessment &management of 
sexual pain difficulties 

96 28 3 11 10 3 1 

Principles of assessment & management of 
sexual fear / avoidance 

88 28 4 6 9 8 1 

Sexual history taking 
 

80 21 10 3 4 2 2 

Principles of assessment & management of 
desire difficulties 

76 23 5 6 5 5 2 

Knowledge of CBT & other psychological 
theories in the management of sexual difficulties 

74 22 7 6 2 2 5 

Skills to work with couples 47 19 3 3 1 5 7 

Principles of assessment & management of 
reduced sexual satisfaction 

47 24 1 1 4 8 10 

Knowledge of sensate focus programmes 
 

39 12 5 2 0 1 4 

Ethical considerations talking about sexual 
difficulties with patients & HCPs 

30 11 2 1 2 4 2 

Confidentiality & managing boundaries in 
discussing sensitive topics 

21 8 0 2 3 1 2 

Knowledge of normal sexual response cycle 
 

20 7 1 1 2 2 1 

Table 18: Prioritised Training Topics 

Finally, respondents were asked to confirm their interest in being involved in a pilot study for a 

future trial of a CBT training intervention.  11 respondents left this section blank, with 38 (70.4%) 

confirming their interest and 5 (9.3%) declining. 

 

Phase A Summary: A Picture of “Usual Care” 
Despite a low survey response rate and missing data in relation to several questions, this UK survey 

represents the first study that has attempted to define what constitutes “usual care” delivered by 

CNSs regarding the sexual consequences of treatment for women affected by gynaecological cancer.    

Hence, while caution should be exercised in the interpretation of these findings, the following 

picture of “usual care” emerged from survey analysis: 

 A Summary of “Usual Care” Provision 

Using the highest response category from key survey questions, the following summary 

characterises the current provision of after care for women experiencing sexual difficulties / 

concerns associated with gynaecological cancer and its treatment: 
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o Most women were cared for at a cancer centre that saw 200-399 women per year 

(12-60 of whom may be identified as having  treatment-induced sexual difficulties), 

and employs 1-2 CNSs 

o Women were seen by a CNS with an undergraduate degree qualification 

o CNSs will normally have completed 2 further professional training courses since 

qualification (mainly in gynae-oncology /oncology and counselling) 

o A holistic nursing assessment was not carried out routinely after treatment. When it 

is carried out this is normally undertaken within 6 weeks of treatment completion 

o Routine assessment normally included enquiry about the woman’s relationship 

status and sexual concerns but discussions did not necessarily include the partner 

o Clinical judgement, level of distress and duration of the problem were used to 

evaluate the severity of the sexual difficulty / concern 

o If specialist services were required, referrals are usually made to local psychosexual 

therapists (where available) 

 
• Defining Good Practice 
While this survey is not designed to collect real time data about clinical practice, findings include 

CNS’s perceptions of what may be considered “good practice” in the provision of after care for this 

group of women. Despite CNSs highlighting inadequate specialist service provision in sexual recovery, 

respondents did highlight a number of areas where supportive care was considered good.  This 

included the routine provision of advice and support regarding vaginal dilator and lubricant use, 

hormone replacement therapy (HRT), the management of menopausal symptoms and information 

about pelvic floor exercises. It should be noted, however, that these interventions represent a 

somewhat narrow range of biomedical interventions for physical treatment consequences and that 

relevant psycho-educational interventions for emotional or relationship impacts were less likely to 

feature. 

 

CNSs demonstrated a high commitment to ongoing professional development through the number 

of respondents that had completed gynae-oncology or counselling training (see Fig. 5) and expressed 

confidence in their knowledge of the human sexual response cycle, confidentiality and boundary 

management in discussing sensitive topics and ethical issues in practice.  While identified deficits in 

CNSs knowledge and skills constitute the key areas of content within this proposed specialist training 

programme, these perceived elements of good practice also warrant more detailed evaluation in 

future training initiatives and evaluation studies. 

 

 

 Perceived Limitations in Current CNS Sexual Rehabilitation Care  

There were a number of limitations identified in current care provision from Phase A survey findings. 

Only 6 respondents stated that they used a formal sexual assessment instrument in practice, with 

only 53.7% of respondents indicating that discussion of women’s sexual concerns was an element of 

routine follow-up practice, despite women after gynaecological cancer treatment representing a 

high risk group for sexual morbidity (Flynn et al., 2009; White et al 2011).   
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Due to the limited CNS role development in this challenging aspect of gynae-oncology survivorship 

care to date, a large number of responding CNSs identified a lack of comfort in managing commonly 

encountered sexual consequences they deemed “severe” and stated a preference to refer even 

“mild” or “moderate” sexual difficulties / concerns to senior colleagues or specialist services.  

However, perhaps one consequence of limited availability of specialist services within / beyond the 

cancer centre was that even sexual difficulties deemed “severe” were being addressed by CNSs (see 

Fig 16). Over 40% of respondents identified inadequate knowledge or skill levels and unmet training 

needs, hence there is a clear need to develop training in this specialist aspect of survivorship in 

gynae-oncology.   

Eleven of the 15 commonly encountered sexual difficulties (see Table 15) were categorised by 

respondents as “severe”, with faecal incontinence, deep pelvic pain and loss of sexual interest 

arising from treatment-induced infertility all defined as the most challenging problems to which 

CNSs had to respond.  Furthermore, sexual difficulties with both physical and psychological 

components together with those arising from relationship impact were also identified as challenging 

for CNSs to address in their practice. The aspects of sexual recovery and support CNSs found most 

challenging, yet considered by them to fall within their remit, form the basis for content 

prioritisation in the brief CBT training programme developed in phase B of this study. 

Increased knowledge and skills in commonly encountered sexual consequences of treatment will not 

only enable CNSs to better assess and manage women with mild to moderate sexual concerns / 

difficulties but also to more consistently identify women with more complex needs to appropriately 

escalate, thus improving management pathways and existing referral processes.   While it remains 

important to make a clear distinction between advanced nursing practice and psychosexual therapy 

/ counselling practice, increased CNS knowledge and skills development not only promotes improved 

practice but also enhances access to specialist support for women with psychosexual concerns and 

their partners.  

The survey identified 5 key training topics that should form the core content of the proposed brief 

CBT training programme to be developed in Phase B of the study as follows: 

 Sexual history taking 

 Principles of assessment & management of desire difficulties 

 Principles of assessment &management of sexual pain difficulties 

 Principles of assessment & management of sexual fear / avoidance 

 Knowledge of CBT & other psychological theories in the management of sexual difficulties 

   

In addressing these key areas of content the proposed training programme will also develop 

professional competence to assess and respond to emotional and physical factors maintaining the 

sexual difficulty together with skills development in working with couples.  
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Organisational issues that define current CNS role boundaries and sexual rehabilitation service 

provision is an important evaluation context for any attempt to improve the assessment and 

management of this challenging aspect of survivorship care in gynae-oncology. 
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Phase B – Development of Training Programme 
 

The second phase of this study involved the development of a manualised brief CBT training 

intervention for gynae-oncology clinical nurse specialists (CNSs). This training programme is 

designed to develop CNSs to function competently in a brief “CBT first aider” role, that enables them 

to better identify and address psychosexual concerns / difficulties commonly encountered in gynae-

oncology practice and facilitate onward referral when sexual issues are deemed more complex.   

As outlined in the literature review, training in the use of “first-aid” CBT and mindfulness approaches 

/ principles were considered to be the most appropriate focus for the training programme as these 

psychological therapy skills have a growing research evidence base in psychological and 

psychosexual practice within oncology and are the most amenable to incorporate into brief, 

structured clinical interventions led by the CNS. Hence an important distinction to make is that  the 

aim of this proposed training intervention is to enhance the existing role of the CNS in the delivery of 

level 2 psychological (and psychosexual) support and not to develop them as a level 3 or 4 

psychological or psychosexual therapists.  

This brief CBT psychosexual intervention model is informed by published literature on the sexual 

consequences of gynaecological cancer and was adapted from the work of Moorey et al (2009) and 

Mannix et al (2009). As discussed previously, these authors demonstrated that brief CBT can be 

effectively and safely delivered by specialist palliative care nurses working in a community setting 

with people affected by advanced cancer who were experiencing significant anxiety.  The proposed 

CNS training programme and brief CBT intervention model will address the sexual anxiety / distress 

experienced by women treated for gynaecological cancer through integration of CBT techniques, 

psychosexual and biomedical strategies. The brief CBT intervention model is designed to be 

delivered by trained CNSs as up to six 1-hour sessions over a period of 4-6 weeks for women with 

mild to moderate sexual difficulties commonly encountered after gynaecological cancer treatment.    

The proposed training programme will enable CNSs to: 

 Develop confidence in initiating and maintaining a discussion with women about treatment-

induced sexual concerns / difficulties 

 Use an established screening or assessment instrument to identify and assess sexual 

difficulties and associated patient / couple distress 

 Learn CBT principles and adherence to intervention protocol when managing sexual anxiety 

and distress 

 Offer an integrated biomedical and psychosocial approach to the management of commonly 

encountered sexual difficulties after gynaecological cancer treatment 

 Develop awareness of levels of competence and referral pathways for women / couples with 

more severe sexual difficulties. 

 

Using an initial programme outline developed by Dr. Karen Roberts and Dr. Isabel White from a 

synthesis of phase A survey interim analysis, published literature and expert opinion, the project 

team held a series of face-to-face and teleconference meetings to discuss the components of an 
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appropriate training programme. Individual team members reflected a wide range of professional 

backgrounds relating to the subject, notably sexual consequences of gynaecological cancer and 

psychosexual counselling, CBT, mindfulness and education.  Team members developed learning 

activities and education materials based on personal subject expertise. This was then woven into a 

timetable structure and reviewed through several iterations. CBT and mindfulness practice exercises 

from published literature were adapted from the work of Moorey et al (2009) and Mannix et al 

(2009).  

Key Programme Content includes: 

o Models of human sexual response 

o Review of gynaecological cancer treatment modalities and specific mechanisms of 

sexual consequences 

o Definition and understanding of treatment-induced sexual difficulties 

o Ethical considerations in psychosexual practice 

o Documentation of assessment / management outcomes 

o Knowledge of CBT and other psychological theories 

o Assessment & management of desire and arousal difficulties 

o Assessment & management of sexual fear / avoidance 

o Assessment & management of sexual pain  

o Assessment & management of reduced sexual satisfaction 

o Assessment & management of orgasmic changes 

 

Programme Structure 
 

Following discussion within the team and assessment of other, related resources, it was decided that 

the training programme should comprise 6 day-long sessions to be delivered by trainers with 

experience of CBT and mindfulness, gynae-oncology and psychosexual issues.  Presentation 

materials would be provided alongside suggested session structures to both illustrate the core 

learning required and also allow facilitators to adjust material to reflect both their own and their 

group’s experiences and backgrounds.  Facilitated discussion and workshops would be included to 

both convey key skills and issues, and also offer opportunities for CNSs to practice their skills.  

Additional resources (for both practitioners and the women they work with) would also be 

highlighted for future reference, and homework / additional reflection would be used due to the 

time constraints of such a programme. 

In order to help develop good practice, the programme was developed to contain five content-based 

days, and conclude with a series of student presentations on the sixth day.  As such, students would 

be asked to integrate their new skills into their practice and then reflect on these experiences within 

the group as a whole to gain useful feedback. 
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Alongside the training sessions, trainees would also be offered ongoing supervision during, and 

beyond, the taught days.  This would both help support the developing practice and provide 

guidance for the day six presentations.  Supervision would be continued for 6 months following 

training as required, and conclude with a final review session at this time. 

 

To fully address this structure, a number of outputs were produced.  They are summarised as follows: 

o Trainer Workbook 

Providing the main body of the intervention materials, the trainer workbook details the structure of 

each session (including structured exercises) and any additional tasks related to the sessions.  It is 

designed to be used by session facilitators throughout the training programme.  It also contains 

general guidance, an overview of the project and logistical advice and resources.  It is designed to be 

used in conjunction with the trainee workbook and training presentations to help deliver training 

effectively in a variety of settings. 

o Trainee Workbook 

This workbook is designed to be the main resource used by the trainees on the programme.  While 

containing general information on the overall project, it also contains a skeleton structure of the 

presentations and includes opportunities for CNSs to take notes and develop additional resources to 

create a personalised textbook which can be used in future practice.  This includes both focused 

activities from the training programme, together with reflective practice and structured self-directed 

learning home and work-based learning.     

o Training Presentations 

Training presentations accompany the trainer workbook.  These include power point slides which 

can be used in the training programme, complete with detailed discussion points to complement the 

overarching content of the workbook.  These are provided for each training day and are linked to a 

number of prompts included in the trainer workbooks. 

 

The trainer workbook, trainee workbook and training presentations are included in the appendices 

section of this report.
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Phase C – Expert Panel & Patient Reviews of Training Programme 

Introduction 
In the third phase of this study expert panels were convened to provide external validation of the 

definition of usual care from phase A survey results and the proposed content for the brief CBT 

intervention CNS training programme.  Results from the expert panels were intended to enable 

integration of the three phases of this project to explore feasibility and to inform the design of a 

future pilot randomized trial.  Feedback was also incorporated within the workbook content to 

ensure an appropriate level and range of content and create an optimal document structure. 

Phase C of the study protocol also sought to identify and endorse a suitable patient recruitment 

screening instrument together with primary and secondary outcome measures for use in a future 

pilot RCT. Phase A survey findings confirmed that no formal screening or assessment instruments for 

female sexual difficulties are in routine clinical use within treatment centres where survey 

participants are employed. Hence, the identification of a suitable recruitment screening instrument 

and suitable primary and secondary outcome measures will need to take place as part of the set up 

phase of a future funded pilot study.  

Expert Professional Panels 
Two Expert Professional Panels were convened.  

The first was held in London at the Royal Marsden Hospital in July 2014. The second was held in 

Newcastle at Northumbria University City Campus in August 2014. The pattern of each session was 

as follows: 

 

Refreshments, Introductions 
 

Outline of study purpose  
 

 What would constitute useful development for Clinical Nurse Specialists in terms of working 
with this patient group? 

 

Overview of draft Workbooks and supporting materials (supplied in advance) 
 

Questions for group: 
 

 What are your overall impressions of the proposed training programme? 
 What looks useful / appropriate for the proposed trainee group? 
 What could we improve? 
 Specifically – consider content session by session 
 Are there any aspects of presentation [in the workbooks] that need attention? 
 Are there any additional resources which we might recommend? 
 Do you have any suggestions about (types of) people who might contribute to programme 

facilitation? 
 Can you foresee any issues with resourcing this programme? 
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Summaries and thanks 
 

 

Each session was digitally recorded with participants’ consent. London participants included two 

gynae-oncology clinical nurse specialists, a health psychologist / CBT therapist, a consultant 

gynaecological surgeon and a consultant clinical oncologist. Newcastle participants comprised three 

gynae-oncology clinical nurse specialists. Each session was facilitated by Philip Hodgson and Pauline 

Pearson.  As part of this process, each site was asked to consider its willingness to take part in a 

future pilot of the training materials.  Feedback from both groups was overwhelmingly positive and 

in each case participants confirmed their interest in any future pilot study. 

Feedback from the London panel 

The London panel were of the view that in terms of working with this group of women, clinical nurse 

specialists needed intervention(s) which were “doable” within normal work practices, not requiring 

specialist knowledge of psychology or a wide range of resources. They considered the numbers of 

women for whom this intervention might be appropriate, asking ‘are we looking at nearly every 

woman and their underlying problems, or are we picking out the women we know have problems?’ 

This diverse group included a health psychologist who received patient referrals from clinical nurse 

specialists, 80% of which represented high levels of patient “worry” / anxiety and all panel members 

had access to an expert in sex therapy within the Trust. 

The clinical nurse specialists broadly validated the picture of ‘usual care provision’ presented by the 

survey findings. 

Feedback from the London panel was positive overall, with key areas of development highlighted as 

follows: 

Timing of the sessions / supervision 

The feedback was very much that there should be a gap between each session to reduce the 

intensity involved and give extra time for reflection.  One session per week was greatly favoured 

over 3 blocks of 2-day sessions.  As this highlighted a number of different approaches could be used, 

depending on logistical and educational issues, the importance of flexibility was developed within 

the workbooks / training programme. 

Level of detail in trainee workbooks 

The trainee workbook currently only included space for people to write their own notes to act as a 

workbook, and the general consensus was that additional session information would strengthen the 

workbook as a reference source for learners.  It was suggested that perhaps using summaries of the 

slides as worksheets which could be slotted in to the trainee workbook after each session would be 

useful. As such, additional presentation slide sets would be provided as summary worksheets (see 

appendix four).  These would be made available at the end of each session to be added to the 

trainee workbook. 

Cultural groups / sexual orientation 

Although the case studies addressed different sexual orientations and cultures, we were asked to 

include some emphasis on this within the session content.  Additional information related to these 
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aspects was added to training day two session “Working with couples” on the subject of “Partners, 

Orientation and Culture.” 

The importance of worry 

Another suggestion was that while later programme sessions focused on fear and anxiety, it would 

also be useful to spend some time discussing worry – this would appear to be more common and 

can develop into overt fear / avoidance if not addressed by practitioners in a timely manner.   

This suggestion was added to the key learning themes identified in phase B, and an additional 

session on the subject was included in training day 3.   

Relapse prevention / management 

Similarly, the expert panel requested a session on relapse prevention, as this was seen as a key 

element of the CNS role and a critical aspect of the brief CBT support they would provide to women 

/ couples.  This intervention strategy was also added to the key learning themes identified in phase B, 

and an additional session on the subject was included in training day 5.   

 

Supporting work with women / couples over time 

The study team were asked to include some detail regarding the timeframe over which CNSs should 

expect to deliver a brief CBT-style intervention with women / couples, for example the total number 

of sessions.  Discussion within the study team revealed potential conflict between the usual amount 

of time CNSs would spend with women experiencing sexual concerns versus the optimal time to 

deliver brief CBT interventions.  Typically, “brief therapy” psychological interventions comprise up to 

5 x 50 minute sessions prior to discharge or onward referral. This feasibility issue must also take 

account of the inevitably diverse backgrounds and relationship circumstances of the women CNSs 

would be working with.  Guidance reflecting this advanced role boundary issue was included within 

the trainer workbook and will be formally evaluated during any future pilot study. 

Resources required 

Self-directed reading and CBT exercises for both trainees and the women with whom CNSs would be 

working had not been completed at this stage, although some professional reading was incorporated 

within the trainee workbook prior to the second expert panel. The study team were also asked to 

consider including learning / self-management resources for the CNSs to give to women / couples 

accessing the brief CBT intervention.  Additional resources were added with further optimisation of 

resources to be identified through subsequent programme delivery. 

 

Time and Organisational Resources 

Participants also raised the time and organisational resources required to both attend the training 

and access ongoing supervision in the future.  Although they were generally positive about their 

willingness and availability to access the training in the first instance, it was suggested that group 

and / or remote supervision for CNSs would be most viable in terms of time and cost. 

Supervision 

The expert panel recommended supervision provided by someone with a CBT background, via 

groups or remotely, would be of the most benefit, as the development of CBT skills was the aspect of 
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training / practice development of which CNSs were least sure.  This was outlined in the supervisor 

guidance included in the appendices of the trainer workbook. 

 

Feedback from the Newcastle panel 

An updated version of the training materials, incorporating the feedback from the first expert panel, 

was discussed in the same format in the second event.  This panel felt that CNSs needed to have a 

good understanding of the treatment the women had experienced incorporating both the 

psychosocial and physical impacts on sexuality. They noted that clinical nurse specialists might not 

have experience of caring for women who have received all treatment modalities, so the training 

programme also represents an opportunity for peer learning. Understanding the woman’s sexual 

history to date would be important. Some CNSs were involved in redesigning follow-up pathways 

and electronic holistic assessment and suggested that most of the women they saw in this context 

were not necessarily ready to discuss sexual concerns. However, practitioners stated they used the 

PLISSIT intervention model to remain responsive to women’s different levels of readiness and clinical 

need.  

In broad terms this expert panel also validated the picture of ‘usual care provision’ presented by the 

survey results. Participants also endorsed the training materials, but suggested the following areas 

for development in the final programme: 

Identifying complexity / knowing your limitations 

In an extension of the discussion with panel 1, which covered the need for information on the 

boundaries of the CNSs’ role in this aspect of practice, the study team were asked to include some 

information that would help trainees to identify complex cases requiring onward referral.  This 

information, which was already included in workbook content, was given higher prominence in the 

trainee workbook guidance. 

Accommodating reluctant / absent partners 

In relation to the additional information suggested for working with partners, in panel 2 the study 

team were asked to include some information on how to manage circumstances where a partner 

does not want to be involved in the counselling process.  Additional information on this subject was 

added to the training day two session: “Working with couples”.  

Desire and arousal in men 

Alongside the materials included on female desire and arousal, the team were asked to include a 

brief section on how desire and arousal in men can be impacted upon by gynaecological cancer, and 

how this can in turn lead to sexual adjustment difficulties for the couple / woman. Additional 

information on this subject was added to training day two session: “Working with couples”. 

Integrating biomedical and psychological management strategies 
In addition to the information already provided in the trainee workbooks the study team were asked 

to identify appropriate biomedical and pharmacological management strategies likely to be 

beneficial for specific sexual difficulties / concerns. While this information would normally be 

considered an element of “usual care”, integrated management approaches will be highlighted in all 

of the relevant programme content and workbooks. 
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The importance of intimacy and closeness for couples 
The Newcastle expert panel felt that the contribution of emotional and sexual intimacy to sexual 

recovery should be re-emphasised. Additional information on this subject was included on the 

training day two session: “Sensate Focus”. 

Expert Patient Review 
It was considered essential that the outline training programme for CNSs was also reviewed by 

expert patient representatives to ensure that the key sexual concerns and difficulties encountered 

by women after gynaecological cancer treatment, together with their clinical assessment and initial 

management, were adequately represented in the content of the proposed training programme. 

Following initial phone contact with representatives from three UK gynaecological cancer patient 

charities, consultations were subsequently undertaken by email using a structured feedback 

document adapted from the health professional expert panel group interview schedule (see above). 

Of the three organisations approached, two responded within the requested time (Jo’s Cervical 

Cancer Trust and Ovacome). 

Responses to questions from expert patient reviewers varied according to the patient diagnostic 

groups represented by each organisation and were as follows: 

Does the training programme reflect the most common sexual concerns / difficulties that 

affect women who have had treatment for gynaecological cancer? 

Responses indicated that all major concerns were covered by the training materials, although some 

additional topics were also proposed: body image (particularly stomas and scars regarding their 

negative impact on attitudes towards sex) and significance of vaginal bleeding post-

radiotherapy/brachytherapy that women often perceive to be a sign of disease recurrence.  While 

both of these topics are considered baseline knowledge that CNSs attending the training programme 

should already possess, the workbook content does address these issues indirectly within the 

session on sexual fear / avoidance. 

Does the training programme offer clinical nurse specialists the most useful knowledge to 

assist them in assessing / providing support for women experiencing treatment-induced 

sexual difficulties? 

Responses indicated that the proposed programme content addressed CNS knowledge development 

appropriately. 

Are there any other areas of knowledge or skill that you feel would assist CNSs to meet the 

sexual recovery needs of this group of women that have not been included in this training 

programme outline? 

Three issues were identified by the patient reviewers: delivery of the brief CBT intervention in the 

context of time-constrained clinical situations, meeting the needs of lesbian and bi-sexual women 

and CNS knowledge of referral criteria / pathways.  As these issues had all been addressed as 

programme amendments arising from the health professional expert panels, they have already been 

included in the final training workbook versions. 
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Are there any specific patient resources / sources of help that you believe we should include 

in the training programme handbook for CNSs to direct women to utilise in relation to 

sexual recovery / rehabilitation? 

Jo’s Cervical Cancer Trust highlighted their Sex After Treatment online pages which were currently in 

development and which will be a valuable resource for CNSs undergoing this training.  Although 

these materials were not available at this stage, ongoing consultation with the charity will ensure 

this future resource will direct users to the webpages in the future.  This was added to the resources 

section of the trainee workbook. 

What are your overall impressions of the training programme? 

Feedback here was overwhelmingly positive.  Patient representatives were supportive of this 

proposed training initiative as they felt sexual concerns arising from gynaecological cancer and its 

treatment were rarely addressed in current practice and this often left women to deal with their 

concerns without support.  The fact that the proposed training overtly dealt with this issue was 

warmly welcomed. 

Any other points you would like to feed back to the research team? 

The following issues were highlighted as general feedback: 

 To ensure that this support is made available to all women in follow-up, rather than those 

who have recently completed treatment.  It is recognised that many psychosexual difficulties 

emerge after the stress of initial diagnosis and treatment have subsided. 

 To ensure the impact of sexual difficulties on the partner’s sexual desire / sexual adjustment 

is covered in the “Working with couples” session. 

 To ensure the fear of HPV re-infection is adequately addressed as this remains a pervasive 

concern for many women, particularly after cervical cancer treatment. 

 The need for improved patient information on HPV / risk of HPV re-infection at key points 

prior to and following treatment in the context of sexual adjustment and recovery.  

 

Through discussion with the study team, this last bullet point related to improved patient 

information about HPV re-infection was considered to lie beyond the remit of this specific training 

programme. However existing sources of information about this issue will be addressed with CNSs in 

the session addressing sexual fear / avoidance within the programme.
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Discussion  
This 3-phase study has developed a prototype brief mindfulness-based CBT training programme that 

aims to enable gynae-oncology CNSs to develop the knowledge and skills to assess and contribute to 

the management of commonly encountered treatment-induced sexual difficulties in women treated 

for gynaecological cancer. 

The phase A survey of National Forum of Gynaecological Oncology Nurses (NFGON) members is also 

the first UK study to explore specialist nurses’ views regarding their role in the assessment and 

management of the sexual consequences of gynaecological cancer treatment. As findings from 

phase A have highlighted, there are inconsistencies in perceptions about and delivery of specialist 

nursing practice regarding sexual recovery for this group of women. Hence the educational materials 

developed through this research begin to address the training priorities identified by study 

respondents, but are also designed to be flexible enough for future adaptation following subsequent 

pilot study testing and evaluation. 

 

The Picture of “Usual Care” 
Data analysis of phase A survey findings, together with subsequent discussion of the proposed 

training programme with gynae-oncology professionals and  expert patients, has led us to better 

understand what constitutes “usual care” in the delivery of psychosexual support for women treated 

for gynaecological cancer. However, there are a number of role performance elements that remain 

ill-defined or will require further development if a holistic biopsychosocial model of sexual recovery 

or rehabilitation is to be adopted.  While many apparent contradictions may have arisen from survey 

design issues that were not fully addressed through questionnaire piloting, realistically they may also 

illustrate the complexities inherent in the work undertaken between CNSs, women and their 

partners in practice.  Reliance upon self-report data regarding nurse specialist’s perceptions of 

practice inevitably generates subjective data about clinical role performance in this challenging facet 

of after care. However, there was consensus within the survey data and subsequent expert panels 

regarding the routine provision of biomedical interventions for physical treatment consequences 

affecting vaginal health and menopause management. Where psycho-educational role elements 

were required to address multi-faceted sexual concerns, or those arising from the couple 

relationship, respondents were more likely to define these psychosexual concerns as severe.  

 
Furthermore, as there is a very low level of systematic clinical assessment of sexual concerns / 

difficulties in gynae-oncology practice settings, and a paucity of specialist post-qualification training 

opportunities in this subject, CNSs may not have the opportunity in practice to identify the range 

and complexity of sexual and relationship impacts outlined within some of the survey items.   
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Nevertheless, expert panel feedback suggested that CNSs were aware of their knowledge and skill 

limitations and lack of confidence to address some clinical scenarios encountered in practice and had 

developed good referral pathways to address these.  Expert panel and patient reviewer 

endorsement of the training programme outline and associated training materials provided further 

evidence of the important potential contribution of this training to CNS professional development 

and gynae-oncology service quality. 

 

Developing Responsive Psychosexual Practice Through Focused Learning 
As highlighted in this report’s review of the literature, treatment-induced psychosexual concerns 

remain a challenging topic for health professionals, women and their partners to discuss.  Therefore, 

it is important not only for this training to address knowledge deficits in the aetiology and 

management of sexual consequences but also to develop the clinical assessment, communication 

and psychological support skills necessary to adapt to the more open discussion and increased 

patient, health professional and service expectations that this CNS development process creates.   

Hence these flexible training materials will support trainers to adapt the programme to reflect 

practice evolution at the individual practitioner level and enable participants to tailor their own 

learning experience to address local service and practice development priorities through programme 

content and associated clinical supervision. 

A recurrent theme throughout all three phases of this study was the CNS’s lack of confidence in 

responding appropriately to the psychosexual concerns of women and their partners.  This lack of 

confidence reflects the practice challenges arising from advanced practice roles and the nature of 

psychosexual work with individual women and couples. The complexity of many of these issues, 

which impact on the physical and psychological concerns of women and their partners, and 

therefore the relationship between the two, were clearly daunting to practitioners.   

These practitioner development needs are therefore reflected in both the structure and content of 

the training programme and materials produced.  Expert panel feedback has influenced the 

scheduling of training days to incorporate more time for participant reflection both during and 

between formal programme attendance. Furthermore, the practical use of case examples, role play 

and structured discussion are intended to encourage trainees to address professional role 

performance and confidence issues as they work through the training programme and engage with 

supervision in practice.  The use of CBT and mindfulness by trainees is also central to their 

development as “brief CBT first-aiders”.  The CBT and mindfulness techniques provided allow both 

CNSs and the women they are working with to develop their skills both together and individually, 

meaning that confidence should develop as each session progresses.  Similarly the use of 

mindfulness, both within formal programme content and through individual structured homework 

exercises offered to trainees, will help to facilitate this skills acquisition process. 
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Organisational Context for Programme Delivery and Learner Support 
The current NHS environment is a resource-limited and pressured environment for service users and 

healthcare practitioners alike. As identified in the phase A survey, and reiterated during expert panel 

discussion, current CNS workload is such that there are tensions inherent to incorporating role 

developments such as those proposed through this training initiative. 

The programme is designed to enable CNSs to act as CBT first-aiders, not psychosexual therapists, 

and will therefore have to be integrated with individual referral practices within particular settings.   

However, as the survey findings highlighted, many CNSs already engage in elements of sexual 

counselling within their daily roles, but without access to any specific training. While training and 

associated clinical supervision is a time investment for the individual and organisation it is important 

to recognise its potential contribution to both staff development and improved quality of care. 

Organisational pressures will also have to be considered within decisions regarding the programme 

scheduling and delivery.  Ideally, the six day training programme should be phased over a period of 

time to better allow for reflection and learner feedback.  However, where this is not feasible, the 

programme may have to be restructured without detriment to the overall programme aims and 

agreed learning outcomes.  Finally, the issue of clinical supervision integral to this training may prove 

challenging for both practitioner contact time and availability and funding of supervisors.  Feedback 

from phase C of this project suggested that remote (telephone / web-based), group supervision may 

be the best practical solution to this resource limitation as long as it is not at the expense of the level 

and quality of trainee support provided.  

 

The Brief CBT First Aider Role 
The training materials clearly state that this programme is not designed to develop CNSs as 

psychosexual therapists.  It is instead designed to enable them to both identify and address concerns 

which may progress if left unrecognised, and to initiate appropriate referral pathways for 

psychosexual issues of greater complexity or severity.  This programme should not create an 

expectation that CNSs will be able to deal with all sexual difficulties they encounter when supporting 

women who have undergone treatment for gynaecological cancer. 

Feedback from phase C of this project identified a number of uncertainties about the stage in the 

woman’s treatment pathway at which CNSs were expected to offer this intervention, the duration of 

said intervention and at what point onward referral to alternative services would be advisable. Some 

of these clinical concerns will be dependent on the circumstances surrounding individual women / 

couples together with the availability of local services / resources regarding referral opportunities.  

Furthermore, clinical supervision of the CNS trainees will enable them to develop the clinical 

judgement and confidence to determine the point at which their brief intervention should cease and 

whether or not onward referral is warranted. 
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A Prototype Training Programme in Brief CBT and Mindfulness Approaches 

to Psychosexual Practice within the field of Gynae-oncology 
The programme principles and associated training materials are modelled on the work of Moorey et 

al (2009) and Mannix et al (2006) that applied similar training approaches to CNSs working in other 

clinical fields where brief psychological interventions were deemed important for improved patient 

outcomes and support.   

In adapting this training programme for application in the field of psychosexual practice within 

gynae-oncology the project team identified key content for inclusion in this programme as follows:  

o Models of human sexual response 

o Sexual consequences of principle treatment modalities 

o Definition and characteristics of female sexual difficulties 

o Confidentiality / boundary management 

o Ethical considerations 

o Documentation of assessment / management outcomes 

o Knowledge of CBT and other psychological theories 

o Sexual fear / avoidance 

o Desire and arousal difficulties 

o Sexual pain  

o Orgasmic changes 

o Reduced sexual satisfaction 

 

While feedback received throughout phase C endorsed these as the main training content required, 

respondents also identified a limited number of additional topics which were considered important 

to include / increase emphasis within the training programme.  These topics were: 

o How to support women prone to disruptive levels of worry 

o Working with couples / different client personal backgrounds 

o Relapse management 

o Boundaries of the CNS role 

 

These topics have been added to the training materials and given emphasis as a result of expert 

panel feedback. 

 

The following training materials are direct study outputs that accompany this research report: 

 Trainer Workbook containing detail on the structure, content, logistics of the training 

programme 

 Trainee Workbook to be used by trainees in practice to create a personal learning resource 

for ongoing / future use 

 Training Presentations which provide individual training session details  

 Summary Worksheets (within Trainee Workbook) to support individual reflection and self-

directed learning between / following formal training sessions 
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Conclusions 
The training manuals developed through this project represent a prototype training programme for 

CNSs to work as brief CBT first aiders in the field of psychosexual practice within gynae-oncology.  As 

demonstrated through the background to this study and literature review, there is not only a gap in 

knowledge and skills for CNSs, but evidence to support the application of mindfulness-based CBT as 

a meaningful brief psychological intervention for women whose sexual rehabilitation needs are 

currently neglected.   

This prototype CNS training programme will need to be formally evaluated through future funded 

research that explores the acceptability, feasibility and efficacy of the programme from the 

perspective of gynae-oncology CNSs, gynaecological cancer centres and units and, most importantly, 

to women / couples experiencing the sexual consequences of gynaecological cancer and its 

treatment. Plans for a feasibility study and identification of further sources of funding are currently 

in development.   
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Appendices 

Appendix One: Phase A Questionnaire 

 
Sexual Difficulties after Gynaecological Cancer Treatment: 

Mapping Current UK Services 
 

 

We are working with Dimbleby Cancer Care and the National Forum of Gynaecological 

Oncology nurses (NFGON) to improve our understanding of current management and 

referral pathways related to women’s sexual recovery and well being after gynaecological 

cancer.   

Published research and clinical experience suggest that both women themselves and health 

care professionals continue to experience difficulty in discussing treatment-induced sexual 

concerns / difficulties. Furthermore, when women are identified as having sexual difficulties, 

there are no national guidelines or minimum standards regarding what constitutes 

acceptable provision of and access to appropriate treatment and support.   

This questionnaire has been developed to further our understanding of the clinical 

management pathways for women experiencing treatment-induced sexual difficulties across 

the UK.  The aim of this national survey is to: 

 provide health care professionals and women with information about the location and 
type of services available to support women with treatment-induced sexual difficulties 

 identify any gaps in NHS service provision with a view to mapping resources across 
voluntary and private sectors to collectively enhance knowledge of service access for 
this group of women     

 

This survey contains questions regarding local service provision for women who receive 

treatment in your cancer unit or centre.  We know there may be some gaps in knowledge 

regarding local service provision and referral criteria but we would be very grateful if you 

would complete all of the questions in this survey.  This booklet should take you about 15 

minutes to complete. 

All data collected will be treated as confidential and will only be used for this practice 

development research.  Thank you for taking time to complete the questionnaire.  We 

would be very grateful if, once completed, you would return the completed survey by 

email to: 

Gwen Marples    Email:gwen.marples@northumbria.ac.uk 

Senior Research Associate 

Room H009     Tel: 0191 215 6485 (direct line) 

Coach Lane Campus East 

Northumbria University 

Newcastle upon Tyne 

NE7 7XA 

If you wish to discuss any aspect of your involvement in this survey, please do not 

hesitate to contact Gwen Marples by phone or email. 

mailto:gwen.marples@northumbria.ac.uk
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You can also seek further information about this study from the co-investigators:  

Dr Karen Roberts     Dr Isabel White 

Consultant Nurse in Gynae-oncology Clinical Research Fellow in 

Psychosexual Practice 

Northern Gynaecological Oncology Centre  The Royal Marsden NHS Foundation 

Trust 

Queen Elizabeth Hospital    Fulham Road 

Sheriff Hill      London  SW3 6JJ 

Gateshead  NE9 6SX 

 (0191) 445 6140      020 7352 8171 

E-mail: karen.roberts@ghnt.nhs.uk   Email: isabel.white@rmh.nhs.uk

mailto:karen.roberts@ghnt.nhs.uk
mailto:isabelle.white@rmh.nhs.uk
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Information about you 

 

 
 
 

Survey completion date:  ……. // …. // ………. 

 

 

Please Tick ( ) the appropriate boxes   

 

Person completing this questionnaire: CNS  Sister  Staff Nurse 

Other  
 

If other, please state your job title:______________________________________ 

 

Academic qualifications held 

 

  Certificate   Post-Grad Certificate / Diploma 

  Diploma   MSc / MA  

  Degree   PhD 

 

Professional qualifications held 

 

  RN  RMN RM 

 

Other registration / please 

state:___________________________________________ 

 

Please indicate formal courses / training (NOT conferences or study days) you have 

completed  

since your initial qualification 

Please tick ( ) all that apply: 

 

 Gynaecology / Gynae Oncology Oncology 

 Surgery     Women’s Health 

 Stoma Care    Counselling 
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 CBT Training    Sexual Counselling 

 Other 

 Please state: 

_____________________________________________________ 
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Information about your service 

 

 

 

Do you work in one of the following? : 

Cancer Centre   Cancer Unit    Not known  Other  

 

 

Name of employing Trust: _____________________  Post Code: _____________ 

 

 Yes No 
1. Does your service undertake surgery? 

  

2. Does your service provide 
radiotherapy?   

3. Does your service provide 
chemotherapy?       

 
 <50 50-200 200-400 

400-
600+ 

Not 
known 

4. Approximately how many 
women per year with 
gynaecological cancerdoes 
your cancer centre / unit treat? 

     

 

 0 1 2 3 >3 Not known 
5. How many WTE Gynae-oncology 

CNS’s does your service employ ?       
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ASSESSMENT 

 

 

    Yes No 

6.  Do you routinely document a holistic nursing 
assessmentAFTER women complete cancer 
treatment? 

 

  

  <=6 weeks 3 months 6 months yearly 
7.How long after completion 

of cancertreatment is the 
assessment normally 
undertaken ? 

    

  Yes No Sometimes Don’t Know 

8. Do you routinely enquire 
about the relationship 
status of women in your 
service? 

    

  Yes No Sometimes Don’t Know 

9. Are sexual concerns 
discussed inroutine 
follow-up consultations 
with women? 

    

  Yes No Sometimes Don’t Know 

10. Are partners routinely 
involved in these 
discussions? 

 

    

 0 1-5 6-10 >10 

11.Approximately how many 
women with treatment 
induced sexual 
difficulties do you 
identify in an average 
month? 

    

 

 CNS Nurse Doctor Radiographer Other 
If YES to question 9, who is 
responsible for completing a 
sexual assessment with these 
women?      

     

If “other”, please state:__________________________________________________ 
 

 Yes No 
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12.Do you use any sexual assessment 
instrument/questionnaire?   

13.  If YES to question 12 please state the name of the assessment instrument/ 
questionnaire: 

 
___________________________________________________________________

_ 
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ROUTINE AFTER CARE 

 

 

 

14.  What are the routine aspects of after care you provide or co-ordinate for women in your service? 
 

 Yes No 

Management of menopausal symptoms 
  

Hormone Replacement Therapy (HRT) 
  

Vaginal dilator provision 
  

Structured support for dilator use concerns / difficulties 
  

Evaluation of dilator compliance 
  

Provision of vaginal lubricant and advice (e.g. Sylk, Yes) 
  

Provision of vaginal moisturisers and advice(e.g. Replens, Hyalofemme) 
   

Pelvic floor exercise information 
  

Discussion of fertility preservation / loss of fertility 
  

Information about contraceptive choices 
  

 

 

15. When you identify women with treatment induced sexual difficulties how do you assess their severity / 
impact? (please tick ( ) all that apply 

 Yes No 
Clinical judgment 

  

Formal assessment instrument (as in Q12) 
  

Distress thermometer  
  

Duration of the problem 
  

Woman / couple’s level of distress 
  

Medical colleague clinical opinion 
  

 
Other(s) please state:  _____________________________________________________ 
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INTERVENTIONS FOR FEMALE SEXUAL DIFFICULTIES 

 

 
 

We are interested in the types of treatment-induced sexual difficulties that you 
encounter in your cancer centre / unit and how you reach decisions about appropriate 

management / referral based on the woman’s level of difficulty or need. 
 
16. Please read the following descriptions carefully and indicate which of them you believe 

represents a mild, moderate or severe sexual difficulty: 
  
 Severity of Difficulty 

 Mild Moderate Severe 
Loss of desire  

   

Sexual pain associated with vaginal dryness  
   

Women who are distressed by urinary incontinence during 
intercourse 
 

   

Deep pelvic pain that lasts for hours after intercourse 
   

Fear of resuming sexual contact 10 months after treatment 
    

No sexual enjoyment 2 yrs after treatment despite regular 
intercourse 
 

   

Relationship strain / discord due to changes in sex life 
   

Concerns about inability to orgasm 6 months after surgery 
   

Avoidance of sexual activity since diagnosis 12 months  
previously 
 

   

Faecal incontinence during intercourse 12 months after 
radiotherapy    

  
Severity of Difficulty 

 Mild Moderate Severe 
A woman who believes her partner does not find her 
sexually attractive since treatment 
 

   

A woman who will not allow her partner to see her naked 
because she finds her scar awful 
 

   

Fear of sexual pain leading to avoidance of any physical 
contact with her partner 
 

   

A woman who will not have sex anymore as she can no 
longer have a child since her surgery 
 

   

Avoidance of intercourse due to fear that sex may bring the 
cancer back     
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Continued on next page         
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17. Please read each of the following descriptions of women’s sexual difficulties 
and indicate in the box provided the letter code that represents the appropriate 
intervention you would make in each case: 
 
Level of intervention  A I feel comfortable addressing this issue 

     B I would seek advice from a senior colleague 
     C I would refer on to a specialist service 
 

Loss of desire 
   

Sexual pain associated with vaginal dryness 
   

Women who are distressed by urinary incontinence during 
intercourse 
 

 

Deep pelvic pain that lasts for hours after intercourse 
  

Fear of resuming sexual contact 10 months after treatment 
   

No sexual enjoyment 2 yrs after treatment despite regular 
intercourse 
 

 

Relationship strain / discord due to changes in sex life 
  

Concerns about inability to orgasm 6 months after surgery 
  

Avoidance of sexual activity since diagnosis 12 months 
previously 
 

 

Faecal incontinence during intercourse 12 months after 
radiotherapy 
 

 

A woman who believes her partner does not find her sexually 
attractive since treatment 
 

 

A woman who will not allow her partner to see her naked 
because she finds her scar awful 
 

 

Fear of sexual pain leading to avoidance of any physical 
contact with her partner 
 

 

A woman who will not have sex anymore as she can no longer 
have a child since her surgery 
 

 

Avoidance of intercourse due to fear that sex may bring the 
cancer back  

 
 

 

Continued on next page 
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18.When you identify women who are experiencing sexual difficulties that you believe need 

specialist help, who do you refer them to? : (please tick ( ) all that apply) 

 

Local sexual therapist  
  

Local community psychology services 
  

Psycho- oncology services 
  

GP 
  

Voluntary Services (e.g. Relate) 
  

Private Psychological / Psychosexual Therapist 
  

Other 
  

Please specify service: 

  

  

  

  

 

 

19. Do you know what the average waiting 
times are for women to access 
psychosexual therapy servicesin your 
locality? 

 
If yes, is it: 

Yes 

 

No 

 

< 3 months 

 

3-6 months 

 

7-12 months 

 

>12 months 

 

 

20. Do you think there is sufficient service 
provision in your locality, for women who 
are experiencing sexual difficulties after 
gynaecological cancer?  

Yes 

 

No 

 

Not Known 
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TRAINING AND DEVELOPMENT 

 

 

 

21. Do you feel that your current level of knowledge and skills enables you to address 

women’s sexual difficulties that are: 

  Yes No 
a. Mild 

   

b. Moderate 
   

c. Severe 
   

 

 

22. With your current levels of knowledge and skills do you feel that that you are confident to 

work with: 

 

  Yes No 
a. The Individual woman? 

   

b. The Couple? 
   

c. Where the difficulty is mainly physical? 
   

d. Where the difficulty is mainly psychological / emotional?  
   

e. Where the difficulty relates mainly to the relationship? 
   

f. Where the difficulty is a combination of any of the 
above? 
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We are interested in finding out what topics are important to you in order to design a 

future training programme. 

 

 

 

 Yes No 
23. Do you believe you have any unmet training needs in relation to 

your role in supporting women with treatment induced sexual 
difficulties? 

  

 

If YES, please rank the top 5 topics / aspects of training listed below that would be most 

helpful to your development: 

          Rank (1 = Most 

important) 

a. Development of skills to work with couples 
  

b. Knowledge of the normal sexual response cycle 
  

c. Sexual history taking 
  

d. Ethical considerations in talking about sexual difficulties with patients and 
HCPs  
 

 

e. Confidentiality and managing boundaries in discussing sensitive topics 
  

f. Knowledge of sensate focus programmes 
  

g. Knowledge of CBT and other psychological theories in the management of 
sexual difficulties  
 

 

h. Principles of assessment & management of desire difficulties 
  

i. Principles of assessment & management of sexual pain difficulties 
  

j. Principles of assessment & management of sexual fear / avoidance 
  

k. Principles of assessment & management of reduced sexual satisfaction 
  

l. Other Topic(s): Please state and rank their importance for inclusion (1-
5):_______________________________________________________  

 

 

 Yes No 
24. Would your centre / unit be willing to participate in a future pilot 

study that will explore the feasibility of a brief CBT intervention 
delivered by clinical nurse specialists (CNS’s) for the treatment of 
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mild / moderate sexual difficulties experienced by women after 
gynaecological cancer treatment: 

 
 

 

Please check carefully that you have completed all of the questions in this booklet before 

returning it to Gwen Marples by email / post at: 

gwen.marples@northumbria.ac.uk 

 

Thank you once again for completing this survey. We appreciate your willingness to 

contribute to this important research that will improve our knowledge of the management of 

women’s sexual well-being after gynaecological cancer in the UK. If you are interested in 

receiving an executive summary of the survey results please email Gwen Marples at the 

above address.   

 

Please feel free to give any further comments on this survey: 

 

mailto:gwen.marples@northumbria.ac.uk
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Appendix Two: Trainer Workbook 
 

See attached file 
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Appendix Three: Trainee Workbook 
 

See attached file 
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Appendix Four: Trainee Worksheets 
 

See attached file 
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Appendix Five: Training Materials 
 

See attached file 

 

 


