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Abstract 

 

Objective: Decline in fertility potential brought about by a cancer diagnosis or cancer 
treatment is one of the biggest impacts to cancer patients’ long term quality of life. As such, 
the current manuscript aimed to systematically review the literature on oncofertility support 
needs for cancer patients of a reproductive age (14-45 years of age).  

Methods: A systematic review of the literature was conducted in May 2016 through the 
searching of electronic databases Medline, EMBASE, PSYCH Info, Web of Science and 
SCOPUS, alongside the screening of relevant reference lists. An initial search identified 351 
potentially relevant studies. The papers were divided into two categories; papers on patient 
oncofertility support needs were reviewed for this systematic review and papers on clinician 
provision of oncofertility support were reviewed for a separate systematic review.  

Results: A total of 30 studies were included within the final review. Support needs were 
categorised as information, service, clinician-patient interactions, psychological and family. 
A number of studies indicated that cancer patients place great important on their oncofertility 
care and have unmet support needs. Patients were satisfied and felt supported when additional 
care was taken to ensure fertility information and service needs were met. 

Conclusions: Patients desire for clinicians to support their concerns through the provision of 
adequate information, access to oncofertility services, taking time to discuss oncofertility 
treatment and concerns, specialised psychological support and responsiveness to individual 
needs. 
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Background 

National and international guidelines for the treatment of adolescents and young adults with 

cancer outline the need to discuss infertility risks and fertility preservation options early in 

patient care.1-4 However, research identifies that over half of young adult cancer survivors are 

unsure of their fertility potential and do not recall their health care provider informing them 

of the risk for impaired fertility.5 Despite fertility preservation playing a valuable role in 

assisting young men and women to overcome complications of infertility as a result of cancer 

treatments6 fertility preservation rates remain low.7 With future pregnancy and parenthood 

representing normalcy, happiness and life fulfilment for cancer survivors8 there is a 

requirement to assure that oncofertility needs are met throughout the cancer journey.  

Recent reviews highlight the benefits of oncofertility interventions in improving quality of 

life and lowering dissatisfaction in survivorship.9,10 Simply undergoing fertility preservation 

improves the subjective experience of cancer treatments.11 The level of general psychological 

distress in survivorship is related to perceptions of reproductive issues rather than actual 

fertility status.9 Research also suggests that adolescent and young adult cancer patients want 

to be fully informed about cancer treatment’s effects on fertility alongside fertility 

preservation options;12,13 however, historically information needs have not been adequately 

addressed.14-16  

Although half of cancer survivors intend to discuss fertility concerns with their clinicians 

during follow up consultations, significantly fewer engage in these discussions.17 In addition, 

only half of young women who discuss their fertility concerns with their treating doctor 

report that their concerns were adequately addressed.18 Recent research indicates that unmet 

needs can persist despite general patient satisfaction with information or if fertility 

preservation procedures were offered.19 Therefore, in addition to being offered fertility 

preservation and fertility information throughout the cancer journey, the way in which these 

are undertaken may be important in predicting patient satisfaction and feelings of support. It 

is important to understand the patient experience specifically in receiving oncofertility care, 

to be able to improve on the provision of services and to ensure that future interventions can 

be accurately tailored to meet patients’ oncofertility support needs. 
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Cancer patients of reproductive age (14- 45years of age), which include adolescents and 

young adults, may not have had a family prior to cancer diagnosis and treatment. 

Consequently, this cohort may experience impacted fertility as a greater burden throughout 

the cancer journey and into survivorship.  For example, higher fertility-related concerns and 

poorer fertility quality of life are seen in cancer survivors of a younger age, and this is related 

to later distress.20 For young adult cancer patients, fertility concerns are related to higher 

psychological distress, and the experience of cancer influences later reproductive decisions.9 

It is therefore imperative that cancer patients of reproductive age are supported in their 

oncofertility care, in order to diminish later impacts to health and quality of life. A review of 

the current literature would determine the level of oncofertility support that is currently 

provided to cancer patients of reproductive age. The aim of the current manuscript is 

therefore to systematically review the literature on oncofertility support needs for cancer 

patients of reproductive age (14-45 years).  

Method 

Inclusion Criteria and Search 

The systematic review considered all studies where oncofertility care and patient support 

needs were reported from the patient perspective. To meet inclusion criteria cancer patients 

needed to be within reproductive age (age range reported within 14-45 years or a mean 

sample age <45 years). Support needs were described as occurring anytime within the cancer 

journey (pre, during or post cancer diagnosis or treatment). Descriptions of oncofertility 

interventions or appraisal of oncofertility services or care were also included where there was 

a patient-reported outcome. Studies needed to be in English, a peer reviewed publication and 

of sound quality, as assessed through a validated quality assessment tool.21 No publication 

date restrictions were imposed. Any study on the clinician provision of oncofertility support 

was considered in a separate systematic review to allow us to evaluate the evidence in both 

areas and enable clearer recommendations.22 

A literature search was performed in May 2016 through electronic databases Medline, 

EMBASE, PSYCH Info, Web of Science and SCOPUS, alongside the screening of reference 
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lists. Search terms were tailored to individual databases in order to map terms to database 

subject headings and take an inclusive approach (see Table 1). The search across electronic 

databases and reference lists identified 351 potentially relevant studies after the deletion of 

duplicates. All titles and abstracts were screened by a single reviewer. To ensure inter-rater 

reliability two reviewers assessed the full text of the remaining 85 studies to determine 

eligibility for inclusion with 100% consensus reached. A total of 30 studies remained eligible 

for further analysis (see Figure 1 for inclusion, exclusion flow chart).  

Quality Analysis and Extraction 

The quality of final studies was assessed using the Mixed Methods Appraisal Tool 

(MMAT).21 Scores on the MMAT vary from 25% (one criteria met) to 100% (all criteria 

met). Quality was assessed against criteria related to either qualitative or quantitative enquiry. 

All 30 final studies were of sound quality (75-100%) and were then analysed for data by two 

reviewers. Data was extracted from each paper for; characteristics of patients (age of sample, 

sample size, gender, cancer diagnosis, time since diagnosis); and descriptions and details of 

support needs.  

Results 

Study Characteristics 

Table 2 reflects the key features of each study. Of the total, 17 were quantitative, 12 were 

qualitative and one utilised mixed methods. Separate studies referring to the same sample of 

participants were combined on a single row within the data extraction table, unless sample 

sizes differed, in which case they were reported separately.5,23 Where inclusion criteria was 

met for a sub-group, only the sub-groups data has been analysed.24,25 Two studies included 

paediatric patients within their overall sample;26,27 however, the median or mean age was 

within the 14-45 year age range. The studies were published over an 11 year period, from to 

2005-2016 with the median publication year 2012. Three studies, utilising the same sample, 

were conducted globally. Remaining studies were conducted across a total of nine countries. 

The sample size range varied from six to 879 participants with large variance attributed to 

study design. 
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The majority of papers (19) reported on female patients’ experiences only, followed by a 

combination of male and female patients (8) or male patients only (3).  Across all studies the 

mean age at time of diagnosis ranged from 27.8 to 39.9 years and at the time of data 

collection from 23.1 to 46.3 years. Eight papers reported on breast cancer patients only, while 

other studies reported on a range of cancer diagnoses. One study reporting on the impact of 

hemotopoietic stem-cell transplantation included a small subsample of non-cancer patients 

within the analyses (n=3, 1.5% of the overall sample). Three studies did not report the 

specific cancer diagnoses of patients, reporting that the diagnosis varied28 or failed to report 

any information.29,30 Eight studies did not report the time between diagnosis and data 

collection. Of those that did report this information, data collection ranged from prior to 

treatment commencing or one month post-diagnosis, to 15 years post diagnosis. However, the 

majority of studies reported on patients who were <5 years post treatment, with only seven 

studies including time since diagnosis at >5 years post diagnosis.26,31-34  Five studies reported 

on a fertility patient intervention29,32,33,35,36 and the impact this had on patient’s experiences 

with oncofertility care or fertility knowledge. Support needs were extracted from studies 

under the following categories: information, fertility service, clinician-patient interactions, 

psychological support, or family and social supports; with category definitions guided by the 

data extracted.31,37 

Support Needs 

Information. 

Receiving information about fertility was regarded as important, as reported in four studies.38-

41 The majority of adolescent and young adult male and female patients (17-35 years) who 

are less than five years post-diagnosis ranked receiving more information as ‘very 

important’.38 Similarly, recently diagnosed female breast cancer patients regarded fertility 

information to be ‘extremely important’ (65%) or ‘very important’ (22%).40 Women who 

were younger, had plans for child bearing at diagnosis, had no children at diagnosis or single 

were more likely to rate fertility information as highly important.39,41  
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Dissatisfaction with the inadequate provision of fertility information was reported in seven 

studies published 2007-2015.24,25,27,30,32,39,42 A large mixed gender sample of adolescents and 

young adults (14-24 years) treated at a speciality cancer centre reported that the provision of 

fertility information was poor and not age appropriate.27 A study of adult female breast cancer 

patients also reported fertility and menopause literature did not cater to younger women in 

both its language use and images.24 Less than half (41-44%) of adult female breast cancer 

patients received information about fertility from their treating medical professional, and of 

those approximately 16-19% were dissatisfied.42 In another study, three young women (12-24 

years) reported receiving inadequate fertility information, that information was withheld, or 

that they were not informed by their clinician at all, and this was an issue they felt needed 

addressing.30 Female patients with treatment induced infertility reported that they were not 

informed of infertility risk before treatment and were dissatisfied with medical information 

provided during treatment by their treating physician; with lack of information associated 

with older age and non-hormone based treatment.25 In a sample of women aged 10-50 years 

at diagnosis, being younger, childless, wanting a child and having a lower quality of life 

predicted dissatisfaction with fertility information.39 Additionally, fertility knowledge deficits 

were reported to persist regardless of cancer treatment status (not started, receiving, or 

completed),32 indicating that women continued to feel uninformed into survivorship.  

Three studies indicated that newly diagnosed adult female patients seek out additional 

fertility information.36,37,40 The majority of female patients held preference for as much 

information as possible (74%), wished to know both the good and bad news (73%), and were 

‘moderately-very active’ in seeking out information.40 Most women searched the internet and 

sought information on other women’s experiences regarding a range of fertility-related topics, 

however reported concerns that information on the internet was unreliable.37 Although 61% 

accessed the internet for additional fertility information only 2% found all information 

needed.36 Women also reported a strong desire for fertility medical information on topics 

such as treatment risks, benefits, success rates and costs.37  

Patient unmet need for fertility information and support was identified in 10 studies published 

2008-2013.5,23,24,26,30,32,35,37,43,44 Adolescent cancer patients (13-20 years) reported very little 
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prior fertility knowledge26 and do not know where they could obtain this information in the 

future (12-24 years).30 Adult women 1-3 years post diagnosis reported having only ‘a little’ 

information on infertility treatment and resources,32,36 with only 11% believing they received 

sufficient information.36 Patients desired written information that reflected decent 

literature,37,43,44 was straight forward and non-conflicting, 24 and given at the time of 

diagnosis.37 The majority (65-68%) of male and female patients desired information about 

infertility and options for having children, with unmet information needs reflected in 42% of 

the sample.5,23 Younger age (18-29 years), being unmarried, non-white, female5 or having 

reoccurring cancer illness,23  was associated with having more unmet information needs.  

Four studies reported on the timing of information provision.26,31,41,43 Adolescent and young 

adult patients (13-20 years) strongly supported being informed with broad fertility 

information at the time of diagnosis, and being supplied with greater detail at a later point in 

time.26 Adolescent and adult men (15-41 years) felt overwhelmed by the amount of cancer 

information at the time of diagnosis and were unclear about the implication of their treatment 

on future fertility.31 Adult female patients also endorsed the need for information shortly after 

news of diagnosis, to allow time to absorb information.43 A second study with women 

highlighted the importance of receiving fertility information during cancer treatment 

decision-making and in follow-up, rather than at diagnosis, during, or end of treatment.41  

Ten recent studies (published 2012-2016) reported on satisfaction with information 

provision.29,30,33,35,36,40,45-48 Adolescent and young adult male patients (12-24 years) felt 

information was thorough, comprehensive and useful.30 Young adult female patients (18-26 

years at study) reported that the provision of information prior to treatment was really 

helpful, that they felt satisfied and reassured at being an informed patient.48 Recently 

diagnosed adult female breast cancer patients who received written materials rated it ‘useful 

to very useful’,47 and higher fertility knowledge was associated with lower levels of 

decisional conflict (uncertainty).40 Information materials were deemed crucial by young 

women making decisions on cancer treatment type (18-26 years)48 and fertility preservation 

(mean age 28.3 years).45 One study found that 53% of female adult patients provided with 
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information about fertility were satisfied; with greater satisfaction at four years post-

diagnosis associated with having had the opportunity to ask all desired questions at diagnosis 

and being satisfied with their medical follow-up.46 One intervention study reported that 70% 

of adult female patients were completely satisfied with the exhaustiveness and clarity of 

information received,35 while another intervention was found to have a significant increase in 

fertility knowledge six months post intervention.33,36 A third intervention had no impact on 

sperm banking knowledge but did significantly reduce men’s decisional conflict.29 

Fertility Service. 

Eight studies reported the importance of being given the opportunity to pursue fertility 

preservation, or need for fertility services.5,23,26,35,38,40,43,49 Young cancer patients (11-20 

years) perceived the offer of fertility preservation as a professional belief of a positive 

prognosis.26 Interestingly, young adult female patients (17-35 years) rated fertility 

preservation methods as more important than young males.38 Generally, fertility treatments 

were viewed positively by newly diagnosed adult female cancer patients.40 Fertility 

preservation was felt to be an important part of cancer therapy (54.2%), an ‘open window 

toward the future’ (58.3%) and an ‘option not to be wasted’ (70.8%).35 One in five adult 

women reported fertility preservation discussions were important at the time of diagnosis and 

treatment planning, while 70% of women had continued interest in discussing fertility 

preservation post treatment.49 Female adult patients reported the need to be able to access a 

fertility expert with specialised information and cancer training, for clinicians to acknowledge 

the importance of fertility, and additional appointments to those who need to discuss fertility 

at another time.43 A large mixed gender sample showed that 38- 40% indicated the need for 

fertility treatment, with unmet service needs reported by 62%.5,23  Unmet infertility 

treatment/service needs were associated with being unmarried, younger age (18-29 years) or 

having daily health interference.5 

Four studies reported on fertility preservation and service use for adult female patients 

published 2012-2016.37,47,49,50 The proportions of women referred or encouraged to speak 

with a fertility specialist or service ranged from 14%-67%.41,47,49 The preferred method for 
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receiving education was individual consultation.41 In the case where 67% of newly diagnosed 

female breast cancer patients were referred for fertility preservation, 59% attended a fertility 

consultation and women over 35 years were significantly more likely to attend. 47 Barriers for 

patients include lack of access to fertility treatment centres dues to geographical area, and 

limited access to fertility preservation technologies (e.g. only embryo freezing available).51  

Two studies reported on male fertility preservation sperm banking practices, published 2007 

and 2011.28,31 Male patients regarded access to sperm banking as important,28,31 however one 

study reported the facilities were ‘soulless’.28 Banking sperm provided a safety net and 

assurance of normal life post treatment for male patients (15-41 years), with appointments 

kept like other clinical appointments for cancer treatment.31 However, these men reported 

little understanding of treatment impacts to fertility, how sperm may be used in the future, or 

obligations to make decisions about ongoing sperm storage, management or disposal. 

Without the practical assistance of their treating clinicians in making fertility preservation 

appointments these men would not have banked sperm. Moreover, given the lack of 

understanding fertility monitoring was perceived as an intrusion into everyday life.  

Five studies reported on the use of fertility preservation counselling (2007-2015).27,28,30,34,45 

Young women (≤ 29 years) who wished to conceive in the future placed importance on 

fertility preservation counselling.45 For female patients in survivorship, uncertain prognosis 

(29.2%), risk of cancer recurrence (20.7%), parity (16.4%), age (12.1%) or unknown desire 

for future fertility (4.9%) may have limited the amount of fertility counselling that was 

received.34 Three studies reported mixed results utilising adolescent and young adult samples. 

In one study all young men were offered fertility preservation and referred for fertility 

preservation counselling; however, all young women were not.30 In a second study of mixed 

gender 34% received fertility preservation counselling; however, 36% were not told of the 

risks to fertility before treatment commenced.27  While in a third study, counselling was not 

offered to males, despite a strong desire for it to be available.28  

Clinician-Patient Interactions. 
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Four studies reported on rates of clinician-patient fertility discussions with adult female 

patients (2005-2016).39,41,47,49 In a 2005 study, 71% of breast cancer patients reported 

discussing fertility with a clinician, with 45% of these patients initiating the discussion 

themselves.41 However, in a more recent 2016 study almost all (93%) recently diagnosed 

breast cancer patients recalled their oncology clinician initiating a fertility discussion prior to 

treatment, with no association between the clarity of spoken information and likelihood of 

attending a fertility consultation.47 The majority (68%) of recently diagnosed patients in a 

third 2012 study also reported discussing fertility with a clinician, with approximately one 

third of the overall sample indicating a personal interest in discussing fertility and placing 

importance on fertility discussions.49 In addition, 38% of female patient survivors recalled 

discussing fertility with their clinician since diagnosis.39  

Four studies reported on the importance of the clinician-patient interaction in decision 

making.37,40,45,50 The majority of adult female breast cancer patients held a preference for 

making decisions after seriously considering the clinician’s opinion (40%), or having shared 

responsibility for decision making with the clinician (35%).40 Decisional support from 

medical staff was regarded as important in making decisions about fertility preservation 

counselling for adult female patients regardless of whether they proceeded with fertility 

preservation.45 When decisional support by medical staff was done well it reflected active 

listening; open, honest, non-judgemental communication; in an environment that promoted 

respect; empowered women to discuss personal thoughts and emotions; trustworthiness; 

alongside efforts to decrease stress or tension.37,50 Factors that impeded decisional debriefing 

included being insensitive, judgemental and holding a perceived hidden agenda.37 

Three studies reported on positive and supportive clinician-patient fertility interactions.26,35,37 

Young cancer patients (13-20 years) in survivorship recalled satisfaction with how they were 

informed of fertility risk when the discussion reflected professional sensitivity, friendliness, 

lack of embarrassment and clarity of information.26 These patients valued a clinicians’ 

professional willingness to offer advice and encouragement, and that the final decision 

regarding fertility treatment rested with the patient. Clinicians who were able to incorporate 

effective and efficient communication systems between multiple clinicians enhanced 

This article is protected by copyright. All rights reserved.



PATIENT ONCOFERTILITY SUPPORT NEEDS 
  

women’s ability to obtain and integrate information.37 One study reported on the outcome of 

a fertility preservation intervention. The majority of patients enrolled on the program rated 

both their doctors’ empathy and the collaboration between the fertility and oncology 

clinicians as ‘absolutely satisfying’.35  

However, six studies reported on poor clinician-patient fertility interactions and 

dissatisfaction with support provided (2007-2014).24,28,30,34,37,43 Young men (16-26 years) 

reported the desire to discuss fertility in greater details and when a doctor was uncomfortable 

discussing fertility this was awkward for one patient.28 Young female patients (12-24 years) 

reported a range of negative individual experiences.30 One woman felt rushed by her 

clinician, desired respect and reported information was conveyed in an insensitive manner, 

while a second was told preservation was not an option with no further explanation, resulting 

in later distress. Adult female patients expressed a desire to speak with a female clinician, 

reporting frustration and a perception that male clinicians could not understand female 

symptoms.24 Another study of recently diagnosed female patients reported that fertility 

preservation was not addressed or information was inadequate, that clinicians were lax in 

addressing fertility concerns, clinicians were unable or unwilling to provide advice specific to 

a patient’s situation, and an increased difficulty when two clinicians gave opposing views.37  

Female cancer survivors also perceived that they were told discrepant information from 

different clinicians and that their reproductive choices were denied by clinicians making 

fertility decisions on their behalf.43 These patients also desired to be informed about all 

fertility factors by clinicians so that they could make an informed choice to be treated as 

intelligent. Female cancer survivors also recalled that clinicians focused on the negative 

aspects of fertility preservation.34 In this sample, communication barriers included omission 

of information, nondisclosure of risks to reproductive health, or providing incorrect 

information on fertility preservation options.  

Psychological Support 

Seven studies described the importance and psychological impact of considering impacted 

fertility.24,25,35,38,39,50,51 Fertility and family planning were regarded as a significant issue for 
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women,24 with fertility preservation regarded as the most difficult decision women had ever 

made.50 Infertility was a major concern for both men and women, with more than 70% 

reporting fertility issues.51 Young adult female patients (17-35 years) rated risk of infertility 

as more important than males 38 and women with higher anxiety rated fertility information as 

more important.39 As such, female patients expressed the desire for  additional support in way 

of a specialised psychological service25 or a post treatment internet group.24 An intervention 

study found that 71% of patients who participated in a fertility preservation program 

considered the presence of a psychologist helpful and rated the collaboration between a 

psychologist and gynaecologist as ‘absolutely satisfying’ (70.9%).35 

Adolescent and young adult men and women (13-20 years) reported strong adverse reactions 

when clinicians, who initiated the fertility discussion, assumed that fertility would be of little 

consequence.26 Similarly, recently diagnosed women reported discomfort, sadness, 

embarrassment and frustration at clinicians’ dismissal of patients’ desire for information; 

dissatisfaction when fertility was not addressed directly; anger and annoyance when the 

clinician was impersonal; and feeling uncomfortable, sad and embarrassed when clinicians 

dismissed the importance of fertility.48 It was also a common experience for women to feel 

overwhelmed50 and to feel anger and sadness at the lack of control over dissemination of 

personal fertility information.48 Young men (16-26 years) reported feeling annoyed and 

devastated at not having the opportunity to bank sperm or be informed.28  

Coming to terms with the impact of cancer on fertility was described in three studies. Young 

patients (13-20 years) found it difficult to separate the lack of current desire for parenthood 

from potential to do so in the future.26 Overall, women reported that cancer robs them of the 

natural choice to have a biological child, while women who had children already at the time 

of diagnosis felt their fertility concerns were neglected by clinicians.43 Fears held by female 

patients included the health of frozen oocytes/ovarian tissue (37.5%), ability for a future 

pregnancy (37.5%), not surviving to use stored samples (12.5%) and fertility preservation 

increasing the risk of cancer (4.2%).35  
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Studies also described the psychological impact of impaired fertility after treatment. 

Treatment-induced infertility was associated with lower physical and mental quality of life, 

alongside increased negative consequences of treatment on sexual life.25 Loss of fertility 

posed uncertainty and often tremendous heartache and grief for female cancer patients.37 

Feelings of isolation were reported by women suffering early menopause relative to age 

matched peers.24 However, information about recovered fertility contributed toward feelings 

of restored masculinity for men in survivorship. There were perceived positive psychological 

benefits to having banked sperm - it was seen as a meaningful experience - and fears of 

disease reoccurrence influenced decisions to not dispose of sperm post-treatment.31 For male 

patients, sperm monitoring was attended with the hope of fertility reassurance, while non-

attendance of monitoring was a result of anxiety surrounding fertility potential.31 

Family and Social Support. 

Generally, support from family and others was important for making decisions about fertility 

preservation counselling for women with breast cancer.45 Patients often engaged with 

clinicians, parents and friends in fertility preservation decisional debriefing50 and believed 

that the consultation with a religious leader could aid in determining preferences, value 

formation and clarification.37 However, engaging with committed partners sometimes resulted 

in difficulties obtaining agreement about cryopreservation.50  

Support from one or two medical professionals alongside family support was the preference 

in an adolescent and young adult (13-20 years) mixed gender sample.26 Although one young 

male reported he was satisfied with his parents withholding fertility information until after 

treatment, to save him additional distress,30 overall there was strong support for professionals 

to talk directly with adolescent and young adult patients (12-24 years) rather than to or 

through parents.26,30 Disagreement between parents and patients around preservation 

preference  resulted in distress for all parties,26 and lead to pressure to conform to parental 

desire or occasionally for patients to opt for a parent to not be present during consultation to 

not influence the patient’s decision.37 Male patients (15-41 years) often reported 

embarrassment when forced to bank sperm, or discuss fertility with parents; however, they 
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regarded the presence of a parent or partner helpful in fertility monitoring consultations post 

cancer treatment.31 

Discussion 

The aim of the current manuscript was to systematically review the literature on oncofertility 

support needs for cancer patients of reproductive age. Given the potential for lowered quality 

of life and heightened psychological distress in cancer patients of reproductive age20 when 

fertility needs are not considered, it is important to determine whether patients are currently 

supported in the oncofertility care that they desire. Support needs were categorised into 

information, fertility service, clinician-patient interactions from a patient perspective, 

psychological support, or family and social support.  

Although some recent literature does indicate that fertility information provision may be 

improving, a number of studies indicate that currently patients need more support in their 

fertility information needs. Almost half of male and female patients of reproductive age 

report unmet infertility information needs, with younger age or female patient status 

associated with greater unmet needs.5,23 Inadequate information provision, age-inappropriate 

written materials  or dissatisfaction with information provided were common difficulties,37,39 

resulting in patients having to seek out additional information in an attempt to have their 

needs met.37,40 This analysis indicates that patients hold a preference for being informed of 

fertility in greatest detail post diagnosis and prior to treatment commencing;31,41,43 with this 

information integral in treatment decision making for both cancer treatment48 and fertility 

preservation.45 Given the success of fertility information interventions on patient satisfaction35 

or level of fertility knowledge,33,36 these deficits may be corrected if clinicians are able to 

implement a change in information provision practices.  

This review highlights the importance of the availability of oncofertility services, with 

fertility preservation regarded as both a welcome expression of a life after cancer26 and an 

important part of a patients’ cancer care.35 Guidelines reflect impairment of fertility due to 

oncological treatment should be mentioned at time of diagnosis and patients should be referred to a 

specialist as soon as possible.1,2 However, the proportion of women who are referred for fertility 
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preservation varies greatly from 14-67%,47,49 indicating a lack of consistency in 

implementing this best practice procedure. Although men appear to express lower support 

needs in accessing fertility preservation services,30 male patients describe having limited 

understanding of sperm management practices or ongoing fertility monitoring;31 indicating a 

need for clinicians to better describe the implications of fertility preservation to this cohort.  

There was also a greater need for the service of fertility preservation counselling, identified 

by both male and female patients, with a number of factors shown to limit this; such as 

younger age, current parenthood or unknown desire for a future pregnancy.34 Given fertility 

preservation can take up to three weeks in female patients, a delay in fertility preservation 

counselling may incur a delay in oncological treatment. As such, fertility preservation 

counselling should be performed as soon as possible after cancer diagnosis.  

Patient support needs are often unmet during clinician-patient interactions, with clinicians not 

fully considering patient’s fertility concerns or not able to provide a personalised 

approach.24,30,34,37 Given patients place great importance on discussing fertility with their 

clinician in order to aid in treatment decision making40,45 it is imperative that clinicians are 

able to meet patients’ needs within clinician-patient interactions. Limited research does report 

on positive interactions where clinicians are supportive, provide clear communication,26,37  

and additional time is taken to discuss fertility concerns. However, the majority of research 

indicates that patients are dissatisfied with the fertility discussions that they have with their 

treating clinicians. Considering the importance of timing around fertility preservation and 

cancer treatment, there is an onus on clinicians to initiate fertility discussions and better 

identify if patients wish to discuss fertility in greater detail, and to provide additional time to 

engage in such consultations.  

This review indicates that female patients perceive more barriers in accessing fertility 

preservation services and experience fewer positive fertility discussions with their 

clinicians.30 It is likely that this lower referral rate is due in part to the different clinical 

procedures required for fertility preservation in females; which can result in a delay to start 

cancer treatment,52-54 are more invasive, and pose greater ethical concerns and contra-
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indications,55 compared to some male preservation procedures.  However, some research does 

indicate that clinicians feel more comfortable in discussing fertility preservation with male 

patients56 and appropriate access to facilities may hinder female patient referral.53,57 Yet 

given that women are more likely to place importance on infertility compared to males,38 

female patients need to be adequately supported in addressing their fertility needs.  

Cancer patients of reproductive age experience strong emotional reactions when being 

informed of the risk for future infertility or when fertility concerns are not addressed 

adequately.26,28,37,48 One intervention study showed that the collaboration between a 

psychologist and other clinicians was a helpful approach,35 perhaps not surprising given the 

significant psychological impact that actual or threatened impaired fertility has for many 

patients.24,26,35,37,43 There is therefore a need to ensure that patients are supported emotionally 

by clinicians when providing oncofertility care. Psychological counselling is a required 

support25 that may assist in the provision of comprehensive care. A review of cancer patients’ 

fertility-related psychological distress is warranted, to better determine the scope and nature 

of this support need and tailor care accordingly.  

Lastly, results indicate that the involvement of family or additional persons can be useful in 

providing patient support, assisting in fertility decision making, or when attending fertility 

follow up consultations.31,37,45,50 However, for young patients there is a strong desire that 

clinicians address fertility with them directly and not through parents,26,30 whose occasional 

opposing views on oncofertility care can add additional stress.31,37 It is imperative that 

clinicians support young patients of reproductive age in discussing and making decisions 

regarding their oncofertility treatment, and for clinicians to be guided by patients in the way 

to include family members to provide additional support. Although not captured within this 

review, it is also likely that impaired fertility will impact on partner relationships, with 

patients fearing negative relational consequences.58,59 As such, additional support may need 

to be provided within a relational framework to both patients and their partners. 

Study Limitations 
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As the majority of literature to date either reports on newly diagnosed patients, or those in 

long-term survivorship (up to 15 years following treatment), this review is limited in its 

ability to accurately determine how the documented support needs compare to those in active 

treatment, or in recent survivorship. Regardless, this review has identified that the majority of 

patients place importance on the provision of oncofertility information, access to services, 

alongside clear and open communication with their clinicians regarding their future fertility. 

Given that fertility is equally important at the time of treatment planning and follow up41 and 

that psychological distress related to fertility presents at time of diagnosis48 and persists into 

survivorship,31 it is important to ensure that support is offered to all patients of reproductive 

age throughout the entire cancer journey.  

Clinical Implications 

Based on the findings of this review it is important for future research and clinical practice to 

consider the level of information that is supplied to patients, to consider the timing of when 

this information is delivered in relation to treatment planning and to be responsive to 

individual patients’ fertility concerns. Taking additional time to consult with patients about 

their fertility and options for care would ensure that patients are supported in making 

treatment decisions; alongside the provision of age appropriate written material that patients 

may keep with them to refer to throughout the treatment planning process.  

Access to fertility preservation services, a fertility specialist, fertility counselling or 

specialised psychological service at all points of the cancer journey would aid in increasing 

the support that patients’ receive and serve to lower the emotional burden of impaired 

fertility. It is equally important that treating oncology clinicians fully consider patients’ 

fertility needs within their patient encounters. Clinicians should aim to be qualified and open 

to discuss patient fertility concerns and be individually responsive to patient’s fertility 

requirements, in information provision, access to services and involvement with family.  

The results of this review will be utilised in the development of an international competency 

framework which will assist in providing a global guideline for treating clinicians in the 

provision of oncofertility care to cancer patients. As such, these results have the potential to 
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translate to clinical practice; by informing on the way in which services are currently 

provided to cancer patients of reproductive age and provide the opportunity for improvements 

in oncofertility support and care, via the provision of updated treatment guidelines.  

Funding Source: This work is supported by Kids Cancer Alliance (KCA), a CINSW 

Translational Cancer Research Centre (15/TRC/1-04). 
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Table 1: Search Terms Utilised across All Electronic Databases 

 

Cancer   Fertility  
 

  Health Service  Patient-Clinician Interactions 

Neoplasm*/ or  oncology / or 
cancer survivor/ or cancer 
survival/ or  childhood cancer 

 
 
AND 

Fertility/ or infertility, female/ 
or infertility, male/ or 
reproduction/ or reproductive 
health/ or reproductive 
physiological phenomena/ or 
reproductive techniques/ or 
fertility preservation/ or 
sexual reproduction 

 
 
AND 

Health service*/ or Health 
knowledge, attitudes, practice/ or 
health care utilization/ or attitude 
to health/ or health services 
research/ or health service needs/ 
or health care delivery 

 
 
AND 

Professional-patient relations/ or doctor 
patient relation/ or patient satisfaction/ or 
client satisfaction/ or patient care 
management/ or quality health care/ or 
health care quality, access and evaluation  
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Figure 1: Flowchart of inclusion/exclusion process 
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