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Abstract Purpose: The doctor–parent–adolescent triad is a unique communication challenge, particularly in
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the area of fertility preservation for adolescents with cancer. This paper provides a preliminary explo-

ration into the barriers experienced by physicians in discussing cancer related fertility issues with

patients aged 12–18.

Methods: This study used a subset of the data from qualitative interviews with pediatric oncologists.

Results: The majority of physicians agreed that fertility preservation conversations were awkward

because of limited options and resources for the technology as well as the existence of a fine line be-

tween establishing a sense of trust between doctor and patient, while not excluding parents.

Conclusions: Healthcare providers need training on how and when to broach fertility issues with pa-

tients, emphasizing open communication and early disclosure. � 2009 Society for Adolescent

Medicine. All rights reserved.
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For clinicians, discussing the fertility of an adolescent

with the added presence of a parent and a cancer diagnosis,

may prove challenging for all involved. Sex, religion, illness,

and death are difficult for any parent to discuss with an ado-

lescent, but even more so in the presence of the cancer diag-

nosis [1]. In the past, communication literature primarily

addressed the concerns of the doctor–parent dyad in cases

of serious child illness. Given the complex nature of the topic

of fertility preservation (FP) for the newly diagnosed adoles-

cent cancer patient, a new focus should be directed to the triad
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relationship which includes the physicians, parents and the

adolescent/young adult [2].

The most recently available data indicate that in the year

2000, approximately 21,400 individuals between the ages

of 15 and 29 were diagnosed with invasive cancer [3]. Given

that cancer in the adolescent and young adult (AYA) popula-

tion represents only about 2% of all invasive cancers in the

United States [3], this group is generally not the focus of clin-

ical care and research. However, this age group represents

a unique clinical challenge because medical decisions, such

as fertility, which will have life-long impact, are likely to

be made using decision making models designed for pediatric

patients (where parents are the decision makers).

Improvements in the survival statistics for this AYA pop-

ulation remain stagnant. More specifically, although younger

children and older adults with cancer have benefited from

a steady improvement in 5-year survival trends (over 1.5%

per year), AYA patients have had no change in survival rates

in the past 20 years [4].

The AYA patient 12–18 years of age may be receiving the

best care for his or her cancer diagnosis, despite being in
rights reserved.
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a pediatric setting that is uncomfortable or juvenile (e.g., an-

imal prints on the wall, cartoons on the television) [5]. This

exemplifies the many ways the AYA cancer patient may be

straddling the medical and psychosocial boundaries of child-

hood and adulthood.

The option of FP, or the banking and storing of sperm for

males and eggs or embryos for females, is a technology that

can afford the opportunity to become a biological parent in

the future, particularly for cancer patients who may experi-

ence sterility or reduced fertility because of cancer treatment.

Presently, discussions of FP are low in the adult oncology

population [6]. Although recent studies suggest these discus-

sions have greater priority among pediatric oncologists, less

is known about the unique communication challenge this is-

sue presents for young adults/adolescents who are not quite

pediatric patients but not yet legal adults [7]. This paper pro-

vides a preliminary exploration into the barriers experienced

by physicians regarding this topic, such as communication,

consenting rights, and lack of FP training.

Physician Communication

Physicians tend to be older and more similar in age to

a parent [8]. As a result, it may be easier for a physician to

initiate a conversation with another adult and ignore the ado-

lescent. The physician may initially talk with the adolescent

to obtain information for diagnosis, but divert attention to the

parent to discuss treatment [2,9]. Physicians tend to speak to

adolescents in a jocular manner, while addressing the parents

in a more professional manner [2], which may be because of

the compassionate nature of the physician, with intentions of

trying to ease the pain of an ill child [10]. Thus, the typical

communication pattern of the oncologist may be seriously

challenged when it comes to discussing this sensitive topic.

Parent Communication

The discussion of a patient’s fertility is also challenging

for many parents. FP discussions involve sensitive topics

such as the chance of long-term survival and even the neces-

sity of male patients using masturbation to collect a semen

sample [11]. In some cases, parents may prefer that sexuality

topics not be addressed [11]. Parents tend to be more focused

on treatment options and survival and discussions of fertility

often do not arise.

Barriers to Discussing FP with Adolescent Patients

In determining the barriers to communication in the doc-

tor–parent–adolescent relationship, each individual’s role

should be examined, although boundaries sometimes inter-

twine.

AYA Barriers

Both males and females may experience emotional as well

as physical barriers to using FP. Communication about sperm
storage may be difficult and embarrassing for the male teen.

In some cases, young men are unprepared for the physical

process of sperm banking and may need support from an in-

terdisciplinary team of experts [12]. Although it has been

suggested that females are more likely than males to have

considered future desire for children, the physical process

of FP is more complicated for women. The only established

method of FP for females is embryo cryopreservation, which

requires ovarian hyperstimulation and egg harvesting [13].

However, if females do not have a sperm donor or if they

are uneasy about using a sperm bank, then embryo cryopres-

ervation is not an option for them and they may have to con-

sider freezing their eggs, which is a relatively new procedure

and considered experimental [13].
Parent barriers

Parental communication barriers surrounding their teen-

ager’s cancer diagnosis include lack of knowledge about

emotional development and cognitive processes of the ado-

lescent/young adult, varying cultural values, and the reality

that the wishes of minors do not carry much weight [14].

An additional barrier to communication is the parent’s

lack of information, which can mean the clinician is educat-

ing both the parent and patient at the same time [15]. The

potential obstacle of needing to address the concerns of

both the parents and the patient (which may be at odds)

is an area in which many physicians lack the knowledge

and training needed to effectively communicate with both

parties.
Medical professionals’ barriers

Schover et al’s (2002) [16] study of oncologists regarding

their knowledge, attitudes, and practices related to patients’

sperm banking before cancer treatment reports that their

knowledge is not up to date and many do not provide suffi-

cient information on FP options during cancer treatment. Va-

daparampil et al’s (2008) [7] study of pediatric oncologists’

knowledge, attitudes, and behaviors related to FP found

that about half of the respondents reported they needed to

learn more about FP, especially options for females. In addi-

tion, King et al’s (2008) [17] study of oncology nurses’ per-

ceptions of barriers to the discussion of FP found that nurses

had a general awareness of established FP options, but few

were aware of resources.

Thus, existing literature shows that physicians tend to

have unique communication patterns with adolescents about

health in general. However, the added stress of a cancer diag-

nosis, combined with the emotional and educational issues

for the adolescent and their parents, may pose additional chal-

lenges when communicating about FP in the AYA popula-

tion. Pediatric oncologists play a key role in the care of

AYA cancer patients and their families, as they are typically

the principal provider, responsible for overseeing and coordi-

nating the care of these patients. They generally interact with
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patients prior to the initiation of any treatment, and as such,

are in an ideal position to discuss long-term quality-of-life

issues, such as FP, with patients and their families [18].

Available data, however, suggest that this discussion does

not happen on a regular basis. This lack of discussion about

FP may be partially because of the unique communication

patterns physicians have with adolescents, the added stress

of a cancer diagnosis, and/or the emotional and educational

issues faced by AYA patients and their parents. However,

no study to date has explored the unique communication is-

sues present in the situation of AYA cancer patients and

the discussion of FP.
Methods

This study used a subset of data from a larger study exam-

ining the knowledge, attitudes, and behaviors of pediatric on-

cologists [7]. We obtained approval to conduct this study by

an institutional review board, and the procedures followed

were in accordance with the ethical standards of the commit-

tee. Qualitative, semistructured, in-depth interviews with pe-

diatric hematologist/oncologists practicing in the state of

Florida were completed. Using multiple search strategies,

15 clinical centers in Florida treating pediatric cancer patients

with a total of 59 pediatric hematologist/oncologists were

identified.

The interview guide consisted of seven demographic and

practice-related questions, six primary interview questions,

and 14 possible probe questions. The interviewers reviewed

and fully explained the informed consent document with

each physician. All interviews were tape recorded and tran-

scribed. The transcripts were read through and the content an-

alyzed through intuitive analysis, whereby the research team

reviews all the data and culls out those aspects most relevant

to the research questions [19]. Through this analysis, key

themes related to the barriers experienced by physicians in

discussing cancer related fertility issues specifically with

teen patients were identified.

Twenty-four oncologists participated in the study, repre-

senting 41% of pediatric oncologists in the state of Florida.

The physician respondents worked across the state of Florida

and were all board certified in pediatrics and pediatric hema-

tology/oncology, except for four respondents who were

board eligible. Although we list our response rate as 41%,

our objective was not to attain a random sample, as in quan-

titative research, where power analysis is used to determine

the necessary sample size for a representative sample. For

this study and most qualitative research, to justify sample

size, we used theoretical saturation, in which each new partic-

ipant we recruited refined new theoretical constructs. Mid-

way in the data analysis we ascertained no new information

was emerging; thus, we perceived we had reached theoretical

saturation and made no further attempts to recruit additional

physicians with a second wave of communication [20].
Results

Primary healthcare system barriers to discussions of FP

Physicians were asked to respond to the primary system

barriers that impacted discussions with teens about FP. The

key themes and sample quotes are shown in Table 1. The

most commonly reported barriers were issues related to insur-

ance because FP is not covered and many families cannot af-

ford this additional expense.
Our policy is that we offer them the possibility of banking,
but since it is not paid for by insurance. it is expensive.
and a big hassle for them and they end up not doing it.
The next most frequently discussed system barrier related

to a combination of lack of resources and lack of training or

guidelines for having discussions.
We don’t have a clinic that offers cryopreservation for
these teen patients and we don’t have guidelines. we
don’t have training programs.’’
Physician perceptions of patient/family
desire for FP information

Physicians were asked if they perceived that patients (or

their families) wanted information about FP. About half of

the physicians said the cancer diagnosis is such a shock

that an issue like fertility is often put on the ‘‘back burner.’’
I think that part of what happens. is (parents).. don’t
give a damn about the rest of it. All they care about is if
their kid (going to live).
The other half believed parents and teens do want this in-

formation but they are either embarrassed to discuss it or have

no background on the topic and do not know how to begin

a discussion. The embarrassment issue requires frank discus-

sion about reproductive health, but there is sometimes an un-

derlying feeling that it is too much to ask for their teenager to

live and have children.
I’ve had teens who were very interested in (sperm bank-
ing) and they were devastated when they discovered
they did not have viable sperm. and one said it was
too much to ask to beat the cancer and maybe be a parent.
That broke my heart.

There is a certain degree of embarrassment (with par-
ents). It’s hard in that kind of emotional situation . . . I’ve
had parents say it’s a good idea, I want you to go talk to
my kid, and I don’t want to be in the room.
Awareness of FP resources

Physicians were asked if they knew of FP resources within

the healthcare system. About one-third were aware of sperm-

banking facilities. The remainder said their facility either had

none or they were unaware of resources for females, except

for the procedure of oophoroypexy (the practice of moving

the ovaries out of the field of radiation for females
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undergoing radiation treatment). A few said they distribute

a brochure (produced through a nationally based organiza-

tion, FertileHope), but this was not always relevant at the lo-

cal level and needed improvement.
Patient characteristics that pose barriers to FP discussions

Respondents commented on their comfort level discus-

sing FP. Although most were comfortable in a general sense

and likened the conversation to ‘‘giving bad news,’’ many ex-

perienced barriers related to a patient’s specific diagnosis or

socioeconomic situation. Patient barriers ranged from per-

ceived cultural or religious differences, to knowing the fam-

ily could not afford FP.
Some families have different beliefs or religions and we
don’t find out what the kid wants because the parents
don’t continue the discussion.

Kids with cancer are very different than adults with
cancer. They can seem in bad shape 1 minute and recover
very quickly, or they can go downhill very fast. It doesn’t
make sense to add insult to injury by discussing this with
a family and kid who doesn’t have a good shot at living.
Challenges related to discussions with AYA

Some physicians said the teen patient presents a unique

challenge. For teens who have reached puberty, all physi-

cians but one said this was an important issue to address.

Some broached the conversation in a strict sense of the steril-

ity that may be caused by treatment and felt more comfortable

using this tactic. Others felt it was important to discuss what

treatment meant in terms of fertility. Most agreed these con-

versations were awkward because resources were usually

limited and there was a fine line between establishing a sense

of trust with the patient, while not excluding parents.
It’s important that you (the physician) not be embarrassed
about it, but these days with regulations, you have to be
very careful in terms of what you discuss with the patient
of his sexual lifestyle and the risk for sexually transmitted
diseases. He may already be sexually active but you can’t
bring any of that stuff into the discussion with the parents.

It’s a liability issue if you don’t discuss it (FP) but some
parents don’t want to deal with it. They don’t want to
think about their kid masturbating.
Some physicians mentioned having patients who became

pregnant during their treatment, representing the greatest eth-

ical challenge experienced. Most mentioned the need to

counsel patients that although they may be infertile after

treatment, they should not consider the treatment as birth con-

trol.
We’ve had a couple of teenagers who have been on che-
motherapy and gotten pregnant. And that actually turns
out to be a rather more emotional of an issue than this.
Well, it’s very hard to stay on intensive chemotherapy
when you’re pregnant. You know, frequently if you’re
gonna delay for 9 months, you’ve got a dead patient
and so you either have to vastly modify the therapy or
recommend an abortion.
Discussion

This paper examined communication barriers regarding

discussing FP among pediatric oncologist physicians and ad-

olescents diagnosed with cancer. The primary challenges

noted by physicians focus on their perceptions that the finan-

cial costs of FP were too high for most families. Other con-

cerns centered on whether parents and patients thought FP

was a priority given the nature of the cancer diagnosis. Re-

lated to issues of priority were the perceptions that the con-

versations about fertility were related to issues of sexuality,

and this was a source of embarrassment for both the patient

and parent. Furthermore, physicians typically had low levels

of knowledge about resources to refer patients to for FP pro-

cedures or consultations.

A main barrier the physicians mentioned was the percep-

tion that the financial costs of FP were too high for most fam-

ilies. Schover et al’s (2002) [16] study of oncologists’

knowledge of sperm banking had similar results with 49% re-

porting concern FP would not be affordable to patients.

Sperm cryopreservation typically costs $1500, embryo cryo-

preservation is generally $8000, and neither are usually cov-

ered by insurance [13,21]. However, FertileHope, a national,

nonprofit organization dedicated to providing fertility infor-

mation to cancer patients, offers a Sharing Hope program

that provides FP discounts to cancer patients [22,23]. Patient

surveys also conducted by Schover [24,25] found that pa-

tients typically do not cite cost as a reason patients do not

sperm bank, which indicates that physicians incorrectly per-

ceive this issue as a barrier.

Although the pediatric oncologists balance a precarious

role between treating the young adult patient and involving

parents, physicians must use caution to guard against pater-

nalistic behaviors that negate the roles of parents and

AYAs as active participants in the process of treatment and

planning for survivorship [14]. Most physicians in the study

were either unsure of or assumed that FP information was not

desired by parents or patients. Improving patient–physician

communication may help AYAs and their families to better

understand, prepare for, and cope with their illness and its

treatment. The development of communication tools to as-

sess patient and parent knowledge of FP issues and to guide

them toward thinking about the topic, may be useful in pedi-

atric oncology practices.

Results also indicate that adolescents pose a unique chal-

lenge in terms of the FP discussion, causing embarrassment

for the patient or parents. Although most adolescents may

want their parents present during a cancer diagnosis [26],

the presence of a parent may cause embarrassment when talk-

ing about issues of sexuality and fertility. The adolescent can-

cer patient is often the least empowered person in the

physician–patient–parent triad. Although some adolescents



Table 1

Key themes and sample quotes

Key themes Sample quotes

System barriers that may impact discussions of FP

‘‘Our policy is that we offer them the possibility of banking, but

since it is not paid for by insurance . . . it is expensive . . . and a big

hassle for them and they end up not doing it.’’

‘‘We don’t have a clinic that offers cryopreservation for these teen

patients and we don’t have guidelines . . . we don’t have training

programs.’’

Perception of parent/patient desire for FP information
‘‘I think that part of what happens . . . is (parents) . . . don’t give

a damn about the rest of it. All they care about is if their kid (going

to live).’’

‘‘I’ve had teens who were very interested in (sperm banking) and

they were devastated when they discovered they did not have viable

sperm . . . and one said it was too much to ask to beat the cancer and

maybe be a parent. That broke my heart.’’

‘‘There is a certain degree of embarrassment (with parents). It’s

hard in that kind of emotional situation . . . I’ve had parents say it’s

a good idea, I want you to go talk to my kid, and I don’t want to be

in the room.’’

Patient characteristics that may impact FP discussions.
‘‘Some families have different beliefs or religions and we don’t find

out what the kid wants because the parents don’t continue the

discussion.’’

‘‘Kids with cancer are very different than adults with cancer. They

can seem in bad shape 1 minute and recover very quickly, or they

can go downhill very fast. It doesn’t make sense to add insult to

injury by discussing this with a family and kid who doesn’t have

a good shot at living.’’

Issues unique to adolescent patients
‘‘It’s important that you (the physician) not be embarrassed about it,

but these days with regulations, you have to be very careful in terms

of what you discuss with the patient of his sexual lifestyle and the

risk for sexually transmitted diseases. He may already be sexually

active but you can’t bring any of that stuff into the discussion with

the parents.’’

‘‘It’s a liability issue if you don’t discuss it (FP) but some parents

don’t want to deal with it. They don’t want to think about their kid

masturbating.’’

‘‘We’ve had a couple of teenagers who have been on chemotherapy

and gotten pregnant. And that actually turns out to be a rather more

emotional of an issue than this. Well, it’s very hard to stay on in-

tensive chemotherapy when you’re pregnant. You know, fre-

quently if you’re gonna delay for 9 months, you’ve got a dead

patient and so you either have to vastly modify the therapy or

recommend an abortion.’’

FP ¼ fertility preservation.
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may be developmentally mature enough to verbalize their de-

sire for children in the future, some may not. It is not uncom-

mon for a 12-year-old boy, who may be sexually mature

enough to produce sperm, to regard being a parent as
‘‘gross.’’ However, in 5 to 10 years that same boy may feel

differently and regret his decision not to bank sperm. Physi-

cians may misinterpret a patient’s embarrassment of the topic

with actual embarrassment of discussing the topic in front of
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a parent. Physicians should consider having FP conversations

separately with parents and then the patient. Involving the pa-

tient in the decision-making process can give a sense of con-

trol [27].

Finally, the data indicate that physicians perceive there is

an equal need to discuss general reproductive health issues

along with FP for some adolescent patients, particularly

young women. However, before strategies and interventions

are developed to address these issues, more research is

needed to determine the adolescent–patient point of view,

particularly with regard to embarrassment, reproductive

health, and whom should be present during discussions of

a sensitive nature. It is also possible that this communication

role may be better suited for a nurse or social worker who

may often have more training in discussing sensitive topics.

Other studies conducted by this research team indicate that

allied health professionals see discussion of FP as their role

and are willing to have extended conversations once the phy-

sician initially mentions it. [6,7,17,28–31].
Limitations

The results of this study should be interpreted carefully

because of certain limitations. Because this is a qualitative

study, the results can not be generalized to other pediatric he-

matology/oncology physicians or other populations. Also,

the interviews were conducted with physicians practicing

within the state of Florida. Consequently, our results may

not be applicable to other states. The length of the interview

may have limited the amount of in-depth discussion on any

one topic. The physicians who responded to a request for

an interview may have been more interested in the topic

and more likely to engage in discussions about and/or en-

courage FP. Furthermore, although strategies and interven-

tions have been suggested based on these data, we caution

that more research is needed from the adolescent and parent

perspective before such strategies are implemented.
Conclusions

To facilitate effective communication with adolescent pa-

tients, providers should (1) acknowledge patients’ feelings,

attitudes, and norms; (2) assist patients with development

of skills they may need to achieve personal goals; (3) provide

up-to-date sexual health information; and (4) be aware and

respectful of their patients’ sexual values and lifestyle [32].

One article recommends holding a separate session with the

adolescent so that the parent does not intrude on the develop-

ing relationship between doctor–patient [33]. One researcher

concluded physicians need to regulate a patient’s access to

information and help parents overcome their urge to protect

by withholding information [34].

Healthcare personnel should be informed about the psy-

chosocial problems and needs of the AYA patient [35]. Phy-

sicians need sensitivity training to help adolescents

communicate their needs. They must take into account all
factors of communication, such as a patient’s medical condi-

tion, mental and emotional development, perceived needs

and concerns, their readiness and ability to communicate,

and with whom they prefer to discuss concerns [36]. Ulti-

mately, the responsibility for conveying information about

fertility and childbearing in relation to the cancer diagnosis

and treatment lies in the hands of the medical professionals.

However, all physicians in this study reported they did not

have adequate referral information about FP. This is consis-

tent with the few studies conducted with physician popula-

tions indicating the majority have little to no knowledge of

specialists to refer patients to and no formal training in the

discussion [6–8,17,28,30,37]. Quinn et al’s (2007) [29] study

of oncologists’ knowledge related to the discussion of FP

found that knowledge was a key factor in determining

whether and how physicians discussed FP.

To effectively improve the quality of life in AYAs as it re-

lates to FP, new methods of communication between all

parties must be examined and utilized. Healthcare providers

need training on how and when to broach fertility issues with

patients, emphasizing open communication and early disclo-

sure. Depending on the age of the patients, parents must al-

low AYAs to assist in the decision making process. AYAs

must be able to advocate for their future fertility in the midst

of a cancer diagnosis.
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