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ABSTRACT

Purpose Theaim ofthe presentstudy was to assess patient satisfaction with pynk: Breast Cancer Program for Young
Women so as to determine how the program might be improved and to provide feedback to donors.

Methods All pynk patients who had consented to have their information entered in our database and who supplied
us with their e-mail address were invited to complete a 58-item online questionnaire consisting of multiple choice
and open-ended questions. Domains included demographics, provision of written and spoken information, support,
infertility risk, research awareness, attitudes toward discharge, and general feedback.

Results Of120 pynk patients approached, 61 (51%) participated. More than 90% were satisfied or very satisfied with
the timing, usefulness, and clarity of spoken and written information given, and 69% found the service and support
provided by the nurse navigator to be the most helpful component of the program. Of those who had received systemic
therapy, 93% recalled a health care provider initiating a discussion of the risk of treatment-related infertility, and
67% were referred to a fertility clinic. On the negative side, 11%-27% were unaware of various services provided by
PYNK, and 11% were unaware of PYNK’s ongoing research. One third of patients were unhappy or ambivalent about
the prospect of discharge from the program.

Conclusions Patient satisfaction with this novel program for young women with breast cancer is high. This study
highlights the critical role that the nurse navigator plays in patient support and dissemination of information. In
contrast to other reported surveys of young cancer patients, PYNK patients are routinely given the opportunity to
undergo fertility preservation.
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INTRODUCTION

Breast cancer is the most common cancer in women, and
it is the 2nd leading cause of cancer death in Canadian
women!. Approximately 7% of female breast cancer patients
are diagnosed at 40 years of age or younger?. The breast
cancer incidence in young women varies with ethnicity
and increases with lower socioeconomic status®. Although
88% of young breast cancer patients now survive more
than 5 years!, this particular age group suffers more than
older women both physiologically (from more-aggressive
local and systemic treatment, and premature ovarian
failure) and psychologically (from body image changes,

relationship distress, marital strain, childcare issues, and
alienation from healthy peers)*5. Moreover, survival is
lower in this population than in their older counterparts.

In 2001, in a study conducted by the Canadian Breast
Cancer Network and the Ontario Breast Cancer Commu-
nity Research Initiative called Nothing Fit Me®, Canadian
women who had been diagnosed with breast cancer before
the age of 40 reported that the care provided by their health
care professionals did not meet their complexneeds. Survey
responders emphasized that supports were inadequate
and that information specific to their age group about
topics such as the effects of adjuvant chemotherapy on
fertility and the methods of coping with both emotional
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and relationship distress was lacking. These women also
recommended the provision of peer support groups and a
nurse navigator to guide them through diagnosis, treat-
ment, and recovery.

In 2008, in response to the Nothing Fit Me findings,
a multidisciplinary committee from the Odette Cancer
Centre at Sunnybrook Health Sciences Centre (consisting
of representatives from medical, radiation, and surgical
oncology; nursing; psychology and social work; and young
breast cancer survivors) created pyNk: Breast Cancer Pro-
gram for Young Women.

The first program of its kind in Canada, pynKk seeks to
optimize care and support, to facilitate research, and to
educate health care professionals about the treatment and
unique needs of women diagnosed with breast cancer at
age 40 or younger. It employs a full-time nurse navigator
and provides formal support services and information
relevant to the unique issues faced by this population. The
program also encourages patients to participate inresearch
studies focusing on younger women with breast cancer, a
population greatly underrepresented in most breast can-
cer studies. Details of the services offered by pyNk were
described in detail in a previous issue of this journal?, but
are summarized here.

The nurse navigator is the linchpin of pyNk. She estab-
lishes the first line of contact with incoming patients and
serves as a primary contact for any questions or concerns
thatarise throughout the course of the patient’s diagnosis,
treatment, and follow-up. She is responsible for ensuring
that all appropriate consultations take place (including
fertility, genetics, and plastic surgery), and she helps the
patients navigate the complexities of the cancer care sys-
tem. The nurse navigator also provides informal support,
information, and advice to patients and their families.

Avariety of more formal support services are also pro-
vided by pynk. The Peer Support program pairs incoming
patients with patients who share similar demographics
and who have already completed active treatment. In-
coming PYNK patients also are encouraged to meet with a
social worker who provides emotional support and guid-
ance about financial issues. Additionally, a psychologist
and a psychiatrist are both available on site as needed.
The nurse navigator facilitates a monthly support group
called “In the pyNk,” and leads periodic workshops about
sexuality issues.

Each new patient coming to pyNK is supplied with an
information package that includes fertility preservation
information and a booklet that specifically addresses the
unique emotional and physical needs of young women
with breast cancer. Mothers with young children are given
age-appropriate books to help them discuss their cancer
diagnosis and treatment with their children. Information
about community resources for young women with breast
cancer, such as free babysitting services for financially
needy mothers, is also provided.

Because more patients have been entering pyNk and
the capacity of the nurse navigator has been pushed to its
maximum, it has become necessary to discharge, back to
the care of their family physician, at a minimum of 5 years
after their diagnosis, patients who have not experienced a
recurrence and who have no active cancer-related issues.

Inits 7 years of operation, pyNk has provided services
to more than 255 women in the Greater Toronto Area. In
2010, about 30 months after the program was launched,
the program underwent a formal independent review from
the perspective of the various health care providers who
treat breast cancer at our institution. The review consisted
of face-to-face interviews with a representative sample of
stakeholders from each discipline, plus the members of the
PYNK executive. Based on thatreview, anumber of changes
were made, including an increase in the availability of the
nurse navigator from part time to full time.

In 2013, 5 years after pyNk was launched, a decision
was made to formally review the program from the pa-
tient perspective to determine whether pyNK was serving
the needs of the patients and how the program might be
improved. Results of the survey would also be presented
in a formal program update to past donors and would be
used as part of a presentation to potential future donors.
Young women with breast cancer typically have multiple
demands on their time, which makes conducting telephone
interviews or focus groups with this population difficult.
A decision was therefore made to survey the PyNK patients
with a relatively brief online questionnaire.

PURPOSE

The aims of the study were to assess patient satisfaction
with pynk: Breast Cancer Program for Young Women so as
to determine how the program might be improved and to
provide feedback to donors.

METHODS

Questionnaire Development
The research study was approved by the Sunnybrook
Health Sciences Centre Research Ethics Board.

The multidisciplinary pyNk committee, consisting of
amedical oncologist, nurse navigator, psychologist, social
worker, research coordinator, breast cancer survivors,
and research students drafted a set of survey objectives
and question categories based on a literature review and
issues that had been discussed in the monthly committee
meetings since the inception of the program.

From September 2013 to January 2014, the PYNK com-
mittee reviewed successive drafts of the survey to eval-
uate its clarity, coverage of the issues, potential for bias,
and sensitivity of the language used. A pilot study was
not conducted. The committee also made every effort to
minimize the survey length. Modifications based on the
committee’s suggestions were implemented and a final
draftof the survey was produced. The final survey covered
8 domains: demographics, adequacy of support provided
by the program in general and by the nurse navigator in
particular, usefulness of the information given, frequency
of pre-treatment fertility discussions and consultations,
patient awareness of and participation in pyNk research
studies, attitudes toward “graduation” from the program,
and general comments and suggestions.

The 58 items in the final questionnaire consisted
of 43 multiple-choice questions, which include scaled
(Likert) questions and 15 open-ended questions that
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gave participants the option of providing more detailed
answers. All patients who did not receive chemothera-
py or hormone treatment were automatically excluded
from the fertility questions on the survey, because those
questions did not apply to them. It was estimated that
completion of the survey would take approximately 15
minutes. The survey was entered online using Survey-
Monkey (Palo Alto, CA, U.S.A)).

Patients and Study Design

Each pyNk patient is asked, at one of her initial appoint-
ments, for written consent to have her clinical information
uploaded to the pyNk database and to be approached for
research studies. Of the 178 pYNK patients in the database
at the time the present study was conducted, all 120 living
and eligible patients were invited by e-mail to complete the
online patient satisfaction survey. To be eligible, patients
had to have given permission to be contacted for research
studies (with a contact e-mail address) and had to have
been diagnosed at least 1 year earlier (so that adjuvant
chemotherapy and radiation treatment would have been
completed). The survey was presented with an introductory
letter indicating that the estimated time of completion
was 15 minutes, that responses were anonymous, and
that completion of the survey would demonstrate consent.
Respondents were provided with the option of receiving
a copy of the final survey results. The survey was open to
respondents from January 2014 to June 2014. Reminders
were sent by e-mail every month during that period to all
120 potential participants because, to ensure complete
anonymity, no system was created for tracking individuals
who had or had not completed the survey.

Data Analysis

Descriptive statistics were calculated for all variables of
interest. Continuous measures such as age were sum-
marized as means with standard deviation; categorical
measures were summarized using counts and percentages.
For comparisons of ordinal scores between groups (for
example native versus non-native English speakers), a
Wilcoxon rank-sum test was used. For comparison of two
binary or categorical variables, chi-square tests were used
(in the case of small numbers, Fisher exact tests were used
instead). Statistical significance was accepted at a p value
of less than 0.05. All analyses were carried out using the
SAS software application (version 9.3: SAS Institute, Cary,
NC, U.S.A)).

RESULTS

Of the 120 pyNK patients selected for participation in the
survey, 61 completed the questionnaire. Not all partici-
pants completed every question, because some questions
were inapplicable; other questions might have been acci-
dently missed or intentionally skipped.

Demographics

Table 1 summarizes participant characteristics. Average
age at diagnosis was 35.6 years (range: 21-40 years), and
average age at the time of survey completion was 37.7 years
(range: 23-44 years). Most patients (75%) spoke English as

TABLE I Participant demographics

Demographic category Total Responses
respondents  [n (%)]
(n)
First language 60
English 45 (75)
Other 15 (25)
Relationship status 60
Married or common law 40 (67)
In relationship or engaged 4(7)
Separated or divorced 7 (12)
Single or never married 9 (15)
Children 60
None 19 (32)
One 18 (30)
Two 21 (35)
Three 2(3)
Highest level of education 61
University or college undergraduate 34 (56)
Postgraduate degree 19 (31)
Trade, vocational diploma, or certification 2 (3)
High-school diploma 6 (10)
Place of diagnosis 60
Sunnybrook Hospital 21 (35)
Other 39 (65)
Location of surgery 60
Sunnybrook Hospital 35 (58)
Other 25 (42)
Chemotherapy 60
Yes 53 (88)
No 7(12)

a first language, and of those with another first language,
most indicated that they understood written and spoken
English “very well.” No patient required help completing
the survey. When comparing the demographics of the
PYNK patients in the database as a whole to the respondent
cohort, the demographics were nearly identical, with no
significant differences in age, education, and ethnicity.

Written and Spoken Information

Figure 1 shows responses about the information supplied
by pynk. More than 90% of respondents were satisfied or
very satisfied with the timing, usefulness, and clarity of the
written and verbal information received. Those questions
were rated on a scale of 1-10, with 10 being the most ideal
timing, the most beneficial or useful information, and the
highest clarity. The interest of the patients in receiving
written information in the format of a pamphlet or booklet
atone of their firstappointments scored 7.7 on average, and
interest in written information on the PYNk Web site, with
various resources and links, scored 7.8 on average.
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FIGURE 1 Evaluation of information.

Approximately half the patients (26 of 53) found the
verbal information received from their health care pro-
viders to be upsetting. Some of these patients mentioned
in their comments that it was disturbing to learn about
or to talk about their cancer, especially at a time of great
anxiety. However, others commented that they found the
information to be empowering.

No significant differences (p = 0.89 by Fisher exact
test) were found between patients for whom English was
and was not a first language with respect to responses to
questions about the timing, clarity, or usefulness of written
or spoken information. However, a trend was observed for
patients who did not speak English as a first language to
prefer written information in the form of a pamphlet and
for patients who spoke English as a first language to prefer
online resources.

Support

Tables 11 and 111 summarize responses about the use and
usefulness of the pyNk support services. Almost 90% of
participants found the pynk nurse to be helpful or very
helpful, and almost 70% found her to be the most useful
component of the program. Psychology and social work
were the optional services most frequently used by patients.
When provided with the opportunity to elaborate on their
answers, a few patients commented that they wanted to
attend the monthly “In the pyNK” support group, but that
the hospital was too far away to reach without a car. Some
mentioned that the nurse navigator had become like a
second mother to them during treatment and that they
loved the friends made through peer support. Additionally,
several patients commented that the social worker was
helpful in assisting with resources for financial aid.

Fertility

Table 1v summarizes responses to questions concerning
discussion of the possible detrimental effects of systemic
therapy on fertility and referral for a fertility preservation
consultation. Of patients eligible to respond, 93% recalled
anoncologyhealth care provider initiating, before treatment
started, a discussion about the possible detrimental effect
that systemic therapy might have on future fertility. We
observed no significant association between being

TABLE Il  Evaluation of support

PYNK support service Total Responses
respondents  [n (%)]
(n)
Nurse navigator 54
Very helpful 41 (76)
Helpful 7 (13)
Somewhat helpful 4(7)
Not helpful 2 (4)
Most helpful time of support? 61
Throughout the entire process 31(51)
After diagnosis but before treatment 12 (20)
During active treatment 12 (20)
After active treatment 6 (10)
Most helpful aspect of PYNK®? 60
PYNK nurse 42 (70)
Specialized care for young women 13 (22)
Group meetings 3(5)
The medical oncologist 2 (3)
2 Multiple responses allowed.
TABLE Il Awareness and use of specialized PYNK services
Service Total Responses [n (%)]
respondents
(n) Used Knew service  Did not
was available  know
but did not about
need it service
Peer support 47 15 (32) 27 (57) 5(11)
Psychologist 49 22 (45) 19 (39) 8 (16)
Psychiatrist 41 7 (17) 23 (56) 11 (27)
Social worker 47 20 (43) 23 (49) 4 (9)
“In the PYNK” 49 18 (37) 27 (55) 4 (8)

approached by the pyNk nurse, the medical oncologist, or
other medical professionals and the likelihood either of
receiving a fertility clinic referral or of attending a fertility
consultation after referral. Similarly, we observed no asso-
ciation between the perceived clarity of spoken information
and the likelihood of attending a fertility consultation
(p = 0.36). Women who were 35 years of age or older at
diagnosis were more likely than younger women to attend
afertility consultation (p=0.01). All 14 women who reported
havingreceived written materials about fertility preservation
reported that the materials were “useful “or “very useful.”

Research

When asked whether they were aware of any research be-
ing conducted by PYNK, 49% (30 of 61) reported that they
were aware of ongoing research, 34% (21 of 61) that they
were unsure, and 16% (10 of 61) that they were unaware of
any research being conducted by pynk. Of the 30 women
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TABLE IV Evaluation of fertility information and services

Variable Total  Responses
respondents [n (%)]
(n)

Treatment 56
Chemotherapy alone 20 (36)
Hormone treatment alone 5(9)
Both 30 (54)
Neither 1)

Discussion on fertility before treatment 55
Yes 51 (93)
Do not remember 3 (5)
No 12)

Health care provider 49

who initiated fertility discussion
Medical oncologist 23 (47)
PYNK nurse 15@31)
Both PYNK nurse and 3 (6)
medical oncologist
Surgeon 4 (8)
Other 4(8)

Offered referral to fertility clinic 55
Yes 37 (67)
No 18 (33)

Written materials on fertility preservation given 21
Yes 14 (67)
No 7 (33)

Patients attended 37

fertility consultation after referral
Yes 22 (59)
No 14 (38)
Not stated 103)

Reasons for declining consultation?

Did not want to delay treatment 9

Too expensive

Afraid treatment might make 5
the cancer more likely to come back

Afraid future pregnancy might make 4
the cancer more likely to come back

Not interested in having more children 3

2 Multiple responses allowed.

who were aware of research being conducted by pyNK, 26
(87%) reported that they had been involved in past PYNK
research, 3(10%) were unsure about their participation
in past PyNK research, and 1(3%) reported that they had
not been involved in past pynk research. Of the 26 women
who had participated in prior pYNk research, the number
of studies, questionnaires, etc., offered to the patient were
reported to be enough by 23 (88%)and too many by 3 (12%).
Several women commented that they were interested in

participating in more research studies that would help to
improve breast cancer outcomes in young women. Other
research areas mentioned by patients to be of interest to
them were nutrition and the effects of treatment on fertility.

Discharge from PYNK

All but 1 pyNk patient had a family doctor. When asked
about the prospect of “graduating” from pyNk, 19 of 54 re-
spondents (35%) reported that it made them happybecause
it would indicate that they were well and were expected to
stay well; 11 (20%) were neither happy nor unhappy about
the prospect; 19 (35%) were unhappy with the prospect
either because they were not confident that their family
doctor would be able to provide adequate follow-up care or
because they simply preferred to be followed at the cancer
centre; and 5 (9%) reported that graduation did not apply
to them because they had ongoing health issues such as
metastatic disease. When asked how far in advance of
“graduation” they would like to be notified, 29 of 53 respon-
dents (55%) chose 6 months beforehand, 12 (23%) chose 1
year beforehand, and 12 (23%) said that no advance notice
was necessary.

General Comments

When provided with the opportunity to elaborate on how
PYNK could improve, some women suggested employing
more nurse navigators. Others suggested opening pro-
grams like pyNK, with or without the monthly support
groups, across the country in various geographic areas.
A few women recommended building a network of young
breast cancer patients who could support each other either
in person or online.

DISCUSSION

The present studyis the first to explore pynk: Breast Cancer
Program for Young Women from the patient perspective,
and theresults show thatalarge proportion of the patients
are satisfied with the program. The 58-item questionnaire
provided thorough coverage of all major topics relevant to
pYNK. The 61 participants in the study were found to be a
representative sample of the eligible pynk population as a
whole: well-educated women, most with a university, col-
lege, or postgraduate degree, married orlivingina common
lawrelationship with children at the time of diagnosis. The
major limitation of the study is that approximately 13% of
the young women in PYNK declined to have their clinical
information entered into the pynk database and would not
have been eligible for the survey. Furthermore, compared
with patients who did not agree to give their e-mail address
to the pyNk nurse (and who were therefore not eligible for
the present study), those who did agree might have been
intrinsically more satisfied with the program.

A 2014 Canadian survey showed that, despite great
effort to improve the care provided to young women
diagnosed with breast cancer, many gaps still exist’. For
example, young patients require continual dialogue, teach-
ing, and emotional support from the beginning of their
diagnosis and throughout the rest of their breast cancer
journey, but those needs are not currently being met. To
mitigate the gaps, the study investigators suggested thata
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nurse navigator be assigned to patients immediately after
diagnosis to help map the cancer system and to provide
practical support. The nurse navigator would be able to
address concerns pertaining specifically to young breast
cancer patients, such as early menopause, infertility re-
sulting from chemotherapy, and psychological distress.

It is therefore not surprising that the most helpful as-
pectofprynk overall was reported to be the nurse navigator;
most patients appreciated having her involved right from
the time of diagnosis. Although the issue was not specif-
ically addressed in the survey, the abandonment in 2013
of the earlier system of assigning a primary nurse to each
cancer patienthasled pyNk patients to become increasingly
dependent on the PyNK nurse navigator. As the number of
women in the program grows, having a single full-time
nurse to satisfy the needs of all the patients will become
impossible, even if all appropriate patients are discharged
from the program after 5 years. More donor funding (upon
which pyNk relies entirely) would allow for an additional
nurse to be hired, which would undoubtedly result in even
better care and greater patient satisfaction.

In addition to providing adequate medical treatment,
cancer programs should provide sufficient and appropriate
information about the disease and available treatment
options®. Davies et al.? and Husson er al.' demonstrated
that patient satisfaction is greater when the information
provided matches the patient’s needs. Satisfaction with
information has been shown to be associated with bet-
ter illness perception and better health-related quality
of 1ife>10. The high rate of satisfaction that our patients
expressed about the information they received is gratify-
ing, because studies have shown that cancer patients are
generally not satisfied with the information provided by
health care professionals'!.

Many studies have shown that worry about future
fertility is very prevalent among young breast cancer pa-
tients'?, because most are treated with gonadotoxic chemo-
therapy, and manyare also treated with hormonal therapy,
which delays their childbearing, with a consequent age-
related decline in ovarian function'®. The American Society
of Clinical Oncology has recommended that health care
providers discuss the risk of treatment-related infertility
and fertility preservation options with young cancer pa-
tients as soon as possible after diagnosis'*. Unfortunately,
the literature suggests that such discussions often do not
occur, leading to great frustration and disappointment
once active treatment is complete!>16,

Animportant priority during the development of PyNk
was to ensure that the potential impact of treatment on
fertility was discussed with all patients. The survey indi-
cated that the latter goal has been successfully achieved,
with 93% of patients reporting that they were approached
to discuss the potential effects of their cancer treatment
on their fertility before chemotherapy or hormone ther-
apy was initiated. The survey also showed that, after that
discussion, an appropriate number of patients (based on
patient parity and age of the children) were referred to a
fertility clinic. The fact that women who were 35 years of age
or older were more likely than younger women to attend a
fertility consultation is not surprising, given that women in
the upper age range are more likely than younger women to

become infertile after systemic therapy. However, because
chemotherapy also reduces the fertility of younger women,
and can render them completely infertile, it is important
for health care professionals to ensure that younger women
who choose to decline fertility consultation are making
informed decisions. A significant number of women (25%)
chose to forego the consult because they did not wish to
delay their treatment. Rather than delay a routine discus-
sion of fertility issues until the medical oncology consult,
initiation of the discussion by either the nurse navigator
or a member of the surgical team would help to eliminate
that barrier to fertility preservation.

Several other findings from this study will be helpful
for the pyNk program. Thelack of awareness on the partofa
significant percentage of the patients about the availability
of various formal support services—including peer sup-
port, psychology, psychiatry, social work, and the monthly
“In the pYNK” group meetings—suggests that greater at-
tention has to be paid to informing patients about those
services. It is quite conceivable that the patients received
written or verbal information about them at some pointin
time, but that they were too anxious to pay attention to or
to retain the information. Provision of information about
those resources in more than one format (for example, as
both written and verbal information) or at several points
in time, or both, might be helpful.

The lack of awareness about PYNK’s research studies
on the part of approximately one third of the patients was
surprising, in that all pyNk patients are approached about
one or more research studies. As with the supportservices,
participationinresearch studies could be re-communicated
to young women with breast cancer who initially decline
(perhaps because they are initially too anxious); based
on responses to our survey, young breast cancer patients
as a group are very interested in participating in research
focused on their age group.

Increasing attention is being paid to designing re-
search studies thataddress gapsin the understanding of the
optimal management of young breast cancer patients. The
POSITIVE study by the International Breast Cancer Study
Group aimsto determine the safety ofinterruptingawoman’s
adjuvant hormone therapy after 18 or 30 months so that
she can have a baby. The multi-institutional pan-Canadian
RUBY study (Reducing the Burden of Breast Cancer in Young
Women, http://www.womensresearch.ca/ruby-study),
jointly funded by the Canadian Institutes of Health Re-
search and the Canadian Breast Cancer Foundation, will
create a prospective cohort of 1200 breast cancer patients,
diagnosed at age 40 or younger and recruited over a period
of 4 years, for whom extensive clinical data, stored blood,
and tumour tissue will be available for current and future
studies (pYNk will be a major recruiter to RUBY). Current
RUBY studies include the prevalence of mutations in genes
other than BRCA among young breast cancer patients;
effects oflifestyle factors on breast cancer recurrence; and
factors that predict treatment-related infertility. Moreover,
patient-reported outcomes, consisting of a broad range of
psychosocial questionnaires, will be collected at baseline
and at several follow-up intervals. Future research should
include determining how the beneficial aspects of pynk can
be adapted to smaller centres, in which a dedicated nurse
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navigator or aspecial program for young women with breast
cancer (or both) is not practical.

CONCLUSIONS

The multifaceted pynk: Breast Cancer Program for Young
Women initiative provides unique patient-centred care
to breast cancer patients in the greater Toronto area. In
the present study, we thoroughly evaluated patient sat-
isfaction with pynk and found it to be high. The results of
our study affirm the critical role of the nurse navigator in
the program. Our study also showed that, in contrast to
the literature showing low rates of health-care-initiated
discussion of fertility issues with young cancer patients,
PYNK has been able to make such discussions “routine.”

It is most encouraging that, since the inception of
PYNK, several other centres worldwide have established
specialized programs for young women with breast cancer.
With the continual growth and development of pynk and
programs like it, young breast cancer patients will be as-
sured of receiving state-of-the art cancer care with optimal
supports for themselves and for their families.
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