
Vol 61:  june • juin 2015 | Canadian Family Physician • Le Médecin de famille canadien  e277

Research

Survivorship care in breast cancer
Perceptions of patients and primary care physicians

Sally L. Smith MD FRCP  Sonja Murchison MD  Savitri Singh-Carlson RN PhD APHN   
Cheryl Alexander  Elaine S. Wai MSc MD FRCPC

Web exclusive

Abstract
Objective To compare the perceptions of breast cancer survivors and primary care physicians (PCPs) about PCPs’ 
ability to deliver survivorship care in breast cancer.

Design Mailed survey.

Setting British Columbia.

Participants A total of 1065 breast cancer survivors who had completed treatment of nonmetastatic breast cancer 
within the previous year, and 587 PCPs who had patients with nonmetastatic breast cancer discharged to their care 
within the preceding 18 months.

Main outcome measures  Breast cancer survivors’ and PCPs’ 
confidence ratings of PCPs’ ability to deliver the following aspects 
of care: screening for recurrence; managing osteoporosis, 
lymphedema, endocrine therapy, menopausal symptoms, and 
anxiety about or fear of recurrence; and providing nutrition and 
exercise counseling, sex and body image counseling, and family 
counseling. Response options for each question included low, 
adequate, or good. Responses were summarized as frequencies 
and compared using χ2 tests.

Results  Response rates for breast cancer survivors and PCPs 
were 47% and 59%, respectively. Responses were statistically 
different in all categories (P < .05). Both groups were most 
confident in the ability of PCPs to screen for recurrence, but 
breast cancer survivors were 10 times as likely to indicate low 
confidence (10% of breast cancer survivors vs 1% of PCPs) in this 
aspect of care. More breast cancer survivors (23%) expressed 
low confidence in PCPs’ ability to provide counseling about 
fear of recurrence compared with PCPs (3%). Aspects of care 
in which both breast cancer survivors and PCPs were most 
likely to express low confidence included sex and body image 
counseling (35% of breast cancer survivors vs 26% of PCPs) and 
family counseling (33% of breast cancer survivors vs 24% of PCPs). 
Primary care physicians (24%) described low confidence in their 
ability to manage lymphedema.

Conclusion  Breast cancer survivors and PCPs are reasonably 
confident in a PCP-based model of survivorship care. Primary care 
physicians are confident in their ability to manage physical effects 
related to breast cancer, with the exception of lymphedema. Low 
confidence ratings among both groups in psychosocial aspects of 
care suggest an area for improvement.

EDITOR’S KEY POINTS
 • This study found that in British Columbia, 
where primary care physician (PCP) follow-up in 
the survivorship stage for breast cancer survivors 
is the most common model of care, most PCPs 
and breast cancer survivors are reasonably 
confident in PCPs’ ability to provide effective 
follow-up care. Breast cancer survivors and PCPs 
were least confident in PCPs’ ability to provide 
psychosocial care, such as counseling for family 
or sex and body image issues.

 • Confidence of PCPs and breast cancer 
survivors in PCPs’ ability to provide psychosocial 
care might be improved with better physician 
education on breast cancer survivors’ 
psychosocial needs, increased interaction 
between breast cancer survivors and PCPs 
before discharge from active treatment, and 
by advocating for the integral role of PCPs in 
cancer-related counseling to ensure appropriate 
resources (eg, time and reimbursement).

 • Primary care physicians expressed low 
confidence in their ability to manage 
lymphedema, possibly reflecting less 
experience among PCPs in this aspect of care, 
decreased incidence of clinically significant 
lymphedema, insufficient training, or inadequate 
interdisciplinary communication with 
physiotherapists. 

This article has been peer reviewed. 
Can Fam Physician 2015;61:e277-83
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Résumé
Objectif Comparer l’opinion des médecins de première ligne (MPL) et des survivantes du cancer du sein au sujet de 
la capacité des MPL de traiter ces survivantes.

Type d’étude Enquête postale.

Contexte La Colombie-Britannique.

Participants Un total de 1065 survivantes du cancer du sein qui avaient complété leur traitement pour un cancer 
du sein non métastatique au cours de l’année précédente et de 587 MPL qui avaient des patientes avec un cancer du 
sein non métastatique confiées à leurs soins depuis 18 mois.

Principaux paramètres à l’étude  Niveaux de confiance des survivantes du cancer et des MPL concernant la 
capacité des MPL de fournir les type de soins suivants: dépistage 
des récidives; traitement de l’ostéoporose et du lymphœdème, 
thérapie hormonale, symptômes de ménopause, et anxiété 
ou craintes à l’égard des récidives; et l’offre de conseils sur 
la nutrition et l’exercice, sur l’activité sexuelle et sur l’image 
corporelle. Il y avait 3 choix de réponses pour chaque question: 
faible, adéquat et bon. Les réponses ont été rapportées sous 
forme de fréquence et comparées à l’aide de tests de χ2.

Résultats Les taux de réponse pour les survivantes du cancer et 
pour les MPL étaient de 47 % et 59 % respectivement. On notait 
des différences significatives entre les réponses dans toutes les 
catégories (p  > ,05). Les deux groupes avaient davantage confiance 
en la capacité des MPL pour dépister les récidives, mais les 
survivantes étaient 10 fois plus susceptibles d’indiquer un manque 
de confiance quant à cet aspect des soins (10 % des survivantes du 
cancer contre 1 % des MPL). Parmi les survivantes du cancer du 
sein, 23 % se disaient peu certaines que les MPL étaient capables de 
donner des conseils sur la crainte des récidives, comparativement à 
3 % des MPL. Les types de soins où les deux groupes étaient le plus 
susceptibles d’exprimer de l’inquiétude étaient le counseling sur 
l’activité sexuelle et sur l’image corporelle (35 % chez les survivantes 
du cancer contre 26 % chez les MPL) et le counseling de la famille 
(33 % chez les survivantes  contre 24 % chez les MPL). Vingt-quatre 
pour cent des MPL se disaient peu confiants en leur capacité de 
traiter le lymphœdème.

Conclusion Les survivantes du cancer du sein et les MPL étaient plutôt 
d’accord avec un modèle de soins de survie fondé sur les MPL. Les MPL 
avaient confiance en leur capacité de traiter les effets physiques liés 
au cancer du sein, à l’exception du lymphœdème. Les deux groupes 
exprimaient un faible niveau de confiance concernant les aspects 
psychosociaux des soins, ce qui suggère une possibilité d’amélioration.

Les soins aux survivantes du cancer du sein
L’opinion des patientes et des médecins de première ligne

Sally L. Smith MD FRCP  Sonja Murchison MD  Savitri Singh-Carlson RN PhD APHN   
Cheryl Alexander  Elaine S. Wai MSc MD FRCPC

Points de repère du rédacteur
• Cette étude a révélé qu’en Colombie-Britannique, 
où ce sont des médecins de première ligne (MPL) 
qui le plus souvent sont responsables des soins aux 
survivantes du cancer du sein, la plupart des MPL 
et des survivantes du cancer étaient relativement 
confiants dans la capacité des MPL d’effectuer un 
suivi adéquat. Ces deux groupes étaient toutefois 
moins certains de la capacité des MPL de donner 
des soins de nature psychosociale, tels que le 
counseling des familles ou les questions relatives à 
l’activité sexuelle et à l’image corporelle.

• Avec une meilleure formation des médecins sur 
les besoins des survivantes du cancer du sein, avec 
davantage d’interactions entre ces survivantes et 
les MPL avant la fin de leur traitement actif, et en 
préconisant une prise en charge totale des MPL 
dans le counseling lié au cancer de façon à s’assurer 
des ressources appropriées (c.-à-d. en termes de 
temps et de rémunération), on pourrait améliorer 
la confiance des MPL et des survivantes du cancer 
dans la capacité des MPL de prodiguer des soins de 
nature psychosociale.

• Les MPL avaient peu de confiance en leur 
capacité de traiter le lymphœdème, peut-être à 
cause de leur peu d’expérience dans ce type de 
problème, de la faible incidence des lymphœdèmes 
cliniquement significatifs, d’un manque de 
formation ou d’un défaut de communication 
interdisciplinaire avec les physiothérapeutes.

Cet article fait l’objet d’une révision par des pairs. 
Can Fam Physician 2015;61:e277-83
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Each year an increasing number of breast cancer 
patients transition from active treatment to follow-
up care. With a 5-year relative survival ratio of 88%, 

it is expected that most will live many years beyond their 
breast cancer diagnosis and treatment.1 Thus, while 
women continue to be diagnosed with breast cancer, 
improved outcomes means a greater proportion will be 
entering the survivorship phase, a distinct chapter in the 
cancer journey.2,3

Care of breast cancer survivors is complex. Common 
issues include chronic physical effects of therapy,4-8 psy-
chosocial challenges such as depression and anxiety,5,6,9-14 
sexual functioning,15-18 and stress on relationships with 
family members and friends.13,14,19 To address the individ-
ual needs of breast cancer survivors, various models of 
follow-up care have been proposed, including combined 
care with both oncologists and primary care physicians 
(PCPs), or predominantly PCP care.20-25 In the latter model, 
PCPs deliver cancer-specific care while addressing other 
health concerns. Even with a combined care model, PCPs 
require some knowledge of the physical and psychosocial 
issues that breast cancer survivors face.

Studies show that breast cancer survivors followed by 
PCPs have similar rates of recurrence detection and health-
related quality of life as those followed by oncologists21; 
however, some have found that breast cancer survivors 
have low confidence in PCPs’ ability to provide cancer- 
specific care.3,11,20,24,26 Other studies suggest that patient 
preference is affected more by the practices they are accus-
tomed to than evidence as to what is most effective27 and 
acknowledge that a trusting long-standing doctor-patient 
relationship is important.24,28,29 With PCP-led follow-up, the 
preferences and concerns of both patients and providers 
must be addressed, as failure to do so affects patient per-
ception of quality of care,24,28,30 as well as physician will-
ingness to assume full responsibility for care.31,32 Primary 
care physicians themselves have concerns about providing 
follow-up care, including dealing with challenges in com-
munication with specialists and having sufficient resources 
(time and reimbursement) and training to manage physical 
and psychosocial issues effectively.3,25,32-34

Despite our knowledge that PCP-led care for breast 
cancer survivors causes concern for both breast cancer 
survivors and PCPs, no studies to date have investigated 
the confidence of these groups in PCPs’ ability in specific 
aspects of follow-up care. The purpose of this study was 
to compare the perceptions of breast cancer survivors 
and PCPs about PCPs’ ability to deliver aspects of care 
for breast cancer survivors.

Methods

The British Columbia Cancer Agency (BCCA) provides 
all radiotherapy services and manages the budget for 

all antineoplastic drugs in the province; it also has a 
centralized charting system and transcription and let-
ter dissemination process for PCPs regarding follow-up 
care. Throughout their course of treatment, patients are 
seen regularly by their oncologists, from whom PCPs 
receive correspondence after each clinical encounter. 
Approximately two-thirds of breast cancer patients are 
discharged from the BCCA within 1 year of active treat-
ment completion (chemotherapy or radiation therapy). At 
the time of discharge from the cancer centre, the oncolo-
gist typically dictates a letter to the PCP, summarizing a 
patient’s diagnosis, treatments delivered, surveillance 
recommendations, and the recommended type and dura-
tion of adjuvant endocrine therapy. Also, a standardized 
follow-up letter is available for oncologists to send to 
PCPs specifically outlining surveillance recommendations 
and side effects of hormonal therapy, if prescribed.

Approval from the University of British Columbia and 
BCCA Research Ethics Board was obtained in order to 
identify eligible participants from electronic medical 
records. We identified 1023 eligible PCPs who had at 
least 1 female patient with nonmetastatic breast can-
cer discharged from the BCCA for ongoing follow-up 
during a period of 3 to 18 months before the first sur-
vey mailing. Eligibility criteria for breast cancer survi-
vors required that participants spoke English, had been 
assessed for nonmetastatic invasive breast cancer, and 
had completed active treatment (defined as surgery, 
radiation therapy, intravenous chemotherapy, or trastu-
zumab therapy; patients could still be receiving endo-
crine therapy) in the preceding 9 to 12 months, with no 
indication of recurrence and no previous cancer diagno-
sis. A total of 2289 breast cancer survivors were identi-
fied who met these criteria.

The PCP survey was developed by 2 oncologists and 
designed to obtain PCPs’ perspectives on their ability 
to manage aspects of care for breast cancer survivors 
and to identify potential ways to assist PCPs in enhanc-
ing the delivery of these aspects of care in practice. The 
final version of the survey was intentionally condensed 
to 1 page and designed for completion in 2 to 3 minutes. 
Before distribution, the survey was tested among 4 PCPs 
for face validity, content, relevance, and time required 
for completion, and then was revised accordingly.

The breast cancer survivor survey was designed using 
findings from focus groups with breast cancer survivors 
and included sections on demographic information, sever-
ity of physical and psychosocial effects in the year follow-
ing treatment, and preferences about follow-up care.35 
The survey instrument was validated with a group of 10 
breast cancer patients being seen for routine follow-up at 
BCCA clinics, and with 10 breast cancer patients who par-
ticipated in the focus groups. One question on the breast 
cancer survivor survey specifically asked about their con-
fidence in the ability of their PCPs to manage the same 
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aspects of survivorship care: “If you had to approach your 
family physician about any of the following concerns after 
you completed active treatment for breast cancer, what 
would your confidence level be in his or her ability to man-
age them appropriately?” Response options were identical 
to question 6 in the PCP survey.

The PCP survey was sent to 1000 of 1023 identi-
fied eligible PCPs, using survey administration methods 
described in a previous publication.36 Two mailings were 
done. The first included a cover letter, the survey, and a 
postage-paid return envelope. Physicians were asked to 
respond anonymously by fax or mail. To increase sam-
ple size and recruitment, a second mailing was sent 1 
month later, with a modified cover letter instructing par-
ticipants not to complete the survey twice. Responses 
were anonymous. The breast cancer survivor survey 
was sent to all 2289 breast cancer survivors who met 
the inclusion criteria. One mailing was sent. For breast 
cancer survivors, surveys were labeled with a unique 
identifier that could later be linked to disease and treat-
ment information.

Statistical analysis
Responses were summarized as frequencies, and results 
from breast cancer survivors and PCPs were compared 
using χ2 tests. Our analysis primarily focused on rates 
of low confidence responses, which we believed to be 
areas where improvements might be needed.

RESULTS

Response rates for breast cancer survivors and PCPs 
were 47% (1065 of 2289) and 59% (587 of 1000), respec-
tively. Primary care physicians’ and breast cancer sur-
vivors’ responses are presented in Figure 1, and are 
statistically different in all categories (P < .05). Breast 
cancer survivors were more polarized in their responses 
than PCPs were, and were more likely to respond good 
or low, while PCPs’ self-evaluations were more likely to 
be good or adequate responses. Most of the responses 
from both PCPs and breast cancer survivors were good 
or adequate in all aspects of care.

Overall, PCPs were fairly confident providing follow-
up care, with almost 80% of respondents reporting good 
or adequate confidence in all aspects of care. Primary 
care physicians were most confident in screening for 
recurrence (Figure 1). Figure 2 shows that areas with 
the highest frequency of low confidence responses from 
PCPs were providing family counseling (24%), managing 
lymphedema (24%), and providing sex and body image 
counseling (26%).

Breast cancer survivors were fairly confident in 
all domains of follow-up, but less so than PCPs were. 
Similar to the physician responses, breast cancer  

survivors were most confident in PCPs’ ability to screen 
for recurrence (Figure 1). Rates of low confidence 
were higher in breast cancer survivors’ responses in 
all aspects of care except lymphedema (Figure 2). The 
highest rates of low confidence for breast cancer sur-
vivors were in PCPs’ ability to provide psychosocial 
aspects of care, such as family counseling or sex and 
body image counseling.

DISCUSSION

In our study, breast cancer survivors and PCPs were 
most confident in PCPs’ ability to screen for recurrence. 
This finding is reassuring given that there is randomized 
trial evidence showing PCP follow-up is a reasonable 
alternative to oncologist follow-up and results in no dif-
ference in recurrence detection rates.21

The finding that most PCPs and breast cancer survivors 
in our survey had good or adequate confidence levels in 
PCPs’ ability to provide cancer-specific care is encourag-
ing. Some studies have suggested that patients believe 
PCPs lack expertise needed to deliver cancer-specific  
follow-up.3,11,20,24 None of these studies discusses the spe-
cific procedure used when transitioning from specialist to 
PCP care. Without proper communication, breast cancer 
survivors might feel abandoned3 or perceive their special-
ist- and PCP-led care as distinct entities.11 Furthermore, 
inadequate communication leaves PCPs unsure about 
whether they or the specialists are responsible for follow-
up care.20 The difference between our study results and 
others might, in part, be related to communication with 
patients at the time of discharge from specialist care, or 
be related to the communication between the oncologist 
and the PCP during the transfer of care.

Previous analysis illustrated that PCPs who followed 
more breast cancer survivors had higher confidence lev-
els in managing physical aspects of follow-up care such 
as menopausal symptoms, endocrine therapy, osteoporo-
sis, and lymphedema, and in providing counseling about 
nutrition and exercise.36 More breast cancer survivors had 
lower confidence levels than PCPs did in PCPs’ ability to 
manage the “physical” aspects of care including treatment-
related osteoporosis, menopause, and adjuvant hormonal 
therapy, with the exception of lymphedema. The reason 
for patients’ lower confidence in PCP-led follow-up for 
physical aspects of care is unclear but might be owing to 
different expectations between patients and physicians, 
or communication issues.24,26

Primary care physicians play important roles in identi-
fying and managing lymphedema with strategies for pain 
control and self-care techniques,37 and referral to allied 
health care professionals.38,39 The present findings dem-
onstrate that some PCPs feel inadequately prepared to 
deliver this care, possibly reflecting less experience among 
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Figure 1. Respondents’ con�dence in PCPs’ ability to manage or provide aspects of care: A) PCPs; B) breast 
cancer survivors.
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PCPs in lymphedema management, decreased incidence 
of clinically significant lymphedema (with the shift away 
from axillary node dissections to more sentinel node pro-
cedures), insufficient training in identification and man-
agement of lymphedema, or inadequate interdisciplinary 
communication with physiotherapists. Primary care physi-
cians are better informed and more likely to properly man-
age lymphedema if educational materials are received.40 
However, written guidelines and other forms of indirect 
education, although evidentially helpful, cannot replace 
practical experience.25

Both breast cancer survivors and PCPs were most likely 
to indicate low confidence in PCPs’ ability to provide psy-
chosocial aspects of care, such as sex and body image 
counseling and family counseling. Counseling has been 
shown to be PCP-dependent regarding content, quality, 
and frequency,41 and the approach greatly affects whether 
patients feel well cared for.30 Similar to lymphedema man-
agement, PCPs might have less training in psychosocial 
domains. Studies acknowledge that PCPs play an impor-
tant role in psychosocial counseling14,42 but face barriers in 
providing breast cancer survivors with this support,11,18,33,34 
such as lack of reimbursement and time limitations. There 
is evidence that delivery of adequate counseling takes 

longer than medically focused visits,34 and PCPs who are 
aware of this time issue might feel less confident providing 
effective care during brief follow-up visits.

Patient concerns might be neglected if there is uncer-
tainty about who should initiate discussion.15,16 Breast 
cancer survivors can have difficulty in sharing problems 
with their providers,22 which makes physician-led dis-
cussions essential.29 If patients are reluctant to ask for 
help, and their needs remain unaddressed, they might 
feel unsatisfied with care.18 Some studies show that 
patients prefer care providers familiar with their can-
cer history and who have been actively present during 
their cancer journey.20,28 Thus, confidence of PCPs and 
breast cancer survivors in psychosocial aspects of PCP-led 
follow-up might be improved with better physician edu-
cation on breast cancer survivors’ psychosocial needs, 
increased interaction between breast cancer survivors 
and PCPs before discharge from active treatment, and by 
advocating for the integral role of PCPs in cancer-related 
counseling to ensure appropriate resources (time and 
reimbursement) to provide this component of care.

Limitations
Some limitations of this study include that the surveys were 

Figure 2. Comparison of PCPs’ and breast cancer survivors’ low con�dence ratings of PCPs’ ability to manage or 
provide aspects of care
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designed locally; and while the surveys were assessed to 
be accurate and reliable for small groups, they are not rig-
orously validated survey instruments. There is also poten-
tial selection bias, as breast cancer survivors and PCPs 
with strong opinions about the topic might have been 
more likely to participate. Because the survey data from 
PCPs were anonymous, it is unknown if physician demo-
graphic characteristics differentially affected reported con-
fidence in some aspects of PCP-led follow-up care. The 
lack of information about PCPs might conversely be seen 
a strength, providing a broader look at the PCP population.

Conclusion
In British Columbia, where PCP follow-up in the sur-
vivorship stage for breast cancer survivors is the most 
common model of care, most PCPs and breast cancer 
survivors are reasonably confident in PCPs’ ability to 
provide effective follow-up care. The highest rates of 
low confidence among breast cancer survivors and PCPs 
in psychosocial issues might indicate areas that require 
further investigation and support. 
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