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[though one in nine women
in Canada will develop breast
cancer some time during

their lifetime (Canadian Cancer
Society, www.cancer.ca/), increasing
numbers of women are living longer
following treatment for this disease
due to the success of early detection
programmes and improvements in
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treatment modalities (Ugnat et al,
2005;Vivar and McQueen, 2005;
Grunfeld et al, 2006). Consequently,
many survivors are faced with a series

As one of the most
upsetting and
misunderstood
complications associated
with the treatment for
breast cancer, breast
cancer-related arm
morbidity can profoundly
impact the daily lives of
those afflicted (Kwan et al,
2002; Armer et al, 2004).

of survivorship and health-related
quality of life issues, including breast
cancer treatment-related side-effects
that result in upper body morbidity
and disability.

As one of the most upsetting
and misunderstood complications
associated with the treatment for
breast cancer, breast cancer-related
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arm morbidity can profoundly impact

the daily lives of those afflicted (Kwan

et al, 2002; Armer et al, 2004). Taken

together, the most common of the

impairments may include any one or

combination of

the following:

» Numbness of the axilla or lateral
chest wall

» Reduced range of motion (ROM)
of the shoulder

» Painful lymphoedema (LE), which
can affect the chest wall, armpit,
wrist, fingers, and hand, often
leading to some form of functional
impairment (Kwan et al, 2002;
Poole and Fallowfield, 2002; Dawes
et al, 2008).

Especially pernicious is the
incurable and sometimes late
emerging morbidity of LE, which can
occur months or even decades after
treatments have ended (Thomas-
MacLean et al, 2005; Kudel et al,
2007; Ahmed et al, 2008). Breast
cancer-related LE is a serious medical
condition and may be associated with
limb heaviness and reduced mobility,
impaired limb function, discomfort,



chronic pain, and disability (Badger,
1988), and can predispose patients

to such life-threatening complications
as cellulitis and occasionally
lymphangiosarcoma (Harris et al, 2001;
Chachgj et al, 2010).

Incidence rates for LE vary
considerably in the literature and have
been reported to range from 2—-83%,
depending on the measurement tool
used (Armer et al, 2003; Hayes et
al, 2005; Hayes et al, 2008; Cheifetz,
2010). Estimating the incidence of
LE is especially difficult because its
aetiology is complex, and researchers
remain unaware of all the factors
that contribute to its development
(Thomas-MacLean et al, 2005).
Similarly, diagnostic criteria often vary
between clinicians, and consensus has
yet to be reached regarding a clear
definition of LE (Harris et al, 2001;
Armer et al, 2003; Cheville and Tchou,
2007), including the standardisation of
measurement protocols (Armer et al,
2003; Armer and Stewart, 2005; Hayes
et al, 2005). Recent literature reveals
that postoperative LE is often under
diagnosed by healthcare professionals
(Warren et al, 2007), and in one study
by Delon et al (2008), arm LE was
not noted by either researcher or
patient in approximately one-third
(36%) of their sample (n=133) until a
calculation of arm volume (i.e. a 5% of
increase in arm volume as an indicator
of LE) was performed.

It has recently been argued that
the implementation of less invasive
surgical techniques such as sentinel
lymph node dissection (SLND)
and more targeted and refined
radiation methods have resulted
in the significant reduction of the
incidence of breast cancer-related LE
(McLaughlin et al, 2008; Helms et al,
2009). Although treatment-related
morbidity associated with SLND
is reduced, LE remains a clinically
relevant complication (Helms et al,
2009; Goldberg et al, 2010), as does
morbidity after surgery in the form
of pain and functional compromise
(Cheville and Tchou, 2007; McLaughlin
et al, 2008 Helms et al, 2009). The
acceptance of SLND among Canadian

surgeons has increased since 2001,
but it has yet to be accepted as the
standard of care in Canada (Quan et
al, 2008), and many patients continue
to receive full axillary biopsy, especially
if SLND results are positive or
inconclusive (Cantin et al, 2008).

Since the predominant focus
within the literature on breast cancer

Arm morbidity that results
in long-term disability can
jeopardise the economic
security of survivors and
their families through loss
of earnings and job-related
health insurance (Steiner et
al, 2004).

treatment-related arm morbidity

has been on LE, research on other
treatment-related arm morbidities
such as chronic pain and arm and
shoulder limitations is sparse and
remains underdeveloped. The few
studies that do exist indicate that both
arm pain and shoulder restrictions are
common, and can have a significant
impact on survivors’ quality of life,
both in the short and long term (Kwan
et al, 2002; Dawes et al, 2008; Thomas-
MacLean et al, 2008; Nesvold et al,
2010).

Research that has addressed the
impact of breast cancer on patients’
quality of life demonstrates that
treatment for the disease significantly
impairs and intrudes upon paid and
unpaid (domestic) work, leisure and
sporting activities, family life, and other
social relationships (Thomas-MaclLean
et al, 2005; Quinlan et al, 2009). Arm
morbidity that results in long-term
disability can jeopardise the economic
security of survivors and their families
through loss of earnings and job-
related health insurance (Steiner et
al, 2004). However, the effects of
breast cancer treatment-related arm
morbidity on daily living and quality
of life have yet to be thoroughly
documented, despite the large
numbers of women who are dealing
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with long-term survivorship issues
(Thomas-Maclean et al, 2008; Sagen et
al, 2009).

Despite the continued prevalence
of breast cancer-related arm morbidity,
it remains unclear which clinicians are
responsible for the diagnosis, treatment
and management of women's arm
morbidity needs, and to the best of
the authors’ knowledge, there are no
studies that have addressed this issue.
However, findings from the literature
on follow-up and supportive care
of breast cancer survivors suggest
that responsibility for the treatment
and management of women's arm
morbidity may be well beyond the
purview of breast cancer clinicians
who, in Canada, are the primary
clinicians responsible for women'’s
after-treatment care. Overwhelmed
by a national shortage of oncologists,
and facing rising numbers of long-term
cancer survivors, Canadian oncologists
spend an average of six minutes with
their patients (Beaver and Luker, 2005).
Many have reported that they feel
overburdened and frustrated by the
growing rate of early breast cancer
patients in need of continued follow-
up care. This type of care typically
involves the following: taking the
patient's history, a physical examination
and annual mammography to detect
recurrent and new primary breast
cancers, and counselling for the
psychosomatic sequelae of a diagnosis
of and treatment for breast cancer
(Grunfeld et al, 2005).

General practitioners (GPs) and breast
cancer treatment-related arm

morbidity care

There may be a role for general
practitioners (GPs) to play in
addressing this gap in the management
of women's treatment-related arm
morbidity care. Although GPs have
not traditionally played a formal role
in breast cancer follow-up (as this
remains the domain of breast cancer
specialists whose services are more
expensive than that of GPs), several
studies indicate that the role they
have played has been an important
informal one (Grunfeld et al, 2006;
Grunfeld et al, 1999a; 1999b).
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There are now a number of studies,
including randomised trials that have
demonstrated that effective follow-up
cancer care can be delivered by non-
oncologists such as GPs (Grunfeld et
al, 1995; 1996; 1999a;1999b). Findings
from these and other studies

indicate that:

» GP follow-up is acceptable to the
majority of patients and patients
prefer a single care provider
to support and counsel them
(Grunfeld et al, 2006)

» The family GP is the obvious
clinician to assume this role
because of his/her existing
relationship with the patient and
their family(Vinkel, 1995; Dahler-
Eriksen et al, 1998)

» Breast cancer follow-up with a
family GP is likely to be more
convenient for patients and less
costly (Grunfeld, et al, 2006)

» GPs report that they prefer to
take on a more active role in
breast cancer follow-up care
(Paradiso et al, 1995; Worster et al,
1996).

Although these studies do not
address the issue of breast cancer-
related arm morbidity as part of
follow-up, there is a role that GPs can
play in the management of women's
breast cancer-related arm morbidity
needs. As providers of preventative
healthcare services (Gray et al,

2002), GPs deal with symptom-based
problem-solving in their daily practice
(Nissen et al, 2006). Given that arm
morbidity symptoms such as LE can
develop any time after initial treatment,
women will likely present first to their
GPs rather than to breast cancer
specialists during routine physical
examinations (Thomas-Maclean et

al, 2005). As a result, GPs are in a
position to examine and monitor
patients for early as well as latent

signs of LE, which could potentially
minimise acute morbidity and decrease
the likelihood of permanent sequelae
(Thomas-Maclean et al, 2005).

Yet, research shows that arm
morbidity care and information is
limited, and in some instances is non-
existent (Gray et al, 1998; Collins et al,

2004; Thomas-MaclLean et al, 2008). A
Canadian study (Thomas-Maclean et
al, 2005; 2008; 2009; 20101) on arm
morbidity has consistently shown that
for the majority of the respondents,
information about, and treatment

for arm morbidity was not discussed
or received. Similar findings were
noted by Collins et al (2004), who

Using a qualitative research
method, the authors

spoke to GPs about their
perceptions, knowledge
and experiences of breast
cancer-related arm
morbidity, and what role,
if any, they thought they
should or could play in this
facet of women’s breast
cancer-related care.

reported that although some women
were provided with information on
LE and what to expect in arm usage,
other women felt unprepared, or felt
‘dumped’ by the hospital and wanted
to know what was occurring in their
bodies. Among this group of women
was the common sentiment that
doctors/oncologists offered little in
the way of general information or
potential complications.

With the goal of addressing some
of the identified gaps in arm morbidity
care, the authors’ research project was
part of a larger initiative that seeks
to determine the information needs
and media preferences of clinicians
involved in the management of these
conditions. The objective is to develop
a model for knowledge translation
around arm morbidity after breast
cancer by drawing directly upon the
perspectives of clinicians involved with
follow-up care to provide them with
the latest research findings and best
care practices. However, as it remains
unclear which healthcare professionals
are responsible for the management
of women's breast cancer-related
arm morbidity needs, the authors
conducted a preliminary study to
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determine if this was an aspect of care
that GPs were interested in providing.
The authors also sought to discern
GPs’ knowledge, understanding and
experiences with breast cancer-related
arm morbidity. A second, similar study
was also conducted with breast cancer
specialists (i.e. general surgeons,
radiation and medical oncologists).

Using a qualitative research
method, the authors spoke to GPs
about their perceptions, knowledge
and experiences of breast cancer-
related arm morbidity, and what role,
if any, they thought they should or
could play in this facet of women's
breast cancer-related care.To the best
of the authors’ knowledge, there are
no studies that have addressed the
role of GPs in the management of
women's breast cancer-related arm
morbidity care.

Methods

The focus was on the interpretive,

on ‘people’s own written or spoken
words and observable behaviour
(Bogdon and Taylor, 1975). In keeping
with this research tradition, the intent
was to capture the subtleties and
complexities of GPs’ perceptions,
experiences and knowledge of breast
cancer-related arm morbidity. The
collection and analysis of the data was
informed by the inductive grounded
methodology of Glaser and Strauss
(1967) and Strauss and Corbin (1994),
a general methodology for developing
theory that is grounded in data

that is systematically gathered and
comparatively analysed. Also known
as the constant comparative method,
theory is generated initially from the
data, or if an existing grounded theory
is elaborated on and modified as new
data is carefully compared against it.

Procedure

Following ethics approval by the
University of Saskatchewan’s Research
Ethics Board, telephone interviews
with 12 GPs from across the province
of Saskatchewan were conducted.
One hundred GPs were invited to
participate in the study, through letters
(sent by mail and fax) and phone

calls. Of the 100 GPs contacted, 12
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agreed to participate in the study.
Reasons provided for being unable to
participate included:
» Lack of time to do the interview
» Lack of interest in the study topic
» Too few breast cancer patients
» Lack of patients presenting
with breast cancer-related arm
morbidity.

Of those who participated, four
practitioners were from rural-remote
locations (population <5,000), four
were from mid-sized urban centres
(population <36,000), and four were
from large urban centres (population
>175,000). Six practitioners were male
and six were female. Seven GPs had
20 or more years' experience, five had
|5 years' experience or less; years of
experience ranged from 2.5-41 years
in the sample overall.

Interviews were semi-structured
rather than open-ended because
the authors were interested in
exploring specific questions regarding
GPs' perceptions, knowledge and
experiences of arm morbidity.
However, prompts and follow-up
questions were also employed to elicit
breadth and depth in participants’
responses (Breakwell, [995), thereby
allowing the participants the
opportunity to reveal in their own
words (Bogdan and Taylor, 1975) their
experiences with and understanding
of breast cancer-related arm morbidity.
The interview questions addressed
two over-arching concerns. The first
was to glean an understanding of
GPs' knowledge of (i.e. formal and/
or experiential) and experiences with
treatment-related arm morbidity
to understand what their related
information needs might be, as this
was unknown.The second focus was
to determine GPs' information media
preferences (i.e. websites, emails,
journals, podcasts, knowledge brokers,
etc) and practices, in order to develop
a model for knowledge translation that
would aid in the transfer of research
findings into clinical practice so that
women'’s arm morbidity needs could
be appropriately managed. This paper
focuses on the first concern, therefore
the relevant interview questions are:

» How many breast cancer patients
are you currently seeing?

» With what types of arm morbidity
concerns are women presenting?

» How do you respond when
a woman presents with
arm morbidity?

» How do you rate your knowledge
of arm morbidity?

» Have you received any information
on arm morbidity?

» Do you see GPs as having a role
to play in arm morbidity treatment
and care!

Interviews were audio-taped
after written informed consent was
obtained and lasted |5 to 30 minutes.
Audiotapes were transcribed verbatim
and the transcripts were read and
reread in their entirety by the first
author to discern similarities and
differences within and between the
transcripts, and to identify recurrent
themes and sub-themes among the
participants’ accounts. Discussions
with the second author verified
the emergence of these thematic
categories, as well as agreement on
their similarities and applicability.

All identifying information
was removed from the data and
pseudonyms were attached to all
transcript files. Written data were kept
in locked cabinets in locked offices at
the University of Saskatchewan. Audio,
transcript and data analysis computer
files are kept on a password-protected
computer. Participants did not receive
any honoraria for their participation in
this study.

Results

This section focuses on GPs’
perceptions and knowledge (formal
and informal) of arm morbidity, their
existing arm morbidity monitoring
practices, and reasons why family
practitioners thought they should
(or should not) be involved in the
management of women's breast
cancer-related arm morbidity care.

GPs’ perceptions of breast cancer-related

arm morbidity

What emerged from GPs' responses
were a series of assumptions and
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perceptions about the nature,
prevalence and severity of arm
morbidity. The majority of GPs
reported that they were aware that
arm morbidity could take a range of
forms, and reported that they were
seeing this among a number of their
breast cancer patients. However,

this majority also reported that,
although they had patients who
were presenting with some type of
treatment-related arm morbidity, the
actual numbers of women who were
affected by these conditions was
limited, as was the severity of

their morbidity:

| don't have anyone right now that
is having too much trouble. Just with
some tightness... As far as LE, | don'’t
have too many that are struggling
with that. (How about range of
motion and pain?) Um, yeah again,
|'haven’t had too many people
complain about that.

(female, large urban, |5 years)

Among the types of arm morbidity
that women were presenting with,
it was acute LE rather than pain,
numbness or range of motion
limitations that most physicians
referred to:

Oh yeah, for sure, pain and physical
restrictions. | certainly see that. |
guess I'm thinking of LE in terms of
acute swelling of the arm, yeah. (So
the women are still continuing to
present with pain and ...) Oh yeah,
and restrictions, | see that.

(female, mid-size urban, 27 vyears)

Popular among the majority of
GPs was the perception that the
prevalence of arm LE was on the
decline due to recent innovations in
breast cancer treatment modalities
(i.e. SLNB, breast conserving surgery),
including the view that the acute
nature of the condition eventually
lessened in severity or dissipated
over time:

As to how much LE they have, for
most of them it's transient, gone
in a few weeks, and the odd one
has long-term problems with LE.



You don't see that very often, they
don't do the radical mastectomies
any more so most often it's either
lumpectomy, but it's all due to how
many nodes they take. (Are you
seeing patients who have had
SLNB, or is it still axillary?) Uh-huh.
That'’s the state of the art here now
isn'tit?

(male, mid-size urban, 30 years)

Not only was treatment-
related arm morbidity perceived as
uncommon by the majority of GPs,
the negative impact of arm morbidity
on the lives of their patients was also
regarded as relatively inconsequential
by some. One physician stated that
even among his (older) patients
who were experiencing definite arm
morbidity problems, the impact of
the morbidity on daily living and on
their quality of life was superficial and
relatively negligible:

Some of my older breast cancer
patients who have been around for
a long time, some of them have LE
problems. Some have definite arm
problems, but it is usually related to
the fact that they can’t comb their
hair properly and things like that.
And it's the non-dominant arm, so
it's not quite so much the problem
as the other one.

(male, mid-size urban, 41 years)

This same practitioner also
regarded the effects of arm morbidity
as minimal when situated within the
larger context of dealing with breast

amputation and living with a potentially

life-threatening disease. He remarked:

| hate to say this but | don't think

of it (arm morbidity) as kind of

a major issue you know? | think
though when you've dealt with the
fact that you've lost a breast and
you're dealing with a potentially fatal
disease process that | think the arm
problems tend to be relegated to
the sort of second tier of concerns.

Some participants viewed the
responsibility for arm morbidity
care to reside with such cancer care
specialists as nurse and lymphoedema

specialists, physio and occupational
therapists, oncologists and/or surgeons.

| mean the cancer clinic must deal
with it (arm morbidity issues),
oncologists must deal with it quite
a bit. | was just going to say that |
really do find that it is probably the
surgeons who give the most advice
to patients about that because they
are mentioning that this you know
may be a concern.

(female, large urban, |15 years)

GPs’ formal knowledge of breast cancer-related
arm morbidity

GPs were also asked to rate their
clinical knowledge of breast cancer-
related arm morbidity. It was clear
from the physicians’ responses that
this formal knowledge was shaped and
informed by the assumptions about
arm morbidity that are addressed
in the previous section. Only two
physicians rated their knowledge of
arm morbidity as above average or
better.

Those GPs who rated their
knowledge of arm morbidity as poor
or average, attributed it to a lack
of experience with patients who
presented with arm morbidity. Several
of these same GPs also mentioned
that because of the (perceived) rarity
of arm morbidity issues among their
breast cancer patients, it was not
a topic that they approached their
colleagues about:

(My knowledge is) not good, but

to be honest, since I've been here it

hasn’t been much of an issue so |

don't think | could rate myself at all.

| haven't actually had to discuss it

with any other GPs around here and

nobody’s brought it up so maybe the

doctors don't see it as a huge problem.
(female, mid-size urban, 2.5 years)

Nor, was breast cancer-related
arm morbidity a topic that physicians
researched:

| would say mine was about the same

as everybody else because | haven't

gone and specifically read up on it.
(male, rural/remote 14 years)
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On the other hand, GPs who rated
their knowledge of arm morbidity
as good or as above average, did so
because of their experiences with
patients who presented with
arm morbidity:

Yeah, probably a little bit more
knowledgeable than the average
person because I've done a fair
amount of sports injuries kind of
things, plus the previous experience
at the cancer clinic where it was
something to look for in every woman
who had radiation.

(female, large urban, 22 years)

Interestingly, there was one GP who
rated his knowledge of arm morbidity
as poor despite his many experiences
with patients who presented with these
conditions, because his knowledge was
only based on practice. He remarked:

Just not great, it's just from experience.

Back in (home country) | worked

with quite a few mastectomy patients

when | was a military doctor.Then |

had some experience in my private

practice there. | had interesting

experiences from them, so nothing

more formal than just experience.
(male, rural/remote, 2| years)

GPs were also asked if they had
received media information (e.g.
pamphlets, directives, clinical guidelines,
emails, or podcasts) about the treatment
and management of breast cancer
treatment-related arm morbidity. All
but one of the physicians reported that
they had not received, nor could recall
receiving, information about breast
cancer treatment-related arm morbidity .

Not that comes to mind, it's hardly
ever mentioned to be honest with
you... | don’t remember any CME or
you know other sources of information
coming through the system.

(male, rural/remote, 26 years)

However, one GP did reflect that
because he was unaware of breast
cancer-related arm morbidity as a
clinical problem, there was the possibility
that he may have received information
about the condition(s) but chose to
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ignore it because of its perceived rarity
and irrelevance to his family practice.
He said:

Not that I'm aware of or can
remember.You know | think also when
one is not aware of these problems
and you receive literature you are like,
‘well this is so rare. Why would | bother
reading this?’ Perhaps something has
come across my desk but | cannot
remember that at all.

(male, rural/remote, 4 years)

GPs’ arm morbidity monitoring practices

GPs were asked if they were
‘proactive’ in monitoring their breast
cancer patients for arm morbidity

(i.e. purposefully checked for signs

and symptoms of arm morbidity and/
or if they asked patients if they were
experiencing arm problems or if they
had any related concerns), or if they
took a more ‘reactive’ approach and
waited for their patients to mention
any arm morbidity issues they might be
experiencing. Several approaches were
noted among the responses.

Approximately two-thirds of the
GPs reported that they did not make it
a regular practice to ask patients if they
were experiencing any arm morbidity
problems, or if they had any related
concerns. Several of these GPs were of
the mind that if their patients had any
issues they would mention it during
the consultation. Others reported that
they would ask general, open-ended
questions that would allow patients the
opportunity to bring up any problems or
concerns they might be experiencing:

(Do you ask if there are problems
or do you wait for them to mention
it?) Um, usually wait for them to
mention it. (And why wait?) |
would probably ask an open-ended
question, you know, are they having
any particular problems? But |
wouldn’t narrow it down to the arm in
particular. It's just the way I've always
done it so, maybe | should be asking
about the arm but | haven't.

(male, rural/remote, 26 years)

However, concerns about the
treatment-affected arm would often

arise during the physical examination
when certain tests or procedures
were performed, thereby bringing the
issue of the hand/arm/shoulder to the
GP's attention. One GP stated that
arm issues would often arise when
trying to take blood pressure:

It is probably them mentioning it to
tell you the truth. It tends to come
up because most people you are
doing blood pressure on it and so
you don't do blood pressure on
those arms. So then that often leads
to you looking at the arm or at least
commenting on their arm.

(female, large urban, 15 years)

Approximately two-thirds of
the GPs reported that they
did not make it a regular
practice to ask patients if
they were experiencing any
arm morbidity problems,

or if they had any related
concerns.

Even if the majority of GPs did not
ask their patients directed questions
about treatment-related arm morbidity,
there were several who reported that
they did check for particular bodily
markers or signs like radiation tattoos
or swelling (as an indication of LE or
of recurrent disease), and for limited
range of motion if they noticed the
patient was having functional problems.
However, as in the case of the GP
cited below, these examinations were
often limited in scope, and monitoring
for arm morbidity was often not the
central focus of the examination:

Now | do check the axilla and
if they seem to be having any
problems getting their arms up
above their head for a breast
examination | ask them, other than
that | tend not to focus
on that.

(male, rural/remote, 41 years)

Among the remaining third of the
sample were those who reported that
they made it a regular practice to ask
their patients about any arm morbidity
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problems or concerns:'No no, | ask
them if they've had any problems
with swelling'(female, large urban, 27
years). However, surveillance of arm
morbidity was often limited to a short
period following surgery, or was later
addressed if a patient presented with
a symptom or complaint, but would
not be monitored across the

long term:

| think | would routinely ask about
that, you know in the months fairly
soon dfter the surgery. | probably
wouldn’t think to ask about it five
years later or whatever.

(female, large urban, 25 years)

Role of GPs in arm morbidity follow-up care
Given the gap in care regarding which
group of clinicians are responsible for
the treatment and management of
breast cancer-related arm morbidity,
the authors asked GPs if this was a
role appropriate for their practice.
All but two of the practitioners
responded in the affirmative. Several
reasons were offered regarding why
GPs should or could be involved in
this aspect of women's breast cancer
related continuing care.

For a number of practitioners, GPs
had a role to play in women'’s arm
morbidity care because of the holistic
nature of primary care:

Oh absolutely! Oh definitely. (And
could you elaborate on why?) Um,
it's a specialist field of course, the
operation and the treatment of the
cancer, but | think it's very important
for a patient even going through
something like this to maintain a
very healthy relationship with a
primary care provider. Because that
is the person or team whose not just
going to look after the arm, it's much
broader than that. This is the person
who looks after my general ailments,
even my problems at home,
my psychological problems and
everything. So, | think the primary
care worker is the one that stands in
the first range for this and should be
the one geared and well equipped
to deal with it.

(male, rural/remote, 21 years)



GPs also had a role to play in
arm morbidity care because of the
relatively short-term duration of
breast cancer follow-up. This meant
that treatment-related complications
or long-term side-effects such as arm
morbidity would eventually become
their responsibility:

Oh yeah, we clean up the pieces,
clean up the aftermath. Ultimately,
in the immediate post-op period the
surgeons are really quite good about
dealing with any complications, but
the long term of course, the GPs
look after the lion’s share of it.

(male, mid-size urban, 30 years)

One GP remarked that not only
were family practitioners more than
capable of learning how to treat and
manage women's arm morbidity, but
it was also an aspect of women's
continuing care that is beyond the
mandate of breast cancer specialists,
whose focus should be on the
treatment and eradication of breast
cancer:

| think we are primary because
when you go to the specialist for
breast cancer, that's what the
oncologist is worried about. When
you present with LE, they really
don't want that because they know
there is very little they can do and
it distracts from the bigger work
that they are doing. When they've
got to try and save a woman's
life they can’t spend hours with a
patient who is complaining about
LE. So [ think that they should defer
to us and allow us to treat that
because we can learn about it as
much as they can and this isn't
their mandate. So | think if anybody
should be responsible for it, it should
be us.

(male, rural/remote, 14 years)

Among GPs that had practices

in remote and rural localities, all

saw themselves as being the logical
and primary clinician to oversee

the management and treatment of
women's arm morbidity needs because
of the difficulties (i.e. cost, time,

and inconvenience) associated with

accessing specialist health care in
these communities.

The trouble is we're 5.5 hours north
of (a major city) and a breast
specialist would require | [—12-hour
turn-around trip, so it's logistically

a family physician. | think the best
situation is for family physicians to
have a basic knowledge of what

to do and then to have the breast
cancer surgeons as the backup

... all of the study
participants were in
agreement that they should
be involved in this aspect
of care.They have a role to
play because of the holistic
nature of family medicine,
and because of the
temporally limited nature
of breast cancer follow-up
care with specialists.

willing to receive the calls or offer
opinions in the time period shortly
after the surgery. But, down the
line, I think the family doctor is the
best because they are the available
person.

(male, rural/remote, 26 vyears)

Although the majority of
practitioners reported that they were
willing to play a more active role
in the treatment and management
of women's arm morbidity needs,
two saw themselves playing a more
limited one. These GPs reported that
they preferred to act as advocates
or intermediaries for their patients.
One GP referred to her role as that
of a ‘'sounding board' for her patients:
| think just as a sounding board to
help them to determine if this is
something they should worry about
with regards to the arm, so if they're
having questions about it (female,
mid-size, 10 years), while another
(the practitioner who did not see
a role for GPs in arm morbidity
care) reported that she referred her
patients to those practitioners (i.e.
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physio, massage and occupational
therapists) who were specially trained
to treat and manage breast cancer
related arm morbidity.

Discussion

As noted in the authors’ review

of the literature, research shows

that despite recent innovations in
treatments for breast cancer, women
continue to experience physical

and psychosocial consequences of
these treatments which can result in
functional impairment, disability and
pain, and that these can worsen over
time. Arm morbidity affects paid work,
relationships with family, and leisure
activities, including the pursuit of
physical activity.

Findings from interviews with GPs
show that many may be prepared
to engage in the care of patients
with arm morbidity, and that there
is an appropriate role for physicians
to fulfil. There are, however, some
gaps in practitioners’ knowledge and
understanding of these conditions.
These include misconceptions
regarding prevalence, and that due
to recent innovations in treatment
and staging protocols, arm morbidity
is now a rare event, and is no longer
disabling. Other gaps in knowledge
include a lack of formal education
and training around arm morbidity
issues, as well as a lack of awareness
about available clinical information (e.g.
guidelines, directives and factsheets).
GPs did perceive their own knowledge
to be somewhat inadequate, based on
their limited experience with patients
who presented with lymphoedema
and chronic pain.

Regarding their arm morbidity
monitoring practices, the majority of
GPs did not examine their patients
specifically for signs of arm morbidity,
with some preferring to let their patients
set the agenda. The few GPs who
routinely enquired about and monitored
their patients for signs of arm morbidity
tended to do so only for a limited
period of time following treatment,
despite indications in the literature
that conditions such as LE may emerge
several years post-treatment.
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Despite these gaps in GPs'
understanding and management of
breast cancer-related arm morbidity,
almost all of the study participants
were in agreement that they should
be involved in this aspect of care.
They have a role to play because of
the holistic nature of family medicine,
and because of the temporally limited
nature of breast cancer follow-up care
with specialists.

[t is clear from the responses of
the study participants that GPs have
a role to play in the management of
arm morbidity care. However, it is also
clear that there are a number of gaps
(i.e. rates of prevalence and severity
of, lack of formal training about) in
their knowledge of arm morbidity.
There is a need to educate GPs about
the complex nature of this condition,
including the often subtle ways in which
it can present (i.e. as late emerging
and being imperceptible to the naked
eye), along with its potential impact on
quality of life.

Conclusion

As said, this study indicates that there
are a number of gaps in GPs" knowledge,
understanding and experiences with
breast cancer treatment-related arm
morbidity, and that there is a need

for education about the complex

nature of this condition. Despite these
difficulties, GPs are well-positioned to
help improve the care that women living
with arm morbidity need to receive (i.e.
because of their existing relationship
with patients and their families, and

the fact that patients prefer a single

care provider), and should endeavour
to regularly assess their breast cancer
patients for treatment-related

arm morbidity regardless of time

since treatment. |8
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