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The troubles with communication 'a patient’s story’

H. Newport, V. Carmichael. NHS Dumfries And Galloway, Cancer
Services, Dumfries, United Kingdom

Background: Dumfries and Galloway is a rural region situated in the south-
western corner of Scotland. It covers an area of approximately 2500 square
miles with population of 147,000 based in three major towns and the rest in
smaller towns and villages spread across the area. The current population
profile is markedly different from the Scottish population profile in that we
have a larger proportion of elderly and a smaller proportion of younger
citizens a trend, which is set to continue. The average age is of 41.9
compared to the average in Scotland of 39.2. The health board has service
contracts for various parts of the cancer journey with several providers
throughout southern Scotland and northern England, although for most of
it's cancer services it sits within the South East Scotland Cancer (SCAN),
network based some 75 miles to the east. Therefore patients may travel
significant distances to have investigations and treatments in other areas.
As a nursing profession we were aware that good communication was a
key component to delivering a smooth and well planned treatment pathway
for our patients. However we were also cognisant that difficulties occurred
that could mar the experience for patients. It was decided that the best
method of identifying problem areas was to draw on the experiences of
patients. Once an area had been highlighted it was then possible to devise
an action plan to either eradicate or minimise them. This would mean that
service changes were being driven directly by patients and constructive
efforts could be made to bring about change.
Materials and Methodology: Using the Cancer information Centre, within
the district hospital in Dumfries as a base the following methods were used
to identify problem areas in communication. Informed consent was attained
from all those involved and the reasons behind the study explained to
them. Unstructured interviews were conducted with 6 cancer patients and
recorded on video camera. It was the patients’ choice whether this occurred
as part of a group or as an individual. The Cancer Information Manager
who was known to all the patients and the Lead cancer nurse who was
known to some of the interviewees conducted interviews. Interviewees:
4 female; 2 male. All had different experiences of various site-specific
cancer journeys.
All had previously identified areas where communication had been
highlighted as a problem area in their cancer journey. In fact it transpired
that their experiences were not unique and they reflected the experiences
of a wider patient group. The interviews were typed to produce transcripts
that contained the salient information needed. The patients, to ensure that
they were in agreement with the content then read the transcripts.
Results: Communication issues highlighted involved
e Lack of information around where patients had to stay and the facilities
available to them when having radiotherapy treatment.
e Incorrect information being given by an outside service provider to a
patient.
e Patient refusing specialist nurse input due to poor explanation of service
and subsequent difficulties in accessing the service when required.
e Patients moving to the area unable to rely upon local medical knowledge
when support services requested.
e Patients who had surgical treatment elsewhere did not have a connection
to local information services.
e Misunderstanding of the use of medical terminology and lack of
clarification.
o Difficulties in accessing information concerning rare cancers.
e Lack of professionals knowledge about cancer diagnosis.
Conclusions: Patients could see the value of relating their stories to have
a positive influence on changing service provision for the better. In the
main all the areas that were highlighted by using the patients stories of
their cancer journey would not have been apparent to nursing staff. All
the experiences had been responsible for adding to the stress and loss
of control so often experienced by cancer patients. In each case there
were positive actions that could be taken to try to ensure that a repeat
of the situation did not occur. Tools were developed to fill information
gaps, information packages containing details that patients wished to
know. Networking with other organisations was commenced to increase
understanding and provide contact numbers for professionals based within
our locality. Support groups were advertised in local GP surgeries and a
planned programme of updating the information arranged. An education
programme open to all professionals was developed to include patient
pathways and clarification of roles. Cancer services information booklet was
devised and distributed to all areas that had any input to cancer service
provision both in and out with our area. Patients felt empowered to be
able to videoconference their stories to national meetings so that others

Nursing Programme

could learn from their experiences. Nurses changed their practice to ensure
that information given to patients included the types highlighted as needed
in this study. It is proposed that both the Cancer Information & Support
Manager and the Lead Cancer Nurse attend the ECCO 13 conference. To
be available to talk through the initiatives with all who have an interest. The
video interviews could be shown Posters with various problem areas and
their solutions displayed. Tools that have been developed will be available
for attendees to examine and take away with them to be adapted for their
own use or information.
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Patient perspectives on communicating with health care
professionals about sexual concerns

G. Beaudoin, M.I. Fitch. Toronfo Sunnybrook Regional Cancer
Centre/Sunnybro, Psychosocial & Behavioral Research Unit, Toronto,
Canada

Background: Cancer has an impact that is felt in more than physical ways.
There are often emotional, social, psychological, spiritual and practical
changes as well. Patients frequently face challenges in coping with the
needs which arise during the course of their treatment. In particular,
patients have reported challenges in communicating with health care
practitioners about their needs and in obtaining the help or assistance
they would like to have. Busy clinical settings and heavy caseloads can
present barriers to patients receiving timely and appropriate help for unmet
needs. These challenges escalate when the needs are related to sensitive
psychosocial needs such as those related to sexuality. This study was
undertaken to describe patients’ perspectives about communication with
cancer care professionals regarding sexual concerns.

Materials and Methods: In-depth interviews were conducted with 30
cancer patients (breast, gynecological, prostate, colorectal, and head
and neck) to explore this issue. Interviews were audiotaped, transcribed
verbatim, and subjected to content and thematic analysis.

Results and Conclusions: Patients confirmed they had experienced
concerns about sexuality because of their cancer diagnosis and treatment.
They also experienced barriers when they raised their concerns with health
care providers and wanted to discuss these matters. Many felt they did
not want to raise their concerns with providers who were “very busy”.
The findings have clear implications for education of staff members and
practice in cancer settings concerning the sexual concerns experienced
by cancer patients, talking about these topics in a sensitive manner, and
linking patients with the services they may required.
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Needs evaluation among patients with advanced colon cancer who
receive chemotherapy at home

A. Ashkenazi, L. Pishniak, Y. Yagil, A. Figer. Tel Aviv Medical Center,
Oncology, Tel Aviv, Israel

Background: Cancer patients suffer from physical and emotional distress,
suffering from the treatment and feel isolated even within their own family
system. Colon patients, in addition, suffer from physical problems that
cause embarrassment, and discomfort (like lost of control over secretion)
they also suffer from low self esteem, exhaustion, pain, no appetite and
lower sexual drive. Knowing all of that and in order to improve the quality
of life for these patients, we found in researches showed that chemotherapy
at home can improve the patients’ quality of life. Patients reported that they
feel fear and distress when they have to receive treatments in the hospital.
They feel anxious, under lot of stress. They also feel as they become a
burden on their family that have to accompany them to the treatment.
Method: We conducted twenty home visits, within six months, to twenty
colon cancer patients who received chemotherapy at home. The home visit
included conversation with the patients (about an hour and half) and they
were asked to complete two questioners and to return them to the staff
during their next clinic visit. The questioners included three areas:

1. Their medical condition, physical functioning and emotional state;

2. Sources of support within the family system and within the community;
3. Level of satisfaction regarding getting the treatment at home.

Results: In the questioner regarding adjustment to current state and
level of emotional distress 91.7% answered that their emotional distress
is high. The method of home visits was proven to be official because
we were able to check if the patient is in a supportive environment that
suites his needs. 90% of the patients reported that although they were
in close and supportive relationships with their family members, they feel
isolated. 80% of the patients were unaware of their legal rights and of
community supportive services. Some of the patients expressed a wish to
have a volunteer visiting them at the home. 100% of the patients noted on
the advantages of receiving chemotherapy at home and stated that their
emotional distress would have been probably higher if they were treated at
the hospital.



