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Abstract: Patients with breast cancer have very high information needs especially about their disease,
likelihood of cure, the treatment of their disease, investigative tests, and amongst these all; prognosis is
one such area about which patients with breast cancer ask questions. Several studies have found that
younger women have continued needs for information about future fertility, coping with changes to
sexuality, management of premature menopause, preventive treatments, genetic counseling, diet, exercise
and complimentary therapies and this persists for several years even after treatment ends. Unmet
information needs can lead to depression, anxiety, psychological problems, repression of emotions and
undue fears that may hamper the patient’s treatment regime and have significantly effect on her coping
skills, compliance patterns and health recommendations. The objectives of the study were to provide
psychosocial information to patients with breast cancer and to assist their families cope with diagnosis
and prognosis. It also aimed to establish a comprehensive approach to patient education within breast
cancer center so as to help patients assess hospital and community services in a timely manner and it
also facilitated their participation in treatment and continuity of care across multiple settings. The New
Patient Information NPI and Patient Information Organizer PIO (NPI/PIO) was developed to respond to
information needs and information management needs of women with Breast Cancer. All the women were
asked to study it and a 20 minute telephone-survey at 1 month (T1) and 6 months (T2) post receipt NPI/
P10 was undertaken namely investigator- developed survey which included 23 questions. The data was
analyzed subsequently and it revealed that women were very much satisfied with the NP1 and stated that
it helped them to cope, they had satisfaction with their treatment decisions, it decreased their anxiety and
depression patterns and brought about new degrees of hope. PIO helped them to organize and manage
wide range of information they received throughout their continuum of care. Results also reveal that
nurses and other health care professionals not only play a very significant role by providing information
to patients and their families and hence alleviating their apprehensions, fears, anxieties and concerns but
at the same time they also support cognitive strategies by which patients can cope with more effectively

with treatment related strategies.
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Introduction

Many people with cancer want detailed information about their
cancer, diagnosis, prognosis and treatment options and women
with breast cancer are amongst those with the strongest information
needst. A diagnosis of breast cancer and the ensuing treatment
are new experiences for most women and it is clear from a
number of studies that they have high information needs
irrespective of the type of treatment they receive?. Infact,
information seeking has been identified as a coping strategy of
the breast cancer “survivor personality”. Information allows one
to discriminate the safe from the unsafe, to make the appropriate
preparatory responses and to reduce the inherent aversive ness
of being on a state of uncertainty. Information is the key to
acceptance and help with anxiety and fears*. Unmet information
needs are believed to increase emotional distress for patients (e.g.
increased anxiety and depression), psychosocial complaints and
subsequently hamper patient’s adjustment to their illness®.
depression and anxiety can interfere with cognitive functioning
and adherence to health recommendations®’. Patients with cancer
who receive information report benefits including increased
satisfaction with treatment choices, increased satisfaction with
patient-doctor interactions and decreased levels of anxiety and
distress®. a decrease in hospital admissions, length of stay and
medication usage was reported when patients in a general medical
ambulatory practice received regularly scheduled telephone calls

from a member of the health care team®. The role of nurses in
informing patients seemed to be important even before
hospitalization'®. The need for creative, innovative and flexible
programs to provide patients with information before the procedure
to allay patients fears, and to plan for discharge in this setting
is a major challenge in the field of surgical oncology**. The New
Patient Information NPI and Patient Information Organizer PIO
(NPI1/PIO) were developed to respond to information needs and
information management needs of women with Breast cancer.

Materials and Methods

Sixty three (63) women with Breast cancer, irrespective of their
stage of cancer were selected and New Patient Information Package
and Patient Information Organizer (NPI/P10) was distributed to
them at the Breast Center, Princess Margaret Hospital (PMH),
Toronto, Canada. All the women were asked to study it. 20
minute telephone-survey at 1 month (T1) and 6 months (T2) post
receipt of New Patient Information Package and Patient
Information Organizer (NPI/PIO) was undertaken. Survey
included 23 questions and was named investigator- developed
survey. 6 questions collected demographic information and the
rest other questions were asked about participant’s satisfaction
with content, readability and use of information provided and
impact of NPI/PIO on their coping. The data was then statistically
analyzed and patients satisfaction with NPI/P1O at 1 month and
6 months interval was made.
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Results
Table 1 : Patient Satisfaction— NPI T1: N=63; T2: N =48

S No Patient Satisfaction : NPI T1% T2 %
1 Easy to understand b 100
2 Shared with family/friends 57 ®
3 Helped with coping 0 )
4 Had no effect on coping 2 19
5 Didn’t help with coping 9 2
6 Should be continued 2 B

95% of patients at T1 and 100% of patients at T2 found the NPI
easy to understand. 70% of women at T1 and 79% at T2 reported
that NPI helped them with coping. More than half of the patients
shared the NPI with family and friends. More than 90% of
women agreed to the fact, that it should be continued and also
stated that it was quite easy to understand.

Table 2 : Patient Satisfaction— PIO T1: N =63; T2 : N = 48

S No Patient Satisfaction PIO T1% T2%
1 Helped with organizing health care information 0
2 Should be continued 73 )

At T1, 65% of participants reported that PIO helped them to keep
track of their health care information. At T2, 40% of participants
were still using the PIO to help them manage the health care
information. At T1, 84% of participants desired their willingness
that P10 should be continued whereas at T2, 79% participants
desired their wish to continue PIO.

Table 3 : Patient Satisfaction Survey with NPI/PIO- Participant
Demographics T1: N =63; T2 : N = 48.

T1% T2 %
Age (yrs) 30 - 49 y.e) y.e)
50 — 69 54 (57
>70 14 19
Education High School 3 3
College/University 2] &
First Language English (o2 100

In the age group 50 — 69 yrs, as many as 54% of participants
at T1 and 52% at T2 expressed their satisfaction with NPI/P10.
As many as 59% participants at T1 and 60% participants at T2
having University education expressed their satisfaction with
NPI.P1O.

Table 4 : Nurse Satisfaction Survey with Management of NPIPIO (N =4).

1 Storage of Materials Yes

NPI/PIO always available 100%
2 Distribution of NPIs

No difficulties encountered with distribution 100%

Time available to review contents with patients 75%
3 Contents of NPI

Satisfaction with contents and format 75%
4 PIO

Satisfaction with information organizer 7%

All nurses reported that NPI/P1O was always available and they
did encounter any difficulty with distribution of NPI/PIO to
patients. Three nurses also indicated that they were always able
to review the NPI contents with their patients.

The women who were surveyed in 3 months reported that New
Patient Information Package (NPI) and Patient Information
Organizer (P10O) helped them to organize and manage the wide
range of information they received throughout their continuation
of care.
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Discussion

It is obvious that most patients prefer to be well informed about
their situation?®, because they use cognitive mediation to cope
with stressful events'”®. Lack of knowledge about breast cancer
may be source of considerable patient anxiety or may contribute
to a “wall of silence” where energy used for repression and
denial drains the patient of important energy resources needed for
recovery?; hence there is need to develop and establish a
comprehensive approach to patient education within the Breast
Cancer Center where patient and their families get enough
information to allay their fears and concerns related to diagnosis,
investigations, treatment, likelihood of cure and prognosis and
keeping all these in view, NPI/PIO was developed.

Patients with cancer who have the opportunity to participate in
treatment decision making have accrued benefits including
decreased anxiety and depression, increased satisfaction with
treatment decisions and care received and a high degree of hope®.
There is increased treatment with compliance and follow up in
patients?2. Similar results were found in this study where 70%
of women at T1 and 79% at T2 reported that NPl (New Patient
Information) helped them with coping and they discussed it their
family and friends also. The need for creative, innovative and
flexible programs to provide patients with information before the
procedure to allay patients fears and to plan for discharge in this
setting is a major challenge in the field of surgical oncology*.
Formalized patient education programs need to be available with
referrals to support groups, education programs, individual
counseling and Reach to Recovery should be introduced early in
the illness in both written and verbal form in order to accessible
when timing is appropriate for the individual®. This correlates
with our study also where at T1, 65% of participants reported
that PIO (Patient Information Organizer) helped them to keep
track of their health care information. At T2, 40% of participants
were still using the PIO to help them manage the health care
information. To ensure a satisfactory balance between recall,
understanding and patient well being, supplementary information
may be most beneficial when provided on an individual basis %.
In the present study more than 90% of participants at T1 and T2
were satisfied with NPI and wanted that it should be continued
and similarly with P1O, majority of the patients were satisfied
and wanted that supplementary information be provided to patients
on an individual basis. By addressing such information needs,
healthcare professionals will not only fulfill a basic responsibility
to those being treated but they also support cognitive strategies
by which patients can cope with more effectively with treatment
related strategies?. In the present study nurses and volunteers
played a significant role in distributing of NPI/PIO and 75% of
nurses discussed the contents of NPI/PIO with patients and were
also satisfied with the contents and the format of NPI/P1O.
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Honours

Dr.Chintamani has been awarded Honorary Fellowship of the Royal College of Surgeons of Edinburgh (FRCS) for his
outstanding contribution in the field of surgery Dr. Chintamani is seen receiving the award from the President of Royal

College of Surgeon of Edinburgh Mr. R. JAR Smith.

Dr. Tarun Gupta Additional Secretary General IMSA, has been unanimously elected as President elect of Indian Medical Association, New Delhi Branch, for

the year 2006-2007.

Dr. Tarun Gupta as also been elected Honorary Secretary of Rotorary Club of Delhi, Chanakya Puri, New Delhi(R.I.District-3010) for the year 2006-2007.
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