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Abstract

Background: Our inter-professional research team believes that providing useful, relevant, and timely information for
people diagnosed with cancer is a key component of ethical and quality care. This paper fillsa gap in the literature on the
information needs of people affected by colorectal cancer by presenting the voices of people affected.

M ethodology and methods. Finding no comprehensive research that fully identifies theinformation needs of peoplewith
colorectal cancer from their perspective, we designed a research project using the methodology narrative. Using three
sources of data— stories found in the literature analysed using the method scoping review, researcher experience, and first
hand accounts — we present a narrative of the what, when, and how of information needs of people with colorectal cancer.

Findings: This re-storying can be represented by four very broad themes: i) finding my way in the moment(s), ii)
understanding treatment, iii) ways to live, and iv) post treatment information needs. It aso considers how people
want/need information at various points along the care trgjectory.

Summary: This narrative begins and ends with the assertion that every person is unique and, to follow the principles of
patient-centred care, healthcare providers must determine how each person’s information needs can best be met, thereby
improving peopl€e’ s experience not only of receiving care, but of living with cancer.
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1 Introduction

Many healthcare professionals working in cancer care strive not only to provide excellent medical care, but also to
improve the experience of peoplereceiving care. Known to benefit peopl€e’ s experience isthe provision of appropriate and
timely information, which requires an understanding of those information needs™. Our inter-professional research team,
consisting of healthcare providers in the disciplines of nursing, pharmacy, dietetics, social work, library science, and
radiation therapy aswell as academic health researchers, has focused our energies on understanding the information needs
of people diagnosed with colorectal cancer. In our previous research, including a detailed scoping review, we discovered
that literature discussing the information needs of people affected by colorectal cancer rarely did so from the perspective of
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these people. This paper reports on our unique study using the methodology of narrative that servesto fill this gap in the
literature. It presents are-storying of peoplée’ s voicesfound in three sources of data: i) literature, ii) feedback from people
affected by colorectal cancer and clinicians who work with them, and iii) researchers’ experience.

The structure of the paper is as follows. We present the methods we used to collect our three sources of data. We describe
the methodology of narrative that pulls together the perspective of people with colorectal cancer from these data. Included
in this section is an outline of the methods of our scoping review that provided the literature. An analysis of this collective
material produced what we are calling anarrative of theinformation needs of people diagnosed with colorectal cancer. Our
goal is to better understand people’s information needs and generate a narrative to inform the practice of healthcare
providersin aposition to meet those needs, thereby improving peopl€’ s experience not only of receiving care, but of living
with cancer.

2 Research methodology and methods

This project of presenting a narrative follows up on our previous scoping study > to answer the question: What are the
information needs of peoplewith colorectal cancers? During that study, our analysis prompted usto do afollow-up search
of that literature looking specifically for the voices of people with colorectal cancer to better answer our research question.
Of the original 239 articles collected in our scoping study, only 64 met this next level of inclusion criteria. We analysed
this|literature as one of our data sources using the method outlined by Popay et al. . It is our methodological triangulation
of three data sources and their analysis, however, that produces areliable narrative presented in this paper. Methodol ogical
triangulation, according to Maggs-Rapport P9 “may be the key to telling a credible story whilst at the same time
convincing the audience that data collection and analysis are carried out in a thorough and unprejudiced manner”. We
believe this study has enabled us to move closer to better understanding the information needed and/or wanted by people
with colorecta cancer aswe consider optimal approaches to providing better informational support as part of quality care.

2.1 Narrative

We borrowed methodol ogical features of narrative inquiry, which has along standing history in education scholarship but
has increasingly been taken up in other disciplines such as psychology, sociology, theology, critical theory, and
anthropology. Narrative inquiry does not remove the voice of the researcher as it focuses on the voice of participants.
Rather, as researchers, we engaged in a process called connected knowing [, in which the knower is personally attached to
the known. Researchers insert themselves into the other’ s story as away of coming to know this story and giving voice to
the other ", Narrative inquiry is a collaboration between the participants (we consider people we met in person and those
whose voices appeared in the literature as participants) and the researcher, whose stories are given authority.

Early theorizing of narratives attend not so much to the narrative itself but to the knowledge it generated about the
substance ‘behind’ it . However, Somers [ P%! argues that through narrative, we also “come to know, understand, and
makes sense of the social world.” Cancer care is dominated by a medical model yet we know that peopl€e’' s experience is
largely lived outside the medical sphere in the socia world. According to Hyden ®, “patients’ narratives give voice to
suffering in away that lies outside the domain of the biomedical voice.” Narrative can capture central features of people’s
illness experiences, social contexts, and daily life.

Our study did not rely solely on personal encounters with participants. Within narrative inquiry, there is an acknowledge-
ment that data may come from different sources . We began by analysing the literature. While this process produced a
synthesis of the narratives therein, these narratives were unidimensional. The experiences of our research team introduced
another dimension; each of us has heard many people with cancer tell their story. Missing still, however, were the actual
voices of the authors of those stories. It was during a day-long consultation workshop with people that we gained an
understanding of the richness of their experience. In other words, people at this workshop breathed life into the stories
found in the literature and relayed by research team members. Hence, we have three sources of stories of people with
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colorectal cancer: the literature, participants at the workshop, and experiences and recollections of the clinicians and
researchers on our research team. Thus, rather than drawing a comparison between these data, the narrative we present
hereis are-storying of collective experience.

2.2 Literature search

This paper originated with our analysis of the literature collected in an earlier scoping review 3. For that review, we
searched Ovid MEDLINE, Pubmed, Embase, CINAHL, PsycINFO, Cochrane and Google Scholar. In addition, we looked
for clinical trials, practice guidelines, meeting abstracts and dissertations and searched other sources of “grey” literature.
We conducted a hand-search of key journals and scanned the reference lists from relevant articles to identify other papers
that may not have been found in the initial search. We also searched the Social Science Citation Index for articles that may
have cited some of the key articles we retrieved.

Our origina search was broad in order to be as comprehensive as possible. We used search terms such as: patient
education, patient information, patient satisfaction, patient preference, patient satisfaction, patient participation, patient
perception, consumer health information, consumer satisfaction, information seeking, access to information, communi-
cation, attitude to health, awareness, decision making, self-care, uncertainty, nutritional support, social support, self-help
groups, counselling, patient discharge, after care, and continuity of patient care. We also included terms such as physician-
patient relations, attitude of health personnel, nurse's role, pharmacists, nutritionists, caregivers, spouses, family, and
friends in order to capture articles about the information provided by health professionals or needed by the families and
caregivers of patients. In addition, we included terms that captured the sources of information patients might use, such as
information services, information dissemination, information centres, pamphlets, handouts, audiovisual aids, teaching
materials, internet, hotlines, and computer-assisted instruction. The original search was limited to articles published in
English between January 1994 and April 2010. For this project, we updated the search to include literature published from
May 2010 to September 2011.

2.3 Inclusion/exclusion criteria

Included in our scoping review were studies that mentioned in any way the information needs of people who have or have
had adiagnosis of colorectal cancer, their families and caregivers, or the information sources used by them. Studies about
screening and prevention were excluded. Studies about genetics were excluded, unless they were about the information
needed by or provided to people who have/had colorectal cancer. We also excluded studies that included other types of
cancer in addition to colorectal cancer but did not discuss the needs of colorectal cancer patients separately from the other
cancer patients. Studies about risk, mortality, epidemiology, drugs, cancer incidence, nutritional status, diet therapies, wait
times, colitis, Irritable Bowel Syndrome, Crohn’s Disease, Familial Adenomatous Polyposis, diverticulitis, inflammatory
bowel, or the information or educational needs of health professionals were also not included. Descriptions of treatments,
book reviews, policy analyses, case histories, and test validations were excluded. |mplementing these inclusion/exclusion
criteria produced 239 articles in our original search and 57 additional articles in our updated search. For this project we
applied a second level of inclusion/exclusion criteria and included only studies in which patients had been consulted for
their views. From our original scoping review, 64 articles met these criteria, and 28 additional articles from our updated
search were included [*+1%2,

2.4 Literature data collection and extraction

Wewere very intentional in our reading of the literature with asoleinterest to “hear” the voices of people who have/had a
diagnosis of colorectal cancer. Each article was read with afocus on what people had to say about information needs. Are
there lessons to be learned or a context in which we can understand the what, when, and how about providing information?
Data collected included: Background Information (citation, study design, characteristics of population, aim/goal of paper,
disciplinary perspectives and expertise of the researchers); Findings (what types of information people say they need/want,
timing of receiving information as indicated by people, format and source of information); and Additional information
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(anything noteworthy about the paper that was relevant to our study but that was not captured in the previous sections). We
grouped and clustered similar concepts and performed athematic analysis of the data.

2.5 Consultation

Given our primary interest was the voice of people diagnosed with colorectal cancer, it was imperative that we seek the
input of people to solicit their feedback, which became another source of data. We accomplished this task at a day-long
workshop to which we invited people affected by colorectal cancer and clinicians who worked with them from around our
western Canadian province. We invited colleagues from other cancer treatment centres in our province to participate and
to suggest patientswho might be interested in participating. Their participation was dependent on their availability and, for
those out of town, ability to travel. Of those we invited, fifty-three people participated in the workshop: 16 with a history of
colorectal cancer with ages from mid 20s to mid 70s, six family members, 21 clinicians, and 10 members of the research
team. Discussions, first in pairs followed by small groups, were framed by questions we posed to elicit experiences of
receiving information. The groups then presented important points of their dialogues to the larger group, which in turn
discussed key points and agreed upon a set of recommendations about how we might better meet the needs of people with
colorectal cancer. We often heard sentiments such as: “if | had known then what | know now.” We wanted to capture what
they know now and share it with people earlier in their cancer care experience.

2.6 Experience of research team members

The many experiences our research team members brought to our discussions were the final source of data collected
throughout the data collection and analysis processes. These stories, from clinical or previous research experience, remain
the impetus for this research focus.

2.7 Data analysis

Aninitia analysis of the literature produced some suggested themes that the team agreed both reflected their sense of the
literature and could be presented to participants at the workshop. Group discussions at the workshop were recorded and
analysed to determine if the themes found in the literature adequately reflected messages in the discussions. We added to
our description of the themes and created new themes as necessary based on analysis of these discussions. Wewent back to
the literature and conducted a more thorough analysis using the revised and agreed upon themes. Researcher experience
and reflections on patients’ stories were also analysed using these themes. Asaresult, our analysiswas an iterative process
and the re-storying is told from the collective stories found in all three data sources.

3 Findings and discussion: Exploring relationships in the
stories

3.1 Setting the context of analysis

“ 'Oh yes, | aways like to know everything, good or bad, whatever and then | can make an informed
decision.’ 130 P79

“ *They weretrying to give meinformation....| said, just doit, you know, before | change my mind....you cantell
me all about it after.... | wastoo bloody frightened, | didn’t want to know.’ " 192 %3

Our analysisis not meant to draw comparisons between the data sources but to illustrate a collective story. Presentation of
our analysis needs to be prefaced by our assertion that people with colorectal cancer are not a homogeneous group, as the
preceding quotes indicate. There is no one unitary or universal person with this diagnosis; not everyone shares the same
point of view. Thereis no one story. Rather,
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(S)ituational factors play a decisive role in the construction of narratives and ... we continually produce new
narrativesin new contexts. Thus, it seems all the more evident that it is not a question of the narrative, but rather
of different possible narratives which are determined by situational factors, particularly by the interaction
between narrator and listener 18 P2

This heterogeneity poses a challenge. However, when “patient-centred care” appears as a principle of care, asis stated by
many within the centre in which our research team is located, it behooves us to strategise how to meet the needs of
individuals and not assume that one size fitsall. Aswasrevealed in our analysis, many people desire to have information
tailored to their unique situation. “We want tailored information versus standardised information; we wanted to be treated
as unique.” (workshop) Furthermore, inherent in narrative inquiry is interpretation . Our goal is not to make
generalisable statements but to become cognisant of the various narratives of which those interested in attending to the
information needs of people with colorectal cancer need to be aware. Thus, we hope readers will not assume
generalisability or homogeneity in the following analysis. Referencing the literature is straightforward and we do that
below. However, referencing people's voiced experience and stories is more challenging; it is implied throughout our
analysis as presented below, even if not explicitly referenced. Because the workshop component of this project came under
quality assurance at our organization, we were exempt from requiring ethics approval. Thus, the quotes noted to be from
the workshop included in this paper are not attributed to any one person.

Our interest wasin the what, when, and how of information needs of people with colorectal cancer fromtheir perspective.
These elements are not linear; but intersect at various points. While on paper, we may present each inisolation, in practice,
we must be aware of the multidimensional and complex nature of serving the information needs of people with cancer.
Asking people new to asituation as complex and, arguably, as scary as a cancer diagnosiswhat they need to know istricky.
“You don’t know what you don’t know until you know it.” (workshop) Assuming people with a cancer diagnosis will
know what information to ask for seems unreasonable; how can they know now what they will need to know tomorrow?
They rarely know what is going to happen, how they will feel, what to expect, and, therefore, what to ask: such is a
common experience of people affected by cancer.

3.2 The what

The story of people with colorectal cancer as it relates to what information they need and/or want can be represented by
four very broad themesthat emerge: i) finding my way in the moment(s), ii) understanding treatment, iii) waysto live, and
iVv) post treatment.

3.2.1 Finding my way in the moment(s)
| knew at that state that | would need information. Immediately practical things you think about like, ‘will we be
ableto go on the holiday we' ve booked’, um, to *how much work timewill | need off work’. Health questionslike,
(the) first thing | wanted to know, really, about cancer, ‘what’ sthe prognosis? Well you really want to know ‘am
| going to dig’ (%P4,

Receiving adiagnosis of cancer launches peopleinto awhole new world. People undertaking the work of negotiating their
new reality and the system at every step of the way state there is a plethora of information they need to know and under-
stand in order to make decisions and manage their life. It includes information that is both general and specific about
cancer such as: the disease process and the nature of their illness 2 #7; the meaning of test results ®; what to expect in
terms of treatment as they contemplate future decisions including risks and benefits; possible/expected
outcomes 13 32 42, 47, 67. 88, 72. 75, 82, compications and recovery times [ adjusting to caring for a stoma [ 7 78 81
aternative treatments "> 83; survival rates®* *, and options regarding timing of decision making %, The information
needed at any one moment is often linked to the decisions people need to make in the next moment.
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No matter where they are on their cancer care trajectory, people value having information on whom to contact 22 771
when arranging tests, supports, and other requirements *¥: where to find help > ; or, if necessary, an advocate. People
spoke passionately about wishing they had someone they could contact outside of scheduled appointments, pointing to a
gap in much of cancer care. Information about key contacts is needed throughout peopl€’ s experience.

3.2.2 Understanding treatment

The majority of people with colorectal cancer have some kind of treatment: surgery, chemotherapy, and/or radiation as
well as medication to deal with (side) effects. We problematise the notion of “side effects,” proposing that they are effects
that have significant impact, more than isinsinuated when referred to as“ side” effects. For assistance in making decisions
about treatment, many want information about options [* %8183 gnd what is involved in each treatment including how it
works (for example, will it lead to a cure? stop the spread of disease?) and how it relates to their diagnosis 2 17 19 20 2427,
33,44,50,54, 60, 64, 65, 67,72, 74,82 '\ any &l so want to understand potential side effects of treatment to help them prepare [** 2+ 26
33,38, 43, 44,48, 50,54,60,67. 68, 74, 77.85] i g sinvolved, for exampleimpotence!™ ¥ and alternatives they might consider (2642 1,
People arerarely passive recipients of treatment; many want to learn about recent news on cancer research and treatments
aswell asclinical trials!® 8. Getting treatment is such a significant part of having cancer and people are pretty clear they
need relevant information as they make decisions, organise their lives around treatments, and manage effects.

Finally, afeature of cancer that isinfrequently discussed: finances. Being sick can be expensive if people need to taketime
off work and/or pay for medications. “People are unaware of how much of afinancial strain it can be; we need to be told
about the costs.” (workshop)

3.2.3 Ways to live

While receiving a diagnosis of cancer interrupts the normalcy of life, people look for ways to adjust to this interruption.
Valued, athough often contradictory, is information on diet and nutrition both during treatment and in
recovery [t 122223, 26,29, 38, 40, 43,66, 68, 77,81, 92 T manage much of life's dailiness, people want information on how to
resume exercise and activity [** % 44878 \waysto relax [*), work/employment/financial issues ! 1724 33.40.43.93] og\yel|
as issues relating to sexuality and intimate relationships 2 3 % % 78 on.going psychosocia and emotional
issues!1226:33.43.60.67.68 ' changesin family relationships!**2*“¥ and bowel function including bloating, diarrhea, wind/gas,
difficulty emptying bowels, and stoma care and supplies [+ 667 781,

Many people seek information that implicitly speaksto their sense of self, identity, and spirituality. Such information will
help them manage fears such as cancer spreading [® % not being able to do the things they used to do, ongoing
fatigue!® % %! reduced sexual function >, and pain [ %!, People want to understand how redlistic their fears are and
how worried they should be. Even when treatment has been deemed by clinicians as successful, these fears often continue.
People told us that it is the daily features of life that are so often complicated by cancer and treatment and they crave
information on how to manage and carry on.

3.2.4 Post-treatment

“Wefédlt like our lifeline was disconnected.” (workshop) The end of treatment often signals the end of aregular connection
with the cancer centre and by default, support. This transition to a“new normal” is challenging and fraught with anxiety.
People tell us they wish they had known information that would have helped them cope during this time. Some of this
information is specific to particular treatments (2% 2" 70887 «Nohody told me that | was going to put on weight, or have
bowsel irregularities. | also did not know that | had to learn about foods | could and could not eat. | had to educate myself.
My [PCP] was not very helpful about informing me about what is normal.” "% Many often want to know what long
term physical, psychosocial, and socia effects [17: 21 24 27. 4268, 80. 86, 87 o changes in sexudity [®, or other bodily
(particularly bowel and stoma) functions [ % 67 74 78. 80 tq expect after treatment. Along with an interest in normal
physiological and psychological changes®® ¥, people often want redlistic information on recovery 2477677 and on
recognising symptoms of recurrence 3438 71 ‘|nformation on approaches to lifestyle issues after treatment such as
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diet [17:62 7271800 v ercise® and returning to work and other activities [*72* 278 gre often missed when treatment is the
focus. And finally, many people want a summary of tests and treatment received [ information on follow-up ?¥ and
support services, contact people for future concerns, and details about monitoring [ %> %% 54 The research on
post-treatment (often called survivorship) has resulted in the distribution of care plans in many jurisdictions that, when
detailed enough, will provide some of this needed information. The UK istaking this concept further by creating care plans
near the beginning of treatment and updating throughout 1*°%, “Y ou need to have these things written down for you. When
you attend your appointments, you are in akind of state of shock and you do not remember what has been told to you. ...it
would have been very useful to have received this document.” [*7:P103

3.3 The when

Attending to the information needs of people with colorectal cancer is complex; it isnot alinear process. There are many
points along the trajectory of people's cancer experience during which people (may) want/need information: diagnosis,
before surgery, leaving hospital post surgery, various periods post surgery, deciding on treatment, before treatment, during
treatment, end of treatment, and post-treatment. In keeping with our earlier argument that there is not one universal person
with colorectal cancer, we propose that not everyone will experience each of these points, want/need the same information,
or want/need it at the same time. The people with whom we consulted were adamant about this issue. The point of
diagnosisis agood example of atime when peopl€e' s needs/wants vary considerably. Some people want as much detailed
information as possible about everything that may be relevant to them. Others are overwhelmed and need to absorb the
diagnosis before learning more ', The challenge for healthcare (thus information) providersisto learn how to recognise
in each person what is most appropriate — and when.

At the time people receive adiagnosis, many want to know their chances of survival ** and/or details of their diagnosis
in writing so they can refer back to it [*"). Asthey need to make treatment decisions, people want information about their
options, including alternative treatments . This is atime when people have many questions about the decisions facing
them [*, Regardiess of the treatment, they want to know what to expect, potential effects, and how to prepare [, This
desire, however, is not universal. “Some described how the shock at being diagnosed with cancer prevented them from
asking questions. For example, one patient commented: P- ‘I felt like my mind became blocked. | couldn’t have asked
guestions, lots of things | would have liked to have asked, later on, but at the spur of the moment, | couldn’t think of
anything.’” 192 P

If having surgery, most people want to know what will be done during surgery and what they can expect afterwards ?! —
particularly the likelihood of an ostomy — and the effects of surgery and/or other treatment on aspects of life such as
sex 27 3L 34, 44,46, 54, 66, 67. 75, 76, 78 84 Moy want this information before surgery — and maybe again after
surgery 128 Discovering that their ability to be sexually intimate was impaired after surgery came as an unwelcomed
shock to many. Clinicians need sensitive approaches to determine how much information people want. According to
Thurston 192 ¥ “Some stated that they were keen to be given as much information as possible, feeling that this made the
process of treatment easier for them. In contrast, other respondents described fear as preventing them from seeking
explanations, in particular demonstrating reluctance to listen.”

Anargument is made by many, particularly workshop participants, that immediately after surgery, when people arefeeling
the effects of the anaesthetic, is not agood timeto tell them anything % 2%, “(W)hen the doctors came, they did talk over
you. And of course, you' re not feeling well, you' re not in a position to ask ‘what exactly is going on?** [100-p317]

The need for information is not over when treatment is complete. People articulate feeling lost as they discontinue
treatment [® and lose ready access to care providers of whom they can ask questions. They often feel unprepared to
handle the issues facing them, including unexpected experiences that include physiological, psychological, and social
changes [?% 40.63.68.80.102] ' peceiving this information before treatment ends offers a sense of security: people know what
they might expect and options on how to manage. High on the list of issues is bowel function and adjusting to bowel
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changes % 40 63.66:102] et nytrition (%8 72 778092 stoma care (24 24 57 7. 78.80 and sexuality ["® ™. The fear of recurrence
is one many people with cancer carry for along time; information on recognising signs of recurrence [ 3% 40.63.68.71,102]
linked to information on recovery [ 757 and can put people at ease. Feelings of being cast adrift X** may be alleviated by
knowing there are planned follow-up tests and appointments with healthcare providers as well as a contact
number (4% 52531,

3.4 The how

To reiterate, the what, when, and how of providing information cannot be considered in isolation from one other. This
argument is most evident when looking at how information is best given to people; the how is pivotal in that it feeds into
the what and the when and, perhaps most importantly, is often overlooked. As with the other two spheres we have
addressed, there is no one way to look at how.

Each person has a preferred way of learning information: a one-size-fits-all approach does not work. This overarching
message of having information personalised so the content and method of delivery are appropriate to each person’ sunique
situation **“* was loud and clear from the people we consulted and is concomitant with person-centred care. People
appreciate clinicians skilled in recognising how much information to provide each person and in what way. Vision and
hearing challenges need to be considered. Cultural sensitivity is also an important consideration when providing
information. Similarly, people usually want information continuously over time, not just once 1% 5% 92 102 «Reijterate
information more than once. We need continuous learning.” (workshop) Tools such as care plans inform people what the
steps may be aong the way: “1 wanted to know the next step at the beginning of the journey, to know how long | should
expect to wait. Care plans give the patient and family alittle of the control.” (workshop)

People have varying views on how information could be given. Overwhelmingly, they want a personal face-to-face
encounter Wlth someone they can understand [19, 20, 27, 66, 97, 98] and trust [11, 29, 41, 51-53, 66, 71, 75, 77, 80, 82, 84, 97, 98, 102]. Tel ephone
encounters can also be away to connect, particularly for follow-up information 22 *. Increasingly, email isaway to seek
and receive information, particularly when clinicians are difficult to reach on the phone or see in person. Healthcare
professionals (nurses, oncologists, family physicians, dietician and to a lesser extent physical therapists and
complementary and alternative medicine practitioners) were often the primary source of information [ ¢” 7* & Many
view their cancer specialist as their main source of information and see family physicians as a support to fill in the gap of
questions not answered by the oncology team ®?. On the other hand, nurses are experienced as important sources of
information (2735 44.62.70.91 anq ghle to make sense of what physicians had said **!. Many people valued opportunities with
nurses such as during “chemo teach” (patient education sessions) to receive information.

My interaction with all the doctors has been positive, but additional training in supplying information to patients
is needed. Some terms are on a high level, and because this is a change in a person’s life, an explanation about
what has happened, how it has happened and what will happen must be made in common terms. Also, once a
form of treatment is recommended, details of what happens to the body, side effects and physical and mental
changes should be explained. Of course, patient involvement in reading and talking to other patients and doctors
isimportant, but most of this information should be provided by the doctors [*> P4,

A recurring theme was the desire to have clinicians communicate with each other about their respective plans and provide
consistent information 12 51-53.66.97.104 gnq tg feel their care was coordinated [ 233 43.67.681 gimj|arly, and as noted
above, many people would like to (and infrequently have) contact someone of whom they can ask questions both during
and following treatment 122> 4%.68.72. 711 ‘\Whjle clinicians are the preferred people to provide information, peers (others
who have asimilar diagnosis) [*1-40. 48.54.66.94,98, 99,102 5 55 may be useful sources of information. People are often reassured
by someone who has “been there.” Some—but not all —find “survivor” stories helpful '°; but some stories may be“scary”.
Others really only trust information that came from a healthcare provider; talking to peersin chat rooms on line was seen
as potentially problematic. Librarians, navigators, and lifestyle counsellors can provide emotional and/or practical
support %% 194 as can community organisations such as cancer societies .
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Many people expressed adesire to have more time with their physicians so they can ask questions* and understand their
rationale for treatment recommendations®3. There were many suggestionsto clinicians for approaches to communicating
information: unhurried — take time *¥; be clear, straight forward, understandable, direct, realistic, informative, honest,
attentive, thorough, give the facts [ 43535997 \yith empathy, and do not use euphemisms . People typically do not
want to be talked down to, have knowledge “dumbed down” (workshop), fed patronised, or be talked over as if they are
not there "%,

| felt my physicians showed great customer service and bedside manners. They took their time and explained to
me what was going on, and they drew diagramsto further assist me in understanding. They also provided mewith
names of survivors to contact for encouragement and a list of books to read. By touching my shoulder and legs
when | laid in bed, they helped me to relate to them as human and not larger than life %> P,

According to McCahill ¥, how a healthcare provider describes someone's situation and choices for treatment will
influence their experience of treatment. The surroundings play an important role: a relaxed friendly atmosphere
encourages people to ask questions or discuss issues'®Y. Many state theimportance of having afriend or family member at
meetings 1" 1% to take notes and help remember al the information that is provided or record meetings with clinicians;
“you need two sets of ears.” (workshop) Additionally, people acknowledge their family is going through this with them
and need information as well for themselves. “Their roleis not as clearly defined as the patients’.” (workshop)

Beyond receiving information through personal encounters, people appreciate that written information such as booklets
and pamphlets 71922 26,27, 29,30, 42, 44,51, 52, 66,86, 97] Wy 5 t0 tri gger information given verbally and allow the opportunity to go
over the information and make decisions. “Chemotherapy did make me really tired and less productive at work,
particularly after the first few sessions. The leaflet helped me realise this was normal.” ' P This information, too, needs
to be accessible, easily understood, comprehensive, and clearly structured 2 %2 53 8l Some people see the value in
diagramsin written materials**>¥ to understand anatomy. Similarly, videos are seen as useful aslong asthey arerealistic.

‘Don’t pay attention to other people or even ... well, in my case the Internet was kind of, | don’t know if you can
call it falseinformation, but it certainly didn’t help my husband.’ [...] “Well, you know the things that could have
gonewrong during the surgery, which, you know, | didn’t go into it with my eyes closed. | researched everything
on the Internet to find out how often ... | went through WebMD for a lot of it and just read what the risks of
surgeries would be.’ 1% P™

Searching the Internet is on the increase [*8 5% .81 97 '\vith many people accessing it for information to assist them in
making decisions * %2, But as the quote suggests, information found there is not consistently useful. Because not
everything on the Internet is trustworthy, complete, or relevant, some express caution ** %, People want to know about
reliable sites. Furthermore, because the Internet is not used by everyone ¥, clinicians cannot assume people will have
accessto it.

In any form of information communication, the use of statisticsin both written and verbal formatsis up for debate: some
want to hear them while others do not.

4 Summary

We have endeavoured to present a collective story about the information needs of people with colorectal cancer by
drawing on data from several sources. It is clear that the possible narratives of people with colorectal cancer are many. By
highlighting that thereis no one way to think about providing information, we have presented a challengeto clinicians. We
aspire to an inclusive concept of care that is more than attending solely to people’ s medical needs. Just as each person’s
treatment is unique to their situation, so, too, are their needs for information.
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According to Worster and Holmes,

It cannot be assumed that individuals understand what they are told; communication does not always egquate with
understanding. Though appropriate information helps patients to make informed decisions about their care and
enhances coping and psychological hedlth [...] the literature suggests that patients with cancer often receive
insufficient information [...]. This raises questions as to whether they are not given the information they need or
whether they fail to understand what they are told. Thisis a subject for future research 1'% P30,

This paper begins to address Worster and Holmes' concerns. We contend, however, that their first statement warrants
problematising. “It cannot be assumed that individuals understand what they are told” is too simplistic. Our research
revealsthat what, when, and how people are given information will contribute to their understanding. Threads common to
all three are the notion of heterogeneity, the inappropriateness of generalisability, and the ideathat one size does not fit all.

The story about the what, the areas about which people want information, appearsin four general themes: finding my way
in the moment(s), understanding treatment, ways to live, and post-treatment. Throughout the care trajectory, people will
go through countless experiences, each different from the previous. They need information that will help them deal with
each of these moments and the decisions they must make along the way. Decisions about treatment require information
about the nature of treatment, (side) effects, and how to organise their lives around treatment. Daily life continues and
people want information to assist their adjustment to life while dealing with cancer — and after treatment. Information is
needed across the continuum of care, not just at one point of time: the when. The experience of cancer is not linear and
neither can the sharing of information be. Each person will want information at atime that works for them and people hope
their health care providers are skilled enough to make this assessment and not make assumptions. The how, again, cannot
be the same for everyone. Health care providers, the most trusted source of information, need to be clear, understandable,
unhurried, and consider myriad issues: language, culture, hearing ability, and other health and family issues. People want
to know their care iswell coordinated, that their health care providers know what one another is doing and planning. Other
sources of information such as the Internet and written sources are also useful ways to communicate.

As healthcare providers, we play a role in ensuring peopl€' s information needs are met as well as possible; we must
consider how to deliver information differently according to the unique requirements of each patient. This research points
to specific issues about which people want to know. More importantly, it reminds us that each person is unique. Given the
importance of information to the provision of care and to peopl€’ s experience with cancer, we are compelled to determine
the best way to provide information as part of ethical practice to improve people' s experience of cancer care.
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