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Abstract

Introduction: Cancer patients are not a homogenous group with the same information needs, but rather a vast range of
individuals with different backgrounds, needs, life situations, and stressors. The patients’ knowledge and self-
determination expectations vary during illness trajectory, and they may need counseling by a nurse as patient advocate.
Therefore, counseling of cancer patients should be seen as a process aimed at providing the patients with empowering
information.

Aim: This study aims to explicate adult cancer patients’ expectations regarding empowering knowledge and counseling
nurse advocacy in relation to the significant demographical, situational and clinical factors that affect these expectations
during the illness trajectory. Furthermore the aim is to describe the possible differences between two culturally different
settings, i.e. northern and southern Europe.

Methods: A survey was conducted using the Expected Knowledge of Hospital Patients® instrument, accompanied by
self-determination, advocacy and empowerment related questions, among informants recruited from two university
hospitals in Finland (n = 332) and one university hospital in Spain (n = 483).

Results: Several demographical, situational and clinical factors such as age, educational background, actual clinical
symptoms and perceived emotional distress of the patient correlated statistically significantly with the knowledge and
advocacy expectations. In both datasets, the bio-physiological knowledge represented the most highly expected
knowledge domain, and knowledge about social issues or economic matters the least expected domains. Spanish
informants had higher knowledge expectations in all sum variables and a higher need for counseling advocacy than
Finnish informants. Despite that, the Spanish informants showed slightly higher perceived empowerment in
self-determination and advocacy than the Finnish informants.

Conclusions: Patient education in oncologic context should be based on a continuous analysis of patients’ emotional
distress and clinical symptoms instead of routine praxis. Therefore, a patient-centered approach to education should be
structured and applied to make sure that patients are fully informed about their condition and treatment options and to
ensure that patients feel respected in the clinical encounter.
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1 Introduction

Cancer is one of the most common diseases in Finland. About 11,600 adult men and 10,700 adult women receive a cancer
diagnosis every year ™. The most common cancer forms in Finland are prostate, lung, colon and ventricular cancer for
men and breast, colon, uterus and ventricular cancer for women . Cancer, as an illness, is nowadays a very common topic
for discussion in media, and many famous actors and politicians, for example, tell honestly about their cancer and its care.
Furthermore, the official health care system, Cancer Foundation and Cancer Patient Foundation all have a lot of
information made available for new cancer patients and their near ones. Spain is one of the six most populous countries in
Europe B! In 2013, the predicted incidence of new cancer cases is 208,500-209,500 (105,000-105,500 men and
103,500-104,000 women). In 2012, the four most common cancer types were prostate, colorectal, lung and stomach cancer
in men, and breast, colorectal, lung and stomach cancer in women . In Spain, cancer is one of the most prevalent diseases
and, in recent years, patients and families have started to openly talk about it. Individuals in public and influential positions
in society have also presented their stories in the media, and even created Cancer Research Foundations. There are also
cancer patient associations providing assistance to the affected patients and families.

However, cancer still in many cases means a life crisis or, at least, has an impact on several aspects of one’s life for a long
time and can therefore be seen as a chronic disease. As it comes to patient education, this re-conceptualization has not yet
translated into current health care practices and systems . Cancer patients have varying informational needs during their
illness trajectory, and their involvement in decision-making concerning their care is a central part of an effective and equal
care process. However, there is evidence of both discontinuity and disempowerment of patient education in oncologic
context [ resulting in a significant risk of care fragmentation and suboptimal patient outcomes "*. For example,
information provided by healthcare professionals at different stages of illness is often experienced by patients as
irrelevant, unreliable and difficult to understand. Healthcare providers possibly underestimate patients’ needs for
information [”), or they may have their own perceptions of what kind of information should be introduced to them !, or by
whom. Therefore, despite all good intentions, patient empowerment in the form of participation in one’s own care may be
hindered by restricting the patient’s access to knowledge and insight and/or by inhibiting the patient’s self-care .

In order to tackle these difficulties, an individual and contextual patient counseling praxis should be tailored for every
oncologic patient, starting from what is known about the patient’s individual knowledge expectations and reactions to
information from different sources during illness trajectory. Cancer patients are not a homogenous group with the same
knowledge expectations, but rather a vast range of individuals with different demographical and cultural backgrounds,
needs, life situations, and stressors. Therefore, counseling of cancer patients is to be taken as a process aimed at providing
the patients with empowering information.

Background

Nurses as counseling patient advocates

In this study, the term counseling refers to the recognition of individual health and cancer care related information and its
exchange between patients and healthcare providers, not to any form of therapy. Counseling starts with an analysis of a
patient’s cognitive resources and expectations, i.e., the needs related to the acquisition and processing of information
through perception, action, and problem solving ™. Furthermore, the different demographical, situational and clinical
factors affecting the patient’s cognition, knowledge expectations and decision-making preferences should be identified.
For example, gender, age, educational background, employment status, time elapsed since diagnosis, physical condition,
mood, and acute admission to hospital are associated with cancer patients’ knowledge expectations 4, but there is still
a question how these factors are connected with knowledge expectations. This analysis is vital in order to provide truly
individual, contextual and empowering patient counseling. Otherwise, the next steps of the process, namely, responding to
these expectations by informing patients, further explicating the information if needed, assisting patients in processing the
information, coordinating informative interventions with other healthcare team members or analyzing the patients’
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comprehension and knowledge later on, can neither fulfill the ethical or legal demands of patient participation nor satisfy
the patients’ knowledge expectations.

These diagnostic procedures are seen as a task of cancer nurses ™. However, there are scarce research reports on how to
assess the knowledge expectations of the patients ™! and only a few instruments have been developed for that purpose.
These instruments do not sufficiently consider the current phase of illness trajectory, or the different individual factors
related to knowledge expectations. The Supportive Care Needs Survey SCNSSF* Blinclydes five domains of which one
concerns adult cancer patients’ information needs. The EORTC Quality of Life questionnaire % aims to evaluate the
information received by cancer patients and its effect on their quality of life. The focus is on biophysical issues, as is also
in the Patient Information Need Questionnaire "™ %71 In the Toronto Informational Needs Questionnaire (TINQ), the
subscales include even psychosocial items ™! but no financial or ethical issues. The Information Satisfaction
Questionnaire "% ¥ focuses, as its name implies, on information satisfaction, and another ! focuses on information
preferences among female cancer patients. All these instruments include items related to patients’ information needs, but a
need assessment does not infer that a patient desires anything in particular **, and therefore, in this study, the focus is on
knowledge expectations. Furthermore, all the above listed instruments are applied at the beginning of the illness trajectory,
and the Patient Learning Needs Scale ! is the only one to be used upon discharge. This is despite the fact that over half of
cancer patients change their decision-making preferences, at least, once during the illness trajectory !, There is an
obvious lack of a diagnostic tool correcting these inconsistencies and to be used by cancer nurses in their everyday
practice.

The changes in patients” knowledge expectations or decision-making preferences are neither being systematically
identified or analyzed, nor responded to. By continuously analyzing patients’ needs and by promoting or defending their
rights to information and decision-making, nurses will fulfill the ethical demands of their role as patient advocates. In
nursing ethics the term advocacy is usually defined as a role of a nurse who promotes and safeguards the well-being and
interests of the patients by ensuring that they are aware of their rights and have access to the information they need to give
their informed consent !, This type of advocacy is proactive by nature. However, there is also another perspective to
advocacy, which is obtained from the patients themselves, stating that patient advocacy does not only mean the promotion
and protection of patients’ legal rights but also their ethical rights and skilled clinical care per se *l, Both these definitions
of advocacy can be seen also in light of triadic advocacy ** or reactive advocacy, meaning advocacy as protection against
a third-party factor, such as misconduct in the care process, threat by a relative, or minimal health care resources. This
perspective on advocacy emphasizes the actual or possible problems concerning patients’ autonomy and right to
participate in decision-making as triggers of advocacy.

Empowerment

Patient advocacy is especially important when the patient is disesmpowered due to cognitive challenges caused by age,
illness or treatments, or language problems 2% 27 Cancer patients are usually near or past middle-age, and cancer itself as
an illness, its’ medical management and especially the side-effects (2], as well as the different transitions during the illness
trajectory are known to affect cancer patients’ cognitive skills and informational expectations **'?%). Most cancer patients
do not meet the criteria for cognitive impairment, but they might still experience subtle deterioration in cognitive
functioning that can impact their daily living and quality of life %

It has also been reported that cancer patients from different ethnic backgrounds have different knowledge expectations:
white patients tended to be more willing to talk about cancer and seek help, whereas certain ethnic minorities tended to be
hesitant to talk about cancer or seek help, possibly due to the stigmatized nature of cancer in some cultures BY. White
patients also tend to place the highest priority on their own individual experiences and interests, and they want to have
control of their own bodies and lives, whereas in some cultures, for example, Hispanic or Asian, patients tend to emphasize
the welfare of the family 2. However, research concerning informational expectations of cancer patients has mainly been
conducted in Western white population, and with a focus on written information. These reports give an incomplete picture
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of oncologic patients” knowledge expectations **, and if we let this picture guide us in patient counseling, it can, at worst,
be disempowering instead of empowering. Empowerment can be defined, on individual and community level, as an
enabling process of active and equal participation in decision-making, awareness and commitment to change, and the
capacity to transform one’s own realities, or being able to make choices ¥, These attributes of empowerment are
antecedents of patient advocacy, such as the patient’s activity in communication and collaboration within the patient-nurse
relationship 4,

Empowering patient education has been identified ' to integrate six types of knowledge required by patients to manage
their health problems: bio-physiological (e.g., knowledge about illness, symptoms, treatment and complications),
functional (e.g., mobility, rest, nutrition and body hygiene), experiential (e.g., emotions and hospital experiences), social
(e.g., families, other patients and patient unions), ethical (e.g., rights, duties, participation in decision-making and
confidentiality) and financial (e.g., costs and financial benefits). These knowledge domains have been validated in several
studies in different contexts.

Aim

This research study aims to explore adult cancer patients” knowledge expectations, their expectations related to nurse
advocacy and the identification of the significant demographical, situational and clinical factors connected with these
knowledge and nurse advocacy expectations during the illness trajectory among patients. The data were collected in two
countries, Spain and Finland in order to describe the possible differences between two culturally different settings, i.e.
northern and southern Europe. The study results will contribute to further research and development of a model of an
empowering counseling praxis for cancer patients throughout illness trajectory, with a focus on diagnosing knowledge
expectations.

This study is a part of the on-going Empowering Patient Education project initiated at the Department of Nursing Science,
University of Turku B¢, The project aims to analyze and evaluate patient education in different fields of health care and
nursing by improving the quality of health education, by developing instruments for the evaluation of the quality and
outcomes of patient education, and by fostering discussion about the importance of patient education.

2 Methods and ethical considerations

This cross-sectional study was conducted as a self-administered questionnaire survey with the purpose of gathering
information about the incidence and distribution of, and the relationships that exist between certain variables in a
pre-determined population 71,

The survey was conducted using the Expected Knowledge of Hospital Patients® instrument 8. This instrument measures
the earlier mentioned six types of empowering knowledge needs of patients with a chronic disease: bio-physiological,
functional, social, experiential, ethical and financial ®°!. Moreover, the survey contains questions about perceived actual
clinical symptoms and emotional distress, and items related to nurse advocacy expectations, concerning knowledge about
right to self-determination, knowledge about advocacy, perceived empowerment in self-determination and self-advocacy,
self-determination expectations, counseling advocacy expectations, as well as proactive and reactive advocacy
expectations. Developed in Finland, the EKHP® instrument has been validated in several studies in different contexts and
countries, including Spain .

The survey data were collected from two university hospitals (with a total of four oncologic wards, four policlinics) in
Finland (n = 332, a stratified convenience sample) and one university hospital (with an outpatient unit, policlinic, clinical
trial unit and two hematology-oncology wards) in Spain (n = 483, stratified convenience sample). Inclusion criteria for the
survey were age 18-85, both male and female patients, patients receiving chemo or radiotherapy, having surgical cancer
treatment, and outpatients in post-treatment phase waiting for a first check-up — i.e. the different phases of the illness
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trajectory. The sample size was estimated with the help of the biometrical attributes of the instrument. Difference and
change of 10% were taken as relevant indicators. In the calculations, the significance level of 0.05 and power of 0.80 were
applied. Calculations were conducted with SAS 9.1 procedure POWER. The estimated participation rate of informants
(80%) gave a sample size of at least 330. Data were collected during a period of seven months between November 2012
and June 2013.

The general principles of research ethics [*’! were applied. Ethical approval from the ethical committee and permissions for
data collection from organizations were sought and granted. For the survey, the informants were asked by their nurse to
complete the EKHP® questionnaire, as a sign of informed consent, to seal it into an envelope and to give it back to the
nurse.

Table 1. Sample demographics distribution in the EKHP® survey data in Finland (n = 332) and Spain (n = 483)

Finland (n=332) Spain (n=483)
Mean (SD) Median (range) Mean (SD) Median (range)  T-test p
Age, years 59 (12) 61 (18-85) 56 (12) 58 (19-75) 0.0003
Finland ( n = 332) Spain (n = 483) Chi square
n/% n/% p
Gender 0.004
Female 213/64 261/54
Male 118/36 219/46
Educational level 0.0001
Low level 96/30 112/28
University level 87127 91 /22
Intermediate level 83/26 65/16
No education 54/17 138 /34
Working situation <0.0001
Pensioner 159/50 180 /44
Working outside home 140/44 149/37
Unemployed 15/5 39/10
Working at home 4/1 30/7
Student 311 9/2
Hospital visit 0.76
planned 298/91 364/91
acute 28/9 37/9
Reason for hospital visit
Care intervention at policlinic ~ 151/45 115/24 <0.0001
Follow-up visit 92/28 180/38 0.003
Care at ward 53/16 59/12 0.14
Diagnostic intervention 11/3 34/7 0.02
Surgical intervention 10/3 44/9 0.0005
Other 13/4 39/8 0.02
Other chronic illness in addition < 0.0001
to cancer
Yes 248/76 265/58
No 78124 195/42
Working experience in social or < 0.0001
healthcare
No 245/75 413/87
Yes 82/25 63/13

(Table 1 continued on page 13)
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Table 1. (Continued.)

Finland (n = 332) Spain (n = 483) Chi square
n/% n/% p
Ea_lrller h_ospltal experiences in <0.0001
this hospital
Yes 312/94 364/76
No 20/6 114/24
Actual experience of....
Fatigue 260/82 411/89 0.004
Pain 164/55 326/73 < 0.0001
Weakness 191/64 370/82 <0.0001
Sleeplessness 183/60 315/70 0.003
Poor appetite 95/32 248/55 <0.0001
Nausea 88/30 190/43 0.0004
Breathlessness 83/28 193/43 <0.0001
Pruritus (itching) 87/30 238 /53 <0.0001
Hope 291/94 446/96 0.11
Worry 262/84 447/96 < 0.0001
Uncertainty 227173 396/86 <0.0001
Fear 211/69 324/72 0.33
Impatience 180/61 377/83 < 0.0001
Sorrow 162/55 154/36 <0.0001
Depression 141/47 223/50 0.56
Anxiety 138/46 318/70 < 0.0001
Hopelessness 118/40 230/51 0.005

Statistical analyses

First, the homogeneity of the EKHP® instrument in the Finnish and Spanish oncologic samples was analyzed with
Cronbach alphas. Then, the datasets were analyzed with descriptive statistical methods, and possible differences between
countries in the background factors were identified with chi-square test or t-test. The sum variables were compared
between Spain and Finland by means of Wilcoxon Two-Sample test. The associations between the background factors and
the sum variables were analyzed by parametrical (analysis of variance, t-test) or non-parametrical methods (Wilcoxon,
Kruskall-Wallis), depending on the distribution of the variables. Finally, all significant background factors were included
in multivariate linear model (regression model). One by one, the non-significant background factors were dropped from
the model until all factors in the model were significant. We used p-value 0.05 as the limit of significant results.

3 Results

Demographic data

In the Finnish data, the EKHP® was found to fit well in the oncologic setting (see Table 1). The sum-level Cronbach
alphas ranged from 0.78 to 0.94 (see Table 2). The sample (n = 332) demographics distribution is comparable with the
actual cancer incidence in Finland. The mean age of informants was 59 years (range 18-85), i.e., they were past
middle-age, and the majority of them had, in addition to cancer, some other chronic disease, for example, diabetes, asthma,
hypertonia, rheumatoid arthritis, or colitis. The majority of informants (73%) answered to the questionnaire in connection
with a policlinic intervention, such as chemotherapy or radiation therapy, or at a follow-up visit during or after the cancer
management process. In the survey data, 92% of patients experienced actual clinical symptoms and 92% of patients some
kind of emotional distress. Twelve possible informants are known to have declined from completing the questionnaire
because of tiredness, all of them were over 75 years, and four due to lack of time.
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Table 2. Knowledge expectations, perceived clinical symptoms and emotional distress, and nurse advocacy expectations
in the samples in Finland (n = 332) and Spain (n = 483)

Knowledae Number  Cronbach alpha Mean Median SD Wilcoxon

_g o of items in in Finland/ in Finland/in in Finland/  two-sample
expectations . . . . . . .

/sum Finland/Spain in Spain Spain in Spain test p

Bio-physiological 9 0.94 0.87 1.50 1.18 1.22 1 0.72 0.35 <0.0001
Functional 7 0.94 0.89 1.87 1.27 1.71 1 0.82 047 <0.0001
Experiential 6 0.87 0.87 1.87 1.48 1.67 1 083 0.72 <0.0001
Ethical 3 0.93 0.91 1.80 1.40 1.67 1.22 0.74 055 <0.0001
Social 9 0.91 0.77 1.99 1.49 1.83 1.33 0.80 0.63 <0.0001
Economical 6 0.93 0.92 1.87 1.57 1.75 1.17 082 0.80 <0.0001
Actual clinical - 0.78 083 327 271 388 267 055 068 <0.0001
symptoms
Subjective
emotional 9 0.84 0.79 2.96 2.54 3.10 2.56 0.64 060 <0.0001
distress”

Nurse advocacy
expectations®
Knowledge about
right to 4 0.76 0.77 3.64 3.94 3.75 4.25 0.89 0.98 <0.0001
self-determination
Knowledge about
advocacy
Perceived
empowerment in
self-determination
and self-advocacy
Self-determinatio
n expectations
Counseling
advocacy 4 0.91 0.88 3.88 4.61 4.0 5.0 096 0.68 <0.0001
expectations

Protective and

reactive advocacy 4 0.90 0.92 4.33 4.72 45 5.0 081 0.62 <0.0001
expectations

Finland Spain  Finland Spain Finland Spain SD SD p

4 0.75 0.80 4.27 4.37 4.5 4.75 0.66 0.81 0.0003

5 0.79 0.81 4.01 4.40 4.20 4.60 0.72 0.74 <0.0001

4 0.91 0.90 4.04 4.63 4.0 5.0 0.86 0.69 <0.0001

* Knowledge expectations: Totally agree 1, Nearly agree 2, Nearly disagree 3, Totally disagree 4
# Actual experience: Very much 1, Some 2, Not so much 3, Not at all 4
€ Nurse advocacy expectations: Totally agree 5, Nearly agree 4, Neither agree nor disagree 3, Nearly disagree 2, Totally disagree 1

In the Spanish data, the EKHP® was also found to fit well in the oncologic setting (see Table 1). The sum-level Cronbach
alphas ranged from 0.77 to 0.92 (see Table 2). In the Spanish data (n = 483), the sample demographics distribution is
comparable with the actual cancer incidence in Spain. The age of the informants (mean 56 years, range 19-75) was a little
lower than in Finland, and the majority of Spanish informants (58%) had other chronic diseases, for example, diabetes,
asthma or osteoporosis. The majority of informants completed the questionnaire during a planned visit to the hospital, and
24% of them had no earlier care experience in that hospital. In the survey data, 93% of patients experienced actual clinical
symptoms, especially in the age group 31-40, and 97% of patients some kind of emotional distress, with the highest
prevalence in the age group 31-40. Altogether 155 possible informants are known to have declined from filling in the
questionnaire for the following main reasons: 29% (n=45) did not understand the questions, 22% (n=34) were not in a
good mood for filling in the questionnaire, and 15.5% (n=24) were not interested in the research project. Another 22
informants had filled in the questionnaire incompletely and they were excluded from data analyses.
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Table 3. Demographical, situational and clinical factors associated with knowledge expectations in Finland and in Spain.
Results of multivariate linear models

Sum variable in Independent factors Multivariate Independent factors Multivariate
EKHP® Finland (n = 332) model, p Spain (n = 483) model, p
Bio- Older age + 0.0004 -
physiological 1)  Fear + 0.007

Older age + 0.005 Older age + 0.02
Functional Low educational background + 0.007

Admission for surgical intervention + 0.02

Older age + 0.0009 Earlier chronic illness + 0.01
Low educational background + 0.0009
Experiential Acute admission + 0.03

Admission for surgical intervention + 0.03

Anxiety + 0.0001
Older age + 0.002 Older age + 0.03
. First hospital
Low educational background + 0.02 ' . _p| 0.002
Ethical admission +
Acute admission + 0.03
Admission for surgical intervention + 0.01
Low educational background + 0.001 Older age + 0.006
Pension + 0.005
Social
Acute admission + 0.02
Admission for surgical intervention + 0.03
Low educational background + 0.004 Older age + 0.004
Economical First hospital admission
Acute admission + 0.0006 oS! 1SS100 5 001
Admission to ward + 0.01 Follow-up visit + 0.01
Actual clinical Follow-up visit + 0.002 F;rSt_h(?Sp'ti' 0.0005
symptoms 1) admission
Age 31-60 years +, age 0.0004
30 or 61- years - '
Age 31-60 years +, age
T Female gender + 0.0003 0.007
SUbj(?CtIVE 9 30 or 61- years -
emotlonal Earlier chronic illness - 0.02
distress 2) o
Follow-up visit + 0.02
Nurse advocacy expectations
Basic level professional education + 0.03 Earlier chronic illness - 0.03
K.n(;]wledge about iyt hospital admission + 0.02 Fatique - 0.03
right to
self-determination  Y/eakness - 0.02 Breathlessness - 0.04
Poor appetite - 0.04 Sorrow - 0.05

(Table 3 continued on page 16)
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Table 3. (Continued.)

Sum variable in Independent factors Multivariate Independent factors Multivariate
EKHP® Finland (n = 332) model, p Spain (n = 483) model, p

Low educational background + 0.02 Fatique - 0.006
Knowledge about Pain - 0.005
advocacy

Poor appetite - 0.009
Perceived Weakness - 0.009 Fatique - 0.0004
LR D Impatience - 0.002 Weakness - 0.007
in
self-determination Sorrow - 0.006
and self-advocacy

Cancer treatment at ward
Self-determination  LOw educational background + 0.0003 0.03
expectations Impatience + 0.006
Counseling Low educational background + 0.006 Older age + 0.02
advocacy Impatience + 0.003 First hospital admission - 0.02
expectations
. . - Low professional

First hospital admission + 0.04 ducation + 0.001
Protective and education
reactive Cancer treatment at ward 0.03
advocacy )

First visit to hospital - 0.004

expectations

+ factor is associated with higher expectations
- factor is associated with lower expectations
1) and2)
+ factor is associated with more symptoms / distress
- factor is associated with less symptoms / distress

Knowledge expectations

The results indicate that the Spanish informants had higher knowledge expectations in all sum variables and a higher need
for counseling nurse advocacy than the Finnish informants had (see Table 2). However, in both datasets, the highest
expectations concerned the bio-physiological knowledge domain, especially as it comes to information about cancer
treatment methods. The prevalence of actual clinical symptoms was rather high in both datasets, and in light of this,
knowledge expectations concerning symptoms, diagnostic methods and cancer treatment methods were anticipated.
Despite the fact that cancer is known to impact several aspects of one’s life for a long time, expectations related to
knowledge about social issues were the lowest in both datasets. The biggest difference between the Finnish and Spanish
datasets was found in the expectations for functional knowledge: the Spanish informants expressed more knowledge
expectations in this domain, with a focus on self-care resources. All other domains of empowering knowledge
(experiential, ethical and economical) were also expected, but none of them received higher mean values than the others
within the datasets.

Certain demographical, clinical and situational factors were identified as having statistically significant relationships with
the informants’ knowledge expectations (see Table 3). However, there were only few similarities between the Finnish and
Spanish data. In both datasets, demographical factors such as older age, lower educational background or low professional
background were associated with several knowledge expectation domains. Some statistical associations between
situational factors (i.e., the phase of illness trajectory) and perceived knowledge or advocacy expectations were also
identified. In the Finnish data, positive statistical correlations were found between admission for surgical intervention and
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higher expectations for all knowledge sum variables but bio-physiological and economical. Furthermore, acutely admitted
patients had higher expectations for experiential, ethical, social and economical knowledge. Patients visiting a policlinic
for a follow-up had significantly more clinical symptoms and emotional distress than the other patients. In Spain, patients
had higher expectations in terms of the sum variable bio-physiological knowledge, but no single factor explained which
patients in particular would have preferred this knowledge. The statistical analyses showed that patients visiting a hospital
for a first time had higher expectations related to ethical and economical knowledge. Spanish patients experiencing first
hospital admission had more actual clinical symptoms. In Finland, actual emotional distress items, such as fear, depression
or anxiety, were found to have statistically significant relationships with functional and experiential knowledge domains.
Interestingly, in the Spanish data, there were no statistical relationships between any of the sum variables and emotional
distress. This was despite the fact that the prevalence of all subjective emotional distress items, except for sorrow, was
higher in Spain than in Finland.

Advocacy expectations

In both datasets, nurse advocacy expectations on sum level were rather similar (see Tables 2). The proactive and reactive
advocacy needs were higher than the other advocacy related expectations. Spanish informants expected more counseling
advocacy, however, there were only marginal differences between the datasets in the question about perceived
empowerment in self-determination and advocacy. Some demographical, situational and clinical factors were identified to
have statistically significant associations also with the informants’ nurse advocacy expectations (see Table 3). In both
datasets, clinical symptoms such as weakness and breathlessness were in statistical correlation to less knowledge
expectations concerning the right to self-determination and advocacy, and patients with emotional distress or certain
clinical symptoms perceived themselves less empowered in self-determination and self-advocacy than patients feeling
well. In Finland, informants with lower level of professional education and those visiting the hospital for the first time had
higher expectations on knowledge about the right to self-determination and knowledge about advocacy. In Spain,
informants’ clinical symptoms were statistically associated both with less knowledge expectations concerning the right to
self-determination and with less knowledge expectations concerning advocacy.

In Finland, statistical relationships were observed between lower educational background and higher expectations on
self-determination and counseling advocacy. Informants perceiving impatience had higher expectations on
self-determination and counseling advocacy when informants at their first hospital admission anticipated proactive and
reactive advocacy. In Spain, informants with their first hospital admission or treatment at ward had less of these
expectations. In both datasets, lack of actual clinical symptoms had a correlation with knowledge expectations concerning
the right to self-determination and advocacy as such.

4 Discussion

The aim of this study was to explicate adult cancer patients’ knowledge expectations and nurse advocacy expectations and
to identify significant demographical, situational and clinical factors related to these expectations during the illness
trajectory. On the basis of the survey datasets obtained from three hospitals in two countries, Finland and Spain, it appears
that adult cancer patients have a vast range of knowledge and advocacy expectations prior to, during and after cancer
management. Especially patients at an older age or with lower educational background were found to have higher
knowledge expectations concerning several knowledge domains. Thus, both in Finland and Spain, elderly cancer patients
acknowledge that their knowledge base does not satisfy the individuals themselves.

Consistent with the previous research 71 the highest expectations in both datasets concerned bio-physiological
knowledge. Cancer patients in both countries wish to be informed about bio-physiological issues so that they can
understand their illness and alternative treatment options, and navigate in the health care system. This might be connected
to the prevalence of actual clinical symptoms, higher age or frequency of concurrent chronic illnesses 22" which all were

Published by Sciedu Press 17



www.sciedupress.com/cns Clinical Nursing Studies, 2014, Vol. 2, No. 3

prominent in both datasets, although the majority of informants were already undergoing the cancer treatment or policlinic
follow-up phases.

The major difference between the countries concerned functional knowledge expectations. Spanish informants expected
more knowledge about self-care resources — also those informants with concurrent chronic illnesses. This might be one
important factor to include in the Spanish health services because it is possible that self-care efforts are hindered by the
lack of knowledge about the illness and its management (bio-physiological knowledge). The two countries also differed in
knowledge expectations concerning social issues. In Finland it was the least expected category, whereas in Spain, it was
placed in the middle of the knowledge expectation list. This is interesting since the Hispanic culture is considered to be
family-centered 2. However, in the instrument applied in this study, four of the six items measuring social knowledge
expectations focus on social support needs that fall outside of the patients’ closer social support system, such as family.
Thus this result may be interpreted as indication of satisfactory family support systems in both countries, and less
knowledge expectations about social support system outside the close one.

Ethical knowledge expectations were prominent in both countries. As it comes to nurse advocacy expectations, the
proactive and reactive advocacy needs were higher than other advocacy-related expectations, and expectations related to
knowledge about self-determination were lower in both samples. In other words, cancer patients expect to be cared for,
especially the patients who perceive themselves vulnerable due to age, cognitive disempowerment, clinical symptoms due
to illness or its treatment, or emotional distress. Knowledge expectations concerning advocacy were high in both samples,
and the Spanish informants had slightly higher self-determination expectations and significantly higher counseling nurse
advocacy expectations than the Finnish informants. This is a logical outcome, given the earlier described results about
Spanish informants’ higher knowledge expectations for all sum variables. Despite this, the Spanish informants more often
perceived themselves empowered in self-determination and self-advocacy than the Finnish informants. This result may be
understood in relation to their higher expectations on bio-physiological and functional knowledge.

The Finnish informants seemed to have more knowledge in all of the categories measured than the Spanish informants,
who also expressed higher counseling advocacy expectations. The slight differences between the datasets can be explained
with reference to cultural differences: in Hispanic culture, cancer is not as openly discussed as it is in Finland and this may
affect patients’ information search strategies 2 and also patient education praxis 3. However, the individual
demographical, situational and clinical factors were found to affect significantly both the knowledge expectations and
advocacy expectations. In both samples but especially in Finland, informants experiencing an acute or first hospital
admission expected more knowledge about experiential, ethical, social and economical issues as well as about right to
self-determination and proactive and reactive advocacy. Furthermore, patients with actual clinical symptoms or emotional
distress perceived themselves less empowered. The results about perceived clinical symptoms and emotional distress in
relation to knowledge expectations concerning self-determination and advocacy were slightly different in the two datasets.
It seems that the worse the patients feel clinically and emotionally, the less they expect knowledge about how to
self-advocate or get a nurse advocate. Interestingly, in Finland the proactive or reactive advocacy expectations were higher
during the first hospital admission when in Spain informants visiting hospital for a first time did not have these
expectations.

5 Conclusions and implications for practice

For the above discussed reasons, it is vital that patient education in oncologic context be based on nurses” continuous
analysis of patients’ knowledge expectations and advocacy expectations in light of their demographical background, the
actual phase of illness trajectory, and perceived emotional distress and clinical symptoms. Cancer is a long-term illness
with a major impact on patients’ life and empowerment to self-care. Therefore cancer patients wish to be informed about
bio-physiological issues so that they can understand their illness and the treatment options, navigate in the health care
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system, be engaged into cancer care with means of self-care activities, and to contact social or financial support systems
outside of family, if needed.

However, patient education is not enough: what comes to nurse advocacy expectations, cancer patients expect to be cared
for both proactively and reactively, especially the patients who perceive themselves vulnerable due to age, cognitive
disempowerment, clinical symptoms due to illness or its treatment, or emotional distress. It seems that they do not prefer
self-advocacy knowledge but rather to be safe-guarded. This is understandable due the nature of the illness and its
medical care.

Some differences between two culturally different settings were found: the Finnish informants seemed to have more
knowledge in all of the categories measured than the Spanish informants, who also expressed more knowledge about
self-care issues and higher counseling advocacy expectations. This might be understood in light of educational differences.
However, systematical cancer patient education at least on bio-physiological issues and functional self-care issues could
be important to develop in the Spanish health services. In the Finnish dataset, there was evidence that impatience had a
statistical relationship with self-determination expectations and counseling advocacy expectations. It can be asked if such
an emotional experience is a result of knowledge related disempowerment — or vice versa.

Implications for research

Now cancer patients” knowledge and advocacy expectations are shown to vary during the illness trajectory due to
demographical, situational and clinical factors. The next demand is to structure this evidence into an instrument to be used
in everyday cancer nursing. However, cancer nurses are not alone responsible for patient education or education outcomes:
an inter-professional approach to patient-centered education should be structured and applied in order not only to make
sure that patients are fully informed about their condition and treatment options but to ensure that patients feel respected in
the clinical encounter and that cancer care is planned together with patients.

Limitations

This study has certain limitations. First, the majority of informants in this survey were middle-aged or older, so the results
do not cover younger cancer patients’ knowledge expectations and advocacy expectations. Secondly, the subculture of
informants is not known, although it is evident that there are different subcultures both in Finland and Spain. In Finland,
for example, there are a lot of inhabitants originally from Estonia and Lithuania, where traditional medical cancer care is
accompanied with alternative care methods and people do not only rely on doctors but also self-help and religion. In Spain,
South-American and other subcultures also emerge. Therefore, the current research results can be influenced by different
subcultural knowledge expectations. In addition, the majority of informants in this survey already had some experience of
cancer management, or were in the follow-up visit phase of illness trajectory. The results of this study are therefore mainly
based on the opinions of individuals undergoing later illness trajectory. However, informants waiting for a diagnostic
intervention or surgery also participated in the survey.
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