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abstract
Objective: Identifying the socioeconomic and cultural profile of users/readers of 
educational pamphlets, characterizing the context of the reading material and people 
involved; describing the user/reader evaluation on language and style used, as well as 
content range or limitations, and its characterization as an educational material in assisting 
users for meeting homecare demands. Method: A reception, cross-sectional, qualitative 
study. 27 respondents who had received five educational pamphlets were interviewed 
on Oncology signs and symptoms during primary care consultations. Results: Study 
participants were adults, with average schooling of more than 10 years and low income. 
Pamphlets were assessed as appropriate for consistent language, quantity and quality of 
content, and especially in relation to the capacity of helping in the homecare decision 
making process. The importance of receiving pamphlets at the initial stage of the disease 
was verified. Conclusion: Users acceptance was positive and the study revealed aspects 
that should be reinforced in the creation of educational pamphlets.
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INTRODUCTION
The communication between the healthcare team and the 

patient, their family or caregivers, is critical to patient safety 
and quality of care. This process involves exchange of informa-
tion where patients, families and caregivers should be encour-
aged to participate in the care, encouraged to ask questions, di-
rect dialogue and receive desired and necessary information(1-2).

There is consensus among professionals in the health-
care practice that they must meet demands of information 
on diagnostic and therapeutic procedures, facilitate adapta-
tion to clinical situations, attenuate anxiety of painful pro-
cedures, modify risky habits and promote treatment adher-
ence(2). Verbal communication is one way of encouraging 
that these demands are met, although in some cases it may 
be accompanied by printed health materials. However, such 
materials are rarely evaluated for their capacity of comple-
menting verbal information and for being useful for their 
proposed purposes(3).

Although many health institutions nationwide use edu-
cational materials developed by their own professionals or 
by governmental agencies, research institutes, associations 
or others, there are only a few in-depth evaluation studies 
on their results. The role that printed health materials ef-
fectively play in communication between professionals and 
users of health services is unknown most of the time.

The World Health Organization (WHO) is concerned 
with the advancing number of patients with chronic diseases 
and the extent of the age of affected individuals, and so has 
recommended the establishment of educational processes 
that excel in generating knowledge, autonomy and manage-
ment capacity for the healthcare of these individuals(4-6).

As a group of teachers and students aware of this prob-
lem at different levels of training in Health (lato sensu and 
stricto sensu graduation), we started collecting produced 
educational pamphlets in an extension program of the Fed-
eral University of São Paulo (UNIFESP) entitled Acolhe-
Onco: interdisciplinarity in the holistic care of patients with 
cancer, which aims at providing interdisciplinary care and 
education for self-management of the healthcare provided 
to oncology ward users and patients of a public hospital(7).

Self-management is a conceptual reference of the pro-
gram and it consists of a coordinated set of activities aimed 
at developing skills for decision making of patients and 
their caregivers or family members in situations that per-
meate the disease chronicity process(8-9).

The pamphlets were developed separately for the most 
frequently occurring signs and symptoms in patients under-
going clinical treatment. Direct and expressive language was 
used in its preparation. Direct language was mainly used in 
order to prevent or minimize risk behaviors, avoiding the 
imperative form(3,10). Expressive language was used to allow 
expression of emotions and to approach feelings inherent in 
the information in the text(3,10). Information that should be 
interpreted as cautions for decision-making were followed 
by encouraging phrases for the capabilities of patients, fam-
ilies or caregivers to assess and safely decide, taking into 
account the risks triggered by health aggravation.

The need to know the users’ perceptions about the 
educational material and the effectiveness of educational 
pamphlets used as support material from their perspective 
guided the formulation of the questions: How did the read-
ing of the educational material happen at home? What is the 
importance given by the user to the pamphlets as part of edu-
cational action in health? What is the user's own assessment of 
the language style used and content range or limitations of the 
pamphlets? How did the educational material assist the user in 
relation to meeting homecare demands? Conforming to the 
objectives of: Identifying the socioeconomic and cultural 
profile of users/readers of educational pamphlets, charac-
terizing the context of the reading material and people in-
volved; describing the user/reader evaluation on language 
and style used, as well as content range or limitations, and 
its characterization as an educational material in assisting 
users for meeting homecare demands.

METHOD

Type of STudy

A descriptive, cross-sectional, qualitative study, based on 
the assumptions ofa reception study, which is characterized 
by how people receive and what they do with information 
intended for them from different media(1,11). This is a com-
munication study that discusses the place of the receiver-
subject as an interactive space whose components depend 
on how the transmitter is positioned, the conception that 
they have of themselves and their receptor, as well as the 
inter-relationship established(10-12).

The research was developed in the specialization clinic 
at the São Paulo Hospital of UNIFESP campus in the city 
of São Paulo, SP, Brazil. The main researcher collected data 
from May to June 2012, before or after outpatient care, 
attended by the medical and nursing teams, and both are 
members of the Acolhe-Onco Extension Program.

The inclusion criteria were: patients (or their caregiv-
ers) in clinical oncology treatment who presented signs 
and symptoms in previous consultations documented in 
the studied pamphlets (nausea and/or vomiting, appetite 
loss, taste changes, constipation, blood disorders - anemia, 
leukopenia, thrombocytopenia); had received educational 
Acolhe-Onco Extension Program pamphlets regarding these 
signs and symptoms in previous consultation(s); and were 
18 years or older. We excluded patients in clinical treatment 
who did not mention having signs and symptoms in prior 
consultations along with those who had attested to not hav-
ing read the received educational pamphlets.

We selected 30 candidates within the stipulated period 
of data collection, but later excluded three (two patients 
and a caregiver) as they reported that they had not read the 
educational pamphlets, so that the final sample consisted 
of 27 participants.

The research project was submitted to the Ethics Com-
mittee for Research and Education (CEP) of UNIFESP 
and was approved on 05/25/12, under No. 29,666.
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We carried out the procedures of construction and vali-
dation of educational materials and the development of 
the Acolhe-Onco Extension Program pamphlets(7) between 
March 2010 and July 2011 in the Virtual Learning Envi-
ronment VLE - Moodle (Modular Object-Oriented Dy-
namic Learning Environment) through wiki features that 
enable online collaborative construction.

For this study, the selected pamphlets were nausea and/
or vomiting, appetite loss, taste changes, constipation, and 
blood disorders (anemia, leucopenia, thrombocytopenia). 
Its contents include: conceptual introduction, occurrence 
context in oncology, guidelines and grading for severity for 
monitoring, management suggestions, and encouraging 
adoption of proactive and coping behaviors.

Professionals from the areas of nursing, medicine, nutri-
tion and pharmacology from the same institution evaluated 
the pamphlets and we incorporated their suggestions. Later, 
we printed the pamphlets at the copy center and started hand-
ing them out in in-person consultations from December 2011.

After study participants signed the Informed Consent 
form, they were registered in a form provided for this re-
search, including their name, contact number, consultation 
and return dates and pamphlet handouts. For the inter-
view, we conducted an Assessment of Educational Pam-
phlet Guidelines by patient and/or Family and Caregiver, 
which took into account literature on acceptance studies 
and a data collection instrument in a similar study(12), its use 
was previously authorized by the main author upon written 
request. The guideline contained data of subject’s character-
ization: gender, age, nationality, origin, socioeconomic and 
cultural aspects, type of bond with the clinic (patient, family 
and/or caregiver), cancer diagnosis, time elapsed since first 
diagnosis and their level of understanding of the medical 
diagnosis. It was followed by 11 yes/no/why questions, which 
assessed the writing style, font and font size, the extent of 
pamphlets, the aspects that caught attention, the desire to 
share the material with others, the compatibility with the 

verbal directions and the ability to help decision-making at 
home. Questions 12 and 13 were the semi-structured ques-
tions of: In which ways do you think the educational mate-
rial might help you in meeting your needs (or the needs of 
the patient, in the case of the respondent being a caregiver) 
regarding the care you need to receive at home? Describe 
the situation in which some information was useful.

The technique used for data analysis was Content Anal-
ysis(13), which allows for the quantification and qualification 
of data. We implemented a set of methodological tools to 
ensure data objectivity and systematization, and to verify 
the influences present in many of the testimonies, seeking 
to extract the most relevant aspects. We used descriptive 
statistics for quantification.

RESULTS
Of the 27 subjects who participated in the study, 18 were 

patients, and 9 were caregivers or family members, with aver-
age ages of 47.5 and 49 years old, respectively.

For diagnoses, five patients had cancer in the colon and 
rectum, three in the head and neck, three hematologic, two 
renal, two soft tissue sarcomas and one case each for prostate, 
melanoma, bladder and adrenal. Respondents were identified 
with the letter R and assigned a random number from 1-27.

Regarding diagnosis time, cancer diagnoses were made 
in the following intervals: 27.77% (n = 5) 1 to 6 months; 
33.33% (n=6) 7 to 12 months; 11.11% (n=2) up to 24 
months and 77.77% (n=14) over 25 months. Note that in 
the latter percentage of 77.77%, two respondents reported 
that their first diagnosis of cancer occurred 7 and 27 years 
earlier, respectively, and during the interview they were 
being treated for a second diagnosis.

We used descriptive statistical analyzes to identify 
similarities in the characterization of the subjects. When-
ever possible, it was decided to unite the two groups of 
patients and caregivers or family members. The data of 
the socio-demographic and economic characteristics are 
presented in Table 1.
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Table 1 – Socio-demographic and economic characteristics of patients and caregivers - São Paulo, SP, Brazil, 2013.

gender Patients caregivers total

n % n % n %

Female 5 27.77 7 77.77 12 44.45

Male 13 72.22 2 22.22 15 55.55

Place of birth Patients caregivers total

n % n % n %

São Paulo 15 83.33 6 66.66 21 77.78

Pernambuco 0  0.00 1 11.11 1  3.70

Minas Gerais 1  5.55 0  0.00 1  3.70

Bahia 2  11.11 1 11.11 3 11.11

Ceará 0  0.00 1 11.11 1  3.70

education level Patients caregivers total

N % n % n %

None 0 0.00 0 0.00 0 0.00

Incomplete Elementary Education 5 27.77 3 33.33 8 29.63

Completed Elementary Education 2 11.11 1 11.11 3 11.11

Incomplete High School 2 11.11 3 33.33 5 18.52

Completed High School 7 38.88 1 11.11 8 29.63

Incomplete Higher Education 1  5.55 0 0.00 1 3.70

Completed Higher Education 1 5.55 1 11.11 2 7.41

income Patients caregivers total

n % n % n %

Up to 3 minimum wages 7 38.88 5 55.55 12 44.44

from 3 to 5 minimum wages 5 27.77 1 11.11 6 22.22

from 5 to 8 minimum wages 2 11.11 1 11.11 3 11.11

More than 8 minimum wages 2 11.11 0  0.00 2 7.4

Did not answer 2 11.11 2 22.22 4 14.82

Regarding the specific part of the data collection instru-
ment, we encouraged respondents to remember educational 
pamphlets which were previously delivered to them and 
asked if they had felt the desire to read them and if they 
had shared them with anybody. Twenty-four (88.90%) said 
they had read the material, 16 (84.20%) were patients and 
eight (75.00%) were caregivers.

The motivations mentioned by the respondents which 
led to them reading the pamphlets were: interest in learning 
about the disease and/or symptoms they had (n = 5) and the 
verbalization of pamphlet content by nurses, prior to re-
ceiving them (n=1). Three subjects (11.11%) said they were 
not interested in reading the pamphlet, claiming they felt 
obliged to read due to illness condition they were in (n=3) 
and they were unwilling to engage in any activity (n=1). 
Among caregivers, the explanations given for the desire to 
read the pamphlets were curiosity (n=2), and a desire to 
acquire information to help a sick family member (n=1).

When asked about sharing educational pamphlets with 
others, 14 (51.85%) (12 patients and two caregivers) re-

ported having shared them; 13 (48.14%) (seven patients 
and six caregivers) did not share the pamphlets with anyone 
else. Among the patients, the reasons for sharing pamphlets 
with others were: they perceived a need for aid in detecting 
and managing signs and symptoms and they had a desire to 
share them. Among the caregivers, the reasons were: they 
had a desire to share and they recognized the possibility of 
increasing the information about the disease process. Some 
passages exemplify these answers:

I handed the pamphlets to my wife, so she could 
learn the content and help me determine the 
symptoms I had. Sometimes it is possible that you 
are so involved in the situation that you cannot 
determine which ones you are feeling (R16).

I handed the pamphlets to my niece, because she 
always asks how the consultations were, so I 
wanted to show her what happened. I always 
tell her how the consultations went (R17).

When asked to whom pamphlets were shared with, 
patients reported sharing them with their spouse (n=7); 
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mother (n=1); child (n=3); niece (n=1); brother (n=2); 
granddaughter (n=1); sister (n=1), and the caregivers, being 
grandchildren (n=1) and siblings (n=1).

When asked about the clarity of pamphlets, one respon-
dent did not consider them clear, as he judged that it is im-
portant to add information concerning possible approaches 
adopted by the health team. His testimony was:

For each symptom generated by chemotherapy, the 
pamphlet should describe possible medical pro-
cedures so that patients can talk to their doctors 
(R16).

The others considered the pamphlets appropriate in re-
garding clarity of content, and offered the following voluntary 
statements: the pamphlets are easy to understand (n=10), they are 
clear (n=7), and they are objective (n=2).

As for the language, 26 respondents considered the terms 
used as appropriate, while one responded negatively to the 
question, since he identified the presence of some technical 
terms that interfered with his understanding. The majority 
(96.29%) of the participants considered the vocabulary easy to 
understand (n=8), clear (n=5) and objective (n=1), having found 
no technical terms or presence of explanation (n=9).

When asked about the size and type of font used, 26 
(96.29%) rated them as appropriate. Only one respondent 
disagreed, considering that the font could be bigger. Some 
spontaneous comments were: When asked about the size 
and type of font used, 26 (96.29%) rated them as appropri-
ate. Only one disagreed, considering that the letters could 
be larger. Some spontaneous comments: I can read perfectly 
with my glasses on (n=3); there was no difficulty in viewing 
the content (n=1); the font was normal/standard (n=3); You 
can still read it even if you have vision problems (n=2); the font 
used in the pamphlet is big (n=1).

In terms of the extent and amount of information on 
the educational pamphlet, 92.60% considered it was ap-
propriate, some pointed out that it was suitable but exten-
sive (n=4). The remaining respondents (7.41%) judged that 
there was an excessive amount of information, stating: this 
information was previously shown (R25) and I find the text 
repetitive and I’m selecting parts to read (R6).

As for the characterization of the range and possible limi-
tations of the material, only six (22.22%) respondents (all pa-
tients) would add information to the material. Suggested ad-
ditions were: the consumption of acidic foods reduces the unpleasant 
taste in the mouth (n=1); chemotherapy can change the taste and 
odor of food and increase nausea (n=1); The use of sodium bicar-
bonate for brushing the teeth (n=1); descriptions of possible medical 
procedures for symptoms caused by chemotherapy (n=1); avoiding 
fruits and vegetables cultivated with pesticides since they may be 
harmful to the patient undergoing chemotherapy (n=1).

The response of the patient who did not answer affir-
matively nor negatively is noteworthy, since he just wrote 
that there may be a conflict of information when a patient 
receives more than one type of educational pamphlet; for 
example that some foods that are harmful to someone with 
diarrhea, and some which are recommended for people with 
nausea and vomiting.

When the respondents were asked if the guidelines con-
tained in the educational pamphlets were in accordance with 
the information provided by the health team, 21 (77.77%) 
responded affirmatively and six (22.22%) negatively. The re-
spondents who disagreed cited the following main reasons: 
lack of verbal explanations on much of the information 
contained in the pamphlets in previous consultations; late 
receipt of the pamphlets when the symptoms were already 
present; possibly forgetting information received verbally 
because at that time there were no symptoms. Some decla-
rations are presented below:

Not all information contained in the pamphlet 
was mentioned by professionals, or they may 
have been mentioned, but because they were not 
a necessity for me back then I might not have 
paid attention (R7).

When I received the pamphlet, I already knew 
a lot of the information, so I consider that I re-
ceived it somewhat late (R9).

As for the ability of educational pamphlets in assist-
ing signs and symptoms generated by cancer treatments, 
96.29% answered affirmatively. Spontaneous comments 
were categorized as: educational pamphlets as guidelines 
for prevention and control, ability of the educational pam-
phlet to teach patients and the caregivers, and assistance to 
patients with hearing impairment. Some testimonials are 
presented below:

The pamphlet has helped with food preparation. 
I read the pamphlet on constipation because it 
was the one that caught my attention the most, 
since I help in the preparation of my brother in 
law’s meal. When his wife cannot prepare a meal 
or he is sick of her food, I help. It also helped by 
highlighting the importance of exercises, because 
he just wanted to lie down (R11).

The pamphlet helps those with hearing impair-
ment by reinforcing learning (R12).

In regards to the pamphlets’ ability in stimulating pa-
tients or caregivers skills for self-management in homecare 
demands, the statements made reference to the fact that 
the educational materials were able to suggest practices for 
the management of signs and symptoms, and to inform and 
generate security and tranquility for home care. Among the 
testimonials we had:

The pamphlet helped me by giving tips on how to 
eat dry foods in the morning, as well as having 
cold drinks, so I could better manage the nausea 
and vomiting (R5).

The pamphlet has enlightened me to offer my hus-
band acidic foods so the oily taste he felt on his 
mouth improved (R15).

DISCUSSION
The study subjects were adults mostly over 40 years of 

age with a predominance of males among patients, and fe-
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male predominance among caregivers. Among the caregivers, 
the women were in charge, although male behavior of closer 
links to family activities is already expressed in society (14).

The education level of most respondents was between 
elementary and completed high school, namely up to 10 
years of formal schooling, an important aspect for the evalu-
ation of a communication instrument in written language.

The time elapsed since diagnosis ranged from six to 
more than 25 months. This is also relevant ina reception 
study as it could imply obviousness or impropriation of 
content, since over a prolonged period of illness, patients 
and caregivers accumulate experience and knowledge about 
the condition. However, few respondents (n=2) mentioned 
these concerns when asked about content adequacy.

Another analytical point regarding diagnosis time is related 
to the chronic nature that the disease may assume. In this sce-
nario, health education is needed, mainly for self-management 
of the chronic condition and so that patients have quality of 
life(4,8). The educational intervention should occur early, as em-
phasized by a respondent in relation to receiving the material 
too late, when symptoms were already present.

Most cancer occurrence sites are included in official 
statistics. In countries with a large volume of financial re-
sources, the predominant cancers are lung, breast, prostate 
and colon(15). In average to low resource countries, the pre-
dominant cancers are stomach, liver, oral cavity and cervix, 
usually occurring simultaneously with others previously 
cited, depending on regional economic differences(15).

Regarding the economic impact of Oncology, the low 
income of most respondents was something worth high-
lighting, since 66.66% indicated receiving up to five min-
imum wages. It is known that the suffering from cancer 
causes signs and symptoms that reflect in patient’s capac-
ity of performing daily activities, often with the need for 
specific dietary menus (especially hypercaloric ones), the 
need of dressing and the use of various accessories (probes, 
drains, catheters)(7,16).

The majority of respondents evaluated that the educa-
tional pamphlets were clear, objective, easy to understand and 
had appropriate vocabulary, without technical terms, and that 
if present they were accompanied by explanations. The font 
size was considered clear, visible and readable. According 
to these data, pamphlets attended the required premise of 
speech equality: all with equal chance to make interpreta-
tions, statements, recommendations, explanations and justi-
fications, as well as problematizing validity claims(1,3,11).

For the ability to generate interest, the pamphlets were 
considered attractive to respondents, even those who testi-
fied a prior disinterest. In a chronic disease process such as 
cancer, emotional conflicts may appear, particularly if the 
disease is culturally stigmatized. The presence of signs and 
symptoms that interfere with vital energy, such as fatigue, 
fever, loss of appetite, among others, may also justify refusal 
or resistant behaviors to educational processes(16-17).

In this sense, the presence of caregivers is crucial so 
the patient does not feel overwhelmed with information, a 
feeling that was attested to in the statements justifying the 
sharing of the materials, primarily with family members. 

This sharing presented certain characteristics, such as the re-
lationship most often with spouses and then with children; 
a predominance of women; physical proximity, considering 
who lives with the person who requires care, and emotional 
closeness, highlighting the marital relationship and the rela-
tionship between parents and their children(14). Among the 
caregivers, material sharing was due to the sense of respon-
sibility towards the patient and the health-disease process. 
This responsibility generally depends on the different degrees 
of emotional attachment, duty and obligation, desire to give 
back for the care received in childhood, an exchange of favors 
and even for the lack of other alternatives(14).

Although many of the respondents were seen by the 
same professionals, we noted that the interactions oc-
curred differently. Some testified that there was no ex-
planation of all content present in the pamphlets. Lit-
erature shows that the association between educational 
pamphlets and verbal exposure is more effective(1,18-19). 
This was also observed among spontaneous reports by 
patients and caregivers.

The development of printed educational materials is a 
complex process that must consider cultural aspects, based 
on a dialogical logic considering that both senders and re-
ceivers emit messages while none of the poles are passive 
or silent(2,18-19). Understanding the demands of others and 
their interests is a prerequisite for effective learning when it 
comes to adult education(1,4,20). This condition was signaled 
by a respondent who considered that a lot of information 
was received in face-to-face consultations which could lead 
to forgetfulness, valuing the written word as more favorable 
in the health education process.

Other data generated by this research with impact on 
patient safety was verified by the reality of ambulatory pa-
tients and their caregivers or family, in which 46.60% de-
clared not residing in São Paulo, so that information and 
clarifications on how to react to dangerous homecare situ-
ations are a real need of this group and must be considered 
in the development of educational material.

Respondents showed understanding on the adequacy 
of the content and its ability to promote the development 
of skills for the decision making process. According to the 
respondents, the content that was missing provided two 
points of analysis: the plural character of care information 
which was not always convergent, and the understanding 
of some respondents about their rights, mainly in relation 
to the discussion of medical conduct. Patients and care-
givers accumulate information through different sources, 
and not all are in accordance with the scientific literature. 
In addition, they expressed the need of knowing the correct 
behaviors/attitudes when facing complications in order to 
participate in decisions as subjects that exercise their cit-
izenship rights.

CONCLUSION
Patients and caregivers with varied level of education 

participated in this study, predominantly until high school, 
and family incomes of up to five minimum wages. Almost 
all of the respondents expressed a willingness to read the 
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educational materials and provided for better understand-
ing of the cancer disease process. We highlight the impor-
tance of family in the process of sharing the information 
that comes from the material, reinforcing cultural aspects 
of the support network in chronic disease.

Respondents considered the pamphlet language clear, 
objective, without technical terms or, if present, had proper 
explanations concerning its meaning. As for their ability to 
contribute to the management of signs and symptoms re-
sulting from the treatment or the disease itself, respondents 

evaluated that they were helpful, especially when pamphlets 
were offered before the occurrence of harmful effects.

We conclude that the educational pamphlets studied were 
able to guide homecare actions and to contribute to the de-
velopment of patient or caregiver ability in decision making.

As for study limitations, it should be considered that 
the literature on acceptance studies recommends a prospec-
tive data collection for higher accuracy of results, as well 
as associations of dialogical techniques that could not be 
implemented due to time restraints.
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decisiones tomadas en domicilio. Se verificó la importancia de su recibido en la fase inicial de la enfermedad. Conclusión: La recepción 
de los usuarios fue positiva y el estudio evidenció aspectos que deben ser potenciados en el diseño de los folletos educativos.
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