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Abstract

Introduction: The impact of chronic kidney disease (CKD) on the quality of life of patients receiving hemodi-
alysis is widely studied. Despite the vast amount of literature on the topic, it is still important to investigate the
educational approaches related to this population’s quality of life, evolution, and treatment. Objective: To sys-
tematically review the literature on educational approaches focusing on people with CKD receiving hemodialy-
sis. Methods: An integrative systematic review of studies published between 2010 and 2015 was conducted
using the PubMed, LILACS, PROQUEST, SCIENCEDIRECT, and SciELO databases using the keywords “quality
of life and hemodialysis and adults”, with their translation equivalents in Portuguese and Spanish. Results:
The studies included in this review investigated biological conditions, treatment adherence, psychosocial con-
ditions, and even spiritual influence. These studies unanimously recognized the validity of educational ap-
proaches, be it for treatment adherence, actor’s empowerment, or self-knowledge, as well as the importance of
addressing a wider patient view and participatory therapy planning. Conclusion: The quality of life of people
with CKD is a widely and differently studied topic, but the number of educational approaches focusing on this
group of patients is modest and poorly represented in the existing literature. The few studies that address this
topic are in complete agreement about the importance and relevance of educational approaches for people
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Resumo

with CKD. We conclude that patient adherence, participation, and empowerment should be considered and
encouraged.

Keywords: Education. Health. Quality of Life. Hemodialysis. Adults

Introdugdo: Qualidade de vida é tema amplamente estudado, como forma de compreender as repercussoes
causadas na vida das pessoas com doenga renal cronica - DRC em hemodidlise. Apesar da vasta literatura
sobre o tema, ainda é util interrogar sobre as abordagens que se ocupam de processos educativos relaciona-
dos a qualidade de vida, nessa populagdo, sua evolugdo e tratamento. Objetivo: Revisar sistematicamente
a literatura quanto a propostas de natureza educativa, na abordagem a pessoas com DRC em hemodidlise.
Métodos: Revisdo sistemdtica integrativa de estudos publicados entre 2010 a 2015, nas bases: PubMed, LILACS,
PROQUEST, SCIENCE DIRECT e SciELO; termos de busca “qualidade de vida e hemodidlise e adultos’, com seus
equivalentes em inglés e espanhol. Resultados: As publicacées incluidas na revisdo perpassaram abordagens
de condigdes bioldgicas, adesdo ao tratamento, condigdo psicossocial e, inclusive, a influéncia espiritual. Os
estudos foram undnimes em reconhecer a validade dos processos educativos, quer sejam de adesdo ao trata-
mento; de empoderamento dos atores; da importdncia de autoconhecimento; da necessdria visdo ampla sobre
o paciente e da importdncia do planejamento participativo na abordagem terapéutica. Concluséo: a explora-
¢do do tema qualidade de vida em pessoas com DRC é ampla e diversificada, sendo sua abordagem educativa
discreta e pouco representativa quanto ao nimero de publicagdes disponiveis. Os poucos estudos que tratam
do tema sdo undnimes em reconhecer a importdncia e relevdncia das abordagens educativas para pessoas
com DRC. Conclui-se que a adesdo, a participacdo e a emancipagdo dos pacientes devam ser consideradas e

encorajadas.

Palavras-chave: Educagdo. Satide. Qualidade de Vida. Hemodidlise. Adultos.

Introduction

Chronic kidney disease (CKD) treatment has be-
come complex and expensive (1, 2, 3). Nevertheless,
retrieval of renal function by dialysis and/or trans-
plant do not prove sufficient. Patients need to un-
derstand and get involved in treatment, proposals,
choices and decisions (4 - 6).

Hemodialysis (HD) - one of the main treatment
procedures for terminal renal failure - currently in-
volves problematic life situations. Getting up early
and having to wait for public, collective transport;
being weighed, having to wait for the installation of
the machine, sharing the therapeutic space and the
hemofiltration machine are only some of the incon-
veniences that people with CKD have to go through
and that end up affecting their routines and life
habits. Moreover, not being allowed to drink or eat
whatever their eyes, nose or taste buds tell them;
experiencing sleepless nights, body aches, itching,
changes in appearance, hunger, thirst and cold due

to metabolic changes; and having to deal with the
fear of having their blood pass through a machine
that is only slightly similar to their body’s physi-
ological conditions are just but a few of the factors
that complicate this scenario. Added to this, there
is also the difficulty of fully participating in society,
the incapability of having a paid employment, be
it due to the combination of symptoms they ex-
perience or due to the difficulty of the working
normal working hours. Not being able to simply
travel and satisfy their personal wishes when they
have the means to do so, without having to search
for alternative dialysis units on the way, worrying
about exams and acceptance in another center, the
limited time that they can stay away from home,
or the risk of contamination, are conditions that
contribute to the create situations of lack of infor-
mation about one's own body and life (5, 7 - 9).
According to physiologists, a healthy human or-
ganism works like an "automaton”, i.e., it is capa-
ble of self-regulating elementary functions for the
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maintenance of life. We eat because we feel hungry,
we drink because we feel thirsty, we sleep because we
feel sleepy, we go to the toilet when we feel the need,
and even during the night, we keep self-regulating
ourselves, breathing, filtering and excreting. People
with CKD lose this automatism and the control over
basic organic functions (7, 10, 11).

Being a chronic kidney disease patient is the
equivalent of losing this self-regulating autonomy
and having to depend on complex therapeutic pro-
cedures that include much more than hemodialysis.
As a general rule, health care models and practices
are influenced by actions destined for acute diseases,
even in the case of people with chronic diseases/con-
ditions. The biomedical model of medicine included
actions in which the "patient” is a passive component
in the process of care. Health professionals adopt
a prescriptive posture and health care actions are
episodic. Intervention models for acute diseases are
not effective for chronic diseases, and that for sev-
eral reasons (10 - 12). Because of their long duration
and high morbidity, chronic kidney diseases may not
be resolved through episodic actions. In order to be
successful, interventions should include continuous
health education strategies that promote treatment
adherence (7, 13, 14, 15).

Adherence is not easy to achieve and many condi-
tions may interfere in this process, such as: support
networks (family, friends and people close to the pa-
tient can positively or negatively interfere with the
process), educational level (cognitive ability is asso-
ciated with people's education, and the educational
process depends on this condition), acceptance of
the disease (characterized as the conscious manner
in which people deal with their health conditions,
as active and co-responsible subjects), therapy side
effects (itis important that patients are aware of side
effects and how to deal with them), complex treat-
ment regimen (it is important to know each part of
the therapeutic approach, its reason and importance),
long-term treatment (understanding that a chronic
disease has a long duration and is full of difficulties
that must be encountered), absence of symptoms
(when not perceived, they give a false impression of
improvement or healing, and may further complicate
the overall picture), among others (8, 15, 16).

It has been stressed, especially in developed
countries, that adherence to treatment should be
considered as very important, if not indispensable,
for achieving successful results. The Brazilian health

system throughout the decades indicates the need for
concrete “health education” projects (17).

Data published by the Brazilian Society of
Nephrology in 2015 showed that 100,000 people in
Brazil are on dialysis therapy. There are currently
750 registered dialysis treatment units in Brazil, of
which 35 alone are located in the city of Sao Paulo.
The figures show that 70% of the patients who are
on dialysis treatment only discover the disease at a
late stage. Mortality rate for people in treatment is
15% (18).

End-stage kidney disease has been linked to two
conditions related to non-communicable chronic dis-
eases (NCCDs), namely diabetes mellitus and hyper-
tension. Hypertension is directly associated with un-
healthy aging and often behaves like a silent condition,
hindering diagnosis and early treatment, which could
minimize its consequences. Therefore, the increase in
life expectancy has contributed to the appearance of a
new morbidity and mortality profile, in which chronic
conditions, including kidney disease, prevail. (18).

Epidemiological transition makes CKD one of the
major public health challenges of this century, be-
cause of all its implications, not only those directly
associated with health care, but also economic and
social causes that affect the individual, the family and
the health system itself (19 - 22).

[tis increasingly apparent that simply being alive
is not enough. The current literature evidences ex-
perts concern about the inclusion of the quality of
life (QoL) topic in approaches directed at patients
with CKD receiving hemodialysis. (18, 19, 21 - 23).
However, these QoL approaches are often indirect
and insufficient, especially when it comes to their
educational content.

Since there is no rapid improvement in CKD and
it has a progressive evolution, which causes biologi-
cal, social and economic problems, it is necessary
to plan a medium - and long - term approach (8,
22, 24). It is known that more than half of patients
with CKD receiving hemodialysis do not adhere to
at least part of their proposed treatment regimens.
Results show rates of non-adherence ranging from
8.5 to 86.0%. Moreover, blood filtering alone is not
enough. Treatment for kidney patients should also
include fluid restriction, diet, adherence to medica-
tion, body self-care and active participation in he-
modialysis treatment. Therefore, it is essential that
educational processes are used as part of treatment
(3,5, 20,23, 25).
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Given the above, the purpose of this paper is to
review the specialized literature on educational ap-
proaches focusing on the quality of life of people
with CKD receiving hemodialysis, their families
and/or professionals involved in the treatment, em-
phasizing the importance of making investments
and implementing strategies that contribute to
their empowerment.

Methods

An integrative systematic review of the literature
was conducted to answer the following question:
what is the evidence of educational approaches
emphasizing quality of life indicators and focus-
ing on people with CKD receiving hemodialysis?
We reviewed papers published between 2010 and
2015, it was conducted using the PubMed, LILACS,
PROQUEST, SCIENCEDIRECT and SciELO data-
bases using the keywords “education, and health,
and quality of life, and hemodyalisis, and adults
not peritoneal dialysis not transplant” with their
translation equivalents in Portuguese and Spanish.

2.690 papers were retrieved using these key-
words. After applying the first filter (i.e., peer-
reviewed texts, articles available in full text) and
reading the titles of the papers to check the occur-
rence of the searched words, 229 articles remained
for evaluation. After applying a second filter, i.e.,
papers published in Portuguese, English or Spanish
in the last five years and conducted with adults and
older people, 119 articles remained eligible for in-
clusion in the review. After applying the third filter,
i.e., the exclusion of duplicate papers and papers
published in more than one database, 78 articles
remained for abstract review. Finally, after apply-
ing the fourth filter, i.e., evidence of an education-
al/pedagogical proposal, eight articles remained
for analysis (as shown in Figure 1). These papers
were read in full, using qualitative and content-
based comparative criteria, focusing on the edu-
cational/pedagogical approaches developed and
a minimum level of quality, and using the STROBE
scale Strengthening the Reporting of Observational
studies in Epidemiology adapted by Berra et al., as
shown in Table 1 (25 - 27).

Search keywords (DECS and MeSH) education and health
and quality of life and hemodialysis and adults not
peritoneal dialysis not transplant. PubMed; LILACS;

PROQUEST; SCIENCE DIRECT; SCIELO
2.690 papers

— 1st FILTER Peer-reviwed papers in full-text; —
search words present in the title
or in the abstract
229 papers

2nd FILTER Last 5 years; Adults
and older people; Portuguese,
English and Spanish 1
119 papers

3rd FILTER Deletion of
duplicates: in and between
databases 78 papers

4th FILTER
Pedagogical approach
in the abstract and/or
title 8 papers

Figure 1 - Flow diagram of the steps followed and criteria used in selecting the papers that composed the sample; Curitiba, Brazil, 2015.
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Table 1 - Exhibit of the methodological quality of the papers in the sample, Curitiba, Brazil, 2015

1 2 3 4 5 6 7 8 9 10 11 12 TOTAL QUALITY
1 APSARTURKEY S . N A R R I 12 HIGH
LLANA, et al.
ZSPAIN S S T I S N S N RN S S HIGH
ABRAHAN;
3 RAMACHANDRAN (2013) + + - + + + + o+ - F9F 9F 10 HIGH
INDIA
NONQOYAMA CANADA
4 (2010) + 4+ + o+ - A - - A 9 HIGH
5 CHIERHAD el (2074 + + + + + + o+ - - S 10 HIGH
CHILE
UNTAS (2011)
6 MULTICENTER S T S S T G T I 12 HIGH
7 AOATIRR Bl () + 4+ + + 4+ + o+ - + 4+ o+ 11 HIGH
IRAN
8 S EOAES 5] ) A FF o F 4 A AF @ 9 12 HIGH
IRAN
MEASUREMENT OF THE QUALITY BETWEEN THE PAPERS INCLUDED IN THIS STUDY 11 HIGH

Using the STROBE scale (Strengthening the Reporting of Observational studies in Epidemiology) adapted by Berra et al., 2008.

a) Patient selection and study design: 1. Whether the inclusion and exclusion criteria were defined; 2. Whether the sample selection method
was reported. 3. Whether the study design is clearly described in the text. 4. Whether the number of potentially eligible patients, of patients
initially selected and of patients who finally agreed to participate in the study is reported. 5. Whether group comparisons were made.
Include information from item 4 for each group.

b) Definition and measurement of variables: 6. Whether the studied variables are clearly defined. 7. Whether validated instruments are
used for all the main study variables.

¢) Method and analysis of data: 8. Whether the samples assessed are composed of 30 patients or more. 9. Whether the statistical tests
used in the study are defined. 10. Whether the loss of participants and/or data were correctly addressed (or it is at least indicated in the
text that the data quality has been reviewed before statistical analysis).

d) Quality of Results and Discussion: 11. Whether the results are clearly described, according to the objectives of the study. 12. Whether

Interpretation of study quality:

the discussion includes practical implications of the results obtained and potential benefits for patients.

110 4 score points = low. 5 to 8 score points = intermediate. 9 to 12 score points = high

Results

From the articles included in this review, only
one used qualitative analysis with phenomenological
hermeneutics, all the other studies used quantitative
approaches. With regard to the design of the studies,
six studies performed cross-sectional analysis of the
data, while two studies used longitudinal analysis.
Regarding their collaborative scope, only one study
was a multicenter study.

Most of the studies (4) were conducted in Asia, fol-
lowed by Europe, South America and North America,
with one study each. There was one multicenter
study involving 12 countries: eight in Europe, two

in America, one in Asia and one in Oceania. All studies
reported receiving approval from a Research Ethics
Committee and that participants signed an informed
consent before beginning the study.

Only two studies had so-called "small samples”,
with less than 30 patients. The total number of pa-
tients included in seven studies (including the two
studies with the so-called "small samples") was 519
(mean of 74.1 participants per study). The multi-
center study involved 32,332 participants (from 12
countries and 4 continents) identified from a data-
base of specialized service users. All studies included
participants of age 218 years and excluded partici-
pants with psycho-emotional disorders that could
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impair participation in the study (due to understand-
ing or communication deficits).

In order to establish possible quality of life cor-
relations in an educational /pedagogical manner, the
studies addressed variables that included indicators
of biological condition, adherence to treatment, psy-
chosocial conditions and even spiritual influence.
Regardless of the purpose and form of approach, all
the studies were unanimous in recognizing the valid-
ity of educational processes for patients with chronic
kidney disease receiving hemodialysis, whether fo-
cusing on treatment adherence, empowerment of
actors, the importance of self-knowledge, the need
to take a broad view of the patient, the importance
of planning in the therapeutic approach and reflect-
ing on the relationship between the disease and the
health condition of the whole body.

Discussion

In this review, only 8 articles out of more than
2,600 initially identified dealt explicitly with the topic
and had the educational proposal in their title or ab-
stract, i.e., focused on the QoL of people with CKD
using different educational proposals related to train-
ing, empowerment, adherence, advice, guidance, as-
sessment of interrelations, perceptive description, or
assessment of the impact of an educational program.
The low number of studies retrieved evidences the
gap in the current literature and reveals the incipi-
ent exploration of educational approaches focusing
on patients, families and even health professionals
working in specialized services.

Another important factor found in this review of
the literature is that the issue of QoL has been almost
exclusively dealt with in relation to patients' self-per-
ception measures, through questionnaires and inter-
views, with few proposals of interventions targeting the
improvement of QoL. These results raise the question
of to what extent do professionals who treat people
with CKD are also practicing/applying behaviors that
promote QoL. A plausible hypothesis is that, despite
the rhetorical importance usually given to the issue, the
approaches used are limited to patients' self-perception
measurements, which, without due intervention (pro-
fessional care practices), become meaningless. Of note,
of the studies reviewed, only one discussed the involve-
ment of technical staff, whereas another one investi-
gated the role played by the family in QoL.

Given the worldwide growing number of people
with CKD, technical teams who treat such patients are
expected to devote part of their efforts to implement-
ing educational activities, in order to make patients
understand and cooperate with their treatment and
be prepared to cope with the resulting comorbidities.
In this sense, many health professionals and research-
ers are increasingly concerned about the issues of
quality of life and adherence to treatment in CKD
patients (28, 29, 30).

The educational approaches in health care practice
are distinct and diverse, both in form and in scope.
In a cross-sectional study conducted in Turkey with
134 patients, Afsar investigates the advantages and
possible contributions of the use of the Internet (e-
mail, Facebook, Twitter) to instruct patients receiving
hemodialysis. He points out that social media are use-
ful information sources that show advantages over
conventional sources such as books or newspapers,
because they provide privacy in matters that may
be embarrassing to patients, and can become a valu-
able ally to the health care team. People with higher
educational levels have greater familiarity with the
use of social media and show greater adherence to
treatment in general. Another advantage of this edu-
cational format is the formation of groups of people
with similar pathologies, who can learn and share
experiences and knowledge. However, these findings
about the use of social media in health care should
not be considered conclusive and indicate the need
for attention to the way in which they are used. It is
necessary to question the quality of the sites visited
for research purposes and whether supervision and
guidance by specialized technical staff would not
ensure better results. An informed and committed
team can be decisive in guiding the educational pro-
cess, helping in the selection of good evidence-based
sources of information and advice (31, 32).

There are different tools to assess several QoL di-
mensions. These tools can be generic or specific, and
comprise physical and biological indicators, indica-
tors of social support, behavioral attitudes and even
spiritual health. Counseling, as a way of educating
for health, has been an important ally in the thera-
peutic intervention strategy for patients with CKD.
However, despite its obvious efficiency and apparent
simplicity, information-giving has not been a common
practice in developing countries. On the other hand,
in developed countries, information-giving has been a
mandatory practice in the treatment of CKD patients
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receiving hemodialysis, and has been seen as a favor-
able factor for adherence and reduced morbidity and
mortality in this population.

Llana’s comparative study of hemodialysis ver-
sus peritoneal dialysis provides important informa-
tion, showing that patients on peritoneal dialysis
had better health-related quality of life (HRQoL) in
the domains of physical functioning and bodily pain.
Peritoneal dialysis patients had higher educational
levels sought more information about the treatment,
formed tighter bonds with health care staff, and were
younger than their counterparts. This suggests that
the nature of the intervention in peritoneal dialy-
sis requires closer staff contact at a certain stage of
treatment, as well as greater patient empowerment,
since the latter will be responsible for much of the
filtration intervention, which occurs outside the clinic
environment and the direct control of professionals.

The type of dialysis used showed not to differen-
tially affect patients' emotional state or adherence
to drugs; however, patients receiving hemodialysis
had greater control and knowledge of their food and
water diets, which could be possibly due to the higher
risk presented by hemodialysis (conduct of episodic
nature) when compared to peritoneal dialysis (con-
duct of continuous nature). The findings of this study
suggest thatan important factor to be considered may
be the passive and resigned nature of hemodialysis
patients, which negatively affects treatment progress
with respect to variables related to independence
and autonomy. The results found point to the dif-
ficulties experienced by patients in adhering to oral
medication in both types of dialysis, and the role that
negative emotional state can play in the quality of life
of these patients (4).

The study conducted by Abraham et al. (3) with
a group of 50 patients (with control group) showed
that the overall QoL of patients receiving hemodi-
alysis was significantly impaired. The purpose of the
aforementioned study was to test the influence of
information-giving through oral and written guid-
ance, materials on diet, exercise, lifestyle modifica-
tion, importance of regular dialysis and six-month
follow-ups on the QoL of hemodialysis patients, con-
sidering physical, psychological, environmental and
social domains. It was found that the test group had
better results in all the domains assessed, with the
best results in the psychological domain, followed by
the physical, then the social and finally the environ-
mental domain. They also showed improved levels

of concentration, thinking and learning. The authors
concluded that the best performance in the psycho-
logical domain was associated with its closeness to
spirituality, and that removing misconceptions about
the disease increased positive feelings in patients (3).

Educational programs should have a comprehen-
sive planning range both inside and outside treat-
ment environments and in different areas related to
health, so that relevant changes can be more lasting
and contribute to the effective incorporation of con-
cepts and values (33).

Nonoyama (34) proposed the implementation of
an exercise program to be followed during hospital
and home hemodialysis. The author found that adher-
ence was higher during hospital sessions - under di-
rect supervision and using appropriate equipment -
when compared to the same program developed at
the patients' home. In addition to direct professional
supervision and higher levels of individual attention,
other positive factors to be considered when analyz-
ing patients” high adherence to the program devel-
oped at hospital may be the fact that patients were
actively involved in selecting the best exercise modal-
ity and the types of exercises to be performed during
hemodialysis, which did not require any additional
time beyond that already needed for hemodialysis.
Reasons identified for low adherence to home exer-
cise were lack of motivation and lack of time (34).

An integral part of the complex web of human
relationships, people being treated for chronic dis-
eases for various reasons end up moving away from
their (different) social groups (family, friends, work).
The losses resulting from this isolation cannot always
be calculated, but are, however, worthy of attention,
research and intervention.

The study by Untas (35) highlighted the impor-
tance of social support, correlating it with a person’s
perception of being part of a complex network of rela-
tionships that provides her/him with affection and as-
sistance, but also gives her/him responsibilities. Such
network may be composed of different actors, such as
the family, friends, the community, and even members
of the multidisciplinary team. However, Untas notes
with surprise that, in his study, the encouragement
and support received from the staff were not associ-
ated with patient adherence to treatment, while other
social factors, such as family support, were. This ob-
servation is relevant since it raises questions about
the fact that even though hemodialysis patients are
linked to a treatment plan that gives them obligations
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regarding timeliness and frequency, and makes them
depend on a multidisciplinary team, the relationship
with the team may be restricted to a purely physical
and technical closeness. Other studies have claimed
that patients should be seen and treated in a more
individualized fashion to best address their needs
and expectations, that making patients feel safe and
welcomed by the staff is of fundamental importance,
and that patient embracement includes truly listening
to each patient (35).

Patients with so-called chronic diseases adopt
different ways of coping with changes in their health
condition. They often have difficulties accepting the
disease and its consequences. 'Fighting' against the
disease could be seen as correct, because not accept-
ing the degrading conditions it can produce would
mean contributing to treatment. However, patients
sometimes unconsciously fight and avoid everything
that may be related to their new health condition, re-
jecting not only the people but also treatment itself
and everything that may be associated with it, such as
guidance, advice, restrictions and responsibilities (36).

Guerrero (7), points to the importance of "em-
bracing” the changes brought about by the disease.
Embracing here does not mean accepting them pas-
sively, but taking control over its management, in-
cluding its course, restrictions and implications, and
adhering to, collaborating with and actively partici-
pating in treatment. Diseased patients usually have
their bodies invaded, which changes their communi-
cation and connection with the world, in this natural
form of dialogue. Other transformation factors are
identified as relevant: treatment duration is pointed
outas too long and considered to represent important
losses in life; adherence to drugs is reported as being
a complex problem due to their amount, diversity
and time schedule; diet restrictions is the biggest
complaint patients have - not the quality, but rather
the quantity of what can be eaten. In this context,
people with CKD describe their relationship with the
disease by differentiating between two moments:
before and after the disease. Before the diagnosis,
they lived a healthy life, without complications and
treatments. After the diagnosis, they go through im-
portant changes in their ways of existing in the world.
These changes are described as being no longer in
control of daily life activities, experiencing losses
in relationships with friends and family members,
losing their "healthy person identity", experiencing
losses in physical condition and social motivation,

and being no longer in control of their body's vital
functions. The need to be connected to a machine
leads to a strange and disturbed relationship of love
and hate, of not wanting to be part of it and being
aware that you need it to survive. The authors high-
light that, in order to achieve better results in the
relationship between staff and patients, individual
aspects of their life experience should be taken into
consideration, such as cognitive skills, social diffi-
culties, preferences, priorities, social habits, family
networks, the different roles played by patients, the
channels of communication, trust, empathy, under-
standing and receptivity (7).

The findings by Untas and Guerrero reinforce the
understanding that patients' "being" and "existing" in
the world are drastically modified by chronic kidney
disease. We should, therefore, ask ourselves to what
extent health care teams and the health system are
prepared to treat chronic patients in a strategic and
comprehensive manner, knowing that it is necessary
to allocate enough time in the approaches to plan,
direct and customise education actions and the em-
powerment of patients, families and society itself,
contributing to the construction of a greater sense
of security and adherence to treatment (35).

Empowerment is one of the educational strate-
gies available. It has no specific meaning and derives
from power. The word power is used in many contexts
and has several different meanings that are adapted
according to different needs and understandings. In
the field of health, empowerment is a term that is
being increasingly used to describe patients' ability
to self-manage their care. To empower is not an easy
task! On the contrary, it is a condition that should
promote a negotiation process and take into account
patients' needs with regard to their personal, social
and cultural particularities. Empowerment, as cited
in the Ottawa Charter from the Pan American Health
Organization, can be understood as the educational
process that aims to develop self-knowledge skills
and attitudes, so that patients take responsibly for de-
cisions and choices made about their health (33, 36).

In an experimental study, Moattari (37) carried
out a behavior change program based on patients'
priorities; sessions focused on stress management,
concentrating on the problem and on coping strat-
egies, social support and motivation, and emotion.
Significant improvements were found in two self-
efficacy components (decision-making and stress
reduction), whereas no improvement was observed
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in positive attitudes. The authors attributed the im-
provements in decision-making and stress to the na-
ture of the proposal (based on individual and family
support for problem solving) and to the individual
sessions of relaxation training. The lack of success
found in "positive attitudes" was attributed to very
short follow-up time for conditions judged as very
complex by patients. They conclude that training/
empowerment programs have a direct impact on
decision making, stress reduction and quality of life,
and can facilitate adherence to self-care, including
with regard to clinical variables (37).

Rambod et al. (38) conducted a cross-sectional
study with 202 Iranian patients receiving hemodialy-
sis. The purpose of the study was to investigate the
relationship between perceived social support and
QoL in patients, by analyzing the following variables:
perceived social support, functional health, socioeco-
nomic, psychological and spiritual conditions and
quality of life. The authors used instruments to assess
quality of life, mental conditions, social and environ-
mental data, among others. The authors highlight
important aspects to be considered in studies with
Muslim populations: the belief that health is a gift
from Allah (God) and that the disease is a test that
has to be passed; although what happens to them is
God's will, they should not stand idle when crisis oc-
curs; that adherence to spiritual practices is strongly
recommended, in order to improve the ability to deal
with crises, as well as the recitation of the Qur'an,
which offers positive values to help them face these
kind of situations (recommending emotional support,
kindness, love, kindness to parents, relatives, friends,
neighbors, orphans and poor people); and that fami-
lies are considered the support haven in times of cri-
sis. The final results showed a statistically significant
relationship between the perception of social support
and health functioning, social, economic, psychologi-
cal and spiritual factors and theQoL subscales. The
results also suggest that efforts should be directed
at improving family-related social support among
dissatisfied chronic patients, as better QoL results
were found among married patients (38).

Conclusion
We conclude that the educational approaches

related to the quality of life of people with CKD re-
ceiving hemodialysis are many and varied, be it with

regard to their design, instruments or way of conduc-
tion. Our reveal of the literature reveals, however,
that the number of educational approaches focus-
ing on this group of patients, their families and the
technical staff is still modest and little representa-
tive. Nevertheless, the few studies that address the
topic from an educational viewpoint are unanimous
in recognizing that the approach to CKD patients re-
ceiving hemodialysis should not be limited to renal
replacement therapy. It is crucial to consider, among
other things, the patient's culture, customs, personal
individualities and sociodemographic conditions. In
the educational process, patient empowerment, ad-
herence and participation, as well as the participa-
tion of family members, the technical team and the
community should be considered when approaching
people with CKD receiving hemodialysis.
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