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ABSTRACT
Objective: To identify the social representations and practices of patients with vasculogenic ulcer about their quality of life.
Method: Qualitative research that applied the Social Representations theory. Participants were 30 patients with vasculogenic ulcers
cientes com lceras vasculogénicas sobre registered at a health unit in Rio de Janeiro. Data was collected through semi-structured interviews, and lexical analysis was applied.
qualidade de vida. Rev Gaiicha Enferm. Results: The social representations about the quality of life of the patients were built from the affections arising from the changes in
2021:42:¢20200098. dot: https://dol. their lives. Thus, losses arising from the reconfiguration of daily life led to a negative symbolic construction about themselves and their
0rg/10.1590/1983-1447.2021.20200098 lives, which resulted, on the one hand, in proactive self-care behaviors and, on the other, in less self-care.

Conclusion: Care for health promotion and social support is required to re-signification of life with ulcer and the adoption of new

coping practices.
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RESUMO

Objetivo: Identificar as representacbes sociais e praticas de pacientes portadores de dlcera vasculogénica acerca da sua qualidade
de vida.

Método: Pesquisa qualitativa, com aplicagdo da teoria das Representacdes Sociais. Os participantes foram 30 pacientes com
(lceras vasculogénicas cadastrados em uma unidade de satde do Rio de Janeiro. A coleta de dados ocorreu por meio de entrevistas
semiestruturadas, e a analise foi lexical.

Resultados: As representagdes sociais sobre a qualidade de vida se construiram a partir dos afetos oriundos das mudancas na vida
dos pacientes. Assim, as perdas oriundas da reconfiguracao do cotidiano direcionaram a uma construgdo simbélica negativa sobre
si e asua vida, a qual resultou, de um lado, em comportamentos proativos de autocuidado e, de outro, com menor cuidado de si.
Conclusdo: Cuidados de promogéo da satide e suporte social sao requeridos para a ressignificacdo da vida com a tlcera e adocao de
novas praticas de enfrentamento.

Palavras-chave: Qualidade de vida. Ulcera da perna. Psicologia social. Enfermagem. Atencio primaria a satde

RESUMEN
Objetivo: Identificar las representaciones sociales y prcticas de los pacientes con dlceras vasculares sobre su calidad de vida.
Método: Investigacion cualitativa, con aplicacién de la teorfa de las representaciones sociales. Los participantes fueron 30 pacientes
con Ulceras vasculares registrados en una unidad de salud en Rio de Janeiro. La recoleccion de datos ocurrié a través de entrevistas
semiestructuradas, y se realiz el andlisis lexical.
Resultados: Las representaciones sociales sobre la calidad de vida se construyeron a partir de los afectos derivados de los cambios
enlavida de los pacientes. Asf, las pérdidas derivadas de la reconfiguracién de la vida cotidiana llevaron a una construccion simbélica
negativa sobre si mismo y su vida, que derivé, por un lado, en conductas proactivas de autocuidado y, por otro, en un menor
autocuidado.
+ Univesidade Federal do Rio de Janeiro (UFRJ), (onclusiélj: Se requieren cuidados pzflra'la promocion dg la salud y apoyo social para la construccion de nuevos significados sobre la
Centro de Céncias da Saide, Escolade Enfermagem~ Vida con 1a Ulcera y adoptar nuevas practicas de afrontamiento.
Anna Nery. Rio de Janeiro, Rio de Janeiro, Brasil. Palabras clave: (alidad de vida. Ulcera de la pierna. Psicologfa social. Enfermerfa. Atencion primaria de salud.

Online Version Portuguese/English: www.scielo.br/rgenf Rev Gaticha Enferm. 2021;42:¢20200098 1
www.seer.ufrgs.br/revistagauchadeenfermagem



http://www.seer.ufrgs.br/revistagauchadeenfermagem
https://doi.org/10.1590/1983-1447.2021.20200098
https://doi.org/10.1590/1983-1447.2021.20200098
https://orcid.org/0000-0002-6467-8051
https://orcid.org/0000-0003-1049-9469
https://orcid.org/0000-0002-6991-7066
https://orcid.org/0000-0002-5211-9586
http://www.scielo.br/rgenf

B Gomes NN, Rosa LMMS, Ferreira MA, Silva RC

Bl INTRODUCTION

Ulcers of vascular origin are a serious problem worldwide,
as they account for high morbidity and mortality rates and
cause a significant social and economic impact, due to their
recurrent nature and the long time between the time of onset
of the ulcer and healing. These wounds are characterized by
a chronic, painful, recurrent process, with a negative impact
on the quality of life of patients @,

According to the World Health Organization, quality of
life is defined as the individual’s perception of their position
in life, in the context of the culture and value systems in
which they live and in relation to their goals, expectations,
standards and concerns?. This concept is marked by subjec-
tivity and involves the physical, psychological, social, cultural
or spiritual components.

Studies show different aspects that substantially affect
the quality of life of patients with vasculogenic ulcers ¢-9.
Pain is one of the most reported symptoms. A systematic
review of symptoms and health-related quality of life in
patients with venous leg ulcers indicated that treatment-re-
lated pain has significant impacts on sleep, mobility and
mood ©.

Regarding psychosocial aspects, different international
studies address this type of impact on quality of life “9. One
study aimed to describe the negative social impacts and
damage to the quality of life of patients with chronic venous
leg ulcers. It was found that their ability to work, to carry
out household tasks and perform personal hygiene could
be compromised. The patients also experienced negative
feelings such as shame, loneliness, frustration, with higher
levels of depression and anxiety .

The findings are supported by a study that assessed anx-
iety, depression, self-esteem and loneliness in 102 patients
with venous leg ulcers. Patients had higher scores on the
anxiety and depression scale compared to healthy patients,
and women's anxiety and social isolation scores were higher
than men’s ©.

The impacts of vasculogenic ulcers reported in the
literature indicate that quality of life is an object of so-
cial relevance " for this group. Therefore, the theoretical
assumption that these individuals elaborate social repre-
sentations (SR) about their quality of life was considered.
These social representations would influence the way
individuals with vasculogenic ulcer relate to themselves
and to the world around them, guiding behaviors that
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portray the way they face the condition and adhere to
the therapy prescribed.

As for the identification of SR phenomena, it should be
noted that the selected group does not always represent
a certain object, as this object must have social thickness
and sociocultural relevance to the group ©. Therefore, since
quality of life is considered a phenomenon of psycho-socio-
logical knowledge for this group, it is understood that the
referred object has an imagery dimension that portrays this
social thickness.

This can be explained by the fact that body image and
aesthetic aspects are overvalued in today’s society, in which
greatimportance is attached to desirable bodily characteris-
tics. This ideal body image is not possible for individuals with
venous leg ulcers, and they are stigmatized. Thus, patients
with leg ulcers fear social exposure and are not satisfied
with their bodies. They have low self-esteem and negative
feelings about their bodies ©-1.

This social image of people with venous leg ulcers mo-
bilizes thoughts and feelings that result in pressure for the
subject to produce explanatory theories, which are the start-
ing point of social representations and practices .

Finally, analysis of American and Caribbean Literature
in Health Sciences (LILACS) and Online Medical Literature
Analysis and Retrieval System (MEDLINE) databases) led to
the identification of 542 articles with the crossing of descrip-
tors “leg ulcer|"and “quality of life”. After application of the
selection criteria and exploratory reading of the contents,
20 articles on the subject were analyzed. Of these, 16 were
quantitative studies that aimed to measure quality of life,
validate instruments and/or test their effectiveness and
three attempted to understand subjective dimensions of
the quality of life of patients with vasculogenic ulcers.

Therefore, based on this analysis, knowing the so-
cio-symbolic meanings of patients about quality of life,
how such meanings are constructed and how they af-
fect the actions of these individuals is relevant, as it will
contribute to expanding knowledge in this psychoso-
cial perspective on the quality of life of patients with
vasculogenic ulcers.

Furthermore, the knowledge generated can be applied
in the proposition of care technologies that meet the com-
prehensive health needs of patients with vasculogenic ul-
cers, to improve their quality of life. Therefore, the present
study aims to identify the SR and practices of patients with
vasculogenic ulcers regarding their quality of life.
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B METHOD

Qualitative research based on the Social Representations
theory, in the procedural aspect. The SR concern the way
individuals think and interpret phenomena, considering the
relationships they establish with others in their daily routine,
which allow them to construct a framework of references
that guides them and facilitates the interpretations of their
own lives ),

Regarding the phenomenon of investigation, having a
chronic wound that does not heal, or takes a long time to
heal and may recur, totally interferes with someone’s quality
of life. Therefore, the choice of approaching the object in the
light of social representations offers theoretical support to
analyze the participants’ experiences related to quality of
life, establishing links with the modes of expression of this
subjective experience in the lines of action established by
the patients, especially with regard to self-care.

The research was conducted in the city of Rio de Janeiro,
Brazil, in a“Clinica da Familia”— a large basic health unit com-
posed of teams of the Family Health Strategy, and the locus
was the Dressing Room of the unit, a sector that assists an
average of 20 patients daily. At the time of the research, 86
patients were registered in the sector. They were undergoing
clinical follow-up for chronic ulcers (neuropathic, vasculo-
genic) and acute injuries (operative wounds, excoriations,
abscesses). Care was provided by nursing technicians, under
the occasional supervision of a nurse.

Patients selected according to the following criteria par-
ticipated in the research: age group over 18 years old; no
neurological limitations that interfered with speech; patients
with vasculogenic ulcers in the lower limbs for more than
90 days, which is the time during which the tissue can heal,
so that the ulcer is no longer a chronic ulcer.

Patients with vasculogenic ulcers who had other chronic
diseases or severe comorbidities were excluded from the
study, as these conditions significantly affect quality of life
and could impact the elaboration of the SR; and patients who
showed signs of cognitive deficits at the time of data produc-
tion, which were evaluated for the coherence of responses to
questions made by the researcher during field exploration.

Following approval of the project by the Research Ethics
Committee, the researcher collected the data in the study
setting, from September 2017 to January 2018. Then she
approached the individuals assisted in the Dressing Room
and the staff, in order to create a bond with these people
and become familiar with the reality to be investigated.

After this initial contact in the study setting, 30 of the 86
registered patients were included, based on the research

inclusion criteria. The reason why only 30 patients, who
accepted the invitation to participate in the research, were
selected is the fact that the operation of the unit was discon-
tinued during the research period, due to lack of inputs. After
a detailed analysis of the collected material, it was concluded
that the material was sufficient to the understanding of the
phenomenon and dimensions of Social Representations.
Furthermore, the number of selected participants reached
a consensus among experts in qualitative approach on the
adoption of a minimum amount of 30 participants for analysis
with density of the phenomenon".

Data were collected through semi-structured interviews.
A guide divided into two parts was used: the first part aimed
to outline the sociodemographic profile of the participants.
The instrument contained data on age, time since ulcer
onset, education, professional activity, family income and
physical activity.

The second part of the interview guide explored infor-
mation related to meeting the research objectives. The 11
questions in this section concerned patients’ daily life, i.e.
daily activities, changes in life, difficulties, contact with the
health service. The interviews, which lasted an average of 20
to 30 minutes and were recorded on an mp4 digital device,
were carried out in a room of the unit, after the patient had
the bandage changed, to avoid any interference.

Data from the application of the instrument to identify the
sociodemographic profile were used in the construction of
command lines that separate the interviews that constitute
the corpus. The latter was revised, organized and submit-
ted to Alceste software, version 2012. Alceste’s objective is
to quantify the text in order to extract its most significant
structures. In the present study, the software performs a
lexicographic analysis, in which the statements are classified
and lexical profiles are compared. It seeks to apprehend the
lexical worlds that structure the subjects'speeches and give
coherence to their statements "2,

In lexical analysis, the words of the corpus were counted,
and progress was systematically made towards the identi-
fication of the holistic dimension of the text. The process
involved the identification of the total number and the types
of words used in the vocabulary.

In this process, the semantic roots of the words were
grouped and the lexical classes were defined, considering
the function of the word. Association of the vocabulary and
variables characterizing the participants to the classes was
expressed by a chi-square value (Phi?). In this article, the
result of the Descending Hierarchical Classification (DHC)
was used for further analytical analysis. The DHC aims to
classify and group the statements into classes marked by

Rev Gatcha Enferm. 2021;42:¢20200098 3




B Gomes NN, Rosa LMMS, Ferreira MA, Silva RC

vocabulary contrast. Thus, after crossing reduced forms
and elementary context units (ECU), the classes of ECU
that have similar vocabulary and which differ from the
vocabulary of ECU of other classes. Thus, the relationships
of content between classes, of opposition and similarity,
were analyzed with a tree diagram (hierarchical cluster)
and based on ECU and excerpts from interviews selected
by the program (12,

The project was approved by the Research Ethics Com-
mittee of the study field, under protocol no 1.836.571. An
Informed Consent Form was signed by the participants. The
confidentiality of the participants was guaranteed through
identification by a coding generated by Alceste, in which
Ind=individual is followed by the Arabic number of the order
of selection of the participant.

B RESULTS

Regarding the sociodemographic profile of the partic-
ipants, the following characteristics stand out: 60% were
women; 50% were married; 50% were aged 51-70 years;
57% had a family income between two and three minimum
wages; 70% had incomplete primary education; for 45% the
time elapsed since ulcer onset was 3 to 10 years; 47% were
evangelicals; 90% did not practice physical activity.

In the corpus composed of interview recordings with 30
participants submitted to the Alceste software,2,983 different
forms or different words were obtained, with 32,182 occur-
rences. The corpus was divided into 679 ECU and, in two
descending hierarchical classifications the same subdivision
into two building blocks of classes was maintained, and a
total of five lexical classes and 63% of use as shown in Chart 1.

The corpus was initially divided into two parts: one that
originated classes 1 and 2, and another that generated class
5 separately. Then, this second part was divided again to
generate classes 3 and 4. Thus, two large building blocks of
lexical classes were organized. Analysis of the approxima-
tions and distances between the lexical classes showed that
the block of classes that was structured around classes 3, 4
and 5 revealed aspects of the quality of life of patients with
vasculogenic ulcers, the difficulties faced and the effects of
the disease on their lives, which is the focus of this article.

Class 5 was formed by 55 ECU, and corresponded to 13%
of the corpus. This class was characterized by the statements
of patients with vasculogenic ulcers about the physical
repercussions of this condition and the limitations faced
by the patients in their daily lives. The lexicons “sitting/to
lie down” that made up class 05 were the ones that had
the greatest statistical association (Phi®) and referred to the
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patients'need for rest, due to the physical repercussions of
the presence of a vasculogenic ulcer.

Soldoalmosteverything whilessitting. At night, as | don't
sleep early and watch movies, | stretch my leg up on the
couch until my foot touches the wall (ecuno 21,ind 01)

I spend most of my time lying down rather than stand-
ing; when I walk | usually feel a lot of pain, I lay down
for a long time, watching television. When | feel better,
| prepare a meal, but sometimes | can't even do that... if
I stand for a long time, | feel pain. (ecu no 172,ind 11)

The lexicons ‘difficulty”, “food’,"bath"referred to the efforts
made by the patients to perform their daily activities due to
the physical limitations caused by the wounds. Thus, these
difficulties impact the performance of routine activities such
as taking a shower, preparing a meal, as well as going up
or down stairs.

Nothing is normal, not even my bath. | haven't taken a
regular shower in years because of the dressing on my
foot. Itake a shower sitting on a chair because I'm afraid
of losing my balance... my life has completely changed.
(ecu no 506, ind 23)

Yes, there are a lot of things | can’t do for a long time, like
standing up for a long time, | just can't. If| have to wash
dishes, | can't stand up all the time... | can take a shower
by myself, because | place my foot on a chair during the
shower so as not to get it wet, but not for a long time
(ecu no 43,ind 03)

Pain was the main physical symptom expressed by pa-
tients who have this type of wound, as expressed by lexicons
“pain/it hurts’,“swollen” The testimonies of patients about the
variable intensity of pain indicated that the pain manifests
itself according to the etiology of the wound. Among the
main effects caused by pain mentioned by patients, change
in sleep pattern was one of the most frequent, expressed in

lexicons ‘| sleep/sleeps”.

No, | can do everything. Sometimes | feel pain... | had a
burning and itching sensation in the wound area because
I didn't change the dressings. The wound usually only
hurts at night and | can't always sleep well because of
that, | don't sleep well, it's like a bird that is always pecking,
pecking. (ecu no 36, ind 02)

At night, | can watch the soap opera, read the Bible a
little, but the pain, the pain interferes with everything,



CLASS 1

CLASS 2
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CLASS 3

CLASS 4

CLASS 5

Find 0.29 technique 043 children 041 lunch 0.51 sitting 044
problem 0.23 nursing 043 create 0.37 coffee 048 to liedown 0.38
treatment 0.20 calls 0.38 grandson 0.37 towake up |041 sleeps 0.36
I know 0.19 fair 0.29 woman 033 machine 0.30 foot 035
cure 0.19 assisted 0.29 party 0.28 street 0.30 pain 0.28
of 0.17 to ask 0.27 bus 0.28 morning 0.27 mad 0.25
better 0.17 | arrived 0.26 to 0.25 owner 0.26 food 0.25
good 0.16 Monday 0.26 beach 0.25 schedule 0.26 difficulty 0.25
to live 0.16 Friday 0.24 car 0.24 hour 0.24 to stay 0.24
to close 0.15 ointment 0.22 to 0.23 work 0.24 above 0.24
person 0.15 Unna's boot | 0.21 to catch 0.21 school 0.23 normal 0.24
lack 0.14 change 0.21 to die 0.21 lgo 0.21 whole 0.22
treatment 0.14 bandage 0.20 to study 0.21 dinner 0.21 | sleep 0.21
ulcer 0.14 antibiotic 0.20 to teach 0.18 square 0.21 example 0.21
angiologist 0.13 serum 0.20 almost 0.18 | give 0.21 chair 0.19
thinks 0.13 father 0.19 will 0.18 afternoon  |0.21 swollen 0.18
government 0.13 did 0.17 to see 0.17 to wash 0.20 it hurts 0.17
must 0.12 oil 0.17 hurry 0.18 to take 0.20 | do 0.17
physician 0.12 sir 0.16 corner 0.18 to like 0.19 larger 0.17
of this 0.13 I came 0.16 I met 0.18 with 0.19 If there is 0.17
condition 0.12 nurse 0.15 shopping 0.18 hunger 0.18 leg 0.16
to complain 0.12 calls 0.15 to like 0.15 course 0.18 bath 0.15
abrir 0.11 cuts 0.14 brother 0.14 to separate |0.18 equal 0.15
health 0.12 type 0.14 E?op doing 0.15 son 0.18 home 0.14
materials 0.12 exam 0.14 travelled 0.15 clothe 0.18 much 0.15
appointment 0.12 hospital 0.14 man 0.15 home 0.17 to relax 0.15

Chart 1 - Dendrogram of Descending Hierarchical Classification, Rio de Janeiro, RJ, Brazil, 2018

Source: Alceste Report. Rio de Janeiro, R, Brazil, 2018.
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this pain is terrible, | don’t wish it on my worst (enemy).
(ecu no 407, ind 20)

In the following statements, the patients showed that
pain reminds them of great suffering, something that evokes
a negative meaning, causing discomfort, distress, affecting
the perception of their well-being.

And it's not a pain that lasts for an hour or half an hour,
it can last for seven, eight hours, or even all day and
night. I'm in pain again now. | can alleviate this pain by
sitting all day with my leg up. No, | feel a lot of pain, it’s
bad, because | would like to walk, to do something (ecu
no 408, ind 20)

I don't wish this pain on my worst enemy. It’s terrible,
and when it is cold the pain is excruciating and some-
times | wish | could chop off my leg to be free from this
pain.. May God forgive me for this, but it is awful. (ecu
no 476, ind 22)

Class 4 consisted of 40 ecu, which corresponds to 9%
of the corpus. It had links with class 5, as it described how
patients experience their daily lives expressed in the morning,
afternoon and night shifts. They reported that despite the
difficulties, they try to perform their daily activities.

It was found that the words lunch, wake up and coffee
provided a reference for dividing the periods of the day by the
patients. Their routines are inserted based on this division. The
patients try to keep their routines by performing simple and
common actions, expressed in the action verbs | go/I give.

My routine is similar to any housewife’s routine.. | wake
up, make coffee for myself and my husband, my son
leaves for work, then | clean the house and my husband
helps me He goes out to buy food for lunch, if necessary.
(ecu no 640, ind 29)

Iwake up, make lunch, sweep the house, wash the bath-
room and hang the clothes on the clothesline. | do my
homework. | don’ like going out, | never did. (ecu no
153,ind 10)

The statements of this class revealed the important role
played by women, identified in the ecu of participants 10and
29, where despite having to take care of themselves because
of the clinical manifestations of the disease, women keep
theiridentities that direct them to the role of caring for their
families. Thus, despite the difficulties, they try not to neglect
their social function at home. On the other hand, the lexicons
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“street’,"work”and “square”showed that many patients also
try to carry out their daily tasks at home, reconciling them
with work activities or other tasks.

Solwake up and try to get the children ready for school
as soon as possible. If 'm at home, | clean the house, |
prepare lunch and go straight to work, because | work
two shifts: there are days when | work from noon to seven
pm. (ecu no 373,ind 19)

My routine is hectic, | wake up at dawn around four
oclock in the morning to work, | don't have breakfast at
home, | only have breakfast when | arrive at the firm. |
work from 8 amto 6 pm. (ecu no 115, ind 07)

Living with a vasculogenic ulcer causes changes in rou-
tine and activity planning, increasing responsibilities with
health care, because the patients must go to the health
unit. This responsibility was observed in the approximation
of the verbs "to wake up and | come’, linked to the fact that
after carrying out their activities at home, patients must go
to the health unit for the dressings.

| wake up, make coffee, put clothes in the washing ma-
chine, go out to buy bread, and after everyone leaves, |
come to the health unit. | like coming here to the health
unit in the morning because sometimes when my
dressing is very wet, even the mattress gets wet. (ecu
no 540, ind25)

This is my routine: | wake up around five-fifteen in the
morning. | have breakfast, go to work at the newsstand
where | stay from six to three in the afternoon. | go back
homeforlunch, then|come hereto the unit for the dress-
ing and finally go home. (ecu no 105, ind 06)

Class 3 was composed of 34 ecu corresponding to 8%
of the corpus content. It was based on the testimonies of
patients who addressed the importance of family processes
and restrictions related to social interaction and leisure prac-
tices. Support strategies created to deal with such restrictions
were also reported.

The impact of changes related to vasculogenic ulcers on
family life causes the social withdrawal of patients affected
by this condition. Because of the smell of the wounds, the
need for daily dressings and the repercussions of dressings
on self-image, patients tend to avoid social interactions. This
statement is supported by the ecu below, which portrayed
social habits before and after the ulcer expressed in the verb
to go/used to go:
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I rarely go to Niterdi, because staying at other people’s
houses is a bit complicated. When | used to go there,
lusually stayed for a week, or about fifteen days. My
sisters have a house in Mangaratiba, on the beach. (ecu
no 450, ind 21)

I hardly ever leave home. Last year | didn’t even visit my
sisters, lonly wentto Mass on Sundays. The disease inter-
feres with many things we want to do, such as traveling.
I like to travel because | have relatives in Sdo Paulo. (ecu
no 449, ind 21)

When respondent no 21 reported that she likes to travel,
to goto church, to go outto see her family, but rarely manages
to do this, it can be affirmed that the presence of this type
of injury significantly interferes with freedom/autonomy.
This interference brings out family solidarity and the social
support network. The patients rated as positive the fact of
visiting or receiving a visit from their family members, and
as negative giving up seeing their family members because
of the wound.

The only thing that is positive for me is when my family
visits me at home on the weekend to see my grandchil-
dren, my children. This happens at least once a month
aslcannotvisitthem. | consider everything else negative,
such as not being able to do everything I've always done.
(ecu no.606, ind 27)

Not being able to see my relatives when I want, not being
abletogoto the places|want, when | want is something
negative. | helped to raise my grandchildren and today |
rarely see them. (ecu no 645, ind 29)

Social support networks play a decisive role in the greater
or lesserimpact of the ulcer on people’s lives. This is explained
by the fact that patients with these wounds depend on
others to carry out their daily activities, that is, to get around/
displacement. The lexicons “bus” and “car”illustrate the in-
fluence of the difficulty of getting around on a bus and the
importance of a car in maintaining the patient’s active social
life, which can generate a feeling of dependence.

Sometimes |would go by car, or take a ride, but depend-
ing on others is not good, | don't like it very much. (ecu
no 414, ind 20)

Something besides money. A car would be useful because
Iwould no longer depend on buses. Sometimes | take a
van, but they are not easily accessible to me. (ecu no
491,ind 22)

nu, "

The lexicons“party”,"shopping’,“to travel”were related to
social interaction and leisure aspects that patients gave up
because of the vasculogenic ulcers. Thus, physical limitations
lead patients to stop performing the social activities they
liked the most and the activities they performed. The verb
"to stop” indicated these social losses, meaning “to stop
doing something’”.

I think | could do that, but | felt discouraged. Before this
condition, lhad a normallife. | used to go out and dance
when | was younger, to parties, to the beach, to malls,
everywhere. (ecu no 526, ind 24)

On the other hand, some patients tried to overcome this
challenge, seeking support in religion, at work and in their
own family. Some reports suggested that hope is related to
faith in a superior/divine existence, which gives strength and
nourishes the desire for improvement and cure, reducing
anxiety in the face of this situation.

Well, | work from 5 to 9 pm. I really enjoy it. | can’t stay
still. | don’t think it is bad, 'm not sad. I try to stay active
to keep my mind busy. I'm afraid of worrying too much
because l've already had a thrombosis. (ecu no 34, ind 2)

Sol learned that, | learned how to take care of myself.
Youmust have a God inside you, ask that God to give you
strength, this is the best solution, strength and self-control.
(ecu no 593, ind 26)

B DISCUSSION

Social Representations can be understood as a modality
of knowledge that measures behavior and guides com-
munication between individuals, helping to understand
social changes. They are based on the social influences of
communication, constituting the reality of everyday life and
are the main vehicle for establishing the associations with
which people connect with each other 3.

Thus, the concept of SR makes it possible to understand
how social actors apprehend common life events, environ-
mental data, circulating information, as well as capturing
thoughts, feelings and shared life experiences, through
different communication modalities related to the social
context to which they belong 3.

Regarding the SR on the quality of life of patients with
vasculogenic ulcers, the thought about living well/living
better is built from the impacts of this condition on the
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maintenance or change of the patients'daily life activities, due
to the presence and intensity of the clinical manifestations
of the disease and the therapeutic care needed.

These impacts circulate in the conversations of the social
groups, especially the shared experiences of the presence of
pain, which include negative affections, negative”;"everything
is negative” Painis described as“the worst thing”; that causes
suffering; “terrible” like the image of an enemy.

This connotation is relevant because, in addition to the
physical effect of the pain that sometimes provokes in the
individual the desire to “rip off his/her own leg’, the occur-
rence and intensity of pain reconfigures the patients' daily
lives, because of the need to avoid it or minimize its effects
through the adoption of behaviors that restrict their lives.
This reconfiguration is identified in the statements of patients
who compare their past lives to their present lives.

Therefore, patients use expressions such as:“l can't do it
anymore”;“l would like to do it again”;"l don't do it anymore”
to address the changes experienced. These changes bring
to light the restrictions imposed on the individuals in their
daily care (nutrition, hygiene, physical activity), illustrated, for
example, in the following report: “l haven't taken a normal
bath for a long time”; and they also expose social losses, when
patients fail to perform social integration activities, such as
traveling, visiting family members, going to church, because
of their physical limitations, due to the need for medical
follow-up or embarrassment due to the social image, or else
the views that others have of them.

The current reconfigured life is characterized by long
periods of rest, referred to as:"l spend more time lying down
than standing”;"just lying down, sitting”. This affects the au-
tonomy and independence of the patient, who needs the
help of others to perform his/her routine activities, bringing
up his and his life’s affections.

Quality of life must be understood from a multidimen-
sional perspective, encompassing components that have
a complex and dynamic organization. These components
include"the being’, what the human being is in the individual
field, which has to do with the physical, psychological and
spiritual aspects, and encompasses nutrition, physical fitness,
values, individual skills, and experiences; "belonging’, which
refers to connections with the environment, home, work,
community, social groups; and “becoming’, what one does
to reach their goals, involving leisure practices, personal
growth, skills development (4,

Considering this comprehensive understanding, from the
analysis of the participants'reports, it can be seen how living
with a vasculogenic ulcer prevents patients from living life
to its fullest, impacting their ability to be, to belong and to
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become. Hence, this negative influence experienced daily
by patients affects their social representation about quality
of life and is expressed in the practices adopted.

Regarding the aspects that cause this negative influence,
investigations have shown pain as the worst sensation for
such patients 5192 A study that evaluated the quality of life
of 53 people with chronic wounds in outpatient care and
compared this index with clinical parameters found that
the overall index values and also the values of the individual
domains were high. Pain was identified as the clinical param-
eter that most negatively affected quality of life, especially
in patients taking painkillers who continued to feel pain at
rest or when walking .

A study carried out in the United Kingdom found that
participants described pain as a constant reminder of their
ulcer and this contributed to their feelings of loss of control.
The authors reported that pain was related to loss of mo-
bility, sleep disorders, negative psychological effects and
decreased quality of life ©.

Affections, personal history and the subject’s position
are incorporated in the Social Representations of an object.
Thisis explained by the fact that the object must be relevant
to the subject and the group to trigger SR. Moreover, the
institutionalization of SR only occurs in everyday practices,
which are undertaken by the subjects according to their
context and social identity 3.

The present study reported loss of autonomy in the life
process of patients with vasculogenic ulcers due to the
reconfiguration of their routine. However, quality of life in-
volves several aspects such as independence, functions and
social relationships, physical appearance, entertainment,
work and financial situation 2%, These individual and social
losses mobilize the affections of this group, and based on
such affections the individuals build meanings and adopt
coping practices that contribute to the construction of their
identity. Therefore, the SR indicate that people with vascu-
logenic wounds do not assume a neutral stance regarding
their bodies, regarding their own lives.

Some patients some patients seek support from their
families, religion and the help of professionals to overcome
the challenges of their daily lives, as it can be seen in the
following statements:“to ask God to give me strength”;"my
family visiting me at home is something positive”

Patients who have this social support act on behalf of
themselves and their families and take the care measures
necessary for their recovery, expressed by frequent visits to
the health unit for dressings; they try to readjust their daily
lives to be able to carry out their activities despite their
physical limitations, especially those related to household
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affairs. This reveals the role of identity in the attitudes of
patients, who seek to follow the guidelines of professionals
regarding rest and nutrition.

However, in view of the negative effects of the disease,
the difficulties in social and family support, the financial dif-
ficulties, there are patients who feel discredited, discouraged
to face the changes. This sometimes implies more passive
attitudes towards life, and these patients move away from
social life and do not adopt all the necessary care.

Social and family support to deal with the psychosocial
impacts of having a vasculogenic ulceris demonstrated in a
study that described the experience of patients with chronic
venous insufficiency, in order to explore how this chronic
disease affects the quality of life. The patients pointed out
that living with chronic venous disease and venous ulcers
causes physical discomfort and mentioned the inconvenience
caused by the need for frequent visits to the doctor and the
nature of the treatments. The participants mentioned the
importance of counting on a strong social network of friends
and relatives, as well as maintaining a good relationship
with their medical service providers to better deal with the
disease process 9

A study showed that a fragile family and community sup-
port network influences the emergence, chronicity and delay
in healing of wounds 7. On the other hand, an investigation
into the social networks of patients with chronic injuries
revealed weaknesses in these links because the primary
social network formed by neighbors and family members,
with low density and few exchanges is small-sized, and the
nurse is the main link of the secondary network 9,

According to these Social Representations, in contrast to
the research issue, itis worth reflecting on the role of nurses
on the improvement of the quality of life for these patients. In
this regard, studies have shown the importance of ensuring
adequate training of these professionals on venous ulcers,
so that they can provide better care to the patients 92,

One of these studies suggests the importance of nurses’
specialized knowledge, as when it compares the levels of
accuracy of diagnoses and judgment of the need for treat-
ment between specialist nurses in skin integrity and general
practitioners in community care in the United Kingdom, it
showed that specialists were more accurate in the judgments
of diagnosis and treatment 9.

Another study evaluated the effectiveness of an inter-
net-based education program on venous ulcers regarding
the level of theoretical knowledge and attitudes of home
care nurses, comparing the group of nurses who participat-
ed in the program with the group who did not. There was
a significant increase in the level of knowledge, while the
attitude remained unchanged 2.

Il CONCLUSION

The SRs on quality of life were built from affections result-
ing from changes in patients'lives, caused by the presence of
pain and the need to adopt therapeutic care for the disease.
Thus, the reconfiguration of daily life led patients to have a
negative representation about themselves and their lives,
and this negative representation was expressed in these
patients’ coping practices. On the one hand, some patients
behaved actively, adapting their daily lives to be able to
perform routine activities. On the other hand, there were
patients who were discouraged and unmotivated with their
lives, and adopted behaviors that did not prioritize self-care
and led to withdrawal from social life.

Therefore, it was found that the patients’ difficulties to
deal with individual and social losses resulting from the
reconfiguration of their lives impacted the coping practic-
es selected. Thus, from the perspective of the conceptual
framework adopted, this study contributes to the proposition
of technologies that lead patients to re-signify the changes
that affect their autonomy.

One of these technology proposals is the creation of
a care group focused on the referred clientele, whose ac-
tions are based on the paradigm of health promotion and
encourage changes and adaptations in lifestyle habits,
stimulating self-care and social support. This care group
is supposed to work with the expressive dimension of
nursing care, which includes mobilization of internal forc-
es, motivation, self-belief and self-image, family support,
instilling faith and hope.

The present study had methodological limitations related
to the level of use of data in the processing carried out by
Alceste, which requires new investments in the corpus to
refine the analysis of the phenomenon.

B REFERENCES

1. JoaquimFL, Silva RMCRA, Garcia-Caro MP, Cruz-Quintana F, Pereira ER. Impact of
venous ulcers on patients'quality of life: an integrative review. Rev Bras Enferm.
2018;71(4):2021-9. doi: http://doi.org/10.1590/0034-7167-2017-0516

2. WHOQOL Group. The development of the world health organization quality
of life assessment instrument (the WHOQOL). In: Orley J, Kuyken W, editors.
Quality of life assessment: international perspectives. Heidelberg: Springer, 1994
[cited 2020 May 5]. 41-57. Available from: https://link.springer.com/content/
pdf/10.1007%2F978-3-642-79123-9.pdf

3. Phillips P, Lumley E, Duncan R, Aber A, Woods HB, Jones GL, et al. A systematic
review of qualitative research into people’s experiences of living with venous leg
ulcers. J Adv Nurs. 2018;74(3):550-63. doi: http://doi.org/10.1111/jan. 13465

4. Platsidaki £, Kouris A, Christodoulou C. Psychosocial aspects in patients with
chronicleg ulcers. Wounds. 2017;29(10):306-10. doi: http://doi.org/10.25270/
wnds/2017.10.306310_

Rev Gatcha Enferm. 2021;42:¢20200098



http://doi.org/10.1590/0034-7167-2017-0516
https://link.springer.com/content/pdf/10.1007%2F978-3-642-79123-9.pdf
https://link.springer.com/content/pdf/10.1007%2F978-3-642-79123-9.pdf
http://doi.org/10.1111/jan.13465
http://doi.org/10.25270/wnds/2017.10.306310
http://doi.org/10.25270/wnds/2017.10.306310

B Gomes NN, Rosa LMMS, Ferreira MA, Silva RC

5. Kouris A, Armyra K, Christodoulou C, Sgontzou T, Karypidis D, Kontochristopoulos
G, et al. Quality of life psychosocial characteristics in Greek patients with leg
ulcers: a case control study. Int Wound J. 2016;13(5):744-7. doi: http://doi.
0rg/10.11171/iw}.12363

6. Peart J. Influence of psychosocial factors on coping and living with a venous
leg ulcer. Br J Community Nurs. 2015;20(Suppl 6):521-527. doi: http://doi.
0rg/10.12968/bjcn.2015.20.5up6.521

7. Jodelet D. Representacdes sociais: um dominio em expansao. In: Jodelet D,
organizadora. As representacoes sociais. Rio de Janeiro: EdUERJ; 2001. p.17-44.

8. 54 CP A construcdo do objeto de pesquisa em representacdes sociais. Rio de
Janeiro: EdUERJ; 1998.

9. Oliveira A, Rocha DM, Bezerra SMG, Andrade EMLR, Santos AMR, Nogueira LT.
Quality of life of people with chronic wounds. Acta Paul Enferm. 2019;32(2):194-
201. doi: http://doi.org/10.1590/1982-0194201900027

10. Salomé GM, Almeida SA, Pereira MTJ, Massahud Jdnior MR, Moreira CNO, Brito
MJA, et al. The impact of venous leg ulcers on body image and self-esteem.
Adv Skin Wound Care. 2016;29(7):316-21. doi: http://doi.org/10.1097/01.
ASW.0000484243.32091.0c

11. Minayo MCS. Amostragem e saturagdo em pesquisa qualitativa: consensos e
controvérsias. Rev Pesq Qual. 2017 [cited 2018 Jan 31];5(7):01-12. Available
from: https://editora.sepq.org.br/rpq/article/view/82/59

12. Alba M. Ef método Alceste y su aplicacion al esttidio de Ias representaciones sociales
del spacio urbano: el caso de la Giudad de Mexico. Papers Social Representations.
2004 [citado 2020 nov 25];13:1.1-1.20. Disponible en: http://www.psrjku.at/
PSR2004/13_01Alb.pdf

10 Rev Gatcha Enferm. 2021;42:¢20200098

13. Moscovici S. Representacdes sociais: investigacdes em psicologia social. Petrépolis
(R)): Vozes; 2007.

14. Pereira EF, Teixeira CS, Santos A. Qualidade de vida: abordagens, conceitos
e avaliacdo. Rev Bras Educ Fis Esporte. 2012;26(2):241-50. doi: http://doi.
0rg/10.1590/51807-55092012000200007

15. Lentsck MH, Baratieri T, Trincaus MR, Mattei AP Miyahara CTS. Quality of life
related to clinical aspects in people with chronic wound. Rev Esc Enferm USP
2018;52:e03384. doi: http://doi.org/10.1590/51980-220X2017004003384

16. Wellborn J, Moceri JT. The lived experiences of persons with chronic venous
insufficiency and lower extremity ulcers. ] Wound Ostomy Continence Nurs.
2014;41(2):122-6. doi: http://doi.org/10.1097/WON.0000000000000010

17. Resende NM, NascimentoTC, Lopes FRF, Prates Junior AG, Souza NM. Cuidado de
pessoas com feridas cronicas na atencao primaria a sadide. ] Manag Prim Heal Care.
2017;8(1):99-108. doi: http://doi.org/10.14295/jmphc.v8i1.271

18. Bandeira LA, Santos MC, Duarte ERM, Bandeira AG, Riguinho DL, Vieira LB. Social
networks of patients with chronic skin lesions: nursing care. Rev Bras Enferm.
2018;71(suppl 1):652-9. doi: http://doi.org/10.1590/0034-7167-2017-0581

19. Adderley UJ, Thompson C. A comparison of the management of venous
leg ulceration by specialist and generalist community nurses: a judgement
analysis. Int J Nurs Stud. 2016;53:134-43. doi: http://doi.org/10.1016/].
ijnurstu.2015.10.002

20. Ylonen M, ViliamaaJ, Isoaho H, Junttila K, Leino-KilpiH, Suhonen R. Internet-based
learning programme to increase nurses'knowledge level about venous leg ulcer
care in home health care. J Clin Nurs. 2017,26(21-22):3646-57. doi: http://doi.
0rg/10.1111/jocn. 13736


http://doi.org/10.1111/iwj.12363
http://doi.org/10.1111/iwj.12363
http://doi.org/10.12968/bjcn.2015.20.Sup6.S21
http://doi.org/10.12968/bjcn.2015.20.Sup6.S21
http://doi.org/10.1590/1982-0194201900027
http://doi.org/10.1097/01.ASW.0000484243.32091.0c
http://doi.org/10.1097/01.ASW.0000484243.32091.0c
https://editora.sepq.org.br/rpq/article/view/82/59
http://www.psr.jku.at/PSR2004/13_01Alb.pdf
http://www.psr.jku.at/PSR2004/13_01Alb.pdf
http://doi.org/10.1590/S1807-55092012000200007
http://doi.org/10.1590/S1807-55092012000200007
http://doi.org/10.1590/S1980-220X2017004003384
http://doi.org/10.1097/WON.0000000000000010
http://doi.org/10.14295/jmphc.v8i1.271
http://doi.org/10.1590/0034-7167-2017-0581
http://doi.org/10.1016/j.ijnurstu.2015.10.002
http://doi.org/10.1016/j.ijnurstu.2015.10.002

Representations and practices of patients with vasculogenic ulcers on quality of life Il

B Acknowledgments:
This study was financed in part by the Coordenacao de
Aperfeicoamento de Pessoal de Nivel Superior — Brasil
(CAPES) - Finance Code 001.

B Authorship contribution:
Conceptualization: Nathalia Nunes Gomes; Lara
Mariana Monteiro de Santa Rosa; Mércia de Assuncéo
Ferreira; Rafael Celestino da Silva.
Data curation: Nathdlia Nunes Gomes; Rafael Celestino
da Silva.
Formal analysis: Nathélia Nunes Gomes; Lara Mariana
Monteiro de Santa Rosa; Mércia de Assuncéo Ferreira;
Rafael Celestino da Silva.
Investigation: Nathalia Nunes Gomes; Rafael Celestino
da Silva.
Methodology: Nathalia Nunes Gomes; Lara Mariana
Monteiro de Santa Rosa; Mércia de Assuncéo Ferreirg;
Rafael Celestino da Silva.
Project administration: Nathalia Nunes Gomes; Rafael
Celestino da Silva.
Software: Nathdlia Nunes Gomes; Mércia de Assuncéo
Ferreira; Rafael Celestino da Silva.
Writing — original draft: Nathalia Nunes Gomes; Lara
Mariana Monteiro de Santa Rosa; Mércia de Assuncéo
Ferreira; Rafael Celestino da Silva.
Writing — review and editing: Nathalia Nunes Gomes;
Mércia de Assuncéo Ferreira; Rafael Celestino da Silva.

The authors declare that there is no conflict of interest.
B Corresponding author:

Rafael Celestino da Silva
E-mail: rafaenfer@yahoo.com.br

Associate editor:
Cecilia Helena Glanzner

Received: 05.05.2020 Editor-in-chief:
Approved: 04.06.2021 Maria da Graca Oliveira Crossetti

[@)BY-ne | Rev Gaticha Enferm. 2021;42:¢20200098 [N




	_Hlk79000836
	_Hlk79000844
	_Hlk79000939

