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ABSTRACT

Objective: to analyze how is composed the support network for people with spinal cord injury and how it works. Method: descriptive, exploratory
study of a qualitative nature, based on the theoretical framework of Symbolic Interactionism. The data were collected between January and June
of 2016 from 23 people with spinal cord injury through a semi-structured interview and submitted to Content Analysis in the Thematic modality.
Results: besides the presence of family and friends, the interviewees emphasized the importance of community, sport and rehabilitation and
health centers as support resources in the adaptation to the condition of living with spinal cord injury. However, they showed that there were
still some shortcomings related to obtaining greater knowledge about how to perform body care and improve daily life. Meeting other people
with spinal cord injury and their experiences facilitated the learning and living with this condition. The practice of adapted sports represented a
differentiated support network in the rehabilitation, recovery of autonomy and social reintegration of people with spinal cord injury. Conclusion:
support networks are necessary in the process of rehabilitation, adaptation and overcoming in the lives of people with spinal cord injury.

Keywords: Disabled Persons; Social Support; Socialization; Spinal Cord.

RESUMO

Objetivo: analisar como € constituida e como atua a rede de apoio a pessoa com lesdo medular. Método: estudo descritivo, de natureza qualitativa,
fundamentado no referencial tedrico do interacionismo simbdlico. Os dados foram coletados entre janeiro e junho de 2016 entre 23 pessoas com lesdo
medular, por meio de entrevista semiestruturada, submetidas a andlise de contetido, modalidade tematica. Resultados: além da presenga da familia
e amigos, os entrevistados ressaltaram a importancia da comunidade, do esporte e dos centros de reabilitacdo e de satide como recursos de apoio
na adaptagdo a condigdo de ter lesdo medular. Evidenciaram, porém, que ainda permaneciam algumas lacunas impeditivas de alcancarem mais
conhecimento sobre como realizar cuidados ao corpo e melhorias em seu cotidiano. Conhecer outras pessoas com lesdo medular e suas experiéncias
facilitava o aprendizado e a convivéncia com essa condigéo. A pratica esportiva adaptada constituia-se em uma rede de apoio diferenciada na
reabilitagdo, recuperagdo da autonomia e reinsergdo social da pessoa com lesdo medular. Conclusdo: as redes de apoio séo necessdrias no processo de
reabilitagdo, adaptagdo e superagdo na vida de pessoas com lesdo medular.

Palavras-chave: Pessoas com Deficiéncia; Apoio Social; Socializagéo; Medula Espinal.

RESUMEN

Objetivo: analizar cémo se constituye y como actua la red de apoyo a la persona con lesion medular. Método: estudio descriptivo exploratorio de
naturaleza cualitativa, en base al referente tedrico del Interaccionismo Simbodlico. Los datos fueron recogidos entre enero y junio de 2016, entre 23
personas con lesion medular, por medio de entrevistas semiestructuradas; los datos después fueron sometidos al andlisis de contenido, modalidad
tematica. Resultados: ademds de la presencia de la familia y de amigos, los entrevistados realzaron la importancia de la comunidad, del deporte y de
los centros de rehabilitacion y de salud como recursos de apoyo en la adaptacion a la lesion medular. Sin embargo, afirmaron que seguian existiendo
obstaculos para alcanzar mayor conocimiento sobre cémo cuidar el cuerpo y mejorar su vida cotidiana. También mencionaron que conocer a otras
personas con lesion medular y sus experiencias facilitaba el aprendizaje y la convivencia con la lesion. El deporte adaptado, segtin ellos, era otra red
de apoyo diferente en la rehabilitacion que ayudaba en la recuperacién de la autonomia y en la reinsercion social de la persona con lesion medular.
Conclusion: las redes de apoyo son necesarias en el proceso de rehabilitacion, adaptacion y superacion para las personas con lesion medular.

Palabras clave: Personas con Discapacidad; Apoyo Social; Socializacién; Médula Espinal.
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INTRODUCTION

In the current national scenario, spinal cord injury (SCI) is
an important public health problem, especially because it is re-
lated to urban violence, traffic accidents and firearm aggres-
sion. These external causes usually affect males and young peo-
ple, who, in most cases, are at the peak of social and economic
productivity. Thus, early retirements and expenditures for the
public and/or private health sector are generated.

Because SCI affects the transmission of sensory and mo-
tor signals in the injured area, as well as the autonomic nervous
system?, it transforms the way of life and the routine of the af-
fected person. Such transformations are well-known to be in-
fluenced by the individual personality, social interactions, and
the support network involving people with SCI. It is, thus, evi-
dent that positive social support and family environment can
promote better adaptation to the new life and health condi-
tion, since the perceived challenges faced daily can be mini-
mized with the support of family members.?

The main challenges arising from this condition are relat-
ed, in particular, to architectural, structural and environmen-
tal barriers of public and/or private physical space, and also in-
volve social, psychological aspects, self-image and self-esteem.
Thus, social support — understood as any information, wheth-
er spoken or not, and/or material aid, offered by groups and/
or people who know each other and which results in positive
emotional effects and/or behaviors® — may favor coping with
difficulties in the new life and improving the quality of care for
people with disabilities.®

Given the above and considering the difficulties faced in
the daily life by people with SCI, the following objective was ad-
opted for the study: to analyze how is composed the support
network for people with spinal cord injury and how it works.

METHOD

Descriptive research of a qualitative nature, based on the
theoretical reference of symbolic interactionism, which seeks
to understand the interpretations and meanings that people
give to the situations they are experiencing.®

The study participants were 23 people with SCI living in
Maringa-PR, located by indication of Estratégia Satide da Fami-
lia (ESF) teams (11 cases) and by registration in the Unido Metro-
politana Paradesportiva de Maringd (UMPM) (12 cases). The in-
clusion criteria were: being 18 years old or older, diagnosed with
paraplegia for at least two years caused by SCl and having inte-
gral communication capacity. People who could not be located
after three attempts at different times and days were excluded.

Data were collected from January to June 2016, by means
of a previously scheduled interview, recorded after consent and
performed at the place of choice of the participant (residence
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or room attached to the sports field). After completing a form
with sociodemographic information and health profile, the in-
terviews were conducted with the following guiding question:
tell me about your life after the spinal cord injury, the changes
that occurred in the personal, family and social environment.
Information was surveyed until the data began to become re-
petitive and the purpose of the survey was achieved.

For the analysis, the recorded interviews were transcribed
verbatim and then submitted to content analysis in the the-
matic modality, respecting its stages.” In the pre-analysis, a quick
reading of the printed interviews was made, highlighting the
points of interest. Then, the material was explored with a thor-
ough and exhaustive reading of all the content. Afterwards, the
messages were codified by means of different colors, with de-
tection of the nuclei of meanings, which were grouped to gen-
erate thematic categories. Finally, the inference was made based
on the data obtained, which were analyzed and discussed with
the literature” Three thematic categories emerged from this ex-
haustive analytical process, namely: support network for people
with spinal cord injury — who they are and how they act; one
helps the other and everyone helps - a support network under
construction; and deficiency in the performance of the support
network — implications for independence and autonomy.

All interviews were conducted by the first author. It
should be noted that they were transcribed on the same day
they were held, which allowed us to add to the registration and
transcription process information about the reactions of par-
ticipants when addressing certain aspects of their experience.

In the development of the study, the Resolution 466/12 of
the Conselho Nacional de Satide (BR) was respected and the proj-
ect was approved by the Standing Committee on Ethics in Re-
search with Human Beings of the Universidade Estadual de Mar-
ingd (Opinion n° 1,328,940). All participants signed two copies of
the Informed Consent Term (ICT). And to preserve anonymity,
their reports are identified with the letter P and a number corre-
sponding to the order of interview, followed by the words BHU
or sport, according to location source, M (man) or W (woman),
age and how many years the person lives with SCI.

RESULTS

Twenty-three people aged 23-58 years, of which 16 were
men, participated in this study. The time living with SCI ranged
from 2.7 to 33 years. Regarding marital status, eight participants
were single, nine married (five married after SCI), four separated
(all after SCI) and one widower. As to the nature of the trauma,
only one case was not due to external causes (tumor in the
cervical region). The others were: 11 cases of automobile ac

REME - Rev Min Enferm. 2018;22:e-1116



Actions of the support network for people with spinal cord injury

cident (eight with motorcycles), eight cases of firearm injuries,
two cases due to a fall from a different level, and one due to
hit-and-run accident.

Regarding occupation, 18 participants were retired due to
disability or received pension, four worked and only one had no
occupation. Of the total, 20 lived with a relative. Ten had bought
wheelchairs with their own resources and the others with the
help of government, religious groups and friends. Only four re-
spondents had complete higher education, 11 had secondary
education, and eight had not completed primary school. Regard-
ing the economic condition, 14 of them had their own home, 12
had a car adapted for paraplegic people, six had car without such
adaption, and the other five were users of public transportation.

All the participants mentioned that they had undergone
hospitalizations due to complications of the SCI, such as urinary
or pulmonary infections and skin lesions due to pressure ulcers.
Moreover, 15 participants reported having no health problems,
two had diabetes mellitus and the other six reported a different
problem: arterial hypertension, Charcot spine, chronic renal fail-
ure, adhesive capsulitis, renal calculi and viral hepatitis.

In this category, in addition to family and friends, the par-
ticipants identified the community, sport and rehabilitation
and health centers as active support networks. This occurs in a
more or less effective way, at different moments of their expe-
rience with SCI, that is, soon after the accident, during the pe-
riod of adaptation and during the course of daily life.

According to reports, it was noted that family unity was
strengthened in the face of the trauma. This was an important
support for the SCI patients, especially in the first moments af-
ter the injury. Family closeness was also observed, in many cas-
es, to persist over time.

Everyone got closer to each other in the beginning,
my family is my father, my mother, a cousin who lives here
on the side and her two sisters [...]. When the injury hap-
pened my family somehow got together (P11-BHU, W, 34
years old, SCI 7 years ago).

My parents, my siblings, my close relatives, uncles,
cousins, these people, became more united, created affec-
tion, an even greater bond, until today this is cultivated
(P13-sport, M, 35 years old, SCI 18 years ago).

Families also undergo a process of adaptation when SCl af-
fects one of its loved members, and it was very present in the
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daily routine of the interviewees in this study, assisting them to
carry out everyday tasks which are understood as simple, such
as washing clothes:

My sister always on my side, whenever | needed to
help, wash my clothes, my nieces also helped (P19-sport,
M, 36 years old, SCI 12 years ago).

They [family members] are adapting along with me
[...] they have gradually accepted also, seeing my condi-
tions and they have been helping me to adapt to the chair.
Each day learning a different thing, improvising some
things, the ones that support me are the ones who live
with me in the house, they help me in this routine of the
wheelchair (P3-BHU, M, 29 years old, SCI 2 years ago).

On the other hand, families sometimes also functioned as
incentives for adaptation and autonomy:

One day | sat on the bed, it had been seven or eight
months after the injury, | was arguing with my sister, | fell
from the bed, my mother was lying on the sofa, | told her:
“‘won't you help me get up?” And she said to me “l won't, you
have both arms still, you lean on the bed and go up”, [...] it
hurt, but it was a learning process for me, it was very good
[...] I'thought, it is truth, if my mother is telling me this, | can
do it, so | can climb the bed, | can do things, so | can, this
was very good (P18-sport, M, 34 years old, SCI 12 years ago).

In addition to the assistance offered by family members,
the support network made up of friends and anonymous
members of the community was also relevant for the reinte-
gration and reinsertion of people with SCl into society.

I'm lucky to have friends who always help me, not every-
one has that. ['ve always found people who are there by my
side helping me (P9-BHU, H, 29 years old, SCI 10 years ago).

My friends made a raffle and bought a motorized
chair. With that | would get on the bus and go to college
alone, without needing anyone (P20-sport, M, 41 years
old, SCI 15 years ago).

Inside the bus, some drivers are cool, they talk to you, help
you to go up the ramp. On the street too, if | go down a ramp
or some inaccessible place, some people pass by you and ask
if you want help (P3-BHU, M, 29 years old, SCI 2 years ago).

It was also possible to identify in the speeches the impor-
tance of the spiritual background for some participants. The
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community and church members were also present, helping
financially or encouraging people with SCI to move forward:

My motivation to move forward is God, and my will
to win (P2-BHU, M, 26 years old, SCI 7 years ago).

| used a medicine that was expensive, | could not
buy it, the minister of the Eucharist and the priest helped
me buying the medicine (P6-BHU, W, 48 years old, SCI
8 years ago).

I'had a very strong support after the accident, from
pastors and from friends of the church. | see that this was
the key factor for me to never get discouraged (P13-sport,
M, 35 years old, SCI 18 years ago).

Rehabilitation centers, in turn, played a significant role in
the learning process about body care and re-education aim-
ing at independence. And the practice of sports favored social
interaction, learning, occupation and not only motor but also
psychological rehabilitation.

It was at the Sarah (hospital-Brasilia) that | learned
to have coordination, they say that we have to educate,
re-educate the bowel and reeducation of the urine. The
nurses there say that your legs are now your arms, there’s
nothing you are unable to do, everything you can do |...]
they've taught me a lot, so that | can be more indepen-
dent (P6-BHU, W, 48 years old, SCI 8 years ago).

[...] When you see that there is no way out, you have
to live like that, the idea of sports come. | always say that
there should be more of entities like the CVI (Centro de
Vida Independente), people who are willing to take these
people out of their houses; the CVI helped me a lot (P14-
sport, W, 50 years old, SCI 25 years ago).

How do I climb on the chair by myself? Then you will
learn. I learned this at the Selma Foundation |[...] take care
not to have an ulcer (pressure injury) (P15-sport, M, 52
years old, SCI 24 years ago).

The sport meant everything to me, if it was not for
the sport | do not think | would even leave the house. Af-
ter | started practicing in sports, | lost the shame of going
out of home (P16-sport, M, 35 years old, SCI 11 years ago).

Finally, other members of the support network mentioned

by the participants were health professionals, especially commu-
nity health agents, physiotherapists, nurses and social workers.
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The role played by the basic health units, which provide medi-
cal and hospital supplies and medicines, was also highlighted.

In the survey, the nurse in the hospital helped me, she
taught me, she showed how | had to do it (P21-sport, M,
23 years old, SCI 5 years ago).

The CHA [Community Health Agent] is always here
at home. She helps a lot with the medicine, physiothera-
py helps me a lot, they are always present in my daily life,
they know what I'm going through (P3-BHU, M, 29 years
old, SCI 2 years ago).

The health center helps me a lot, they give me the
materials, the glove, the probe, the medicine, everything
is the health center that gives me (P10-BHU, W, 38 years
old, SCI 18 years ago).

It is the social worker who helps us to get the medi-
cine (P6-BHU, W, 48 years old, SCI 8 years ago).

In summary, in this category, it was possible to observe
that the support received by people with SCI comes from fam-
ily, friends, religion, rehabilitation centers, sports and health ser-
vices. These support networks were fundamental in the process
of adaptation, rehabilitation and social reintegration after SCI.

In this category is emphasized the importance of the expe-
rience of another person with SCl over the emotional strength-
ening of affected individuals, especially in the first moments
after the injury. In this sense, the interviewees reported that
it was initially important to recognize the fact that they were
not the only people experiencing this situation and needing a
wheelchair and then that they sought to learn from the experi-
ence and knowledge of the others, so as to help others as well.

I had a hard time accepting that | could do things
[...] one of the people in the CVI (Centro de Vida Indepen-
dente] said that he worked with cleaning, he had a nor-
mal life. Until | had to see [...] | sell, | took some lessons
with her, | adapted the broom, | adapted the squeegee. To-
day | do everything, we kind of imitate others, we learn, it
helped a lot (P14-sport, W, 50 years old, SCI 25 years ago).

The major rehabilitation was with wheelchair friends,
the older [more years living with SCI] would speak, give
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tips. I've been learning. Seeing another person in the same
situation helps a lot, it teaches us. The greatest rehabilita-
tion was the [wheelchair] friends, it was a learning pro-
cess. This interaction is needed; it is a life experience (P22-
sport, M, 40 years old, SCI 10 years ago).

| started helping people who had just suffered an in-
jury, telling my story, showing that | overcame, it being a
good mirror (P15-sport, M, 52 years old, SCI for 24 years).

Interviewees also reported that practicing sports was an
important means for mobility and social interaction, since this
space was responsible for establishing affective ties with other
individuals who already had SClI:

It is very good to practice sports; it helps a lot in mo-
bility. | met a lot of people, many wheelchair users, it was
good for everything. | made a lot of friendships (P20-sport,
M, 41 years old, SCI 15 years ago).

I made friends, we formed a family, a very nice social
relationship, there are many wheelchair users. Today | no
longer see myself without sports. If | can't practice sports,
I think | won't last long [laughs] (P23-sport, M, 23 years
old, SCI 6 years ago).

The participants adapted to the new situation with support
of their relationships with other wheelchair users; seeing others
is something that helps with learning and rehabilitation. They re-
ported that major rehabilitation happened interacting with col-
leagues, especially those friendships from the practice of sports.

This category addresses the factors that interfere with the
achievement of independence and autonomy of people with
SCl, which includes the lack of support from the government,
lack of guidance from professionals, and absence or excess of
family attention.

In the family context, for example, the lack of support and
attention aroused feelings of sadness and grudge against fam-
ily members.

To put the chair in the car he [dad] does not take it
and put it there, he throws it! It is a struggle with my fa-
ther [...] | feel neglect of him, he never really cared, so in
helping with something, it seems that | am bothering (P9-
BHU, M, 29 years old, SCI 10 years ago).
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My family did not give much importance, at that
time, they had to have given me a better assistance and it
was not given, staying in the wheelchair | don't think it is
natural (P8-BHU, W, 35 years, SCI 23 years ago).

On the other hand, too much help was perceived as an
impediment to the develop independence and autonomy. This
is because family members often did the important tasks, mak-
ing it difficult for people with SCI to learn.

When people want to help too much, they mess up.
He [ex-husband] did everything, | did not do anything
alone, it was a support, but a false support, he would spare
me from everything, | felt more useless. When | went to live
alone, | was able to say: “‘now | am living a life as a wheel-
chair user” (P10-BHU, W, 38 years old, SCI 18 years ago).

I had family support, but it was that, protection [...]
it's kind of like overlooking. We cannot consider this as a
good thing, because at this moment, | do not have my
mother anymore, | do not have my father anymore, what
would have been of me if | had not fought (P14-sport, W,
50 years old, SCI 25 years ago).

Although the people with SCI who performed sporting
activities perceived that this practice promoted more indepen-
dence and quality of life, they criticized the lack of help and
encouragement, mainly from government agencies, which re-
quired them to be more committed and determined to initiate
and/or continue to play sports.

It took me two, three years to start practicing sports.
The hospital did not provide support, neither the univer-
sity. We started with basketball for rehab, with our own
chairs (P18-sport, M, 34 years old, SCI 12 years ago).

They registered us to play basketball; it was a private
university that paid for it, but not any longer. Lack of spon-
sorship is a very bad thing, and that sucks, no one gives an
incentive, nothing, you go with your own willpower (P23-
sport, M, 23 years old, SCI 6 years ago).

Itis important to highlight that the absence or limitation in
the guidelines provided by primary and tertiary health profes-
sionals was perceived by people with SCl as a barrier to self-care.

Here in this town nobody teaches anything, and the
little they taught was wrong; here | was taught to insert
a probe with polyvidine. | also had wounds, because | left
the hospital with a wound, after five days of hospitaliza-
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tion, that caused a bedsore. Every time | was hospitalized
I would get a wound, because they did not care (P11-BHU,
W, 34 years old, SCI 7 years ago).

[...] there is no guidance, neurologist. | missed infor-
mation. | could have gone to rehab somewhere, could be
better. And everything | learned, | learned alone. In the
leaps and bounds, | lost my kidneys, | have to do hemo-
dialysis [...] the urologist, he did not come to me and said
that if | did not have certain care measures | could lose
kidney function. So it was only sinking [...] very precarious
health for us (P20-sport, M, 41 years old, SCI 15 years ago).

It was noticed that the barriers are many and they com-
promise the autonomy, the self-care, the early rehabilitation
and even the health of the people with SCI.

DISCUSSION

The results of this study showed that the support network
helps people with SCI overcome the difficulties of their new re-
ality. Activities often surrounded by insecurity and fear arising
from the new context of life come to have another meaning
when there is help from family and other social groups. The pres-
ence of family, friends, community and the spiritual background
were complementary as sources of encouragement and support
for the development of daily activities and re-adaptation. How-
ever, it is important to emphasize that in some moments family
overprotection may happen and can disrupt this process.

Thus, the family should be prepared to receive the individ-
ual with SCI at home. Roles need to be redistributed and the
family has to be reorganize in the structural, physical and psy-
chological spheres, redefining routines and seeking to remedy/
minimize the limitations inherent in living with SCI.® Indeed,
the family core may be the main support in these cases, act-
ing as a source of care and incentive before this new condition.
Therefore, there is no doubt that when families are well pre-
pared and minimally structured, they play an essential role in
the daily life and experiences of people with SCI.?

Itis observed in the reports that the fact of having a family
member with a recent SCI caused the family members to get
closer and support each other, with the person affected by SCI
as the central axis of this context. This finding corroborates the
results of a qualitative study with seven individuals with SCI in
the city of Rio de Janeiro which identified that the presence of
a person with SClin the home environment directly influences
the family unity, which may favor the individuals’ autonomy.”
Thus, the degree of dependence of the injured person does not
affect the family relationship when it is already established. On
the contrary, sometimes there is more unity between family

DOI: 10.5935/1415-2762.20180051

members when something like this happens, and the SCl works
as a reinforcer of the family bond. This is a fundamental sup-
port, aid and reference for people with SCI."""

It is verified in the present study that health professionals
need to act in the sense of preparing the families to perform
the care to be provided to the relative with SCI. In this sense,
it is fundamental that professionals provide information to SCI
patients and their family members.” Adaptations of the physi-
cal environment where they live and the help of family mem-
bers, when well guided by the health professionals, allow the
recovery of more positive perspectives and a proper care."

The family, therefore, must assist the individual with SCI
until he gains autonomy to perform daily chores and self-care
independently. This transition period is sometimes experi-
enced by the family with negative feelings and uncertainties.
Each family reflects, gives meanings, and reacts to the situation
differently. However, it is expected that the family participate
and, above all, support the person with SCl in the rehabilitation
process, making the adaptation they face less painful.”®

It was still possible to perceive that, in addition to the family,
friends play an important role in encouraging the resumption of
social interaction. Undoubtedly, reinsertion into society is labori-
ous and requires individual effort, because everything before the
injury was normally seen and now starts to have another symbol-
ic meaning. The reports of the participants of this study reinforce
what had already been identified in previous investigations with
respect to the support of friends who become partners of the
family in the care and, above all, in the stimulus for the affected
individual to resume activities in society, which is considered salu-
tary for recovery, particularly the psycho-emotional recovery.>™

Another important support after SCI comes from spiritu-
ality. In the view of the participants, clinging to a supernatural
belief helped in coping with adversities such as loss of motor
function. Similarly, a study carried out in Fortaleza-CE identi-
fied the influence of spirituality, religion and beliefs on the qual-
ity of life of people with SCI, favoring a better acceptance of the
current condition.® It is, thus, important that health and reha-
bilitation institutions create groups to assist and promote the
emotional support they need.”

In the participants’ reports, they showed to be satisfied
when they received some help from the community, be it fi-
nancial or emotional. The social support of the community,
which involves friends, the church and others, is relevant in the
adaprtation process.17 It also influences and promotes health,
preventing complications and diseases, helping social reinte-
gration and community living, which is directly related to psy-
chosocial rehabilitation and autonomy.”

Rehabilitation centers, in turn, in the view of those who
could enjoy the service provided by them, played a fundamen-
tal role. They provided the necessary learning techniques for
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the best use of wheelchairs (transfers and mobility) and self-care
procedures such as intermittent bladder catheterization, for ex-
ample. In addition, they also provided advice on body care, pre-
vention of urinary infections, colds and pressure injuries.

The centers mentioned by the participants, such as the
Hospital Sarah Kubitschek in Brasilia, the Centro de Vida Inde-
pendente (CVI) in Maringa, which has been inactive since 2013,
and the Fundagdo Selma in Sao Paulo, promote not only physi-
cal rehabilitation but also social reintegration and psychologi-
cal support. This is because in these places the individuals co-
exist with other wheelchair users and share doubts, teachings
and experiences, which favors the development of autonomy.

The Hospital Sarah Kubitschek and the Fundagdo Selma
provide people with SCI full rehabilitation, helping in the pro-
cess of adaptation to the wheelchair and to the new state of
the body. Among the 23 participants, however, only seven had
had the opportunity to attend these centers (six attended
the Hospital Sarah Kubitschek and one the Fundacdo Selma).
In four cases, the care was sought based on the patients’ own
initiative; in two, the care resulted from intermediation of the
BHU, and one from intermediation of the Associa¢do Norte Pa-
ranaense de Reabilitagio (ANPR). It should be noted that in
Maringd, after the deactivation of the CVI, support for people
with SCI has been restricted to BHUs and includes the distri-
bution of materials and supplies for daily use (probes, gauzes
for dressings and orthopedic equipment), and to provision of
physiotherapy a the ANPR and/or at two private universities.

However, Ordinance n° 793 of the Ministério da Satide
(BR) of April 24,2012, established the Network of Care for Per-
sons with Disabilities under the Unified Health System, which
considers the need to improve rehabilitation and prevention of
disabilities through the articulation between the different ser-
vices.” It is therefore essential that this network carry out and
promote the rehabilitation and clarification necessary to pre-
pare people with SCI to develop basic and instrumental skills of
daily living with the maximum possible independence.

In this aspect, the findings corroborate the results of a
study carried out with 13 people with SCI in a rehabilitation
center that is a reference in the state of SC, which showed that
the follow-up that these people receive from the Sistema Uni-
co de Saude (SUS) is limited to the supply of medicines and
medical material such as procedure gloves, bladder catheter,
and dressing supplies.”® Health care institutions and rehabilita-
tion centers, in turn, provide guidance and rehabilitation, espe-
cially in the first days after the injury.”

Besides the relationship with the community, friends and
participation in rehabilitation centers, sports can also positive-
ly help in the social reintegration of people with SCI. This is be-
cause sports cause them to re-plan daily activities and feel active.
According to the reports of this study, an adapted sport made
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it possible to experience achievements, not only of sports titles,
but also of personal accomplishment growth. Moreover, it was
observed that for some, sports are the only daily activity per-
formed outside the home. In these cases, reinsertion exists, al-
though in a limited way, because the person interacts with other
colleagues, travels to competitions, and finally, has a goal in life.

A study conducted in Londrina-PR evaluated the impact
of sports training on people with SCI and verified a significant
improvement in social relationships, psychological aspects and
quality of life, favoring rehabilitation. These results led the au-
thors to conclude that adapted sporting training complements
the process of functional and emotional rehabilitation.”!

In contrast to the support network, the lack of family sup-
port, the low incentive to social interaction and to sporting prac
tices and the fragile clarification about the necessary care by
health professionals characterize situations of lack of support. Re-
garding family functioning, it should be emphasized that the un-
expected event of SCI can trigger an inappropriate climate for
good family functioning, because individuals are generally unpre-
pared to deal with disability.?? It should be noted that this lack of
preparation can trigger inappropriate action to the physical and
psychological needs of the individual, either immediately after
the injury or over the years. In some cases, the family has an over-
protecting attitude, which is also detrimental to rehabilitation.”

The lack of information, guidance and specific care was per-
ceived by the participants as a flaw in the health system, with se-
rious and damaging consequences to the life of people with SCI.
A study with 118 patients at a rehabilitation center in Goias stat-
ed that the health team should provide accurate information so
that the subjects and the family may give effective care to prevent
health harms. It also showed, as in the present study, the dissatisfac
tion of SCI patients with respect to avoidable health complications
such as pressure injuries that start in the hospital environment.

In relation to social interactions, this is essential for the
mental health of individuals in any situation, especially injured
people® In this context, sports for disabled people appears as
a favorable option. Although the media has encouraged and
promoted the dissemination of this practice through the trans-
mission of the Paralympics, encouragement from health pro-
fessionals and from the care network still falls short of the ideal.
Therefore, more investment and government incentive to dif-
ferent sports modalities are necessary, to support strategies in
different scenarios such as schools, universities, clinics, BHUs
and rehabilitation centers, with the aim of developing poten-
tialities, promoting physical benefits and providing opportuni-
ties for social integration and motor rehabilitation.”

Thus, it is important for the family, the community and
health professionals to adopt coping strategies to manage the
various difficulties faced by people with SCI, especially with re-
gard to the perception of themselves as different from others.
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Strategies focused on the problem are facilitators to adapt to
different situations. Example is the sharing of knowledge with
other people who have experienced the same situation. Thus,
the beginners in the process of rehabilitation receive mutual
help, and this will affect the process of living."®

FINAL CONSIDERATIONS

The results of this study allowed identifying who is included
in the support network of people with SCland how this network
acts. In general, this support comes from the family, religion,
friends, community, health professionals, rehabilitation centers
and sports associations. The family in general forms the basis of
care and is the greatest incentive for re-adaptation. Therefore,
health professionals need to prepare not only the people with
SCl, but also their families, so that they may be able to act by
encouraging participation and autonomy in daily tasks, thus fa-
voring the quality of life and physical and mental health of these
patients, as well as their social reintegration. However, in spite of
family effort, the adaptation process requires or is facilitated by
mediators, which, according to the participants of this study, are
the coexistence with other individuals who experience the same
condition, adapted sports, and rehabilitation centers.

On the other hand, the deficiencies of the support network
were also present in the life of people with SCI. They often face dif-
ficulties without the support of the family or health professionals.
There is also a considerable gap, and it is necessary that the sup-
port network proposed by the Ministério da Satide (BR) put PHC
in contact with rehabilitation centers so that more people have ac
cess to the rehabilitation process and receive the necessary guide-
lines that can favor them, thus guaranteeing a comprehensive care.

The present study has limitations. The first one is the fact
that the interviews with the participants of the sport group
were carried out on the university campus and sometimes they
seemed concerned about returning to the training activities.
Secondly, most individuals had SCI for more than 10 years, indi-
cating a natural adaprtation to the time of injury, which may have
triggered the bias of forgetfulness with respect to problems in
the beginning of the process of adaptation to SCI. Further stud-
ies with people newly diagnosed with SCI are recommended to
investigate more deeply the presence or absence of support net-
works at this stage of the injury, allowing the creation of inter-
ventions focused on the demands of this group of people.
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