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ABSTRACT

Spina bifida is a congenital malformation charazeat by the incomplete development
of the neural tube, which can result in neurologiiéerations and deformities. Its
chronicity requires a complex and continuous preagsehabilitation, associated with
health education focused on the empowerment of lpew@jth spina bifida and their
families. The dissemination of information techrgés, such as virtual health forums,
promotes the distribution of health content, enabhee participation and autonomy of
users in elaborating their own knowledge and estadd a network of mutual support,
in response to individual and collective demandshls context, the aim of this study,
which was based on a German forum, was to devemlplate, certify, and assess a
Brazilian virtual health forum for people with spirbifida and their families. A
quantitative, cross-sectional, descriptive, andlapory study was developed. The
MieloForum was developed in four stages: scopendin, planning, production, and
implementation. The managing system for forums useatevelop the MieloForum was
the phpBB (Hypertext Preprocessor Bulletin BoaBBventeen health professionals and
eleven informatics professionals participated ie tvalidation of the forum. The
MieloForum was certified by the Health on the Neufdation (HON) with regard to
the quality of health information provided, and ibasccessibility analysis was
performed with Web Accessibility Checker (ACheckeFor assessment of the
MieloForum from the perspective of users, an onfjnestionnaire was developed and
validated. The MieloForum was accessed by peoyiegliin all Brazilian regions, with
the Southeast region being the most representédi¥1%). It was assessed by 30
users, between 18 and 58 years old; most of th&%)5vere the mothers of people

with spina bifida. The main reasons that userssaszethe MieloForum were to search
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for information (63.3%) and share experiences @3.3As for MieloForum users with
spina bifida, most developed some activity (77.8%ke studying or working, and
performed urinary self-catheterization (87.5%), gresgiing that these people had
autonomy and cognitive capacity that favored thgrticipation in the forum. The
MieloForum was assessed as good or excellent by &0#te users; its language was
considered understandable by 90%; its appearanseeveasidered adequate by 86.7%;
and browsing was considered easy or very easy Bf. This study showed that the
MieloForum was useful and positively assessed $users, reinforcing the importance
of including validation by health and informaticsperts, certification of the quality of
the information provided and assessment by userghe methodology of the

development of virtual tools.

Key words: Virtual forum, Internet, Spina bifida, Myelomenirgge, Health education

and rehabilitation
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KURZZUSAMMENFASSUNG

Spina bifida (SB) ist eine angeborene Fehlbilduggkennzeichnet durch die
unvollstandige Ausbildung des Neuralrohrs, die zigdidildungen und neurologischen
Veranderungen fuhren kanhnr chronischer Zustand erfordert einen komplexed u
fortdauernden Prozess der Rehabilitation, verburmdiénreiner Gesundheitserziehung,
die das Empowerment von Menschen mit SB und ihramilien férdert. Die
Verbreitung von Informationstechnologien, wie  bedgweise virtueller
Gesundheitsforen, und von Gesundheitsinhalten diohég die Partizipation und das
Empowerment der Nutzer_innen. Sie kdnnen eigeneséflientwickeln, und es wird
ein Netzwerk gegenseitiger Unterstitzung nach iddellen und kollektiven
Anforderungen aufgebauin diesem Sinn war das Ziel dieser Studie, auf Glage
eines deutschen Forums ein brasilianisches vigsigibrum fur Menschen mit SB und
ihre Familien zu entwickeln, zu validieren, zu #esieren und zu bewerten. Diese
Studie ist eine quantitative, beschreibende undoexfive Querschnittsstudiddas
MieloForum wurde in vier Phasen entwickelt: Scopimjanung, Produktion und
Implementierung.Das Manager Forensystem, welches fur die Entwigklwon
MieloForum verwendet wurde, war dadypertext Preprocessor Bulletin Board
(phpBB). An der Validierung des Forums waren siébzePersonen aus dem
Gesundheitsbereich sowie elf Personen aus demmafikbereich beteiligt. Das
MieloForum wurde vom Team détealth On the Net FoundatiofHON) hinsichtlich
der Qualitat der Gesundheitsinformationen zergfiziund eine grundlegende Analyse
der Zuganglichkeit wurde mithilfe ded&Veb Accessibility CheckefAchecker)
durchgefuhrt. Fuar die Bewertung des MieloForums ales Perspektive ihrer

Nutzer_innen, wurde ein Online-Fragebogen entwiaket! validiert. Das MieloForum
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wurde von Benutzer_innen genutzt, die ihren Wolngitallen Regionen Brasiliens
hatten. In der suddstlichen Region wohnen die meiBenutzer_innen (60.21 %). Das
MieloForum wurde von 30 Benutzer_innen im Alter Vvifh bis 58 Jahren bewertet, die
Mehrheit (53%) waren Mutter von Menschen mit SBe beiden wichtigsten Griinde
fur die Nutzung des MieloForums waren: Informationeu suchen (63.3%) und
Erfahrungen auszutauschen (63.3%). Insbesondedevibgobachtet, dass die Mehrheit
der Benutzer_innen mit SB einer Aktivitdt nachgehl{&@.8%), wie zum Beispiel
studieren oder arbeiten sowie das Durchfihren \@hs®lasenkatheterismus (87.5%).
Dies lasst annehmen, dass diese Personen autonomnsl Uber kognitive Kapazitaten
verfiigen, die die Teilnahme im Forum begunstigtemalbas MieloForum wurde als
gut oder ausgezeichnet von 90% der Benutzer_ineeretbet, die Sprache wurde zu
90% als verstandlich angegeben, die visuelle Gastl wurde von 86.7% als
ansprechend beschrieben und die Navigation wurde7véo als leicht oder sehr leicht
bewertet. Diese Studie zeigt, dass das MieloForitrlioh war und positiv von ihren
Benutzer_innen bewertet wurde. Dies bestarkt diehigkeit der Validierung durch
Expert_innen aus den Bereichen Gesundheit und nhaftok, der Zertifizierung der
Qualitat der bereitgestellten Informationen und Bewertung durch Nutzer_innen, in

der Methodik der Entwicklung von virtuellen Werkzeum.

Schlusselworter: virtuelles Forum, Internet, Spina bifida, Myelonregocele,

Gesundheit, Erziehung und Rehabilitation
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RESUMO

A espinha bifida € uma malformacédo congénita caraetda pela formacao incompleta
do tubo neural podendo resultar em alteracdes liglicas e deformidades. A sua
cronicidade requer um processo de reabilitacdo Exope continuo associado a uma
educacao em saude que fomente o empoderamentodidislios com espinha bifida e
de seus familiares. A disseminacdo de tecnologgasnformacdo, como os féruns
virtuais de saude, além de promoverem a divulgdeaconteudo de saude, permitem a
participacdo e autonomia dos usuarios parra eledara proprio conhecimento e
estabelecerem uma rede de apoio mutuo, de acordoasodemandas individuais e
coletivas. Nesta direcdo, pretendeu este estudsgada em um forum alemao,
desenvolver, validar, certificar e avaliar um forwintual de saude brasileiro para
individuos com espinha bifida e seus familiareataFse de uma pesquisa quantitativa,
transversal, descritiva e exploratéria. O Mielofdrioi desenvolvido em quatro etapas:
definicdo do escopo, planejamento, producdo e mmgeacdo. O sistema gerenciador
de foruns utilizado para o desenvolvimento do Miélmm foi o phpBB Klypertext
Preprocessor Bulletin Boajd Para a sua validacdo, contou-se com a partéipde
dezessete profissionais da area da saude e on@dodaatica. O MieloFérum foi
certificado pela equipe ddealth on the Net FoundatiadiifON) quanto a qualidade das
informacdes de saude e uma analise basica dalzbdade foi realizada junto ad/eb
Accessibility CheckefAChecker). Para a avaliacdo do MieloForum nageatsva dos
seus usuarios, um questionaoioline foi desenvolvido e validado. O MieloF6rum foi
acessado por pessoas residentes em todas as tagifiksras, sendo a regido sudeste a
mais representativa (60,21%) e foi avaliado powu8@arios, com idade entre 18 e 58

anos, sendo que a maioria (53%) era maes de pesswasespinha bifida. Os dois
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principais motivos que trouxeram 0S usuarios ao ld#@&um foram: buscar
informacgdes (63,3%) e compartilhar experiéncias3%3. Especificamente sobre os
usuarios do MieloFérum com espinha bifida, obsgis® que a maioria desenvolve
alguma atividade (77,8%), como estudar ou ter uiprego, e realiza o autocateterismo
vesical (87,5%), sugerindo que esses individuosysms autonomia e capacidade
cognitiva que favoreceram a participacado no fornMieloFérum foi avaliado como
bom ou excelente por 90% dos usuarios, a lingudgeconsiderada compreensivel por
90%, o visual adequado por 86,7% e a navegacdaoodidcnuito facil por 77%. Este
estudo mostrou que o MieloF6rum foi Gtil e avaligasitivamente pelos seus usuarios,
reforcando a importancia da inclusdo na metodojog@ra desenvolvimento de
ferramentas virtuais, a validagéo por profissiodaigirea da saude e da informatica e da
certificacdo da qualidade das informagfes divulgadEm da avaliacdo da ferramenta

pelos seus usuarios.

Palavras-chave:Férum virtual, Internet, Espinha Bifida, Mielomegatele, Educacgéo

em Saude e Reabilitagdo
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1. INTRODUCTION

Spina bifida (SB) is one of the most common congénmalformations
worldwide. It represents about 75% of neural tuleéects (Nadel, Green, Holmes,
Frigoletto & Benacerraf, 1990; Yen, Khoury, Ericks@dames, Waters & Berry, R. J.,
1992) and myelomeningocele is its most severe {&@mandes, 2009).

SB consists of incomplete development of the spinadl with the involvement
of the tissue overlying the spinal cord, vertebamath, spine muscles and skin and
structures that protect the spine, resulting iressvlevels of neurological alterations
and deformities (Nadel et al., 1990; Yen et al92)9In addition, there may be sensory
deficits in the lower limbs and changes in bladaed bowel function (Soares, Moreira
& Monteiro, 2008).

Regarding changes in bladder function, neurogelaidder is the name given to
urinary dysfunction that is secondary to nervousgesy impairment (Furlan, Ferriani &
Gomes, 2003). Despite being considered an impodamtplication as regards spina
bifida, neurogenic bladder is not often seen byepé, families and even professionals
as a priority during treatment, as families inlgialvorry mainly about the patient’s
motor deficits (Faleiros-Castro, 2012).

Urinary tract infections (UTIs) are the most commoomplication resulting
from neurogenic bladder, whereas renal deteriarasahe most severe (Furlan et al.,
2003; SBU, 2006). Renal deterioration currentlyrespnts the main cause of death and
morbidity among young adults with myelomeningodélant & Oakeshott, 2003).

Intermittent catheterization (IC) is one of the mamnethods for treating
neurogenic bladder. This procedure consists ointineduction of a urethral catheter for

emptying the bladder. The main objectives of théchhique include reduced
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intravesical pressure, decreased incidence of Uihtgroved urinary continence,
prevention of vesicoureteral reflux and renal detation, and maintenance of skin
integrity (Cole, Mark, Brock & Pope, 2003).

The chronicity of this malformation requires adma® to a complex and
continuous therapeutic and rehabilitation reginfssiaptations, care and coping on the
part of patients, their families, society, and bteaervices and systems are essential,
and the latter must offer support for the contirmiand prolonged care of these subjects
(Gaiva, Neves & Siqueira, 2009).

In this context, health education plays a fundaalemnbtle in making the
rehabilitation process effective and favors thenqbon of autonomy, participation and
quality of life for these patients, in both theandily settings and the communities where
they live. It is important to articulate technieadd popular knowledge, institutional and
community resources, and public and private iniég so that health education
includes all spheres and is aimed at the demoatstiz of knowledge and
empowerment of subjects with this deficiency (LuSa Torres, Pinheiro & Pinheiro,
2010).

The dissemination of information technologies iswang in several population
strata and various sectors of society. In lighttro§ informatics revolution, modern
society is undergoing changes in many activitieghsas work, education, health, art
and culture (Fonseca, 2007). These technologiczrams must be considered in the
planning and development of health education.

The ever-growing use of the Internet in Brazil amdund the world has made
the virtual environment a subject of interest faany researchers (Dal Pai & Lautert,
2007). In virtual communities, forums are consideie be learning facilitators, as users

act autonomously in these environments, while lgavire opportunity to create their
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own knowledge based on personal interests (Choi®etirovska & Mihajlov, 2011).
Some conditions are desirable in virtual learnimyi®nments, such as common
objectives among patrticipants, a focus on the teguirsued by the group, agreement as
regards community behaviors, rules and values, weaky the presence of community
counselors, collaborative learning, permanent autgon, equal rights, and participation
of all members (Pallof & Pratt, 2002).

An example of a virtual forum is the Sternchen-Fora German forum used by
subjects with spina bifida and their families. Moaters and trained users work in this
forum, supervising the content of the discussioints themes suggested by the users
(Faleiros-Castro, 2012).

The aim of this study, which was based on the $ham-Forum, was to
develop, validate and evaluate a virtual healthurforadapted to the Brazilian
population. The initial focus of the forum was fopeoach the subjects of neurogenic
bladder and intermittent catheterization with then aof contributing to teaching-
learning strategies and encouraging mutual supgrodng the participants. However,
throughout the development of this study, and spoase to the demands of forum
users, other subjects besides spina bifida wereapped.

The challenge of this study was to develop a vitom that was adequate to
the Brazilian reality, where individuals with spitéfida and their family members
could find information and exchange experiencesjrag at rehabilitation by promoting
autonomy, empowerment and participation. This girtaol was built with international
and interdisciplinary cooperation, the transfer @axdhange of technologies, and the
experience of researchers in Brazil and in Germdhyis noteworthy that the

development of a virtual health forum covering Biram territory, in the face of the
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complexity, diversity and size of the country, vedshe same time an objective and a
challenge.

It is believed that the development of studiesrtwatien scientific knowledge of
spina bifida and strategies for encouraging suppetivorks and virtual learning
contribute to the rehabilitation and quality oklibf people with spina bifida and their

families.
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2. LITERATURE REVIEW

In this chapter, the subjects of rehabilitationfoaomy, participation, spina
bifida, neurogenic bladder, health information be tnternet, virtual forums, usability
and accessibility to the internet in spina bifiddl we approached with the aim of

contextualizing the subject and universe of thislgt

2.1. REHABILITATION

In the context of spina bifida, autonomy and pgtition in society must be
considered as the target of rehabilitation progrdrhs subject is complex and involves
individuals and collective expectations and neaddamilies and society. The word
“rehabilitation” derives from the Latihabilitare, which is a verb that means to become
able or apt. The inclusion of the prefix re- adus tneaning of again acquiring a lost or
diminished ability (Greve, 2007).

In the context of rehabilitation, a transformatiorust take place from the
perspective of education, making patients involvEge focus on persons as citizens
who are patrticipative and conscious of their li@dition must be seen as the objective
to be achieved by health professionals (I. Cout@riis, Espirito-Santo & Neves,
2013).

Health education and information for the populatiaiows broadened
discussions and knowledge, which helps overcoméculiies and encourage the
acquisition of greater autonomy by patients (Cipoiat al., 2012).

The definition of autonomy varies among subjectd amtures. Autonomy can
be divided into two different categories: decisiatjch is the ability to make decisions

without external restriction; and execution, consisting of the ability to act as desired.
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Autonomy of both execution and decision are cared a prerequisite for
social participation (Cardol, De Jong & Ward, 2002he process of building and
developing autonomy are central themes of studiethe quality of life of people with
deficiencies or chronic diseases (Soares et &@8)20

Participation is mentioned as a parameter in thenditation of policies and
actions targeted at people with deficiencies. It ingportant to recognize that
participation is a result of the interaction betwggeople with deficiencies and the
attitudinal and environmental barriers they faclke Tull and effective participation of
these people in society, in terms of equality opanunities, is impaired (Diniz,
Barbosa, & Santos, 2009).

One of the strategies for rehabilitation of peopkgh disabling chronic
conditions is to increase their individual autonoragd participation in society.
Autonomy must be considered the key element ofgyaation, which is regarded as the
final outcome of rehabilitation (Cardol et al., 200 Although autonomy and
participation are the main issues in rehabilitaggwsagrams for individuals with spina
bifida, accessibility difficulties, emotional baers, lack of adequate social support, and
possible neurological impairment can all interfekegatively in the rehabilitation of
these people. Hence, strategies must be developlkdviocus on health education to

promote the autonomy and consequent social paatioip of this population.

2.2. HEALTH INFORMATION ON THE INTERNET

Current changes in information technologies hadetéea new model, which is
characterized by globalization of economy and caltestablishment of new sectors of
work, and interactivity and interdependence amaunologies (S. Silva, 2012). The

recent revolution in informatics has been remarkgBlodoy, Gont revolution in info &
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Wolff, 2012). In addition, especially as of the D88its dissemination in several sectors
has led to a transformation of society (J. Olivelr@94).

With the evolution of informatics and the populatg growing access to the
Internet, communication through the Internet hasobee an important tool and strategy
for distributing information. The fact that evendividual has the freedom to post and
share content in the form of texts, videos, or audcordings explains this diffusion of
information (Mendonga, 2013).

Health is one of the areas in which informationnisreasingly available in the
virtual network, and the number of people interésteit also keeps growing. This may
be confirmed by the fact that subjects related @alth represent one of the main
concerns of humans (Garbin, Pereira-Neto & Guil@®08). Thus, the search for
information about health on the Internet is condyagrowing.

In this sense, it is fundamental that the Interbet considered a tool for
facilitating contact and support for patients amanilies. On the other hand, it is
important to consider that the Internet may alsovigle inconsistent, divergent
information that lacks scientific evidence as relgacertain pathologies and treatments
(Balbani, Miyake, Melo-Junior & Butugan, 2000).

The distribution of such information may resulthiazardous effects on users.
Hence, ensuring information quality and makingctessible to all is a great challenge
(Mendonga, 2013).

The Health on the Net Foundation was created irb188er a conference on
health and the Internet that was held in GenevaSwitzerland, with the aims of
encouraging the distribution of quality health imf@tion for patients, professionals and
the public in general, and facilitating access ealth data through the Internet. A code

to establish an ethical standard, providing foruasge of certification for health
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websites, was created by this foundation and naimedHONcode (HON, 2013). The
HONcode guides administrators of websites as toctlkation of a minimum set of
mechanisms aiming at quality, objective, and transpt information. By receiving a
HONcode seal, a website demonstrates its intertbocontribute to quality medical
information (HON, 2013; Silveira, Costa & Lima, Z)1

Adherence to the HON quality code is considered add gstandard by
international experts (l. Lopes, 2006). Compliancth the eight principles is required
for the acquisition of the HONcode certificationheBe are the HONcode principles
(HON, 2013).

Principle 1. Authority: Any medical or health adeiprovided and hosted on the
site will be provided only by medically trained agdalified professionals unless a clear
statement is made that a piece of advice offerefioim a non-medically qualified
individual or organization.

Principle 2. Complementarity: The information prded on the site is designed
to support, not replace, existing relationshipsMeen patients/site visitors and their
existing doctors.

Principle 3. Privacy: Confidentiality of data refag to users, including their
identity, is respected by the website. The welmitaers undertake to honor or exceed
the legal requirements for medical/health informatprivacy that apply in the country
and state where the website is located.

Principle 4. Attribution: Where appropriate, infaaton contained on the site
will be supported by clear references to source datl, where possible, specific HTML
links to that data will be provided. The date whempage was last modified will be

clearly displayed.
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Principle 5. Justifiability: Any claims relating tbe benefits and performance of
a specific treatment, commercial product or servidé be supported by appropriate,
balanced evidence in the manner outlined aboveinciple 4.

Principle 6. Transparency: The designers of thesitelwill seek to provide
information in the clearest possible manner andiigeocontact addresses for visitors
who seek further information or support. The weherawill display an e-mail address
clearly throughout the website.

Principle 7. Financial disclosure: Support for thebsite will be clearly
identified, including the identities of commercaald non-commercial organizations that
have contributed funding, services or materialifar site.

Principle 8. Advertising policy: If advertising & source of funding, it will be
clearly stated. A brief description of the advenis policy adopted by the website
owners will be displayed on the site. Advertisimgl ather promotional material will be
presented to viewers in a manner and context Halithtes differentiation between it
and the original material created by the institutiperating the site.

In addition to these eight principles for onlindlaborative platforms such as
virtual forums, privacy and messages were alscsasse

There are currently initiatives that deal with géject of the quality of health
information available on the Internet. Some of thene the Health on the Net
Foundation (HON), the American Accreditation Headtte Commission (URAC -
Utilization Review Accreditation Commission), Ageamcde Calidad Sanitaria de
Andalucia (Web Sanitary Pages) and the Sao PaulgioRa Medical Council
(CREMESP), which developed the “Ethics Manual foeditine and Health Sites on

the Internet” (Mendonga, 2013).
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The success of some initiatives, such as the HO& catlich has international
repercussions, demonstrates the awareness of heatbssionals and institutions

concerning the distribution of quality health infaation (I. Lopes, 2006).

2.3. VIRTUAL FORUM

As emphasized in the previously, the Internet hasoime an instrument of
communication, and the use of this tool allows greaccess to information and the
expansion of knowledge. Software, websites, virtwvironments, and other
technological resources have been produced withathe of favoring the work of
professionals and the provision of health carehto gopulation (Cavalcante, Ferreira,
Silva & Silva, 2011).

When information is digitalized, it can be reproddcmodified and updated in
different interfaces. The interface of a virtualrdm allows the distribution and
reception of information that is fed by all panpants. In this context, there is the
development of a virtual community that enabledodiae among people who are
geographically distant (Santos, 2003). A charastieriof virtual forums is the
possibility of both asynchronous communication,t tisa communication that is not
developed in real time, and synchronous commuioicativhich is developed in real
time, for instance in chats (Rodrigues, Capell&iNascimento, 2012). In addition to
allowing the participation of users and the excleaon§ information and experiences
either in real time or not, the virtual forum eresbthe storage of content, which will be
available for later access, preserving the pubtisired shared information.

In the light of technology innovation, new virtu@ols are being used in the
context of access to information in the health aheahis direction, a literature search

was performed with the descriptor Virtual ForumEinglish and in Portuguese.



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 36

In the Virtual Health Library (VHL) and Latin-Ameran and Caribbean Center
on Health Sciences Information (LILACS) (Table f9n articles were found, five in
Portuguese, three in Spanish and two in Englisnth@e, nine complete articles were
available, but only five addressed the subject$eafning, virtual environments and
health. Another similar search was performed inUinged States National Library of
Medicine (Pubmed) (Table 2), which yielded 91 &8¢ of which 21 complete articles
were available. The studies were analyzed andtsélexccording to the same criteria,
resulting in two articles in Spanish, one in Germamd seven in English. This

bibliographic search resulted in a total of 15ces.

Table 1

Articles selected from the Virtual Health LibramI(ACs), according to their year of
publication, author, title and journal

Year Authors Title Journal

2014 Alves, E. & [Nursing students' perception of the Rev Gaucha
Cogo, A. learning process in a hospital setting] Enferm, v.35, n.1
Percepcéo de estudantes de enfermagem
sobre o processo de aprendizagem em

ambiente hospitalar

2013 Chaparro- ICT as a social support mechanism for Aquichan, v.13, n.1
Diaz, L. family caregivers of people with chronic
iliness: a case study

2012 Portella, V. [Virtual environment forum in trust Rev Gaucha
et al. relationship between the heath Enferm, v.33, n.4
professional and the person being cared
for] Forum em ambiente virtual na

relacdo de confianca entre o profissional
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2011

2011

Ventura, F.
et al.

Torriente,

L. et al.

e o individuo cuidado

[Satisfaction of students of dentistry in Rev Estomatol

the development of the virtual support foHerediana, v.21, n.3
the course General Anatomy and

Stomatology] Grado de satisfaccion de

estudiantes de estomatologia en el

desarrollo del curso de Anatomia

General y Estomatologica con

apoyo virtual

[Instrument and informatics tool for Educacién Médica
guiding, controlling and evaluating the Superior, v.25, n.2
interactions among students in the virtual

forum] Instrumento y herramienta

informatica para guiar, controlar y

evaluar las interacciones de los

estudiantes en foros virtuales

Table 2

Articles selected from the United States Nationlatdry of Medicine (Pubmed),
according to their year of publication, author)eitand journal

Year  Authors Title Journal
2014 Ho,K. & Harnessing the social web for health J Med Internet Res
Wall, Peter. and wellness: issues for research anc2014; v.16, n.2
knowledge translation
2013 Santiago, M. [Discourse on violence against womefsac Sanit, v.27, n.2

et al.

in a virtual forum: the view from the
gender framework] Discurso sobre la
violencia hacia la mujer en un foro
virtual: presencias del marco de

género
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2013 Lacroix, V. Evaluating the efficacy of a web- JMIR Research
et al. based program (Diapason) for Protoc, v.2, n.2
informal caregivers of patients with
Alzheimer’s disease: protocol for a

randomized clinical trial

2012 Espie, C. et A randomized, placebo-controlled triaEleep, v.35, n.6
al. of online cognitive behavioral therapy
for chronic insomnia disorder
delivered via an automated media-rich

web application

2012 Wu, V. etal. Evaluation of the progress and The lowa
challenges facing the Ponseti methodOrthopaedic

program in Vietham Journal, v.32, n.1

2011  Jayawardena,Diffusion of innovation enhancing the The lowa

A. etal. dissemination of the Ponseti method Orthopaedic
in Latin America through virtual Journal, v.31, n.1
forums
2011 Salzmann-  Torrenting values, feelings, and Int J Qual Stud

Erikson, M. thoughts: cyber nursing and virtual Health Well-being,
& self-care in a breast augmentation v.6, n.4

Eriksson, H. forum

2010 Freudenberg, [Problem oriented learning in virtual GMS Zeitschrift fr
L. et al. rooms: first experiences in nuclear Medizinische
medicine] Problem-orientiertes lernenAusbildung, v.27,
im virtuellen raum: erste erfahrungen n.5

in der nuklearmedizin

2009 Agudelo, C. [Health research priorities in Rev. Salud Publica,
et al. Colombia from the researchers' pointv.11, n.2
of view] Prioridades de investigacion

en salud em colombia: perspectiva de
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los investigadores

2007 Baillargeon, Integrated obesity care management BMC Health
J.etal. system: implementation and researclBervices Research,

protocol v. 163, n.7

The analysis of the selected studies revealed Wwabial environments,
especially virtual forums, are present in varioagrmsents related to learning and the
health area.

In Colombia, an online forum was used as an auyikiaol in the identification
of priorities for investigation in health and cohtited to the formulation of health
policies (Agudelo et al., 2009).

The authors of a study developed in Cuba statedhkause of information and
communication technologies based on the teachigleg process, and a virtual
forum, helped professors supervise, guide and atahline learning process for medical
undergraduates (Torriente, Senti, HernAndez & @rt2g11).

The use of web conferences and virtual forums ietndm presented positive
results in the continuing education of orthopedifsilitating distribution of technical
knowledge among professionals (Wu et al., 2012)a kimilar context, another study
developed in Latin America found that web confeesmncan be an important vehicle for
promoting and updating professional practices (daydena, Boardman, Cook,
Oprescu & Morcuende, 2011).

The use of a learning virtual platform with Gernmaadical students had a high
level of acceptance and was positively assessedhéyparticipants (Freudenberg,
Bockisch & Beyer, 2010). In Brazil, nursing studentsed a virtual forum to report

experiences in the hospital environment, and ttiboas of this study highlighted that
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the use of a forum must be encouraged by professos place for interaction that
contributes to professional education (Alves & Caz@14).

A study developed in Peru with participants in anegal anatomy and
stomatology program who used virtual forums conetuthat the use of virtual methods
helps students through learning and promotes thbagyge of educational experiences
(Ventura, Guillén & Parra, 2011).

In Bogota, online social networks (blogs) were utsesupport the care of people
with chronic diseases. Four categories were founrdlving the use of this tool: care,
interaction, experience, and technology, which dB8n considered for theoretical
perspective analyses in online social support (@hagDiaz, 2013).

Other authors used social networks to develop dystin violence against
women, through a virtual journal from Latin AmericBata analysis of this study
considered the publications of the participanta wirtual forum (Santiago, Peregrin &
Goncalves, 2013).

Web-based interventions were also found to be &fean a French study with
people with Alzheimer’s disease. The authors st#iatithis facilitated the acquisition
of information and support by the caregivers amdilias of these patients (Cristancho-
Lacroix et al., 2013).

A study developed in the United Kingdom found tadtlts with sleep disorders
also benefitted from the use of a virtual forum aogdnitive-behavioral therapy through
the Web (Espie et al., 2012).

Another study developed with virtual forums avaiabn the Internet presented
positive results. In this study, women who had ingx cosmetic breast surgeries shared
values, feelings, and thoughts, and offered suppogtach other (Salzmann-Erikson &

Eriksson, 2011).
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Aimed at developing subsidies for the treatmerahodsity, a group of Canadian
researchers used a discussion forum and monthiyalimeetings as tools for data
collection (Baillargeon et al., 2007).

The control and prevention of musculoskeletal parough Brazilian virtual
forums contributed to the creation of relationshigbgrust between professionals and
patients (Portella, Crossetti, Baron, Mendes & Qai2012).

An interdisciplinary assessment of the terms of afssocial media to support
health and well-being by Canadian researchersddigsadamental points that must be
reflected, such as the construction of trust aretlibrlity in relationships between
professionals and patients in social media (Ho &l\V2814).

In the light of this, it is possible to see thattwal tools are increasingly present
in several health area segments and in many plecése world, be professional
education, support of research in the area, ortioreaf information and support

networks for the population, patients, and caragive

2.4. ASSESSMENT OF A VIRTUAL FORUM

The search for health information in the virtuavieonment enables not only
acquisition of information, but also exchange operences and the promotion of
autonomy and interaction among users, which istpdirout as a teaching strategy
(Murray, Burns, See, Lai & Nazareth, 2005). Thesgual environments must be
assessed in an attempt to ensure the efficacy alidity of the content they distribute
(P. Oliveira & Pagliuca, 2013).

The assessment of a health virtual environment cwstider the selection of an
appropriate and accurate instrument for data dadlecwhich depends on the study

design and must provide reliable indicators (Alekan& Coluci, 2011). Validity,
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reliability, feasibility, sensitivity and respongess are important characteristics to be
considered in these instruments (Fayers & Mach@i32 Validity and reliability, in
particular, must be considered as essential atésbwhen choosing an instrument for
data collection (Fitzner, 2007).

A valid instrument must really assess its objectimd measure the phenomenon
to be studied with precision (Pilatti, Pedroso &ti@uez, 2010). Some of the methods
that can be used to assess validity include contidity, criterion-related validity and
construct validity (Alexandre & Coluci, 2011). e reproduction of results precisely
measures a phenomenon, the instrument used forcd#iesction can be considered
reliable (Pilatti et al., 2010). Validity and rdbitity are criteria that reflect the quality of
an instrument, and must be demonstrated beforengtrument is used to measure a
variable of specific interest (S. Couto, Coelhoy&n Marin & Lanzillotti, 2009).

Some authors state that when defining a study' $iodeiogy, researchers often
have to opt for the use of an existing instrumeanbwild a new one that suits their
project proposal. When choosing the second altematesearchers must consider the
need for a previous study to ensure the validity matiability of this instrument (Pilatti
et al.,, 2010). Since the present study is recesgareh, there are few instruments
available in the literature for the assessmentifial forums. We decided to build a

new instrument for the assessment of the virtuainfoin question.

2.5. SPINA BIFIDA

2.5.1. ORIGIN AND DEFINITION

The human nervous system originates from the pxenitectoderm. The

ectoderm, the endoderm and the mesoderm form tee torimary germ layers. The
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endoderm, especially the notochord plate and ttra-embryonic mesoderm, induces
the overlying ectoderm to develop the neural piatéhe third week of development.
Failures in this normal induction result in mosura tube defects (NTBs) (Kliegman,
Behrman, Jenson & Stanton, 2009).

Neural tube defects, also known as dysraphism,raghen the neural tube does
not close completely between th& and the # weeks of intrauterine development.
They are responsible for most congenital abnormealibf the central nervous system
(CNS). The main NTBs are: spina bifida occulta, mgacele, myelomeningocele,
encephalocele, anencephaly, dermal sinus, tethepmdal cord, syringomyelia,
diastematomyelia, and lipoma involving the conuslatiaris or the filum terminale, or
both (Kliegman et al., 2009).

The term “spina bifida” refers to a defect in nédude closing and the posterior
vertebral arches (Umphred, 2004) and spinal dyssaplconcerns neural tube defects

(Kliegman et al., 2009).

2.5.2. CLASSIFICATION

Spina bifida can be classified as open or closedldMbouza, 2000). Spina
bifida occulta consists of a defect in the midlofehe vertebrae, generally without any
harm to the spinal cord and the meninges. Moseptiaffected by this malformation
do not present symptoms or neurological impairn{&tiegman et al., 2009). Open
spina bifida results from incomplete closing of theural and superposed vertebral
arches. Cystic protrusion of the spinal cord and theninges occurs through the
defective vertebral arches (Umphred, 2004).

Meningocele is the moderate form of open spinadaifilt occurs when the

meninges herniate through a defect in the postedadebral arches. A floating mass can
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be observed in the midline, throughout the spirenegally in the lumbar area. The
spinal cord remains in the spinal canal; howewthered spinal cord, syringomyelia or
diastomyelia may occur (Kliegman et al., 2009).

Myelomeningocele is the most common and severe fafrspina bifida. It can
occur at any level of the spinal cord, but is foundst commonly in the thoracic and
lumbar-sacral areas. In this case, both the spora and the meninges are contained in
a cystic bag. In the case of open myelomeningotieéespinal cord and the associated

neural tissue are exposed (Umphred, 2004).

Figure 1 shows a sequence of images that illusaatermal spinal cord (A),

spina bifida occulta (B), meningocele (C) and myetaingocele (D).
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Figure 1 Midline spinal defects with variable degrees afinaé¢ herniation. Adapted
(Wong, 1999)
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2.5.3. EPIDEMIOLOGY

The overall incidence of neural tube defects vabietsveen 0.1 and 10 cases in
every 1,000 live births (Bizzi & Machado, 2012). dountries in Central Europe, this
incidence varies between 1 and 2 cases in evef01i@e births (Bartsch, Schneider-
Ratzke, & Theile, 2009). The incidence of spindidai found in Latin America is 1.5 in
every 1,000 live births (Nazer, Lépez-Camelo & @last2001). In a study developed
by the World Health Organization in 2003, Brazilsnaentioned as being the country
with the fourth highest incidence of spina bifidaang the 41 countries studied, with a
rate of 1.139 in every 1,000 live births (WHO, 2R0&nother study developed in the
city of Campinas (S&o Paulo, Brazil) found a myedomgocele incidence rate of 2.28
in every 1,000 live births (Sbragia et al., 2004).

In a study developed with 126 Brazilian newbornsthwicongenital
malformations, 31.8% of the defects were foundha tentral nervous system. The
most prevalent malformation was hydrocephalus (Hdlpwed by myelomeningocele,
agenesis of the corpus callosum, anencephaly arepkaloceles (Barros et al., 2012).

Spina bifida is more frequent among Caucasians lesd frequent among
Blacks. It is slightly more frequent among womend aim lower social classes
(Fernandes, 2009; Henriques & Pianetti, 2011). ffeason already has a child with
spinal dysraphism, the second child’s risk of hgwime same condition is 5% and, if the
person already has two children with this conditithe risk increases to 15% (Melo-
Souza, 2000). The risk for second-degree relatwes person with myelomeningocele
Is estimated at between 1% and 2% (Bizzi & Mach204?2).

As of 1970, a decrease in the prevalence of spimdabwvas observed, mainly
due to instructional programs on the use of fotimlan the prevention of neural tube

defects and improvements in diagnosis during petnatare by means of
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ultrasonography, enabling elective pregnancy teation in countries where legislation

allows for such practices (Hisaba et al., 2003).

2.5.4. ETIOLOGY

The etiology of spina bifida is still not complsetédnown and is considered to be
multifactorial (Bizzi & Machado, 2012). It is belied to stem from multiple factors,
including folic acid deficiency, maternal diabetese of some drugs by the mother
(such as valproic acid and carbamazepine), andtigeard environmental factors
(Segal, Deatrick & Hagelgans, 1995). Maternal agdeun 19 years and over 40 years,
Hispanic origin and exposure to hyperthermia inlibginning of pregnancy have also
been reported as factors that may favor the dewsop of spinal bifida (Au, Ashley-
Koch & Northrup, 2010). Nonetheless, folic acid ideincy is considered the most
important risk factor for neural tube closing de$e@guiar et al., 2003).

Risk factors seem to converge at a common poiet:nlletabolic pathways of
folic acid and glucose, where external or environtakeagents can interact with genetic
factors. The development of the neural tube requirteense metabolic activity, with the
synchronized participation of its components. Alnalraction of a gene or cofactor of
this pathway affects the metabolic processes asultsein a neural tube closing defect.
Low socioeconomic conditions can be associated wasthnsufficient intake of folic
acid. Genetic differences among ethnic groups cquiedispose subjects to the
occurrence of spina bifida. Maternal exposure foenthermia could cause the reduction
or deactivation of metabolic components involvedhe developmental process of the
nervous system. Some metabolic disorders, sucly@erdlycemia and diabetes, could
cause gene expression of harmful proteins in thesldping neural tube. Oxidative

stress and failure in cell death control are relatecellular age and exposure to harmful
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environmental agents, which are factors that fakeroccurrence of neural tube closing
defects. The search for the gene responsible forahéube closing defects has been
intense and frustrating, due to the presence ofiphelvariables and the complexity of

the metabolic pathways (Bizzi & Machado, 2012).

2.5.5. DIAGNOSIS

Spina bifida can be diagnosed as of the" Meek of pregnancy by
ultrasonography. This exam can detect the conditia@round 75% of cases (Henriques
& Pianetti, 2011). The sensitivity of ultrasonogngpdepends on the professional
qualifications of the examiner and the quality bk tequipment used in the fetal
evaluation (Hisaba et al., 2003).

Maternal serum alpha-fetoprotein was more commadgd as to diagnose
neural tube closing defects in the past. This [@ared by the fact that high levels of
alpha-fetoprotein are present in countless othtl f@inical conditions, besides the
possibility of a false positive. When this methedused, the mother’'s serum level of
alpha-fetoprotein must ideally be determined betw&@ and 18 weeks, but it can also
be determined between 14 and 21 weeks to diagndoBs RBizzi & Machado, 2012).

Magnetic resonance has been increasingly usedhierpurpose, as it is not
invasive and provides fetal images with good resmiu It is considered an excellent
alternative for cases in which high-resolution agtsnography is not diagnostic or
provides data that require further study with coenmntary images (Saleem et al.,
2009).

Morphological ultrasonography is used with the aihevaluating fetal anatomy
to verify the existence of malformations or cong¢g@nilefects in the second trimester. It

is ideally performed between 20 and 22 weeks. Hxam can detect two cranial
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alterations that may occur in association with gpifida. The first is known as the
“lemon sign” and consists of an indentation of trental bone in the biparietal view;
the second is the “banana sign” and consists afam Istem deformity in which the
cerebellum is curved and elongated (Bizzi & Mach&f 2).

Amniocentesis is useful in the confirmation of sgordic malformation
diagnoses, which include spina bifida in its phgpet It is considered to be the only
method that provides information regarding biochlehiand cytogenetic conditions;
however, its indication for the diagnosis of neuudle closing defects has been reduced
because the ideal period for its application isMeen 15 and 20 weeks, obtaining
results and interpretation takes time, there ailesrinherent to the procedure, and it is
an invasive technique (Bizzi & Machado, 2012).

When diagnosis is performed only at birth, it hampmedical conduct and
guidance for the parents, who are duly informedualize several aspects of the child’s
malformation (Henrigues & Pianetti, 2011). The emmn of prenatal diagnostic
techniques for spina bifida, allowing for early kvledge of its gestational occurrence,
allows for provision of information and counselinofyparents concerning their baby’'s

pathology (Bizzi & Machado, 2012).

2.5.6. PREVENTION

The etiology of spina bifida is considered to bedtifactorial, and a deficiency
of folic acid is deemed the most important risktéador neural tube defects (Aguiar
et al., 2003). Studies point out that appropriaipptementation with folic acid can
reduce the risk of incidence of NTDs in up to 70%cases (Au et al., 2010). It is
recommended that pregnant women take between 6.4 axg of folic acid a day for at

least three months before pregnancy and durin§rt@rimester. Its use after diagnosis
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is considered ineffective for this purpose, sinCEDN occur in the first three weeks
after ovulation (Bizzi & Machado, 2012).

Many women do not carry out supplementation witicfacid as recommended
because they do not know when they will get pregnamd the use of folic acid only
after the pregnancy is confirmed to have a lowetqutive effect. A more effective
recommendation would be that women who want topgegjnant take folic acid right
after the interruption of contraceptive methodsthat women of reproductive age make
regular use of folic acid (Pietrzik, 2009).

In order to reduce the incidence of NTDs, sevemlntries recommend the
addition of folic acid in foods that are consumedgreat quantities. In the United
States, this action led to a decline of approxitgal®% in the incidence of NTDs
(Honein, Paulozzi, Mathews, Erickson & Wong, 200Qhile was the first country in
South America to add folic acid to foods (Nazealet2001). In Brazil, the fortification
of wheat and maize flour with folic acid was implemted in 2002 (Brasil, 2002). It is a
measure that has already been adopted in 40 athatres around the world (Santos &
Pereira, 2007).

Care directed towards maternal diet, supplemematdth folic acid, and
appropriate professional follow-up before and dgifmegnancy are important factors in

the prevention of NTDs (Cunha, Fontana, Garciabatino-Roth, 2005).

2.5.7. TREATMENT
In cases of closed spina bifida, such as simpleadpfida occulta, most patients
do not present symptoms or neurological signs, @ndften does not have

consequences. It is occasionally associated witte mignificant abnormalities in spinal
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cord development, such as syringomyelia, diastemmggba and tethered cord
(Kliegman et al., 2009).

Regarding open spina bifida (myelomeningocele)ngia diagnosis allows for
anticipation of a series of care measures, sught@asding information on the delivery,
instructions to parents regarding the morbidityoagged with the condition, measures
to be taken immediately after birth, and the avmliky of professionals involved in the
care of the child (Bizzi & Machado, 2012).

No prospective and randomized studies have beeelgd on the best mode
of delivery for this type of congenital malformatiqHisaba et al., 2003). Elective
Cesarean section has been recommended, howeube asde of delivery for babies
with prenatal diagnosis of myelomeningocele, sim@nables the synchronization and
optimization of neonatal care (Bizzi & Machado, 2R1Another reason for the use of
Cesarean section is that since it is performed rbet@istetric labor, when uterine
contractions initiate, it prevents the mechanigaliina of the exposed intrauterine
nervous tissue and the pelvic trajectory that cecuring vaginal birth (Hisaba et al.,
2003).

Regarding surgical treatment of myelomeningocelesing must occur as early
as possible, ideally in the first 48 hours aftathbiThe ability to treat the condition is
not related to the possibility of reversing exigtimeurological impairments, since these
are mostly permanent and irreversible. The fundaaheijectives of surgical repair are
the preservation of viable nervous tissue, anateetonstitution and a decrease in the
risk of infection of the central nervous systemz@i& Machado, 2012; Bulbul, Can,
Bulbul, Cémert & Nuhoglu, 2010).

Prenatal diagnostic methods have gained even nroportance, given the

possibility of correcting the malformation in th@rauterine period (Bizzi & Machado,
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2012). Fetal correction in humans is performed betw20 and 25 weeks of pregnancy,
since repair in this period minimizes the time & in which neuronal damage to the
exposed cord can occur (Walsh, Adzick, Sutton &ndoln, 2001). The disadvantages
of fetal surgery include the risk of premature Hirthe risks of the surgical procedure
for the mother, and a greater risk of fetal deatthe perioperative period (Henriques &
Pianetti, 2011). It is noteworthy that the prospefur fetal surgery are constantly

improving due to refinements in technology and ¢fferts of those who believe in a

therapeutic answer for these patients (Hisaba,e2@03).

Complications resulting from hydrocephalus are agnibve main causes of death
in patients with myelomeningocele (Bizzi & Machad®)12). In the 1950s, the
ventriculoperitoneal shunt valve (VPSV) was introeld in the treatment of
hydrocephalus, which represented a great advand@einsurvival of patients with
myelomeningocele (Boockvar, Loudon & Sutton, 2001).

Patients with spina bifida require treatment aritb¥o-up throughout their lives,
which characterizes myelomeningocele as a chroomgiton. It is the health team’s
role to intervene in advance in the events and tioatns that can be expected to
occur, so as to give these people’s lives moreiwfigithe defense of rights already
achieved and their extension must be a cause dafeby healthcare professionals,

together with people with spina bifida and themiizes (Gaiva et al., 2009).

2.5.8. COMPLICATIONS

The gravity of the complications that may be assted with spina bifida
depends on the level of the lesion, the degree hwhwthe nerve roots have been
compromised, and other associated malformationsC@sta, Silva, Carvalho &

Almeida, 2009). Complications of hydrocephalus maylude Arnold-Chiari
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malformation, latex allergy, tethered cord, syrimyelia (Bizzi & Machado, 2012),
urological alterations, intestinal alterations (Miar Fernandez Vila, & Estévez, 1999),
difficulty of locomotion, deformities, alteration ni cutaneous sensitivity,
obesity/overweight (Bronzeri, Coimbra, Faria, Frafeg & Silva, 2011) and cognitive
alterations (Mendes, Torres, Lopes & Evangelisitd 2.

Hydrocephalus is characterized by an accumulatioifum inside the cerebral
ventricles, with consequent dilatation, which geamtes an imbalance between the
production and absorption of this fluid (Sawyer &abdmhee, 2010). Ventricular system
dilatation is observed in all children with myelomegocele. Hydrocephalus with
intracranial hypertension and progressive ventaiculdilatation requiring a
ventriculoperitoneal shunt valve, which decreasksd f pressure, is present in
approximately 80% of these children. The developregéhydrocephalus can also occur
after a surgical procedure for myelomeningocelsiolp (Bizzi & Machado, 2012).

Type 1l Arnold-Chiari malformation is a structurahd morphological alteration
of the rhombencephalon that is almost always aststiwith myelomeningocele.
Despite its relatively low clinical manifestatioonly 20% to 30%), when symptomatic,
this malformation is responsible for the mortabifyaround one-third of the people who
manifest it (Bizzi & Machado, 2012). A study devatal with 72 cases of
myelomeningocele treated in a pediatric hospitahtbthat the signs and symptoms of
the Arnold-Chiari malformation were directly or inectly responsible for the absolute
majority of deaths observed during the first yealife (Salomé&o et al., 1995). The
symptomatology includes strabismus, noisy breathapmnea crises, sleep disorders,
dysphagia and alterations in the function of thpaurdimbs. These symptoms can also
be caused or aggravated by poor operation of tmerigelar shunt valve (Wagner,

Schwarz & Perneczky, 2002).
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Patients with myelomeningocele present a greatk for latex allergy or
sensitivity (Majed et al., 2009). These subjectsetposed to latex starting at birth; the
factors associated with greater prevalence ofaltésgy include multiple surgeries for
placing and revising the ventricular shunt, urabadisurgeries, vesical catheterizations,
and orthopedic procedures (Bizzi & Machado, 201&)study developed with 80
children with spina bifida showed that around 408¢spnted some sensitivity to latex
with specific immunoglobulin, and 37% had clinicahctions when exposed to latex,
such as urticaria, conjunctivitis, angioedema, itisinand bronchial hyperreactivity
(Ausili et al., 2007).

Tethered cord occurs as a consequence of mecharacabn of the cord with
progressive neurological deterioration (Konu-Leblaglu & Yonekawa, 2008). It is
believed that cord distension resulting from ancigpdevelops from the first year up to
around 20 years of age, the period when one muattéetive to its development. Since
virtually all children with repaired myelomeningdee have cords with low
implantation, demonstrated through imaging exastbeted cord is diagnosed based on
clinical criteria. Clinical manifestations includeprogressive weakness, gait
deterioration, scoliosis, pain, urinary alteratioasid orthopedic deformity. In most
cases, early diagnosis and tethered cord surgalabgse result in stabilization or
improvement of the symptoms (Bizzi & Machado, 2012)

The development of syringomyelia results from adflairculation block at the
craniovertebral junction level, due to a Type IhAld-Chiari malformation. Associated
symptoms are dissociated sensory loss, segmentalenatrophy, spasticity, scoliosis,
reduced strength, urinary dysfunction, and paiz£ZB& Machado, 2012).

Neurogenic bladder is one of the main complicatiohsyelomeningocele, as a

consequence of the lesion in the central nervostesy Patients with this dysfunction
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can present important urinary-sphincter alteratiosisch as urinary incontinence,
incomplete bladder emptying and increased intraaégpressure (Hopps & Kropp,
2003). This subject will be approached in the rsextions.

Most children with spinal cord alterations presbotvel dysfunction. Despite
the existence of several methods for managing wmgewmio bowel, none has been
universally indicated to date (Eire, Cives, & Gad®98). Neurogenic bowel causes
social, physical and psychological impacts (Tho®Bérgui, Berardi Moser, & Assis,
2012). Fecal incontinence is present in 75% of [gegfith myelomeningocele (Martin
et al., 1999) and constipation is also very frequd&oth fecal incontinence and
constipation must be treated with dietary contmodl dowel training (J. Costa et al.,
2009).

Most patients with myelomeningocele present mustikength alterations in the
lower limbs, and the greater the extent of corablesthe greater the motor difficulty.
Other authors state that in investigating the aifion of gait in children with
myelomeningocele, in addition to the level of néogacal impairment, other factors
such as the strength of the lower limbs and theguree of articular deformities must be
considered (Collange et al., 2006). The authoms ldkrature review on the factors that
influence the ambulatory prognosis of people withelomeningocele concluded that
orthopedic alterations and lesion levels had rexkiwore attention than family
motivation and socialization, which were not alwaygsent in the studies (Ramos,
Macedo, Scarlato & Herrera, 2005). The need for heelchair for locomotion by
people with myelomeningocele occurs in 90%, 45% &b of patients with lesions in
the thoracic-lumbar, lumbar and sacral areas, ofispdy. Ambulation without

locomotion assistance is possible in 57% of pagienith sacral lesions and 7% of
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patients with lumbar lesions, and is not seen itepts with thoracic-lumbar lesions
(Cochrane et al., 1996).

Deformities can be present at birth or appear gittwth. They occur mainly in
the spine, hips and lower limbs (Sharrard, 1993). lbixation frequently occurs, but it
does not always require treatment (Karol, 1995fobeities can interfere negatively in
activities of self-care and daily living.

Cutaneous sensitivity alterations are characterizgdperception deficits for
pain, touch, temperature or position of body segmdhmay lead to the development
of skin lesions, such as burns, excoriations amdqure ulcers; the latter can also be
generated due to the prolonged use of a wheelemairlower limb orthosis, among
others (Ekmark, 2009). Given these sensitivityrattens, professionals must instruct
patients with spina bifida concerning daily carer instance, regarding bath water
temperature, clothing adjustments, changing paostand relieving pressure points.

A literature review showed that several factorsluerce the nutritional
deviations of children with myelomeningocele. Heigdleficits associated with loss of
function of lower muscle groups (loss of mobilitgenetic and environmental factors,
and excessive food ingestion favor the developroéoterweight or obesity (Bronzeri
et al., 2011). A study developed with 24 childreithwnyelomeningocele observed that
approximately 50% of the sample, including both$and girls, presented overweight
or risk for overweight (Coelho, Egashira, Silva §b&iro, 2009).

In many cases, patients with myelomeningocele casgmt deficits in gross and
fine motility, motor perception, and cognitive fuioe (Mendes et al., 2012). A study
developed with 165 children, 91 with spina bifidadas4 without this malformation,
showed that the first group presented slower deweémtal rates in the cognition and

language areas (Lomax-Bream, Barnes, Copeland,oifaylLandry, 2007). As a
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consequence of alterations in cognitive functioithwinemory and learning impairment,

these children can present problems in school dpuatnt (Vachha & Adams, 2005).

2.6. NEUROGENIC BLADDER

Neurogenic bladder in children is generally contggnand may result from
neural tube defects or spinal cord abnormalitiehsas myelomeningocele (Kliegman
et al., 2009).

Physiologically, urination refers to the processminmich a full bladder empties,
involving two stages. In the first stage, the bldgrogressively fills up, until the
tension in its walls reaches a limit that triggéte next stage. In the second stage, a
nervous reflex (micturition reflex) takes place,igfhgenerates bladder emptying or, if
that does not happen, at least produces the carssdesire to urinate. The micturition
reflex is an autonomic reflex of the spinal cordt i can be repressed by centers in the
cerebral cortex or the brain stem (Guyton & Hafl9&). The function of retaining urine
is totally passive, but urination is active anduiegs perfect integration between the
corticospinal tract and the autonomic system talpce a coordinated activity (Lianza,
2001).

Pelvic nerves provide the main nerve supply toldlaelder, and they connect to
the spinal cord through the sacral plexus at tl2eaid S-3 cord segments. Sensory and
motor nerve fibers follow the pathway of these esrvThe degree of distension of the
bladder wall is detected by the sensory fibers #natresponsible for the reflexes that
trigger bladder emptying. Motor nerves consist afggympathetic fibers ending in
ganglion cells located on the bladder wall. In &ddito pelvic nerves, skeletal motor

fibers are transmitted through the pudendal neovéhe urinary external sphincter,
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which are somatic nerve fibers that innervate amrol the voluntary skeletal muscle

of the sphincter (Figure 2) (Guyton & Hall, 1998).
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Figure 2 Urinary bladder and its innervation. Adapté@uyton & Hall, 1998)

Neurogenic bladder is characterized by interferendbe normal conduction of
nerve impulses in one or more nerve bundles rel&tedrination, and it produces
urinary dysfunction (Lapides, 1979). The dynamitbladder retention and emptying
occur in an altered fashion (Henriques & Piangil1).

The classification of neurogenic bladder can betpéhyperreflexic) or flaccid
(areflexic). The spastic type occurs at the suprasdevel and is characterized by
trabeculated, thick walls, with a radiologic imatat resembles a Christmas tree. The
flaccid type occurs when the lesion is locatechim sacral center or in motor or sensory
pathways that compose the micturition reflex anariiza, 2001). The great majority of

patients with myelomeningocele present urinary atysfion according to the level of
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the lesion, which varies from the thoracic to theral region, being more common in
the lumbar region (D'Ancona & Silva Jr, 2008). T&Blshows the relationship between
risk of renal complications and characteristics daftrusor, sphincter and bladder

emptying disorders.

Table 3

Relationship between risk of renal complicationsd arharacteristics of detrusor,
sphincter and bladder emptying disorders

Characteristics Bladder emptying Risk for renal complication

disorders

Underactive detrusor and Low pressure inside the  Very high
sphincter bladder

Overflow incontinence

Underactive detrusor Bladder retains large urine Possible
Overactive sphincter volume

Bladder does not empty

properly

Risk for vesicoureteral

reflux

Overactive detrusor Bladder with low capacity Possible
Underactive sphincter to retain urine
Detrusor contracts

constantly

Overactive detrusor and Bladder with low capacity Very low
sphincter to retain urine

High pressure inside the

bladder

Note: Adapted (Beetz & Stein, 2009)



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 59

The most important urologic consequences of neuwiogeladder are urinary
incontinence, urinary tract infections, hydronemsowith vesicoureteral reflux and
detrusor-sphincter dyssynergia. Pyelonephritislass of renal function are considered
to be potential causes of premature death in pgatiaffected by this condition
(Kliegman et al., 2009).

People with neurogenic bladder are subject to uariemotional and social
repercussions: a greater number of hospital visgscial care measures that force them
to have different life habits from those of theeeps; and social embarrassment that
may occur due to involuntary urine leakage, whicikes their integration into social
life difficult and negatively impacts their selfteem, modifying their day-to-day life

(Furlan et al., 2003).

2.6.1. DIAGNOSIS AND TREATMENT OF NEUROGENIC BLADDE R

The diagnosis and treatment of neurogenic bladasitipely influence the
evolution of patients with myelomeningocele whemfqened early, since they favor
the prevention of urologic complications (J. Caattal., 2009).

Clinical anamnesis in association with urologicat daboratory examinations
are fundamental for the evaluation of neurogenmdtér (Guys, Hery, Haddad &
Borrionne, 2011). To make the diagnosis, profesdgmmust consider performing
ultrasonography, evaluating residual urine volumes)d performing voiding
cystourethrography and urodynamic study, after isalg closure of the
myelomeningocele. The use of urodynamics consistdling the bladder with saline
solution, measuring urinary pressure and volumel ewaluating the tonus of the
sphincter (Kliegman et al., 2009); this is consadieto be the gold standard procedure

for the evaluation of neurogenic bladder (S&, Qréibelheira & Sohler, 2010).
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It is recommended that people with myelomeningocete systematically
evaluated from the urologic point of view startingheir first weeks of life (J. Costa et
al., 2009). In a study analyzing the medical res@fichildren with myelomeningocele,
the authors observed that 100% of the sample prexsereurogenic bladder and said
that this result reinforces the importance of eamglogic evaluation and intervention
and their relationship to the prognosis of thedeepts (Sa et al., 2010).

Treatment of neurogenic bladder aims mainly at gxesg renal function,

improving continence and favoring a better quaiitjife (SBU, 2006).

Drug therapy

Anticholinergic agents are drugs commonly usedhprove bladder capacity, of
which oxybutynin chloride is the most frequentlyeds Tolterodine and diazepam are
also used, latter being for the relaxant effechdy have on the detrusor muscle (Guys
et al., 2011). A study developed with 55 childreithwnyelomeningocele observed that
94.5% used some type of bladder medication, oxybatghloride being the most
common (J. Costa et al.,, 2009). The antimuscaradtion of this medication is
responsible for most of its side effects, the mame being dry mouth (Arruda et al.,
2007; Wolosker et al., 2012). As a result of theBects, around 25% of patients stop
using the drug (Andersson & Chapple, 2001) or udgtherapeutic doses (Barroso,
Macedo, & Srougi, 2000).

In addition to oral administration, oxybutynin chtte can be used via the
intravesical route. The direct action of the dragthe vesical mucus, the absence of
liver first-pass metabolism, and prolonged timeaofion may be responsible for the

reduction of side effects and more effective ac{i®arroso et al., 2000).
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The use of smooth muscle relaxants and alpha-adjienglockers can also be
indicated for drug therapy with the purpose of fawp bladder emptying, especially in
cases with hypertonia (Guys et al., 2011).

Botulinum toxin has been used in the treatment exirogenic bladder since
2000. Unlike other injectable drugs, it only actstbe points where it is applied, rather
than in the bloodstream. Its action consists ofbiing the release of acetylcholine
neurotransmitter, which results in a local antiainaigic effect (Vidigal et al., 2009).
Some researchers have reported that successivéiogpef botulinum toxin injections
in the detrusor, at intervals of six months, is#fective therapy for treating neurogenic

bladder overactivity (Chenet et al., 2007).

Intermittent catheterization

Intermittent catheterization allows for periodic @ying of the bladder, or a
surgically created urinary reservoir, by meanshef introduction of a catheter through
the urethra or a stoma. Its main objective is &sprve the urinary tract. This procedure
can be temporarily indicated for patients with sigory urinary dysfunctions, such as
postoperative urinary retention, or as a long-téreatment, especially for persistent
urinary dysfunction, as is the case with neurogdmédder. If the urethra cannot be
catheterized safely, as in cases of urethral stentiss procedure is contraindicated.
Obesity and spasticity may also be limiting factorsperforming catheterization (SBU,
2008). Despite the recognized benefits of inteentitt catheterization, there are
complications associated with this technique, saghrethral stenosis and traumatisms,
urinary tract infections and false urethral pathsvégarvalho, Damasceno, & Barbosa,

2006).
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Intermittent catheterization is one of the main et of treating neurogenic
bladder (Bauer, 2008; Segal et al., 1995). In tlesses, the sterile technique or the
clean technique are the two methods used. The diffarence is that, in the first,
sterile materials are used and handled with stelidees, whereas in the second, the
procedure is not sterile, it is just clean. Theanléechnique is most commonly used,
because not only is there no statistically sigaific difference in the frequency of
bacteriuria and urinary infection between the twetlnods, but also because the cost is
lower when compared to that of the sterile techai®BU, 2008). The clean technique
is encouraged by authors who defend the ideahleatdtural resistance of the organism
prevents the development of urinary infections tuéhe introduction of bacteria into
the urinary tract during intermittent catheteriaati and that this procedure prevents
bacterial multiplication, since it allows the blaido be periodically emptied (Lapides,
Diokno, Silber & Lowe, 2002).

The clean technique basically consists of rigorbygiene of the hands and
genitalia using water and neutral soap before tduction of the catheter, which
must be handled as little as possible so as taceethe risk of contamination (J. Costa
et al., 2009). The catheter must be lubricated iatrdduced through the urethra until
urine is released. It must be kept in positionluntne stops flowing and then carefully
removed. The Valsalva or Credée maneuvers may berped at this time for
complete bladder emptying. Urine can be drained &ntlean container or directly into
the toilet. The catheter caliber can vary betweamd 14 Fr, and must be chosen based
on the patient’s characteristics. Both sterile dsgble and reused catheters can be used;
the latter must be washed, dried and stored ineanclocation after every use. The
procedure can be performed with the patient sitiyigg down or standing. The use of

a mirror can make it easier for women to see thethual meatus. Catheterization
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frequency depends on bladder capacity, hydric etglost-urination residue, bladder
compliance, and detrusor pressure, but it is gdgescommended that it be performed
every four or six hours (SBU, 2008).

Intermittent catheterization can be classified iote of three categories: self-
catheterization when the procedure is performed thg patient; intermittent
catheterization when a caregiver or relative ispoesible for the technique; or
intermittent catheterization performed by healtbfpssionals, namely doctors or nurses
(Advide, 2003). Self-catheterization should be @reftially encouraged. Children aged
five years or older can learn this technique, wlpsychomotor deficits interfere;
however, they require supervision for dependabitityposes (Christopher & Gans,
2002).

Asymptomatic bacteriuria is frequent in patientsowperform intermittent
catheterization. Urine culture is indicated onlythere is clinical suspicion of urinary
infection through signs and symptoms, such as feabdominal discomfort, and
increased urinary leakage. There is no evidendeenéfits resulting from performing
this exam periodically. In general, asymptomaticteauria should not be treated with
antimicrobials, unless the patient may have to tgwleany surgical or endoscopic
procedures (SBU, 2008).

It is known that people who present urinary inaugrice are at greater risk for
reduced self-esteem and social isolation, depritliegnselves of participation in social
activities out of fear of suffering urinary leakafaccidents”) (J. Costa et al., 2009).
Hydric balance, quantity of residual urine, follayg- with professionals, and
intermittent catheterization procedure and freqyemce aspects that should be
discussed with neurogenic bladder patients and téiilies or caregivers, with the aim

of promoting urinary continence (Cipriano et a012).
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The combination of anticholinergics and intermitteatheterization is common
in cases of overactive bladder, since oxybutynimbits involuntary contractions of the
detrusor, promoting relaxation of this muscle amdrdasing intravesical pressure. In
addition, promoting this relaxation also improvdadoer compliance and, indirectly,
urinary leakage (McMonnies, 2002).

Improvement of urinary continence and reductionthe number of urinary
infections and costs related to the number of dgmpsed favor the acceptance of
intermittent catheterization. The main difficultigbat in practice lead patients to
abandon this procedure or perform it inadequatediude costs of the materials, patient
resistance, and lack of time to perform the teammi@. Costa et al., 2009).

Intermittent catheterization represents a psychabact that requires time
availability, space preparation and psychosocialtrod, so that the technique will be
performed and accepted (G. Araudjo, 2000). Adequatentation and training, a
minimally traumatic technique, and adherence tatinent are factors that contribute to

the good evolution of these patients (SBU, 2008).

Surgical treatment

Bladder augmentation using tissue from the gadw@simal tract is indicated if
there is low bladder compliance and capacity; if dbes not respond well,
anticholinergics or intermittent catheterizatioe ased (SBU, 2006).

In cases with external urethral sphincter deficyera surgical procedure that
uses an artificial sphincter with the aim of in@ieg urethral resistance is indicated. In
this context, a surgical technique with the aimrefonstructing the bladder neck in
order to achieve continence is also used. Integntittatheterization must be frequently

performed for bladder emptying in this case (SBQD®).
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Intermittent catheterization is usually performeal the urethra. However, if this
route is unavailable, for instance, due to uretistehosis, quadriplegic disability or
unfeasibility, as is the case with obese girls whe a wheelchair, the procedure can be
performed via a continent bladder-skin conduit;stis known as the Mitrofanoff

procedure (Mitrofanoff, 1980).

2.7. REHABILITATION, AUTONOMY AND PARTICIPATION IN SPINA
BIFIDA

Congenital malformations, such as spina bifida, amhronic condition, since
people with this condition need prolonged and cuntig professional care (Gaiva et
al., 2009). The World Health Organization (WHO) tetathat the term “chronic
condition” describes health problems that persigrdime and require some type of
management. A partnership among patients, familiealthcare teams and people who
support the community is important for the sucadsshanagement of chronic
conditions (OMS, 2003).

Developing children have not yet acquired certahkillss before becoming
disabled (Greve, 2007; Peres, 2007). With the tylasf specific parameters that can
either enable or hinder the opportunity for singuhderventions, appropriate strategies
can be chosen for children only through carefutnotetation of the results and long-
term consequences of the condition in adulthocahrithg for the transition to adult age
must begin as early as possible and be based tirestis development. In addition,
subjects must be approached in a timely mannetirgjam childhood, continuing
through all the developmental stages up to adutt{@bristopher & Gans, 2002).

The families of children with spina bifida must raly readapt their routines,

but also learn how to manage intermittent cathedéion, administer medications, and
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administer skin care, among other tasks. Besidegehdaptation and new learning, the
families also have to learn how to deal with diffiees in children’s social life,
emotional and physical burdens, and complicatidva dften result in the need for
permanent follow-up in health services (Gaiva et 2009). Given the multiplicity of
the presentation of comorbidities associated wgihas bifida, interdisciplinary care by
a team that is capable of dealing with these varmspects is recommended (Sa et al.,
2010).

The chronic condition of myelomeningocele may ataase reduction or even
loss of autonomy and ability for self-care, andiggds may become dependent on
others. Hence, the establishment of a supportive relatipndetween patients and
caregivers, caregiver understanding that people deficiencies have individual needs
respect for limitations, and encouragement of giteand autonomy are all inherent in
the care process (Gaiva et al., 2009).

People with myelomeningocele have to deal with @ayscognitive, and social
limitations throughout their lives. Independenaapéoyment, and social acceptance are
important factors in adulthood. In this contextueational programs with an emphasis
on following children with spina bifida up to adutiod can significantly improve the
quality of life of these people (Roach, Short &t3adan, 2011).

A study developed with seven adolescents with spifida between 12 and 18
years old and their parents and caregivers fouad tifie young adults related the
concept of autonomy to that of independence, wisefea parents and caregivers,
independence and autonomy were directly relatede@egree of responsibility of their
children for proposed activities. In this studyge tlachievement of autonomy was

considered to be essential for self-esteem andvatain to perform tasks, whereas
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overprotective attitudes were considered to bectofahat hindered the acquisition of
autonomy (Caseiro, Gongalves & Malheiro, 2013).

In Brazilian culture, stigmas are established syibtiasked by family, school
and social overprotection. Thus, people with spf@a are discriminated against by
means of limitations imposed on them that alsotltmeir life experiences. To change
this reality, the laws must be followed, which mbstensured by means of an intense
campaign for information and behavioral change, intakociety sensitive to the issue
and strengthening the self-esteem and civil rigifitpeople with physical deficiencies

(Soares et al., 2008).

2.8. USABILITY AND ACCESSIBILITY OF THE INTERNET RE GARDING
SPINA BIFIDA

The criteria fort usability and accessibility ersuhat websites are easy to use
and accessible to all users. Usability refers te wsual aspects of websites, for
example, browsing, speed, and compatibility witheotbrowsers. Accessibility refers to
ease of access to websites for people with defie@sn(Brasil, 2010).

The main objectives of usability are ease of usaning, and memorizing tasks,
productivity in the execution of tasks, preventmfnerrors and user satisfaction. Some
guidelines are suggested for meeting these obgctiv

- Context and browsing: Users must find that the webdentity, context and

options are clearly available.

- Information load: This is the sum of interface eds (texts, links, icons,

functionalities, colors, backgrounds, and menusjs recommended that it

be reduced to facilitate user links, icons, funaaidies, colors, backgrounds
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clearly Autonomy: Users must have autonomy durisg of the website.
Procedures and functions cannot be changed topagetrequirements.

- Errors: Information and clarification of failuresiéh unavailability events
expected on the website must be provided to udesserrors made by users
must have the possibility of being corrected.

- Design: Design and visual programming have an impat website
credibility and usability. The design must worktine service of information.

- Composition: Texts must be written considering tasget public of the
website, which must be diagrammed to facilitate thederstanding of
information.

- Consistency and familiarity: The provision of antemactive system is
favored when the necessary procedures for execatitagk are compatible
with the psychological, cultural and technical @weristics of users (Brasil,
2010).

Accessibility of web tools refers to the proper cgption, development and
editing of websites favor equal access to theirormition and functionalities.
Accessibility means users can easily move from page to another within a virtual
tool. Interaction among users is related to thditgbio provide effective social
interaction within a virtual forum (Achecker, 2018)sers of a virtual tool can present
different skills and demands. Hence, in an attetopgnsure accessibility to all users,
different tools are proposed for the assessmeatcoéssibility and which confront the
tools with guidelines with the aim of obtaining uls that locate problems in the codes
and specific errors of the virtual page (Amarall 20

Computer use and access represent the promotionaubbnomy and

independence for people with deficiencies. Thisytaon may need technological
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resources to assist them during the task of usomgpaters, be it through larger keys,
adapted mouses or more sophisticated and specffiwage. Some limitations, such as
those related to memory, problem-solving and cotmaeion, must be considered so
that a virtual tool is accessible (Brasil, 2014).

The Internet creates a new form of interpersonatiomship and must be used
as an element of inclusion, which requires thdieitaccessible and usable by people
with deficiencies (digital accessibility in virtuehvironments) (S. Silva, 2012). It is an
important component in social networks, overcomiggographical barriers and
providing social support (Barnfather, Stewart, Mlagvans, Ray & Letourneau, 2011).
A study developed with people with spina bifidahe United States found that 92% of
the sample used the Internet. The Internet wassaedefrom home (87%), school
(59%), someone else’s house (28%), a public lib{@8#0), or other locations (7%)
(Betz, Smith, Macias & Bui, 2014).

Children with myelomeningocele have a higher prdigbof presenting
intelligence below the average standards, atterdiiicit, and hyperactivity (Liptak,
2002). Hydrocephalus is known to be strongly asgediwith myelomeningocele and is
related to cognitive alterations, and consequetdlyearning disadvantages among this
population (Lindquist, Carlsson, Persson, & Uveb2005; Vachha & Adams, 2005).

A study developed with two Brazilian siblings withyelomeningocele found
important alterations in their psycholinguisticlskiwhich affected their performance in
reading, writing and arithmetic, and negatively aofed the learning process of both
siblings (Lamonica, Ferreira, Prado & Crenitte, 201

The results of a Brazilian study with the aim o$essing the psycholinguistic
and school skills of children with myelomeningocedported difficulties that did not

match the grade level and were related to both diegoof graphic symbols and
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understanding of the content read. This findingaworates the complaints of parents
about difficulties in the literacy and learning pess presented by their children
(Lamonica, Maximino, Silva, Yacubian-Fernandes &@tte, 2011).

A study developed in Canada with young adults w#hebral palsy and spina
bifida, using an online environment, observed tigptng speed, cognitive skills, and
perception of need for additional support weredethat influenced the use of this
virtual tool. In this study, adolescents stated tha interactions with people with the
same deficiency favored the creation of interpembdronds and the exchange of
information (Barnfather et al., 2011).

To be accessible on a website or in a virtual comtyudiscussion forum,
newspaper, magazine or self-help group, informatioist be provided on pages that are
developed and adapted for the potential public,ingalaccess effective for all users
(Brasil, 2014).

In the light of this, usability of and accessilyilib the Internet are found to be
important factors to be considered when a toolust lbor people with spina bifida.
Hence, it is necessary to consider possible limiat related to spina bifida and

promotion of autonomy and independence in this [atjaun.
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3. OBJECTIVES

3.1. GENERAL OBJECTIVE
To develop, validate, certify, and assess a viffieraim for Brazilian individuals

with spina bifida and their families.

3.2. SPECIFIC OBJECTIVES

- Develop a virtual forum to support subjects witmggbifida and their families

- Validate the virtual forum with informatics and ftbaexperts

- Check forum accessibility by means of Web AcceéisililChecker(AChecker)

- Certify health information from the forum accordirig the Ethical Code
(HONCcode) of the Health on the Net Foundation (HON)

- Create and validate an online questionnaire tosassikee forum from the
perspective of users

- Distribute information about the virtual forum angosubjects with spina bifida
and their families

- Assess the forum from the perspective of userssinguhe previously validated

online questionnaire
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4. METHODOLOGY

4.1. TYPE OF STUDY

This quantitative research is characterized byueof statistical techniques for
data collection and analysis (Baptista, 2007)s Itrioss-sectional, since it describes a
situation at a certain time (Aragao, 2011); desisdp because its main objective is to
describe the characteristics of a certain populatamd exploratory, as it provides a
close and global perspective on a certain topit @G08).

The challenge of this project was to create andsssa virtual forum, adjusted to
the Brazilian reality, in which subjects with spibdida and their families could find
information and share experiences, aiming for rditaiion and autonomy,
empowerment and participation.

The study was developed with the collaboration wb tinstitutions, one in
Germany (Faculty of Rehabilitation Sciences, Ursitgrof Dortmund) and the other in
Brazil (Ribeirdo Preto College of Nursing, Univéysof Sdo Paulo). However, the
location of data collection was not determined¢sithe research was carried out in a
virtual environment, and the Portuguese-speakingticgzants contributed from
anywhere as long as they had Internet access.

The guidelines of thePublication Manual of the American Psychological
Association(APA), 6" edition, were used for the presentation of tabliggires, and

references. EndNote software was used to manadeltiegraphic references.
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4.2. PROCEDURES FOR THE DEVELOPMENT,  VALIDATION,
CERTIFICATION AND ASSESSMENT OF THE VIRTUAL FORUM

The methodology was divided into two phases. Tist fihase consisted mainly
of the construction and validation of the virtuardm and the instrument used for
assessment of the forum. In the second phase,tii@alvforum was assessed from the

perspective of users.

Phase 1

1. Bibliographic update and literature review.

2. Submission and approval of the research proposathbyResearch Ethics
Committee of the University of S&o Paulo at thedi#o Preto College of
Nursing (EERP/USP) - Protocol: 18774213.9.0000.5393

3. Selection of the team that developed and modetheedirtual forum.

4. Selection of national and international collaborsito

5. Development of the virtual forum.

6. Meetings with German collaborators.

7. Validation of the virtual forum by health and infieatics experts.

8. Virtual forum accessibility check with Web Accesktly Checker.

9. Certification of the virtual forum with the Healtim the Net Foundation (HON).

10.Creation, validation and pretest of an online qoesiire to assess the virtual

forum from the perspective of its users.

Phase 2
1. Distribution of information about the virtual forum

2. Implementation, update and maintenance of thealifarum.
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3. Assessment of the virtual forum from the perspecif its users using the
previously validated online questionnaire.

4. Statistical data analysis.

PHASE 1: Construction and validation of the virtual foruamd the instrument for

assessing the forum from the perspective of users

4.2.1. BIBLIOGRAPHIC UPDATE AND LITERATURE REVIEW

The main databases used for the literature revieweldped in this study were
PubMed (United States National Library of Medicine)LACS (Latin American and
Caribbean Center on Health Sciences Information) SCiELO (Scientific Electronic
Library Online), of the VHL (Virtual Health Librajy The descriptors used were Spina
Bifida, Spinal Dysraphism, Myelomeningocele, Intdtemt Catheterization,
Rehabilitation, Health Education, Education Tecbgyg| Virtual Forum and Online
Forum. In this line of research, the databases®library of the Technical University
of Dortmund (TU- Dortmund/Germany) and the Fedddalversity of Sao Carlos

(UFSCar/Brazil) were also searched.

4.2.2. ETHICAL ASPECTS

This research project was reviewed and approvedhiey Research Ethics
Committee of the Ribeirdo Preto College of Nurqi@gP-EERP/USP), under Protocol
No. 18774213.9.0000.5395 and Opinion No. 447.980\ovember 6, 2013 (Annex 1).
The project complied with all ethical guidelines @search involving human subjects,

as established by Resolution No. 196/96 of theddatiHealth Council (Brasil, 1996).
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Initially, the virtual forum was created and assésdy health informatics
professionals, called “experts.” Before assesdingytool, the participants signed a Free
and Informed Consent Form (Appedix 3). Since th& dallection instruments were
different for each group, two consent forms wereated, one for health experts
(Appendix 1) and another for informatics expertpg@ndix 2). Later, a group of health
experts participated in the validation of the oeliquestionnaire and a pretest was
applied to people who used the virtual forum. Totipgate in this stage, the health
professionals agreed to sign a Free and Informew&d Form (Appendix 3), as did the
users of the virtual forum (Appendix 4), prior tatd collection. A consent form
(Appendix 5) was inserted at the beginning of thene data collection instrument, so
that each user of the virtual forum could agreepaoticipate before answering the
questionnaire and assessing the tool.

It is noteworthy that to participate in the virtfakum, the users had to be 18
years of age or older. This condition is cleartatl in the document “Terms of Use”

presented in the virtual forum.

4.2.3. SELECTION OF THE TEAM TO DEVELOP AND MODERAT E THE
VIRTUAL FORUM

The team was made up of two undergraduate studemtsing and biomedical
informatics), one master’s student (fundamentasimgr;, University of Sdo Paulo at the
Ribeirdo Preto College of Nursing — EERP-USP), doetoral student (TU-Dortmund),
one professor of the EERP and one professor of ©drund. In Brazil, the
researchers also counted on the support of thenhafiics Department of the Ribeirdo
Preto College of Nursing, which provided the neagsstechnical support for

developing the virtual forum.
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4.2.4. SELECTION OF NATIONAL AND INTERNATIONAL
COLLABORATORS

The present study was developed with the collalmratf Brazilian and German
institutions.

Project coordination was assigned to PhD Prof. &rabiFaleiros, a professor at
the Ribeirdo Preto College of Nursing. The EERP-W8Brs a nursing undergraduate
course that is recognized by the State Educatiaim€band has received the highest
rank (5 stars) in the Student’s Guide since itdusion. The EERP has four graduate
nursing programs: fundamental nursing, psychiattcsing, public health nursing and
professional master’s in nursing technology andowation, besides offering the
opportunity for a postdoctoral program. The EERPesponsible for editing thieatin
American Journal of Nursingnd publishing thdelectronic Journal of Mental Health,
Alcohol and Drugslt is also a World Health Organization collabargtcenter due to
its activity in teaching, research, and univergggension. In 2002 it became the first
chapter of the Sigma Theta Tau International H®meiety of Nursing in Brazil (USP,
2014).

PhD Prof. Christoph Kappler was assigned the caoattin of the activities
developed in Germany. He is a full professor atitbeDortmund, located in Dortmund
(Germany) in the Ruhr region. It is highly ratedterms of research performance,
offering 65 possibilities for undergraduate cours€éhe Faculty of Rehabilitation
Sciences of Dortmund is one of the largest reseamt teaching centers for
qualification in special education and rehabilgatin Europe (Faleiros-Castro, 2012;
TU-Dortmund, 2014).

In Brazil, the researchers also collaborated witib FProf. Evandro Eduardo

Seron Ruiz (biomedical informatics at USP - RibeiPaeto, with experience in analysis
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of virtual social networks) and PhD Fernanda dost@&aN. Goes (EERP-USP, with
experience in teaching in virtual environments)e Tinformatics Department of the
EERP-USP provided the necessary technical suppodeiveloping the virtual forum.

The development of this study had the support ef @erman virtual forum
Sternchen-Forum (http://sternchenforum.de/) and @erman Spina Bifida and
Hydrocephalus Association.

The Sternchen-Forum, founded in 2004 in Germanyansindependent and
private virtual forum to provide mutual support fpatients with spina bifida or
hydrocephalus, or both, and their families. Therntea moderators for the forum is
made up of professionals and trained users whorgigpethe content of discussions.
The themes to be discussed are proposed by ths, @wsmording to their individual
difficulties and experiences. Users participate the forum for free; however,
subscription with a photo is needed, and their Ivenment is also expected in financial
issues on the forum. Publications are only acckssibregistered users. Disclosure of
professionals’ names is not allowed during disarssi and members must take
responsibility for their own publications. An emengy telephone number is available
for families, especially pregnant women who haveently learned that they are
pregnant with a child with spina bifida or hydrobefus, offering the possibility of
receiving support from people who have already daaesimilar situation (Faleiros-
Castro, 2012; Sternchen-Forum, 2014).

The Spina Bifida and Hydrocephalus Associationnfied in 1966 in Germany,
is a national organization for mutual support, wehobjectives are to inform, guide, and
foster cooperation among people with spina bifid&aydrocephalus, or both, and their
families. The association is headquartered in ttyeof Dortmund and has the support

of approximately 75 regional associations and gsomade up of subjects with spina
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bifida or hydrocephalus, or both, their familiesidavolunteers. It has around 1,300

members all over Germany (ASBH, 2014; Faleiros-4©ag012).

4.2.5. DEVELOPMENT OF THE VIRTUAL FORUM

The development of the Brazilian virtual forum waased on the idea and
format of the Sternchen-Forum (www.sternschenfoda. It is noteworthy that a
Brazilian version was developed, rather than aieerglentical to the German forum,
based on the experience of Brazilian and Germagarekers and a study developed by
Faleiros-Castro (2012).

For the construction of the virtual forum, the m@®bers used the model
proposed by Bernardo (1996) and cited by Goées (R0tGich presents four steps for
software development: scope definition, planningpdpction, and implementation, as

illustrated in Figure 3.

Scope definition

Planning

Production

Implementation

Step 1 Step 2 Step 3 Step 4

Figure 3 Scheme of the methodology used for developingittieal forum
(Goes, 2010)

The activities in each step are as follows.
The first step (scope definition) involved reseaacid brainstorming, definition

of the content and scope, user characterizatiomlysis of resource availability
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(hardware and software), interface developmenhegatg of media resources, creation
of the project folder, and approval of the step.

The second step (planning) included content orgdioiz, construction of
presentation flowcharts, interface design, chrogicld planning, verification of
financial support and necessary or additional caatmnal resources, prototyping, and
approval of the step.

The development of the third step (production) nexligathering of drafts,
creation of a database, authorship and program(suorgting), analysis of errors in the
programming, and approval of the step.

The fourth and last step (implementation) consisikdritical analysis of the
application, analysis of the authorship and editiogls, test of acceptance by users,
final review of the project, implementation, postplementation review, and

distribution.

Step 1. Scope definition

A literature search was carried out on the thentiarvirtual forums like the
Sternchen-Forum, to guide the definition of thejgecbscope and content, with the aim
of reviewing, updating, and reorienting the matdnaallow definitive elaboration.

The theme of spina bifida includes a multiplicitly pptential subthemes to be
worked into a virtual forum, such as preventioreatment, urological alterations,
intestinal alterations, difficulty of locomotionefbrmities, pressure ulcers, sexuality,
rehabilitation, accessibility, and legislation. &ivthe broad diversity of subjects, the
initial focus for this project was to approach regenic bladder and intermittent urinary
catheterization, with the clear aim of continuihg project and developing further work

with other subjects of interest for the users ¢f thol.
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For outlining the theoretical content to be incldde the virtual forum, the
researchers carried out literature searches onthimes spina bifida, neurogenic
bladder, and intermittent catheterization. Theyp atviewed contributions based on the
professional experiences of the team in chargeewéldping this project and subjects
discussed in the virtual environments visited, Whiesulted in the following topics:
what spina bifida/myelomeningocele is; what neumgebladder is; intermittent
catheterization; and urinary infection.

As for characterization of the users, the focuswamking with patients with
spina bifida and their families was defined andcedatned during the realization of this
project.

Regarding the virtual tool, the software phpBB (lstext Preprocessor Bulletin
Board) was used, as it is also used by the StemEbeum. It allows for the creation of
environments where people can contact each otket through small groups or a large
variety of virtual communities. The administratipanel of the phpBB allows users to
customize even the most complex characteristichoutt the need to edit the code
directly. It has an extensive database and pacKagssyle and images to customize the
interface, which makes it simpler for users to gdeaor add resources. The phpBB is
open under the GNU GPL (General Public License) atckpts alterations in code
without the need for permission from the phpBB Gxooesides being completely free
(phpBB, 2014).

After finishing the content to be developed, defgqithe potential users and
determining the virtual tool, the team responsifide this project reassessed and

approved this set of actions.
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Step 2. Planning

In this step, the functionality of the chosen \aittool and the most appropriate
formatting for organizing the theoretical conterdreystudied.

With the aim of offering the best possible dynanbesween theoretical content
and users, the content was adjusted so that itbets compatible with the tool and
instructive to users. Hence, a presentation flowtchad a draft of the interface were
designed.

Since the researchers used a tool that had begioysky created and already
used in other virtual forums, prototyping was pearfed by pre-analyzing the interface
presentation and defining practical aspects, ascritbesl below, regarding the
functionality of the virtual forum.

Users of the virtual forum will be subjects withirsp bifida or their families, or
both, who accept the terms of agreement and sigorupe forum. Certain information
will be required: login, password, e-mail and egtion code. Registered members can
have three levels of permission: users, moderasmg,administrators. Members with
user status will be able post messages in operadbréor discussion and answer,
regardless of who posted them. Members with modestaitus will be able to edit and
delete posted threads if they are considered iogpjte, and send alerts to users
through messages. The activities of members withimdtrator status will include
administering and configuring the forum, creatireywncontent, granting permission to
send mass e-mails, and blocking, suspending, aribg@members.

Students from the University of S&o Paulo in Ri@ieiPreto, Brazil and the
Technical University of Dortmund in Germany werairtied to act as moderators,
together with the project team, in the discussittrad took place in the virtual forum

and updating the tool.
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Once the planning step was analyzed and approvethéyroject team, the

production step was initiated.

Step 3. Production

The first version of the virtual forum was creatgdmeans of media processing
through specific programs, such as MS Word andtFiop.

In this step, a database and a script for filinghe content worked on during the
steps for scope definition, planning and productie@ne developed.

After programming, a search for programming ernvess conducted so as to
ensure the proper operation of the virtual forum.

Messages sent by fictitious users were simulatedhiing at promoting
discussions and exchange of experiences on theetiEmese messages were displayed
by date, in decreasing order, and the threads area@ged by the date of the last post.
In addition, the forum provided photos, videos, &ads of interest to the target public.

In order to approve this step, the simulations withtious users were assessed

and the virtual tool was systematically testedh®/members of the project team.

Step 4. Implementation

The implementation step included critical analysisthe tool, editing by the
project team, development of the first functiorests, and meetings carried out with the
German collaborators, who contributed valuable estigns for the practical
functionality of the Brazilian forum.

Assessment of the virtual forum from the perspectiof users, post-
implementation review, and distribution will be kad out in the second phase of the

project.



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 83

4.2.6. MEETINGS WITH GERMAN COLLABORATORS

During the process of development of the virtualifo, meetings were carried
out between the project developing team and then&ercollaborators with the aim of
collecting suggestions and contributions to imprdke tool. Meetings occurred as
follows: Three meetings in Dortmund, Germany (Ap@kctober and November 2014);
one in Weide, Germany; three at the Ribeirdo P@atilege of Nursing in Brazil (May,
August and September 2014); and weekly virtual mgetbetween the Brazilian and

German teams.

4.2.7. VALIDATION OF THE VIRTUAL FORUM BY HEALTH AN
INFORMATICS EXPERTS
Aiming at improving the quality and validating thentent of the virtual forum,

the tool was submitted to analysis by experts enitbalth and informatics areas.

4.2.7.1. EXPERTS WHO PARTICIPATED IN VALIDATION OF THE
VIRTUAL FORUM

Health experts were asked to perform a generakssent of the virtual tool
and its theoretical content. Informatics expertsrevasked to provide a general
assessment and look at the interface ergonomicalysia of the theoretical content and
interface by qualified experts is believed to fasanore perceptive assessment of better
quality.

Initially, the sample of experts who participatedthe validation process was
determined following the criteria established bybRuet al. (2003). These authors
suggested between 3 and 10 experts for each gndugh generates a sample of 6 to 20

experts (Rubio, Weger-Berg, Tebb, Lee & Rauch, 2003
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The only inclusion criteria completion of an undadpuate degree in health or
informatics. The search for experts with experienda rehabilitation,
software/system/website development and distanagcatidn was the rule during
preselection; however, it was not considered areom for sample inclusion.

One exclusion criterion was failure to finish fifj in the questionnaires, since
these were considered incomplete assessment irgttanThose who did not agree to

participate or did not sign a Free and Informed<seom Form were also excluded.

4.2.7.2. DATA COLLECTION INSTRUMENTS FOR THE VALIDA TION OF
THE VIRTUAL FORUM

The following data were requested to characterize sample for health
(Appendix 6) and informatics (Appendix 7) expegender, age, academic degree, area
of professional activity, participation in sciemtifevents in the last two years, and
experience in rehabilitation or development of wafe, systems or websites, or in
distance education.

The data collection instruments for assessmenteigeneral impression of the
forum (Appendix 8), content assessment (Appendppafll assessment of the interface
ergonomics (Appendix 10) were created based ordaptation of the instruments used
by a collaborator in this project, Ph.D. Prof. Farda Goes, in her doctoral thesis
(Goes, 2010). It is noteworthy that the author pies prior consent to the adaptation of

these instruments, and reviewed and approved tmemthey were finished.
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4.2.7.3. DATA ANALYSIS FOR THE VALIDATION OF THE VI RTUAL
FORUM

For descriptive quantitative analysis, the datdectéd were organized and
entered in Microsoft Excel 2010 and in databasestlie statistical software SPSS
(Statistical Package for the Social Sciences),i@ers9.0.

Content validity is determined by the analysis leé £xtent to which the items
selected to measure a theoretical constructioresept all the important aspects of the
measured concept (Pilatti et al., 2010). Rubiol.e2003) define content validity as a
measure that represents the domain of intereseatahsion of each item within that
which it is proposed to investigate. Data analysid validation of the virtual forum
were carried out using the content validity ind€X/[), which has been used and
studied by health researchers (Alexandre & Col@6il1l; McGilton, 2003; Polit &
Beck, 2006; Wynd & Schaefer, 2002). The decisiomge the CVI to analyze data in
this study was made after an analysis and instmstiprovided by a statistics
professional.

A Likert scale with a score between one and fous used (Alexandre & Coluci,
2011). In this study, the score was establishedastrongly disagree, 2= disagree, 3=
agree, and 4= strongly agree.

The content validity index was calculated as foBowor each criterion, the
number of answers 3 or 4 was summed and this wehsedivided by the total number
of answers, as suggested by Berk (1990) and citedldxandre and Colucci (2011). A
minimum CVI of 0.80 (80% agreement) was set asrdplg, since it represents a high
index of agreement among the experts (Martins.ef802; Vituri & Matsuda, 2009).

All criteria that obtained CVI below 0.80 were rewied.
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In addition to the statistical analysis performeg rheans of the CVI, each
observation, suggestion or critique described lyetkperts was evaluated, regardless of

the CVI achieved by the criterion assessed.

42.8. VIRTUAL FORUM ACCESSIBILITY CHECK WITH WEB
ACCESSIBILITY CHECKER (ACHECKER)

The accessibility of the virtual forum was checkesing Web Accessibility
Checker (AChecker), by scanning the source codge p& page, and verifying real and
potential problems. This tool uses standard noretailed by the World Wide Web
Consortium, which is the main international orgatian for regulation of the World
Wide Web (www) and helps developers evaluate thecgocode of their websites
(AChecker, 2013).

In the analysis, the data were organized and aedlykith the aid of PHP

programming language (Hypertext Preprocessor) aicdosbft Excel 2010.

4.2.9. CERTIFICATION OF THE VIRTUAL FORUM BY THE HE ALTH ON
THE NET FOUNDATION (HON)

In order to obtain the reliability certification a&e the virtual forum was
submitted to analysis by the Health on the Net Bation team (HON, 2013).

It was necessary to show compliance with all eighbciples of HONcode
certification: authority, complementarity, confidedity, attribution, justifiability,
transparency, financial disclosure, and advertisiig addition to these general
principles, principles for privacy and messagesevaso abided with, as required by the

HONcodeHealth 2.0, as this was a collaborative platformal forum).
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4.2.10. DATA COLLECTION INSTRUMENT USED IN THE SECO ND PHASE

This phase involved the creation, validation, angktgst of an online
guestionnaire to assess the virtual forum formp@espective of users. This assessment
constitutes an important stage for improving tlosl tand assessing the fulfillment of
the objectives proposed at its creation. First,ghestionnaire was developed and later
submitted to an assessment by experts with experienthe rehabilitation of people
with spina bifida, aiming at validating its contertfter these stages, a pretest was

applied to users of the virtual forum.

First step: elaboration of the online questionnaire

Initially, a literature search was performed in ttegabases of the Virtual Health
Library (VHL) and the United States National Libyaof Medicine (PubMed) for
articles that addressed the use of health virmrainis. However, no studies were found
on the use of virtual forums as a tool for teachamgl mutual support for people with
spina bifida and their families. Therefore, a navestionnaire was developed by a team
of health professionals: two nurses with experieimceehabilitation and one nursing
undergraduate student. After design, the questicmnaas transferred to an online
version on the Survey Monkey platform.

The questionnaire was divided into two parts: Tingt fiimed at characterizing
the sample, and the second at assessing the \istuah.

The sample was characterized using a questionrthae was previously
designed and validated by a team of one psychdldgis nurses and two pediatricians,
all with experience in rehabilitation of patientstiwspina bifida (Faleiros-Castro,

2012).
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The construction of the questions for the assesswofethe virtual forum from
the perspective of users was based on previougest(@horbev et al., 2011; Faleiros-
Castro, 2012; Vasconcelos, Gées, Fonseca, RibeBadhi, 2013) and on suggestions
of the Survey Monkey platform. A Likert scale wased in some of the questions to
verify whether the subject agreed, was in doubtlisagreed with the items. Other
questions did not allow the application of this e@ypf scale; however, the multiple-

choice standard was maintained.

Second step: validation of the online questionnaire

An instrument must present reliability and validitgfore being used to measure
a variable. One of ways to validate a data coldectnstrument is submitting it to the
opinion of experts, taking those opinions into edesation for each item evaluated
(Alexandre & Coluci, 2011). Hence, the online questaire to assess the virtual health
forum was submitted to the evaluation of experthehealth area.

In order to characterize the sample of experts pdmticipated in the process of
validation of the online questionnaire, the follogridata were requested: gender, age,
academic degree, area and length of professioaatipe, experience in rehabilitation
and participation in scientific events in the |agd years (Appendix 11). A sample size
of between 3 and 10 experts was determined (Rulab,&003).

To validate the online questionnaire, the expeualuated all questions for
clarity, comprehension, language, and relevance.sEbres for the questions were: 0 =
inadequate; 1 = adequate with many alterationsa@eguate with a few alterations; and
3 = adequate with no alterations. Each questiowiged a space for comments and

suggestions.
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The experts were sent an e-mail inviting them pigodite in the study, which
included the Free and Informed Consent Form, adinmgk to the online questionnaire,
and a script for evaluating it, with instructiors tompletion (Appendix 12). Once the
guestionnaire was completed, the experts wereuctsd to return it by e-mail, along
with the signed FICF.

For descriptive quantitative analysis, data werganized and entered in
Microsoft Excel 2010 and databases of the stadissioftware SPSS, version 19.0.

The content validity index (CVI) was used; it istetenined through the
proportion of opinions on the evaluated items (Riket al., 2010). The percentages of
the responses “adequate with no alterations” andédaate with a few alterations” on
each item for clarity, comprehension, language, r@helyance were totaled to calculate
the CVI. The total sum was divided by the total memof answers, as instructed by
Berk (1990) and cited by Alexandre and Coluci (20BLminimum CVI of 0.80 (80%
of agreement) was adopted as desirable, as itsemise a high index of agreement
among the experts (Martins et al., 2012; Vituri &fguda, 2009). The questions that
did not reach the minimum CVI were reviewed. Inifidd to statistical analysis by
means of the CVI, each observation, suggestiomitigue presented by the experts was

evaluated, regardless of the CVI reached by time. ite

Third step: pretest with users of the virtual forum

The researchers included laypeople in the develapnoé the pretest as
representatives of the study population. The pretess aimed at verifying the
understanding of the instrument by the target patpar, by asking them about their
understanding of the questions and encouraging tbheeport any doubts related to the

guestionnaire (Nakano, 2007). The inclusion ofséhg@eople was also aimed at
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ensuring the correction of unclear statements anug, improving the quality of the
instrument (Alexandre & Coluci, 2011).

The sample of laypeople was selected by meansrafnfoa sample size of
between 3 and 10 participants was preestablishebligret al., 2003).

Each participant received an e-mail with the imatato participate in the study,
the Free and Informed Consent Form, a direct linth wo the online questionnaire
provided by Survey Monkey, and a script for assesdraf the questionnaire (Appendix
14). The following data were requested to charadhe sample of laypeople: gender,
age, education level, and relationship to the pergith myelomeningocele (Appendix
13). The pretest was the instrument used, and # wade up of multiple-choice
guestions regarding clarity, comprehension, languasged, relevance of the questions
presented in the online questionnaire, and the tifficult they were to answer. The
participants were also questioned regarding thaialility for assessing the virtual
forum. After completion of the questionnaire, thatjcipants were instructed to return
them by e-mail along with the signed Free and mfeadt Consent Form (Appendix 4).

In the descriptive quantitative analysis, the da&re organized and entered in

Microsoft Excel 2010 and in an SPSS database,ored$.0.

Phase 2:Assessment of the virtual forum from the perspectif/users

4.2.11. DISTRIBUTION OF INFORMATION ABOUT THE VIRTU AL FORUM
The distribution of information about the virtuakfim was initiated five months
prior to data collection, that is, before the assemnt of the virtual tool by users through

the online questionnaire.
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Information on the forum was broadly distributedthe virtual environment,
such as on websites of spina bifida associatiomsuyaly communities and non-
governmental organizations (NGOs). A Facebook page created, in which posts
about texts and contents available in the forumewgublished. Another means of
information distribution was WhatsApp groups forntedpeople with spina bifida and
their families. A video with information and tutals on forum operation was developed
and distributed in the virtual environment.

In addition to the virtual environment, informatarbrochures were distributed

in rehabilitation centers.

4.2.12. IMPLEMENTATION, UPDATE AND MAINTENANCE OF T HE
VIRTUAL FORUM

During this step, the aforementioned strategiesnmrmation distribution were
continued, with the aim of gathering users for ¢iveual forum and participants for the
research. Concomitant with the process of distimiguinformation, content updates
were made, including publication of new texts, tiora of discussion threads, and
maintenance of the forum. The content publishetthéenforum was reviewed on a daily

basis by trained moderators so as to ensure thHgyoarad suitability of the information.

4.2.13. ASSESSMENT OF THE VIRTUAL FORUM FROM THE PERSPECTIVE
OF USERS OF THE ONLINE QUESTIONNAIRE

After the virtual forum was promoted, people witlyglomeningocele and their
family members used this tool for five months.He sequence, the online questionnaire
that was created and validated in the first phdsthis study was made available on

Survey Monkey to all users of the virtual forum. $dages providing the direct link to
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the online questionnaire were sent to the userssgmal e-mail, Facebook and
WhatsApp accounts, and by private messages in takbrum.

The sample consisted of users of the virtual for@onvenience sampling was
used, where subjects who have access to the rbsaatcwho, somehow, represent a
certain population are selected (Gil, 2008).

The inclusion criterion for the sample was beingsar who participated in the
virtual forum. All users who were registered in tfeeum received an invitation to
participate in the study.

Exclusion criterion: Participants who did not filh the entire online
questionnaire were excluded, since these instruisnweate considered incomplete.

In order to characterize the sample of users winticgzated in the assessment of
the virtual forum, the following data were requestgender, age, education level,
family income, and occupation. In addition to geetata, specific information was
also collected from people with myelomeningocelachs as the location of the
myelomeningocele and information regarding thermitent catheterization procedure.
The questions in the second part of this questioanaferred specifically to the
assessment of the virtual forum, addressing larguagppearance, usability, and

interaction among users (Appendix 15).

4.2.13.1. STATISTICAL DATA ANALYSIS

For descriptive statistical analysis, the dataextdd for the assessment of the
virtual forum from the perspective of users wexmed in Microsoft Excel 2010 and in
SPSS statistical software, version 22.0.

Google Analytics and who’s.amung.us were used @lyae the visits to the

MieloForum.
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Mean (M), median (Mdn), standard deviation (SDY aninimum and maximum
values were used for descriptive statistical anslgbthe numerical data. The mean and
median values were exhibited with their respecsitandard deviation and interquartile
range, the former as defined by Tukey's hinges.mbdian was considered, in relation
to the mean value, for ordinal data and where d&fficient of variation (SD + M) was
greater than 0.5. The confidence interval of 95% wstablished, and a significance
level (p-value) equal to or lower than 0.05 was sem Percentages and absolute
frequencies were used for categorical data.

The following tests were used in the advancedssiedi analysis: Pearson’s chi-
square, Kruskal-Wallis H, Mann-Whitney U and Fisbexact.

Pearson’s chi-square test was used to verify treocastion between two
nominal variables, as in the associations desciedaiv:

Level of education” x “Person who assessed the dfietum”

- “Current occupation” x “Person who assessed thdd#mum”

- “General assessment of the MieloForum” x “Personowdssessed the
MieloForum”

- “Education level” x “Reason for visiting the Mielorum”

- “Monthly family income” x “Reason for visiting thiglieloForum”

- “Education level” x “What was it like to use the &oForum?”

- “Person who assessed the MieloForum” x “What waské to use the
MieloForum?”

- “"User’s origin” x “Means of access to the MieloForu

- “Monthly family income” x “Means of access to thadlbForum”

The Kruskal-Wallis nonparametric H test was used¢dmpare the means of

several groups. This test was used in the statistiossings that involved the age of the
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respondents of the online questionnaire with othuestions. The Mann-Whitney U test
Is a particular case of the Kruskal-Wallis; it wesed in the comparison of the mean age
between the variables “by which means the MieloFowas accessed” and “the age of
the respondent of the online questionnaire.”

Fisher's exact test is an alternative to Pearsahissquare test for small
samples. It was used in the association betweenvénables: “Type of urinary
catheterization” x “Who answered the online questare”; “Type of urinary
catheterization” x “Person who assessed the Mielafty and “The person with spina
bifida undergoes catheterization” x “The MieloForuhelped in discussion or

clarification of questions regarding urinary caéregation.”

4.3. STUDY FUNDING

In Germany, the study depended on the collaboratfahe Catholic Academic
Exchange Service (KAAD), which financed the dodtaeholarship of this study’s
researcher.

In Brazil, the development team of the project aejeel on the support of the

Sé&o Paulo Research Foundation (FAPESP).
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5. RESULTS

For didactic purposes, the results were organinetivo phases, following the
same pattern used in the methodology. The firss@ltansisted of the construction and
validation of the virtual forum and the instrumersied for assessment of the forum. In

the second phase, the virtual forum was assessetitfre perspective of users.

PHASE 1: Construction and validation of the virtual foruamd the instrument for

assessing the forum from the perspective of users

During this phase, the MieloForum and the onlinesgiwnnaire were created
and validated for assessment of the forum fromptrspective of users. Both tools can
be accessed through their respective links:

http://mieloforum.eerp.usp.br/

https://pt.surveymonkey.com/s/mieloforum4

5.1. DEVELOPMENT OF THE VIRTUAL FORUM

The virtual forum, which is called the MieloForumwas developed in strict
compliance with the aforementioned methodologyngiss model that presents four
stages of software development: scope definitiotanrpng, production, and

implementation.

5.2. VALIDATION OF THE VIRTUAL FORUM BY EXPERTS
After development, the MieloForum was submittedatalysis by health and

informatics experts, aiming at its validation.
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A total of 37 health experts were invited to papate in the study, of whom 17

accepted. Sample characterization is describedlneT4.

Table 4

Characteristics of the health experts who partitguain the MieloForum validation
(n=17)

Characteristics n Mean (SD)
Age 17 38 (7.521)
Years of professional
o 17 8 (6.550)
activity
Length of activity in
rehabilitation (years) 13 8 (5.747)
Categories Frequency (%)
Gender Female 15 (88.24)
Male 2 (11.76)
Total 17 (100.00)
Experience in Yes 13 (76.70)
rehabilitation NoO 4 (23.53)
Total 17 (100.00)
Participation in scientificYes 14 (82.35)
events in the last two
No 3 (17.65)

years

Total 17 (100.00)
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Academic degree Undergraduate 3 (17.65)
Specialization 2 (11.76)
Master 8 (47.06)
Doctorate 2 (11.76)
Post doctorate 2 (11.76)
Total 17 (100.00)
Professional area Nursing 14 (82.35)
Physical Therapy 1 (5.88)
Psychology 2 (11.76)
Total 17 (100.00)
Current area of Rehabilitation 9 (52.94)
professional practice Higher education teaching 4 (23.53)
Doctoral student 1 (5.88)
Fundamental/pediatric
, 1 (5.88)
nursing
Intensive therapy unit 1 (5.88)

Epidemiological surveillancel (5.88)

Total

17 (100.00)
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A total of 22 informatics experts were invited tarficipate in the study, and 11

agreed. The characteristics of this sample arerithescin Table 5.

Table 5

98

Characteristics of the informatics experts who apated in the validation of the

MieloForum (n=11)

Characteristics n

Mean (SD)

Age 11
Years of professional

activity 1
Length of activity in

software/systems/website 8

38.273 (8.833)

10.727 (6.101)

10.375 (5.630)

(years)
Characteristics Categories Frequency (%)
Gender Female 1(9.09)
Male 10 (90.91)
Total 11 (100.00)
Experience in developmentNo 3 (27.27)
of
software/systems/websitesYes 8(7r2.73)
Total 11 (100.00)
Participation in scientific  No 4 (36.36)
events in the last two years
Yes 7 (63.64)
Total 11 (100.00)
Academic degree Doctorate 3 (27.27)
Specialization 3 (27.27)
Undergraduate 5 (45.45)
Total 11 (100.00)
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Professional area Systems analysis 2 (18.18)
Computer sciences 4 (36.36)
Computer graphics 1(9.09)
Social communication 1 (9.09)
Physics applied to medicine and
biil)logy PP (9.09)
Information technology 1(9.09)
Technical - Data analysis 1(9.09)
Total 11 (100.00)
Current area of professiongbupport analyst 1 (9.09)
practice Social communication 1 (9.09)
Development and maintenance
of web applications 1(9.09)
Distance education 1 (9.09)
Information systems 2 (18.18)
Research/management —
Informatics systems 1209
Informatics technician 4 (36.36)
Total 11 (100.00)

Assessment of the general impression of the MiglaRoby health and informatics

experts

To assess the general impression of the MieloFobath, informatics and health
experts participated and analyzed the criteriartesat in Table 6. The total number of
assessments was 28 (11 informatics experts anedlihtexperts). Table 6 presents the

content validity index and the respective percemtaigagreement for each criterion.
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Table 6

Content validity index figures for the assessmenthe general impression of the
MieloForum by informatics and health experts

Criteria Content validity = Agreement (in %)

index among the experts

1. The interface favors user participation in

the forum. 0.79 78.6
2. Content presentation favors user

participation in the forum. 0.85 85.2
3. The figures and photos help in

understanding the Forum theme. 0.78 77.7
4. The forum is also shown to be an

educational tool. 0.88 8.4
5. The limitations of the forum do not

overshadow its usefulness as a tool for 0.88 88.4

information and mutual support to users.
6. The name of the forum (MieloForum) is

adequate. 0.92 92.2
7. 1 would recommend the forum to subjects

with spina bifida and their families 0.96 96.4

Note: Figures in bold font did not reach minimumI@¥0.80 (80% of agreement)

In the assessment of the general impression oMikeForum, two criteria on
the questionnaire did not reach the minimum contaltitity index: Criterion 1 (“The
interface favors user participation in the forunaid Criterion 3 (“The figures and
photos help in understanding the Forum theme”)hw@VI of 0.79 and 0.78,
respectively.

Free access to reading the theoretical contemeoMieloForum was provided to
all visitors for the adjustment of Criterion 1 (“@hnterface favors user participation in

the forum”) in agreement with the assessments e@fettperts, that is, registration was
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no longer mandatory for this activity. The color tbke buttons to reply, mention or
create a new thread was changed from grey to gr@emng to emphasize these
functions. The main logo was redesigned and we vechthe logo of the collaborating
universities from the main page, based on thefoilg observation from Expert 17H:

“... the logos could be removed from the fronthe# photos, it is information overload,

it is cluttered...” The new version of the logo can be seen in Figure

Figure 4. Presentation of the MieloForum logo atbeing redesigned according to
experts’ suggestions.

After analyzing the suggestions for Criterion 3 aeting the figures, it was
observed that some experts said they were smaltliahdot help in understanding the
forum theme. In response, access to the figurephatbs was changed and users were
able to see the original enlarged images by clgkon them. In addition to
modifications to improve visualization of photoghap an illustrative video regarding
myelomeningocele was included.

At the end of the assessment of the general impress the MieloForum, the
28 experts answered questions 8 and 9 on the dlézton instrument: “Would you
like to change anything in the forum?” and “Woulalylike to include anything in the
forum?” The responses showed that 67.9% of the rexpgould like to change

something and 50% would like to add something. &@&bshows the observations of the
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experts in response to those questions and thdtingsalterations performed on the

MieloForum.

Table 7

Distribution of the observations of the informatarsd health experts, according to the
alterations performed in the MieloForum

Observations Actions

The content must be reinforced with ~ One illustrative video about spina bifida

illustrations. (Expert 03l). was included.

Better customization of the template... We improved the customization of the

(Expert 041). template and worked to make the forum
look more attractive.

“Why do | automatically enter the This contextual flaw was corrected,

forum?” | believe the doubt should referchanging it from Why do | automatically

to someone who asks “Why CAN'T |  enter the forum?to “Why can't |

automatically enter the forumdExpert automatically enter the forum?

071).

| think the visual is cluttered, especially The MieloForum logo was redesigned.

the site header, and | understand it can

be improved, with a better logo and a

cleaner and more interesting visual

(Expert O71).

The icons of the developers are twisted The photos of the project developers,

(Expert O71). present in the icofWho we are,” were

changed.

The link to Facebook in the upper menuAccess to Facebookas changed. Instead

could open a new browser tafExpert  of opening Facebook directly in the

08l) MieloForum page, it now gives access to a
new window so the user does not have to
leave the forum page to access it.

The links “Forum” in the upper menu  The “Forunt link was deleted. Only
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and “MieloForum” in the intermediate  “MieloForunt remains

menu lead to the same padExpert

08l)

The links “X new messages” and “View The links were combined into “View your
your messages” could be combined intomessages.”

one..” (Expert 08I)

The time on the website is incorrect. The time on the MieloForum was

(Expert 08I) configured according to the time zone of
Brasilia (DF/Brazil).
Unregistered users should have Access for reading the theoretical content

“reading” access to the thread¢Expert was provided to all visitors.
09I)

...letters are too close to one another, The font of the content was changed to

which affects reading Expert 10I) “Verdana.”
Registration should be completed It was decided to set up registration to be
automatically, without the need for completed automatically, without the need

confirmation by an administrator or for confirmation by an administrator or

activation e-mailExpert 10I) activation e-mail.

Any participation in the forum is non-  In the ‘MieloForum Terms of USg¢he

mandatory. | suggest you change this sentenceAny participation in the forum

sentence. (Expert 01H) is non-mandatorywas corrected toAny
participation in the forum is not
mandatory.

“What is spina bifida?” There are some In the topic*What is spina bifida

spacing errors in this part, and the use dmyelomeningocele?Some spacing errors

specific terminology. | suggest using  were corrected and specific terms were

more simplified language, so laypeople explained, such as cerebrospinal fluid

can understand .itf(Expert 01H) (sterile fluid present in the brain and the
spinal cord), cystic lesion (forming a
“sac”), and epithelial fistula (connection).

In “What is neurogenic bladder?” | The introductory paragraph of the topic

would start talking about urinary “What is neurogenic bladdeér@&hich
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alterations...(Expert 01H) approached spina bifida complicatjons
was removed. The theoretical content now
begins with the themeJrinary Systent

| missed an explanation on the anatomyAn illustrative figure was included,

of the urinary tract, including an image showing the anatomy of the urinary

including the organs involved in this  system.

system: the bladder, ureter, kidneys, and

urethra (Expert 12H)

...at first I had some difficulty finding outAiming at helping users find out how to

how to participate in the forunExpert  participate in or start a discussion,

13H) “MieloForum/Discussiorisvas added to
the main page as a title on the topic of
access to participation in discussions in
the MieloForum.

Bibliographic references take too much The font size of Bibliographic

space. | would reduce the font size of thReferencé'swas reduced and that of the

title and increase the font size of the  theoretical text was increased.

content.(Expert 14H)

The figure about bladder disorders in th&he figure in ‘Bladder Disorder§ was

neurogenic bladder topic is not very  reformatted.

clear. | think it may hamper

understanding(Expert 08H)

Some observations could not be followed, due tdtditions of the virtual tool or
because the team decided so after discussing tivbioh will be explained in the
discussion section. These are some of those olisgrsa

- Replacing the nameMieloForunt with “ Spina Bifida Virtual Forumi.

- Including qualified areas for institutions, pregeonals, researchers, and related
organizations.

- Creating a link to make scientific content avai@abl
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Including the possibility of sharing the MieloForwontent.

- In the topic ‘Intermittent catheterizatiohgxperts suggested the inclusion of
chlorhexidine (2%) and topical povidone-iodine ()0 genital hygiene in
the text.

- Transferring the divisions ofL'earn more about spina bifidgo the main
page.

- Adding illustrative material to the topi¢ritermittent catheterizatioh.

- Adding a space dedicated for reporting experiences.

- Remodeling the graphic project and making the fater more dynamic.

- Replacing the characters which are required foficomg registration.

Assessment of the theoretical content of the Mietak by health experts

Only the health experts participated in the assessof the theoretical content
of the MieloForum. A total of 17 assessments weaelenand Table 8 presents the CVI

and percentages of agreement for each assessment.

Table 8

Assessment of the content of the virtual forumdajth experts, using the content
validity index

Criteria CVI Agreement in %
among the experts

1. The objectives of the forum are  1.00 100.0
clearly defined.
2. The forum is consistent with the 0.88 88.2

objectives proposed.

3. Content is up-to-date. 0.94 94.1
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4. The content presents logical 1.00 100.0
organization.

5. Content is consistent with the 0.82 82.3
target public.

6. Information is clear and concise. 0-82 82.3
7. Texts are easy to read. 0.87 86.6
8. The presentation of figures and 1.00 100.0

photos is relevant to the

information in the texts.

9. Grammar is properly used. 0.82 82.4
10. Terms are properly used. 1.00 100.0
11.The presentation of contents draw.00 100.0

the attention of users.
12.The forum encourages user 1.00 100.0

participation.

13.Interaction among users is 1.00 100.0
effective.
14.The forum enables learning by  1.00 100.0

means of the exchange of
experiences among users.
15.The forum encourages mutual  1.00 100.0

support.

In the assessment of the theoretical content oMiséoForum, all criteria of the
guestionnaire reached the minimum CVI of 0.80 (8% greement).

Similar to the process followed in the analysigh@d general impression of the
MieloForum, all critiques, suggestions, and commmenade by the health experts were

analyzed and the resultant changes were as follows:
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The order of presentation of the medications in tbeic “Neurogenic
bladder treatmentwas changed.

Theoretical texts were reviewed with the aim of mgkhe language easier
to understand.

Theoretical texts were reviewed and standardized grammar and
agreement mistakes were corrected.

The use of water and neutral soap for performingarcl intermittent
catheterization was mentioned in the text.

A paragraph regarding the caliber of the catheter gerforming clean
intermittent catheterization was added in the bofiyre theoretical text.

The link in the topic htermittent catheterizatidnwas directing users to a

blank page; this error was solved.

Some observations regarding the content could retfdlowed, due to

limitations of the virtual tool or because the tedestided so after discussing them,

which will be explained in the discussion sectibhese are the observations:

“The figures could be colored, instead of black ainite” (Expert 12S).
Regarding the objectives of the MieloForum, ExdétH mentioned “(...) |
believe the presentation of the forum, where theatlve is stated, should
appear in the first page”.

Expert 11H stated “(...) the titles and subtitlesld have a larger font... and
fewer words (...)".

“Something cleaner and more dynamic should be worked.”o(Expert

17H).
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Interface ergonomics assessment by informaticsréepe

Informatics experts participated in the interfacgoaomics assessment of the
MieloForum. A total of 11 assessments were madeleT@ presents the content validity

index and the respective percentage of agreemerafth criterion.

Table 9

Interface ergonomics assessment of the virtualnfioloy informatics experts using the
content validity index

Criteria CVI Agreement (%)
among the experts
1. Menu pages have titles and headers. 0.80 80.0
2. Menu panels are formed based on @.91 90.9

logical criterion for grouping

options.

3. The names of the menu options ar®.82 81.8
concise.

4. The menu structure is designed s00.91 90.9

as to reduce the steps necessary for

selecting an option.

5. The use of abbreviations is 0.82 81.8
minimized in the menus.

6. Icons are legible. 0.64 63.7

7. lcons are different from one anothed.73 72.7

and always have the same meaning
on different pages.
8. Icons are economic as regards the0.55 54.6

space on the pages.

9. The user always controls system 0.91 90.9
browsing.
10. The user can interrupt a dialogue 1.00 100.0

and resume it at any time.
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11.The user can move quickly from 0.73
one part of the system to another.

12.Error messages are concise and 1.00
objective.

13.Data to be read are presented 0.82
continuously.

14.The forum adopts codes that are 0.88
significant or familiar to users.

15.The usual meaning of colors is 0.86
respected in the color codes
defined.

16. The presentation of texts and style 0.64
resources (italic, bold, underline or
different fonts) is properly
employed.

17.Visual codes are employed to 0.78
associate different categories of
data spread on the pages.

18.Items selected for alteration, updat8.73
or activation are distinguished from
others.

19. Any change in the current status 0f0.75
control objects is presented in a
clear fashion to users.

20.20. Controls and commands are 0.82
visually differentiated from the
information presented in the pages.

21.Pages present only information tha0.91
is necessary and essential to users
for their tasks.

22.The density of information on the 0.82
windows/pages is reduced.

72.8

100.0

81.8

87.5

85.7

63.7

77.8

72.8

75.1

81.8

90.9

81.8
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23.System design does not cause  0.89 88.9
memory overload.

24.The presentation space is 0.90 90.0
diagrammed into small functional
zones.

25.The arrangement of the interaction0.82 81.8
objects of a dialogue box follows a
logical order.

26.Links work properly. 1.00 100.0

27.System optimization is adequate t01.00 100.0

different bandwidths.
28.The system works properly in 1.00 100.0

different browsers.

Note: Figures in bold font did not reach minimumI@¥ 0.80 (80% agreement)

In the interface ergonomics assessment, as sekabie 9, eight criteria on the
guestionnaire did not reach the minimum CVI.

Criteria 6, 7 and 8 refer to the icons. In orderdspond to the observatiofis
found the images of the icons were not very imelt{(Expert 111) and“The ‘My
Profile’ and ‘Members’ icons are visually similabut they lead to different contents,
and so are the ‘Sign in’ and ‘Sign out’ icoris.)” (Expert 09l), the image of the
“Members icon was replaced with a figure with multiple & and the lamp from the
“Sign it and “Sign out icons was replaced with the image of a parti@pen door

(Figure 5).

Midoforum 0 mensagens Meu Perfil Sua

ol S :3 _ﬂ

Figure 5. IIIustratlon of the icons from the maege of the MieloForum

-
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For Criterion 11, the following observation waseséd: This layout, which
looks like an old information system, does not Halpwsing! (Expert 051). Some
changes in the presentation of the MieloForum wesde and the linkHow to use the

MieloForuni was created with explanatory content on the dpmraof the virtual tool

(Figure 6).
Video- Tutorial de utilizacdo do MieloFdrum 0 14 por equipemielo
por equipemielo » Sab Fev 21, 2015 04:44 Sab Fev 21, 2015 04:44

Como criar Topicos no MieloFdrum (Tutorial) 0 as por equipemielo

por equipemielo » Seg Nov 24, 2014 04:23 Seg Nov 24, 2014 04:23
Como participar das "Discussdes” no MieloF érum (Tutorial) 0 79 por equipemielo
por equipemielo » Sex Out 17, 2014 01:11 Sex Out 17, 2014 01:11

Figure 6 lllustration of the topic How to use the MieloForum

Criterion 16 refers to the presentation of the deahd style resources, and
elicited the comment,Ifi different texts at ‘Learn more about spina kaficthe titles or
topics of the texts are either underlined and mu@ot underlined and greén(Expert
09I). Considering this observation, all theoreti¢dekts for the MieloForum were
reformatted and standardized.

As regards Criterion 17, Expert 101 mentione@ihé codes are identical in all
pages. And in the assessment of Item 19, which referghi® change in the current
status of the control objects, the same experedtdt didn’t obtain any informatiori.
No changes were proposed for these two criteria.

In the opinion of Expert 10I,For laypeople, access to the changes can be
complicated, and in an attempt to improve Criterion 18, thenis selected for changes,
update or activation were distinguished from othkesng given the color green instead

of gray.
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In addition to the criteria that did not reach thmimum the CVI established for
this study, all critiques, suggestions and commemdsle by the informatics experts
were analyzed.

The following changes were made based on the consneénthe informatics
experts:

- The color of error messages was changed to redeashe suggestion of

Expert 08l,"Present the error message in red, if possibleg ldn alert.”

- Expert 111 found an error on tli®lembers” page, when clicking on a letter
in the optiorn'Search for a user."This error was corrected.

- There was a link that did not work properly duritite assessment by
Expert 11; the link was in the topitlUrinary infection and intermittent
catheterization,” and it directed the user to a blank page. Ther esmas
corrected.

Some observations could not be followed, due taditions of the virtual
tool or because the team so decided after disgussiem, which will be
explained in the discussion section. These obsensare listed below:

- Expert 10l commentedSubmenus inside the options demand more clicks,
delaying content reading.”

- Expert 08I mentionedOn any page (except the link to the home page), yo
always have to roll down to see the content (betfloev main menu), and
using screens with lower resolution (in notebodks,instance) facilitates
visualization by users, who are browsing for postal replies. Another
alternative would be to slightly reduce the heighthe upper menu,Along
the same line of thought, Expert 10l suggestiedprmation should appear

on the screen without the aid of the mouse stroll.
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5.3. VIRTUAL FORUM ACCESSIBILITY CHECK WITH WEB ACCESSIB ILITY
CHECKER (ACHECKER)

After accessibility analysis using Web Accessipili€hecker, a report was
issued with the identification of real and potehnfmoblems found. A total of 28
problems were found in the code of the MieloForwvhjch are listed in Table 10.
These data were organized and analyzed with thefaRHP programming language

and Microsoft Excel software.

Table 10

Distribution of the MieloForum pages according teetnumber of problems identified
in the AChecker analysis

Number and name of the page Number of problems found

Forum index 7
Sign in 0
Registration 0
Frequently asked questions 5
Welcome to the “MieloForum” 0
MieloForum/Discussions 0
Information about the MieloForum 8
0

Terms of use of the MieloForum

© © N o g bk~ 0D PRE

Who we are 0
10. Contact 0

11.Learn more about spina bifida/myelomeningocele 8

12.What is Spina Bifida? 0
13.What is Neurogenic Bladder? 0
14.Intermittent catheterization 0

15. Urinary infection and intermittent catheterization O

Total 15 pages 28 problems found

The problems identified on each page are descabéddllows.
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On Page 1, seven problems were found in the cotieed¥lieloForum. The first
six problems were related to the code> (bold in HTML). The seventh problem was
related to the codehl> (heading in HTML), claiming it was empty.

On Page 4, five problems were found in the codthefMieloForum. All five
problems referred to the code> (italic in HTML).

Eight problems in the code of the MieloForum weyerid on Page 7. All eight
problems were related to the code> (bold in HTML). Exactly the same number and
type of problem were found on Page 11.

Pages 2, 3, 5, 6, 8, 9, 10, 12, 13, 14 and 15 digresent any problems in the
AChecker analysis.

The AChecker analysis also pointed out a possilelem with the names of
our objects in the Cascading Style Sheets (CSStyla sheet language that is used to
define the presentation of written documents inakwp language, such as HTML),

claiming that the objects had irrelevant titles.

5.4. CERTIFICATION OF THE VIRTUAL FORUM WITH THE HE ALTH ON
THE NET FOUNDATION (HON)

The certification of the MieloForum by the Health the Net Foundation (HON)
was achieved after the forum was submitted to thaltH on The Net Code, in the HON
website, which initiated the process of obtaining tertification seal. The certification

process is illustrated in Figure 7.
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EVALUATION &
MODIFICATION

Figure 7 lllustration of the HON Certification Process. Adied (HON, 2013)

The website was reviewed and assessed with regaahipliance with the eight
principles of the HONcode, in addition to princplef privacy and messages.
Modifications made to the website that were basedhe suggestions from the HON
assessment are described as follows. It is wortghlighting that all corrections
suggested by the HON certifiers were made.

For the purpose of compliance with Principle 3 (atentiality), a page
containing the privacy policy for information catted on the website was created. This
page was called “Terms of use of MieloForum,” ahgbrovides information on the
confidentiality policy and use of the forum.

Aiming at disclosing the funding sources for theeMForum, regarding
Principle 7 (financial disclosure), a page call€thrtners” was created, in which the
institutions that provided financial support foopact development are mentioned.

Principle 8, regarding honesty in editorial poliagd advertisement, was also
addressed on the “Partners” page, which expla@isttte MieloForum currently has no
form of advertisement, advertising links or banners

In order to take the Health 2.0 principles intoaaod, two items were added to
the “Terms of use of the MieloForum,” providing fegation to users regarding

privacy and messages.
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5.5. ILLUSTRATIONS OF THE FINAL VERSION OF THE VIRT UAL FORUM

The main pages of the MieloForum are shown belolws TS the version that
was presented to users after making the changegesiegl by the experts and the
HONCcode team.

Figure 8 shows the main page, which appears te w@esoon they access the
MieloForum. This page presents access tabs for “WBdAre,” “Facebook,” “Contact”
(e-mail of the MieloForum team for contact with ige“Frequently Asked Questions,”
“Partners” (organizations that are partners of tMieloForum), “HONcode
Certification,” “Information about the MieloForum,"Profile and Participation of
Users,” a “List of All Users,” “Informational Textsabout Spina Bifida,” and

“Discussions about Various Topics.”

QUEMSOMOS FACEBOOK  CONTATOS PERGUNTAS PARCEIROS — HONCODE

r .

¢ s 1 A
Indice do forum /A
Bem-vindo: Seg Mai 11, 2015 05:43 A sua ultima visita foi em Dom Maij 10, 2015 02:23
[ Painel de Controle do Moderador ]
Ler mensagens sem resposta « Ver mensagers nao lidas « Ver mensagens novas « Pesguisar portopicos alivos Assingar todos os faruns como lidos
FORUM TOPECOS MENSAGENS ULTIMA MENSAGEM
Bem-Vindo! 1 1 por equipemielo

Sab Jun 28, 2014 10:31
Informagées sobre o MieloFdrum - por equipemielo

5 el
Figure 8. lllustration of the main page of the Migbrum (to be continued)
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MIELOFORUM/DISCUSSOES TOPICOS MENSAGENS ULTIMA MENSAGEM

Apresente-se para a comunidade 15 ) por equipemielo
Qua Abr 08, 2015 04:17

Dividas sobre a técnica do cateterismo por naira
Qua Mar 18, 2015 07:52

Problemas para conseguir o material do cateterismo 1 s por Simone Dos Santos

Sab Fev 28, 2015 01:57

Moda Inclusiva 1 a por Joaolucas.costa
Ter Mar 17, 2015 07:45
Esfincter urinario artificial 1 1 por equipemielo

Sex Abr 10, 2015 03:53

Violéncia contra as pessoas com deficiéncia 1 1 por equipemielo

Seg Abr 27, 2015 09:59

CURIOSIDADES /TEXTOS SOBRE MIELO MENINGOCELE TOPICOS MENSAGENS ULTIMA MENSAGEM

Acido Félico e prevencéo da Mielo 1 2 por sat

Sab Mar 21, 2015 07:24

Reparo intrautero (cirurgia antes do nascimento) 1 7 por Laura G tavares

Qui Mar 26, 2015 09:51

Figure 8. lllustration of the main page of the Migbrum
Figure 9 illustrates the tab “Who We Are.” This see discloses the objectives
of the MieloForum and the members of the team, witikir resumes, and the

institutions involved in this project.

editar X ! | ? citar
Quem Somos

| por equipemielo * S3b Jun 28, 2014 10:53

0Ola, gostariamos que vocé nos conhecesse um pouco
mais! ©
equipemielo
Mensagens: 47
Nos somos um grupo de pesquisadores e profissionais da Universidade de Fegistrado em: Seg Fev 16,
Sdo Paulo (USP) e da Universidade de Dortmund na Alemanha com
experiéncia na reabilitacdo de pessoas com Mielomeningocele. 4

Tivemos a ideia de fazer um férum virtual para os brasileiros com Mielo,
assim como existe na Alemanha. O nosso Férum pretende ajudar as

pessoas na troca de informacdes sobre a Mielomeningocele (Espinha
Bifida).

Aqui todos nés vamos compartilhar nossas duvidas, conhecimentos,
dificuldades e experiéncias, criando uma rede de apoio e aprendizagem.

O Forum sera construido por todos nos! Participe, faca o seu registro e
venha nos ajudar com a sua experiéncial

Abaixo vocé encontra quem faz parte da Equipe do MieloForum:

Figure 9. lllustration of the tab “Who We Are” (be continued)
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Fabiana Faleiros Santana Castio
Enfermeira, Professora Doutora da Escola de Enfermagem de Ribeirdo
Preto da Universidade de Sao Paulo (EERP/USP);
Curriculo Lattes

A TN
Karl Christoph de Oliveira Kappler
Psicalogo, Professor Doutor da Faculdade de Ciéncias da Reabilitacdo da

Universidade de Dortmund (Alemanha);
Curriculo Lattes

Figure 9. lllustration of the tab “Who We Are” (b@ continued)

i

Naira Beatriz Favoretto
Enfermeira, doutoranda da Faculdade de Ciéncias da Reabilitacdo da
Universidade de Dortmund (Alemanha)

Figure 9. lllustration of the tab “Who We Are” (b continued)

118
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Alef Janguas da Costa
Graduando da Informatica Biomedica da Universidade de Sdo Paulo
(USP);
Curriculo Lattes

Figure 9. lllustration of the tab “Who We Are”
Figure 10 presents the information provided abdw MieloForum, which
includes the terms of use, HONcode certificatioal,ggartners, who we are and contact

information.

TOPKOS RESPOSTAS EXIBIOOES ULTIMA MENSAGEM

SELO DE CERTIFICACAO DO HONcode

por equipemielo
por equipemielo » Sab Mai 02, 2015 10:45 o 3 Sab Mai 02, 2015 10:45
Parceiros 0 481 por equipemielo
por equipemielo » Qua Out 15, 2014 12:04 Qua Out 15, 2014 12:04
Termos de uso MieloFérum 0 0 por equipemielo
por equipemielo » Sab Jun 28, 2014 11:00 209 g3 un 28, 2014 11:00
Quem Somos por equipemielo

0 699

por equipemielo » Sab Jun 28, 2014 10:53 Sab Jun 28, 2014 10:53

Contato 0 488 por equipemielo
por equipemielo » Sab Jun 28, 2014 10:24 Sab Jun 28, 2014 10:24

Figure 10. lllustration of the threads for accesmtormation about the MieloForum

Figure 11 shows the HON certification seal andieflatescription of the Health

On the Net Foundation (HON).
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SELO DE CERTIFICACAO DO HONcode -
equipemielo
"n” CERTIFIED Mensagens: 47
@’I"‘ Registrade em: Seg Fev 18,
03/2015 2014 07:06
|

O nosso trabalho para construir uma ferramenta virtual confidvel e de qualidade foi
reconhecido pela Fundacdo Health On the Net (HON), Essa fundac3o avalia sites da
area da saude e certifica a qualidade e a transparéncia das informacdes.

Para a aquisicdo da certificacdo HONcode & necessario o cumprimento de 8 principios:
Autoridade, Complementariedade, Confiabilidade, Atribuicdo, Justificativas,

Transparéncias, Divulgacdo Financeira e Publicidade.

4 ades3o ao selo de qualidade da HON & considerada come “padrao-ouro™ por
especialistas internacionais!!!

Equipe MieloFérum

Figure 11. lllustration of the HON certificationade

Figure 12 illustrates the first step of a tutor&dout how the MieloForum
operates. In addition to tutorials on how to creagav threads and participate in
discussions, there is also an instructional videshis section about the MieloForum

and its operation.

TOPICDS MENSAGENS ULTIMA MENSAGEM

Davidas sobre a W to cateterismo por Monica
Seg Ago 25, 2014 08:02

Dificuldade para realizar o cateterismo 1 2 por José

Sex Ago 22, 2014 02:35
Problemas para conseguir o material do cateterismo 1 3 por José

Seg Ago 25, 2014 07:53

Figure 12 lllustration of the first step of the tutorial tww to participate in discussions
in the MieloForum

Figure 13 shows the threads for access to thenrdtonal texts about spina
bifida/myelomeningocele, namely: “What is spinadafmyelomeningocele?” “What is

neurogenic bladder?” “Intermittent catheterizatéom urinary infection.”
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0 que é Espinha Bifida/Mielomeningocele? por equipemielo

por equipemielo » Ter Jul 22, 2014 10:47 o 1084 Ter Jul 22, 2014 10:47
0 que é Bexiga Neurogénica? por equipemielo
por equipemielo » Ter Jul 22, 2014 10:46 0 953 Jerul 22, 2014 10:46
Cateterismo Vesical Intermitente por equipemielo
por equipemielo » Ter Jul 22, 2014 10:45 0 989 Ter Jul 22, 2014 10:45

Infecgdo urinaria e cateterismo vesical intermitente 0 697 por equipemielo
por equipemielo » Qui Jun 26, 2014 05:44 Qui Jun 26, 2014 05:44

Figure 13. lllustration of the threads for accesthe informational texts about spina
bifida/myelomeningocele

Figure 14 illustrates an extract of one of the infational texts about spina
bifida/ myelomeningocele available in the MieloForuThis text describes aspects such
as the definition and classification of the malfatian in question, in the form of both
text and with figures.

ESPINHA BIFIDA

equipemielo
A Espinha Bifida, também conhecida como Disrafismo Espinhal, € uma e
malformacdo congénita (presente ao nascimento), caracterizada Por UM  heeis em: Seq Fev 10,
fechamento incompleto do tubo neural (¢ o que da origem a coluna 20%407:08

vertebral). 4

Pode ser classificada como Espinha Bifida Aberta ou Fechada.

A Espinha Bifida Aberta pode ser dividida em:

- Mielomeningocele (MMC): lesdo da linha media contendo liquor
(liquido esteril presente no ceérebro e medula espinhal), meninges
(camadas que protegem o sistema nervoso central) e elementos da
medula. Tecido nervoso exposto (nao coberto por pele).

- Meningocele: lesdo cistica (forma uma "bolsa" que é composta por
liguor, meninges e pele).

- Lipomielomeningocele: massa de gordura, geralmente coberta por
pele, que se estende para a medula.

ASBH, 2009

Legenda de cores: Vermelho: Medula Espinhal; Verde: Meninges; Cinza:
Estruturas Osseas; Preto: Discos Vertebrais.
Legenda numérica: (1) Coluna normal; (2) Meningocele; (3) Mielomeningocele

Figure 14. lllustration of the informational texdlsout spina bifida/myelomeningocele

Figure 15 shows some discussion threads that ae tpusers to report their

experiences, ask questions, and participate idigweission of a predetermined subject.
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MIELOFORUM/DISCUSS0ES TOPICOS MENSACENS (NTIMA MENSAGEM
Apresente-se para a comunidade 15 42 por equipemielo
Qua Abr 08, 2015 04:17
Duvidas sobre a técnica do cateterismo 1 6 por naira

Qua Mar 18, 2015 07:52

Problemas para conseguir o material do cateterismo 1 B por Simone Dos Santos

Sab Fev 28, 2015 01:57

Moda Inclusiva 1 4 por Joaolucas.costa
Ter Mar 17, 2015 07:45
Esfincter urinario artificial 1 1 por equipemielo

Sex Abr 10, 2015 03:53

Violéncia contra as pessoas com deficiéncia 1 i por equipemielo

Seg Abr 27, 2015 09:59

Figure 15. lllustration of the discussion thredus tare open for participation of users
of the MieloForum

Figure 16 presents an example of participation he tiscussion threads

illustrated in the previous illustration.

autocateterismo, quem consegue fazer?

RESPONDER 4 Pesquisar neste topic m & mensagens » Pagina 1 de 1
- editar b 4 7 citar )
autocateterismo, quem consegue fazer? Joze

por José » Seg Ago 25, 2014 04:58
Ola pessoal,
Meu nome é José, tenho 18 anos, quero fazer o cat sozinhe, mas tenhe medo de passar a
sonda e vergonha dos meus amigos saberem... Minha mae faz pra mim por enguanto.
Alguém mais passa por isso?

Por favor me ajudem @ (Exemplo de tépico e discussdo- usudrio ficticio)

. editar X 7 citar :
Re: autocatetensmo, quem consegue fazer? Monica

por Monica » Seg Ago 25, 2014 0502

José, tente ficar tranguilo e comece a fazer o cateterismo aos poucos, ajudando a sua
mae. Eu comecei retirando a sonda, minha mie passava e eu tirava, até perder o medo.
Hoje eu fago sozinha, Quanto 3 vergonha, desencana, as pessoas sdo diferentes e cada
um € especial. Se quiser conversar, me escreve por mensagem!

Um abraco (Exemplo de topico e discussdo- usuario ficticio)

Figure 16. Illustration of an example of participatin discussion threads on the
MieloForum

Figure 17 illustrates the thread “Introduce yourselthe community.” In this
section, the users briefly introduce themselvesrattgistering in the MieloForum. The
aim of this thread is for users to get to know eather, and to encourage their

participation in the MieloForum.
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Apresente-se para a comunidade

NOVO TOPICO ki Pesquisar neste forur Selecionar todos os topicos como lidos 15 topicos » Pagna 1 de 1
Claudia Bernardo 3 20 por equipemielo
por claudiabernardo » Qui Fev 26, 2015 06:59 Qua Abr 08, 2015 04:17
Carli dias x Gabriela 1 5 por equipemielo
por Carli Dias » Qui Mar 19, 2015 09:01 Sex Mar 20, 2015 06:30
Jodo Lucas 1 10 por equipemielo
por Joaolucas.costa » Ter Mar 17, 2015 07:29 Qua Mar 18, 2015 07:43
Elisandra Natalia 6 a5 por Elisandra Natalia
por Elisandra Natalia » Sex Jan 23, 2015 04:18 Seg Mar 02, 2015 09:53

Simone dos santos por Simone Dos Santos

por Simone Dos Santos » Sex Fev 27, 2015 09:35 = 11 Sib Fev 28, 2015 01:51
Laila Costa 1 14 por equipemielo

por Laila Costa » Ter Fev 17, 2015 11:31 Ter Fev 17, 2015 06:02
Sandro Alécio 1 16 por equipemielo

por sat » Seg Fev 02, 2015 07:03 Ter Fev 03, 2015 04:30
Denizeti F. Barbosa 2 15 por fabifaleiros

por Denizeti F. Barbosa » Seg Fev 02, 2015 10:40 Seg Fev 02, 2015 12:35

Figure 17. lllustration of the thread “Introduceuyself to the community”

Figure 18 presents the titles of the threads wheegs can find scientific texts
and up-to-date content, items of interest, and stex@bout spina

bifida/myelomeningocele, for reading and discussion

URIOSIDADES [ TEXTOS SOBRE MIELD MENINGOCELE TOPICOS MENSAGENS ULTIMA MEHSAGEM

Acido Félico e prevencio da Mielo 1 3 por Suellem Vieira

Ter Jun 09, 2015 06:08

Cat (cateterismo urinario) 3 11 por oscar miranda |

Ter Abr 14, 2015 07:45

Ulcera por Pressao A 10 porFernandao?

Seg Jun 08, 2015 09:37
Cirurgias 3 13 por vitorhugo

Sex Jul 31, 2015 01:52
Sexualidade 1 4 por Joaolucas.costa

Sab Mai 02, 2015 12:51

Mielomeningocele e Alergias 3 5 por Simone Dos Santos

Qui Fev 26, 2015 06:40

Cuidado da crianca com Espinha Bifida pela familia no domicilio 1 + por Fernanda Araiijo
Dom Fev 15, 2015 09:38
Acessibilidade domiciliar 1 8 por Joaolucas.costa

Qua Mar 18, 2015 08:51

Incluséo escolar por Laura G tavares |

Figurel8.lllustration of the thread “ltems of interest aretts about spina
bifida/myelomeningocele”
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5.6. CREATION, VALIDATION AND PRETEST OF AN ONLINE
QUESTIONNAIRE TO ASSESS THE VIRTUAL FORUM FROM THE

PERSPECTIVE OF USERS

First step: creation of the online questionnaire

An online questionnaire with 40 questions, 38 mpldtichoice and 2 open-
ended, was created. It was divided into two paftse first section had the aim of
characterizing the sample, and included questielased to user characteristics, such as
name, age, gender, academic degree and spina loiédaon. The second section was
aimed at assessing the interface of the MieloFoamah eliciting the suggestions and
comments of users regarding the use of the formraddition, there were questions
related to the contribution of the MieloForum te goromotion of autonomy, exchange

of information and experiences, learning, and adgon among users (Appendix 15).

Second step: validation of the online questionnaire

Fifteen health experts were invited to participatehe validation of the online
questionnaire. In the end, the sample totaled etgperts, because even though ten
agreed to participate, two did not return the catgal data collection instrument and

were therefore excluded. The characteristics sfgshimple are represented in Table 11.
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Table 11

Characteristics of the health experts who validatezlonline questionnaire for the
assessment of the MieloForum by users (n=8)

Characteristics n Mean (SD)
Age 8 36 (5.397)
Years of activity in
rehabilitation 8(6.659)
Characteristics Categories Frequency (%)
Gender Female 7 (87.50)

Male 1 (12.50)
Total 8 (100.00)
Experience in No 0 (0.00)
rehabilitation

Yes 8 (100.00)
Total 8 (100.00)
Participation in scientific 4 1 (12.50)
events in the last two
years Yes 7 (87.50)
Total 8 (100.00)
Academic degree Undergraduate 2 (25.00)

Specialization 1 (12.50)

Master 5 (62.50)
Total 8 (100.00)
Professional area Nursing 8 (100.00)
Total 8 (100.00)
Current area of Doctoral students 2 (25.00)
professional practice

Nursing/Rehabilitation 6 (75.00)

Total

8 (100.00)
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Table 12 shows the content validity index (CVI) dhd respective percentage of
agreement for each question of the online questioeras for principles of clarity,

understanding, language, and relevance.

Table 12

Distribution of the questions according to the @nitvalidity index and the percentage
of agreement among the experts in relation to tivecyples assessed

Question Principles assessed

Content validity index Agreement among the experts
Clarity Understanding Language Relevance
1 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
2 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
3 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
4 0.86 87.5% 1.00 100.0% 1.00 100.0% 1.00 100.0%
5 1.00 100.0% 1.00 100.0% 1.00 100.0% 0.86 87.5%
6 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
7 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
8 0.86 87.5% 1.00 100.0% 1.00 100.0% 1.00 100.0%
9 0.75 75.0% 0.86 87.5% 0.86 87.5% 0.86 87.5%
10 0.86 87.5% 100 100.0% 1.00 100.0% 1.00 100.0%
11 0.86 87.5% 0.86 87.5% 0.86 87.5% 0,86 87.5%
12 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
13 0.86 87.5% 1.00 100.0% 1.00 100.0% 1.00 100.0%
14 0.86 87.5% 0.86 87.5% 086 87.5% 086 87.5%
15 1.00 100.0% 1.00 100.0% 1.00 100.0% 0.87.5%
16 0.86 87.5% 0.86 87.5% 0.86 87.5% 1.00 100.0%
17 1.00 100.0% 1.00 100.0% 0.86 87.5% 1.0100.0%
18 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
19 1.00 100.0% 1.00 100.0% 1.00 100.0% 1.00 100.0%
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20
21
22
23
24
25
26
27
28
29
30
31
32

1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00

100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%

1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00
1.00

100.0%
100.0%
100.0%

100.090.75 75.0%

100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%

1.00
1.00
1.00

1.00
1.00
1.00
1.00
0.86
1.00
1.00
1.00
1.00

100.0%
100.0%
100.0%

100.0%
100.0%
100.0%
100.0%
87.5%

100.0%
100.0%
100.0%
100.0%

1.00
1.00
1.00

1.00
1.00
1.00
1.00
1.00
1.00
1.00
0.86
1.00

127

100.0%
100.0%
100.0%

1.00 100.0%

100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
100.0%
87.5%

100.0%

Note: Figures in bold font did not reach minimumI@¥ 0.80 (80% agreement)

Thirty questions had a CVI greater than or equél.86; however, two questions

(10 and 23) had a CVI of 0.75. Hence, Question 468 modified as to its clarity and

Question 23 regarding its language. Suggestionscantments made by the experts

regarding the online questionnaire led to the ratdation of some questions (4, 5, 7,

10, 13, 16, 17 and 28) and the addition of a qoestgarding the type of catheter used

for urinary catheterization.

Third step: pretest with users of the virtual forum

Ten users of the MieloForum were invited to paptite in the pretest. The

sample was made up of three people who agreedrticipate in the study, signed the

Free and Informed Consent Form, and answered tiire elata collection instrument.

The characteristics of this sample are presentdalohe 13.
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Table 13

Characteristics of the MieloForum users who papatied in the pretest of the online
questionnaire (n=3)

Characteristics n Mean (SD)
Age 3 38 (7.363)
Categories Frequency (%)
Gender Female 2 (66.33)
Male 1 (33.33)
Total 3 (100.00)

Relationship to the The participant has spina bifida 2 (66.33)

person with spina bifidarhe participant is a relative of

someone with 1(33.33)
myelomeningocele
Total 3 (100.00)
Level of education Complete high school 1 (33.33)
Incomplete undergraduate
1(33.33)
degree
Complete undergraduate
1 (33.33)
degree
Total 3 (100.00)

Filling in the online questionnaire was considesasy by one participant and
very easy by two participants. A participant repdrhaving difficulty answering the

question: “What is the current occupation of thespa with myelomeningocele/spina

bifida?” due to the impossibility of providing motban one alternative. Regarding

clarity, comprehension, language, and relevance tuestions of the online
guestionnaire were considered adequate. As suggdstea participant, questions
regarding hydrocephalus were included. All paracis considered the online

guestionnaire adequate to assess the MieloForum.



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 129

The final version of the online questionnaire wasadm available on Survey

Monkey through the link: https://pt.surveymonkeyrgs/mieloforum4

Phase 2:Assessment of the virtual forum from the perspectif/users

This section will present the results of the assess of the MieloForum from
the perspective of users. Data were collected usmgnline questionnaire, which was
created and validated in the first phase of thseaech. The sample was made up of

MieloForum users.

5.7. ASSESSMENT OF THE VIRTUAL FORUM FROM THE PERSPECTIVE
OF USERS

All 72 MieloForum users were invited to participatethe forum assessment. Of
these, 35 agreed to participate; however, only 3wared all the questions in the
online questionnaire, yielding a total sample o3G=

The data collected were organized into five pastspiesentation of the results

of the second phase:

1) Descriptive statistical analysis of the sociodemapgic variables of all 72
MieloForum users (people with spina bifida and fgrmembers).

2) Descriptive statistical analysis of the socioderapbic variables of the 30
MieloForum users (people with spina bifida and fgmmembers) who
participated in the assessment of the forum.

3) Descriptive statistical analysis of the socioderapbic and health variables

of the people with spina bifida who participatedhe study.
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4) Descriptive statistical analysis of the variablesed for the MieloForum
assessment from the perspective of users.

5) Advanced statistical analysis.

1) Descriptive statistical analysis of the sociodemgraphic variables of all 72
MieloForum users (people with spina bifida and fanly members)

This section will present the descriptive statatianalysis of the variables
available in the profile filled in by the MieloFaruusers, with the aim of characterizing
the individuals who use the forum. Therefore, thestion presents data from all 72
MieloForum users who registered in the forum betwevember 28, 2014 and April

28, 2015.
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Brazil is divided into five regions (North, Nortrsta Center-West, Southeast,

and South). The percentages of visits to the Miglof by region are represented in

Figure 19.

North
(1.34%)

Northeast
(10.88%)

Center-West

(9.09%)

Southeast
(60.21%)

Figure 19. Origin of visits to the MieloForuamecording to the five Brazilian regions

A total of 671 visits by people living in Brazil waverified, with 404 (60.21%)
visits in the Southeast, 119 (17.73%) in the Sod®,(10.88%) in the Northeast, 61

(9.09%) in the Center-West, and 9 (1.34%) in thetiNdT'he origin of 5 visits (0.75%)

could not be identified.
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Graph 1 shows the distribution of MieloForum acaagdto their relationship

with the person with spina bifida.

3 (4%)

3 (4%)
4 (6%)

m Mother
m Person with SB

16 (22%) = Father

m Sister

46 (64%) m Uncle/Aunt

Graph 1 Distribution of all MieloForum users accordingthe relationship to the
person with spina bifida (n=72)

The mothers of people with spina bifida represe@®% of all users, followed
by people with spina bifida, fathers, uncles ortauand sisters of people with spina
bifida. Among the mothers, one woman was pregnahtavchild with spina bifida.

The age of the total sample of MieloForum users/@=varied from 18 to 58

years, with a median of 32 (13-40) years and a mé€&82.25 (8.015) years.
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Graph 2 shows the distribution of the sample adogrdo the gender of the

MieloForum users.

15 (20.80%)

m Female
m Male

57 (79.20%)

Graph 2 Distribution of all MieloForum users accordinggender (n=72)

Among all MieloForum users, females prevailed, vithwomen (79.20%) and
15 (20.80%) men (Graph 2).
Table 14 presents the evaluation of the level afcaton of the MieloForum

users.

Table 14

Distribution of MieloForum users according to lewaleducation (n=72)

Level of education Frequency Percentage Cumulative
percentage

Elementary school 2 2.8% 2.8%

High school 34 47.2% 50.0%

Higher education 36 50.0% 100.0%

Total 72 100.0%
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High school and higher education represented 97a2%he sample of all

MieloForum users.

2) Descriptive statistical analysis of the sociodemgraphic variables of the 30
MieloForum users (people with spina bifida and fanmly members) who
participated in the assessment of the forum

This section will present the descriptive stataticanalysis of the
sociodemographic variables of the MieloForum userso participated in the
assessment of the forum by means of an online iQuesire. The sample was made up
of 30 individuals.

All MieloForum users were invited to participatetims study by means of an
invitation with a direct link to the online quegtimaire, available on the Survey Monkey
website. The invitations were sent through FacepWdkatsApp, personal e-mails, and
private messages sent in the MieloForum. Table H&wvs the total number and

percentage of the online questionnaires answeceds@ing to the means of promotion.

Table 15

Distribution of users who participated in the assaent of the MieloForum according
to the means of promotion of the research (n=30)

Means of promotion Number of Number of questionnaires

questionnaires answered answered in %

Facebook 17 57
Email 9 30
WhatsApp 4 13
Private message 0 0

(MieloForum)
Total 30 100




VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 135

Facebookwas the means through which most participants (5@é6gssed the
online questionnaire, followed by e-mail (30%) anthatsApp (13%). It is noteworthy
that there was no access to the online questiabgimeans of private messages in the
MieloForum.

Graph 3 shows the distribution of MieloForum acaagdto their relationship

with the person with spina bifida.

1 (3%)

5 (17%)

m Mother
m Person with SB

16 (53%) ™ Father
m Sister

8 (27%)

Graph 3Distribution of the sample of users who assessed/ieloForum, according to
their relationships to the person with spina bifjda30)

The mothers of people with spina bifida represeatarthan half (53%) of the
users who assessed the MieloForum, followed by Ipeafth spina bifida (27%),
fathers (17%), and sisters (3%) of people with agiifida. The sum of mothers and

people with spina bifida represents 80% of thesusdmo assessed the MieloForum.
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Then origin of the users who participated in theeasment of the MieloForum is

represented in Graph 4.

2 (7%)

1 (3%)

4 (13%)
m Southeast

m Northeast
m South
17 (57%) m Center-West

m Other
6 (20%)

Graph 4. Distribution of the origin of thusers who assessed the MieloForum (n=30)

Of the five Brazilian regions, North, Northeast, nB¥-West, Southeast, and
South, only the North region had no participantsereas the Southeast region had the
most participation, with 57% of the total sampleisl noteworthy that one participant
was from Portugal, and another did not provideohnigin, so both were not included.

The age of the sample of users who participatedhen assessment of the
MieloForum (n=30) varied between 22 and 58 yeath wimean of 34.87 (8.34) years
and a median of 34.00 (12-36) years.

Regarding gender, the sample of users who ass#ssédieloForum was made

up of 20 (67%) women and 10 (33%) men.
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Table 16 shows the level of education of the usel® assessed the

MieloForum.

Table 16

Distribution of users who assessed the MieloForaceprding to level of education
(n=30)

Level of education Frequency Percentage Cumulative
percentage

Elementary school 4 13.3% 13.3%

High school 8 26.7% 40.0%

Higher education 18 60.0% 100.0%

Total 30 100.0%

The level of education that prevailed among usdrs assessed the MieloForum
was higher education (60%).
The users who assessed the MieloForum also answgeiestions about their

current occupation. The results are presented api&¥.

12 (40.0%)
11 (36.7%)

3 (10.0%)
2 (6.7%) 2 (6.7%) .
Has a job Does not Attends school Attends college Other

perform any
professional
activity

Graph 5 Distribution of the occupation of the users wheessed the MieloForum
(n=30)



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 138

As current occupation, 12 (40%) users who assabseMieloForum had a job
and 11 (36.7%) did not perform any professionalvagt The remaining sample
attended school, 2 (6.7%) or college, 2 (6.7%)paenformed another activity, 3 (10%),
such as a volunteer activity or a language coudse person was retired and another
was away from work on a leave (Graph 5).

Table 17 presents the data regarding the familpnre of the users who

assessed the MieloForum.

Table 17

Distribution of the monthly family income of theetsswho assessed the MieloForum,
according to the Brazilian minimum wage (n=30)

Monthly family income Frequency Percentage Cumwati
percentage

Up to 2 minimum wages (up 11 36.7% 36.7%

to R$1,576 or €450)

Between 3 and 5 minimum 15 50.0% 86.7%

wages (R$1,576 — R$3,940 or
€450 — €1,125)

Six or more minimum wages 2 6.7% 93.35%
(+ R$4,728 or €1,350)

| don’t know/I'd rather not 2 6.7% 100.0%
answer

Total 30 100.0%

Fifty percent of the sample had a monthly familgame between 3 and 5
Brazilian minimum wages, 36% earned up to 2 Braazilminimum wages, and 6.7%

earned 6 Brazilian minimum wages or more.
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3) Descriptive statistical analysis of the sociodemgraphic and health variables of
the people with spina bifida who participated in the study

This section will present the descriptive stataticanalysis of the
sociodemographic and health variables of the peepth spina bifida who were
MieloForum users or relatives of the users who ssexk the forum by means of an
online questionnaire. This sample was made up @edple with spina bifida.

The age of the sample of people with spina bifita3Q) varied between 0 and
38 years, with a mean of 12.03 (11.990) years anédian of 8 (22-38) years.

Graph 6 presents the distribution of people wjma bifida according to the

gender of the MieloForum user.

m Female
14 (47%)

m Male
16 (53%)

Graph 6. Distribution of people with spina bifidecarding to their gender (n=30)

The sample of people with spina bifida was madefupt (47%) women and 16

(53%) men.



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 140

Table 18 shows the level of education of the peujille spina bifida.

Table 18

Distribution of people with spina bifida, accorditgtheir level of education (n=30)

Level of education Frequency Percentage Cumulative
percentage

Elementary school 9 30.0% 30.0%

High school 3 10.0% 40.0%

Higher education 7 23.3% 63.3%

Not in school age 11 36.7% 100.0%

Total 30 100.0%

Elementary education was the level that prevailethragy people with spina
bifida, representing 30% of the sample. It is natatwy that 36.7% of the sample were
not of school age, that is, they were under seeamsyof age.

The current occupation of the people with spinahifs presented in Graph 7.

13 (43.3%)

10 (33.3%)
4 (13.3%)
2 (6.7%)
1 (3.3%) -

Does not  Attends school Has ajob  Attends college Other
perform any
professional

activity

Graph 7. Distribution of the occupation of the pleopith spina bifida (n=30)
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Thirteen (43.3%) of the people with spina bifidad dnot perform any
professional activity and 10 (33.3%) attended sthblbe remaining sample attended
college, had a job, or performed another actistich as preparatory courses for public
service exams, swimming, or language courses.

People with spina bifida were classified accordiiog the location of the

malformation (Graph 8).

3 (10%)
1 (3%)

2 (7%)
m Sacral

13 (43%) ® Lumbar

m Cervical
E Thoracic
m Unknown

11 (37%)

Graph 8. Distribution of the people with spina théiaccording to the location of the
malformation (n=30)

Spina bifida was most frequently found in the skzgion (43%), followed by
the lumbar region (37%). Thus, the lumbosacralargepresented 80% of the sample.
A total of 10% of the individuals could not provithe spina bifida location.

Among the 30 people with spina bifida, 23 (76.7¥%@sented hydrocephalus. Of

these, 21 (91.3%) used a ventriculoperitoneal stainte (VPSV).
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Table 19 shows the help needed for locomotion byp#ople with spina bifida.

Table 19

Distribution of the people with spina bifida accorg to the aid needed for locomotion
(n=30)

Locomotion aid Frequency Percentage
Walks without help 5 16.6%
Walks with an orthotic device 6 20.0%
Walks with a crutch/cane 2 6.7%
Walks with a walker 2 6.7%

Does not walk, uses a wheelchair 9 30.0%
Baby 6 20.0%

Total 30 100.0%

In addition to the devices used for locomotion, ¢htegory “baby” was included
in this analysis to consider the potion of the santpat had not reached the age at
which gait is acquired. Fifteen (50%) of the peoplth spina bifida presented gait, five
(16.6%) presented gait without assistance, six (20%ed an orthotic device, two
(6.7%) used a crutch or a cane, and two (6.7%) aseslker. Among the remaining

fifteen (50%), nine (30%) used a wheelchair, and20%) were babies.
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Table 20 illustrates the distribution of the peopi¢h spina bifida according to

the performance and type of urinary intermitterthegerization.

Table 20

Distribution of the people with spina bifida accord to the performance and type of
intermittent urinary catheterization (n=30)

Type of catheterization Frequency Percentage \telidentage
Self-catheterization 10 33.3% 47.6%
Assisted catheterization 11 36.7% 52.4%

Does not perform 09 30.L0% -

catheterization

Total 30 100.0% 100.0%

The performance of intermittent urinary cathetdrtma was reported by 21
(70%) of the people with spina bifida, whereas @43 did not perform the procedure.
According to the type of urinary catheterizatiomfpamed, 10 (47.6%) performed self-
catheterization and 11 (52.4%) performed assistteterization. Among the eight
users with spina bifida who assessed the MieloForeeven (87.5%) performed

intermittent urinary self-catheterization.
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Table 21 shows the distribution of the people vgiina bifida who performed
intermittent catheterization according to the freoey with which the procedure was

performed.

Table 21

Distribution of the people with spina bifida, wherform intermittent urinary
catheterization, according to the frequency in \ahioe procedure is performed (n=21)

Frequency of Frequency Percentage Cumulative
catheterization frequency

5 times a day 13 61.9% 61.9%

4 times a day 07 33.5% 95.4%
Once a day 01 4.8% 100.0%
Total 21 100.0%

It is noteworthy that 95.4% of the people with spibifida who performed
intermittent urinary catheterization performed plecedure 4 or 5 times a day.

Regarding the type of catheter used for the intemi catheterization, the
Graph 9 shows the distribution of people with spifeda in two categories, namely

simple plastic catheters and prelubricated or hyhitw catheters.



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 145

3 (14%)

m Simple plastic catheters

® Prelubricated or
hydrophilic catheters

18 (86%)

Graph 9Distribution of the people with spina bifida whorfmem intermittent
catheterization, according to type of urinary cethesed (n=21)

Eighteen (86%) people with spina bifida who perfedn intermitted
catheterization used simple plastic catheters, an@l4%) used prelubricated or
hydrophilic catheters.

Graph 10 shows the reuse of catheters for perfarmitermittent catheterization
by the people with spina bifida.

17 (81.0%)

2 (9.5%) 2 (9.5%)

I e

The catheter is not reused The same catheter is Udselsame catheter is used
for up to 1 day for up to 1 week

Graph 10Distribution of the people with spina bifida, wherform intermittent
catheterization, according to the reuse of uricatheters (n=21)
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Seventeen (81%) people with spina bifida did noseecatheters, disposing of
them after each procedure. The use of the sameteatfor the period of a day was
reported by 2 (9.5%) people, and 2 (9.5%) peopéxl ube same catheter for up to a
week.

Table 22 shows the distribution of the main persgsponsible for performing

intermittent catheterization.

Table 22

Distribution of the main person responsible forfpeming the clean intermittent
urinary catheterization (n=21)

Main person responsible for Frequency Percentage

performing the catheterization

Mother 9 42.9%

Person with spina bifida 9 42.9%
More than one person responsible 2 9.5%
Health professional or caregiver 1 4.8%
Total 21 100.0%

Mothers and the individuals with spina bifida wéne main people responsible
for performing catheterization. The group of mothelas more representative than the
others, since they were also mentioned in cases where than one person was
responsible for the procedure, such as the mduer, sister, or a health professional,
who assumed the same degree of responsibility. arnesigement could vary according

to the context in which the person with spina laificved.
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Table 23 shows the distribution of the main plasd®re intermittent urinary

catheterization was performed.

Table 23

Distribution of the main places where intermitteatheterization is performed (n=21)

Place where catheterization is performed Frequency Percentage
Bed 13 61.9%
Toilet 5 23.8%
Wheelchair 1 4.8%
Other 2 9.5%

Total 21 100.0%

The most frequent place for performing intermitteatheterization was the bed
(61.9%), followed by the toilet (23.8%) and the wilohair (4.8%). It is important to
highlight that the option “other” included assomas of more than one place, such as
the case of a participant who reported performhmg ¢atheterization in bed or in the
wheelchair, and another person who performed tbegoiure standing on his feet.

Graph 11 presents the data collected regardingpénirmance of intermittent

catheterization that is also performed outsidehthrae.
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1 (5%)

® Performs intermittent
catheterization only at
home

m Performs intermittent
catheterization also
outside the home

20 (95%)
Graph 11. Distribution of the people with spinaidaf who also perform intermittent

catheterization outside the home (n=21)

Intermittent catheterization was also performedsiolgt the home by 95% of the
people with spina bifida who performed the procedusand 5% stated they only
performed the procedure at home.

Graph 12 shows the presence of difficulties dutiregprocedure.

3 (14.3%)

m Presents difficulty
performing IC

m Does not present difficulty
performing IC

18 (85.7%)

Graph 12. Distribution of the people with spina bifida, whaerform intermittent
catheterization, according to the presence ofaliffies during the procedure (n=21)
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Eighteen (85.7%) people reported not having diffies, 2 (9.5%) reported
sphincter resistance, and 1 (4.8%) reported paseositivity. For better visualization of
the results, the two last groups were combinedidutig the answers into two large
groups, namely one that represented those whomiessesome difficulty and the other
those who presented no difficulty during the inteétemt catheterization procedure.

The participants in this study who performed intétent catheterization
answered questions regarding the acquisition afanyi continence, as presented in
Table 24. Three categories were established far vhariable: total continence (the
person does not present urine loss), partial centie (the person presents minor urine
loss and only uses a pad) and incontinence (theperesents urine loss and needs to

constantly use diapers or urine collectors).

Table 24

Distribution of the people with spina bifida acdorg to their urinary continence after
the performance of intermittent catheterization 24F

Acquisition of continence  Frequency Percentage Cumulative
after catheterization percentage
Yes (total continence) 7 33.3% 33.3%
Partial (partial continence) 6 28.6% 61.9%

No (incontinence) 8 38.1% 100.0%
Total 21 100.0%

Total or partial continence were reported by 61&%he people who performed
intermittent catheterization, whereas incontineatter the procedure was reported by

38.1%.
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Table 25 shows the distribution of people with spimfida who performed
intermittent catheterization according to the pssfenal indicated as being responsible

for providing instructions for the technique ofaéntittent urinary catheterization.

Table 25

Distribution of people with spina bifida who penfiorintermittent catheterization
according to the professional responsible for pdowy instructions for performing the
procedure (n=21)

Instruction on the IC technique Frequency Percentag
Nurse 10 47.6%
Doctor 10 47.6%

Nurse + Doctor 1 4.8%

Total 21 100.0%

Nurses (47%) and doctors (47%) were mentioned kg phrticipants as
performing intermittent catheterization in equalogortions. Only one participant

reported having received instructions from botH¢gsionals.

4) Descriptive statistical analysis of the variabke used for the MieloForum
assessment from the perspective of users

This section will present the descriptive statatianalysis of the variables
regarding the MieloForum assessment from the petispeof users, obtained by means

of the online questionnaire. The same sample dfli@bForum users was considered.
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The reasons that users visited the MieloForum seegmted in Graph 13.

19 (63.3%) 19 (63.3%)

6 (20.0%)
5 (16.7%)

T T T T -

Search for Share Make friends Curiosity Other
information  experiences

Graph 13. Distribution of the reasons that usesiéed the MieloForum

The main reasons that users visited the MieloFomere to search for
information (63.3%) and to share experiences (63.88owed by making new friends
(20%), and curiosity (16.7%). One participant répdrhaving registered in the online

forum after being invited by a friend.
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The means through which users found out about tletoMorum are presented

in Graph 14.

16 (53.3%)

9 (30.0%)
6 (20.0%) 6 (20.0%)
I I 4 (13.3%)
Facebook  Seach websites WhatsApp Professionals Friends

Graph 14Distribution of the means through which users foonntabout the
MieloForum

Facebook was the most representative means (53.f8Hgwed by search
websites (30%), WhatsApp (20%), professionals (2@l friends (13.3%).

According to the time of use of the MieloForum by users who assessed it, 19
(63.3%) had used it for a maximum of one month13.3%) for 1 to 3 months, 4
(13.3%) between 3 and 5 months, and 3 (10%) coatlimswer.

Table 26 shows the assessment of the language ppdarance of the

MieloForum by users.
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Table 26

Distribution of the assessment of the languageapmkarance of the MieloForum by
users (n=30)

Understandable language Adequate appearance
Frequency Percentage Frequency Percentage

| agree and | 27 90% 26 86.7%

totally agree

| neither agree nor 3 10% 1 3.3%

disagree

| disagreeand!l O 0% 3 10.0%

totally disagree

Total 30 100% 30 100.0%

The language used in the MieloForum was considereterstandable by 27
(90%) of the users and its appearance (font, cédomat) was considered adequate by
26 (86.7%) of the users who participated in thislgt

The users also assessed the MieloForum accorditige tdegree of difficulty of

using the forum (Graph 15).

4 (13%)

3 (10%) m Very easy
® Not easy nor difficult

= Very difficult and
difficult

23 (77%)

Graph 15. Distribution of the degree of difficutifusing the MieloForuraccording to
the opinion of users (n=30)
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It is noteworthy that 23 (77%) users considereglagy or very easy to use the
MieloForum, whereas 3 (10%) considered it difficadtvery difficult.

Regarding interest in informational texts on theeMForum, 27 (90%) users
reported interest, whereas 3 (10%) did not answeaulse they had not read the texts.
Specifically about intermittent catheterization, (88%) participants mentioned that the
texts and discussions on this subject helped drafigrhelped them clarify questions
about it, whereas 3 (10%) said the texts aboutrmteent catheterization did not help
clarify their questions. Three (10%) of the usepted not to answer this question
because they did not perform intermittent catheédion.

The informational texts on the MieloForum are verttby professionals with
experience in the rehabilitation of people withnspibifida and based on scientific
literature, with the aim of collaborating in thesdlibution of reliable and accessible
information to the potential public.

Initially, the MieloForum was structured to apprbabe subject of intermittent
catheterization as the main topic of discussionweéier, as a result of the users’
demands in e-mails sent to the MieloForum team r@@a topics suggested in the
discussion threads, other subjects in the univefrseyelomeningocele were addressed.
These are the subjects that were approached arth wenerated discussions in the

MieloForum:

Folic acid and prevention of myelomeningocele

- Intrauterine repair (surgery before childbirth)

- Care of the child with spina bifida by the familyleome
- The Mitrofanoff principle

- Pressure ulcers

- Sexuality
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- Myelomeningocele and allergies

- Home accessibility

- School inclusion

- Sports and physical deficiencies

- Maintenance guide for wheelchairs

- Rights and benefits of people with deficiencies

- Movies about deficiencies

The means through which users accessed the MieloFare represented in

Graph 16.

18 (60.0%)
16 (53.3%)

4 (13.3%)

Cell phone Computer Tablet
Graph 16. Distribution of the means through whiskrs accessed the MieloForum

Cell phones were most commonly used by the paaiintg(60.0%), followed by
computers (53.3%) and tabl€is3.3%) (Graph 16).
Concerning the usefulness of the MieloForum tougers, 29 (96.7%) users

considered it useful or partially useful, and 13¢8) user did not consider it useful.
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Regarding new friendships made through the Mielofgrl4d (46.7%) users
made new friends, and 16 (53.3%) users did not thmesv people.
The MieloForum users also answered questions reggarécommendation of

the forum to other people. These data are presamiEable 27.

Table 27

Distribution of the results about users’ recommaiaaof the MieloForum to other
people (n=30)

Would you recommend the Frequency Percentage Cumulative
MieloForum to someone else? percentage
Yes 25 83.3% 83.3%
Maybe 5 16.7% 100.0%

No 0 0.0%

Total 30 100.0%

It is noteworthy that 30 (100%) of the users wowdommend (83.3%) or

maybe recommend (16.7%) the MieloForum to sometsee e
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The MieloForum was assessed in a general mannerséss, as presented in

Graph 17.

2 (796 LGW

® Excellent or good
m Indifferent
m Poor or horrible

27 (90%)

Graph 17. Distribution of the general assessmetiteMieloForum according to the
opinion of users
Twenty-seven (90%) users assessed the MieloForsitiyady, as “excellent” or

“good,” and 1 (3%) user assessed it negativelypasr” or “horrible”.

5) Advanced statistical analysis
Following are the results obtained by advancedssitzl analysis, aiming at

improving the sociodemographic and health charaetgon of the MieloForum users.
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Table 28 representthe statistical analysis of the relationship betwdbe
variables “level of education” and “person who assé the MieloForum (person with

spina bifida or family member).”

Table 28

Relationship of the variable “level of educatiord the variable “person who assessed
the MieloForum” (n=30)

Level of education Person who assessed the Mialmfor

Person with spina bifida  Family member Total

Elementary education 1 (25.0%) 3 (75.0%) 4 (100.0%)
High school 1 (12.5%) 7 (87.5%) 8 (100.0%)
Higher education 6 (33.3%) 12 (66.7%) 18 (100.0%)
Total 8 (26.7%) 22 (73.3%) 30 (100.0%)

* Pearson’s chi square test, p=0.539

No statistically significant relationship was fouhdtween the variables “user’s
level of education” and “person who assessed tlreddAorum (person with spina bifida

or family member)” (Pearson’s chi square test, p39).
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Table 29 presents the statistical analysis of életionship between the variables
“current occupation” and “person who assessed theloMorum (person with spina

bifida or family member).”

Table 29

Relationship of the variable “current occupatiord the variable “person who assessed
the MieloForum” (n=30)

Person who assessed the MieloForum

Current occupation Person with spina Family member Total

bifida
Attends school 0 (0.0%) 2 (100.0%) 2 (100.0%)
Attends college 1 (50.0%) 1 (50.0%) 2 (100.0%)
Has a job 4 (33.3%) 8 (66.7%) 12 (100.0%)
Does not perform any 3 (27.3%) 8 (72.7%) 11 (100.0%)
professional activity
Other 0 (0.0%) 3 (100.0%) 3 (100.0%)
Total 8 (26.7%) 22 (73.3%) 30 (100.0%)

* Pearson’s chi square test, p=0.618

No statistically significant relationship was foubétween the variables “current
occupation” and “person who assessed the MieloFofpenson with spina bifida or

family member)” (Pearson’s chi square test, p=01618
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Table 30 presents the statistical analysis of ¢életionship between the variables
“type of urinary catheterization” and “person whssessed the MieloForum (family

member or person with spina bifida).”

Table 30

Relationship of the variables “type of urinary catérization” and “person who
assessed the MieloForum” (n=30)

Type of urinary Person who assessed the MieloForum
catheterization Person with spina Family member Total

bifida
Self-catheterization 7 (70.0%) 3 (30.0%) 10 (100.0%
Assisted catheterization 1(9.1%) 10 (90.9%) 1D(Q%)
Does not perform 0 (0.0%) 9 (100.0%) 9 (100.0%)
catheterization
Total 8 (26.7%) 22 (73.3%) 30 (100.0%)

* Fischer’s exact test, p=0.001

A statistically significant relationship was foundileen the variables “type of
urinary catheterization (self-catheterization osisted catheterization)” and “person
who assessed the MieloForum (family member or pevath spina bifida)” (Fischer’s

exact test, p=0.001).
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Table 31 presents the statistical analysis of életionship between the variables
“performs intermittent catheterization” and “helpedrify questions about intermittent

catheterization.”

Table 31

Relationship of the variables “performs intermitteatheterization” and “helped
clarify questions about intermittent catheterizatign=27)

Helped clarify questions about intermittent

Performs intermittent catheterization

catheterization Yes No Total

Yes 18 (85.7%) 3 (14.3%) 21 (100.0%)
No 6 (100.0%) 0 (0.0%) 6 (100.0%)
Total 24 (88.9%) 3 (11.1%) 27 (100.0%)

* Fischer’s exact test, p=1.000

No statistically significant relationship was foursetween the variables
“performs intermittent catheterization” and “helpedrify questions about intermittent

catheterization” (Fischer’s exact test, p=1.000).
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Table 32 presents the statistical analysis of életionship between the variables
“general assessment of the MieloForum” and “peratio assessed the MieloForum

(family member or person with spina bifida).”

Table 32

Relationship of the variables “general assessméhh@® MieloForum” and “person
who assessed the MieloForum” (n=30)

General assessment of the Person who assessed the MieloForum
MieloForum Person with spina Family Total

bifida member
Excellent 5 (29.4%) 12 (70.6%) 17 (100.0%)
Good 3 (3.0%) 7 (70.0%) 10 (100.0%)
Indifferent 0 (0.0%) 2 (100.0%) 2 (100.0%)
Poor 0 (0.0%) 1 (100.0%) 1 (100.0%)
Horrible 0 (0.0%) 0 (0.0%) 0 (0.0%)
Total 8 (26.7%) 22 (73.3%) 30 (100.0%)

* Pearson’s chi square test, p=0.750

No statistically significant relationship was foubetween the variables “general
assessment of the MieloForum” and “person who assethe MieloForum (family
member or person with spina bifida)” (Pearson’sstiuare test, p=0.750).

The association of the variables “age of the uder assessed the MieloForum”
and “means through which the MieloForum is assésdiednot present any statistical
significance. The Mann-Whitney U test was usedhis &nalysis, and the respective p

values were: “Computer (p=0.771),” “Cell phone (@B4l),” and “Tablet (p=0.927).”



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 163

Table 33 presents the statistical analysis of ¢életionship between the variables
“what was it like to use the MieloForum” and “pemswho assessed the MieloForum

(family member or person with spina bifida).”

Table 33

Relationship of the variables “what was it likeuse the MieloForum” and “person
who assessed the MieloForum” (n=30)

Person who What was it like to use the MieloForum?

assessed the Very easy or Not easy nor Very difficult  Total
MieloForum easy difficult or difficult

Family member 17 (77.3%) 2 (9.1%) 3 (13.6%) 22 (096
Person with spina 6 (75.0%) 1 (12.5%) 1(12.5%) 8 (100.0%)
bifida

Total 23 (76.7%) 3 (10.0%) 4 (13.3%) 30 (100.0%)

* Pearson’s chi square test, p=0.962

No statistically significant relationship was foubdtween the variables “What
was it like to use the MieloForum?” and “person vassessed the MieloForum (family
member or person with spina bifida)” (Pearson’sstjuare test n, p=0.962).

Table 34 presents the statistical analysis of életionship between the variables
“What was it like to use the MieloForum?” and “léwe education of the user who

assessed the MieloForum.”
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Table 34

Relationship of the variables “what was it likeuse the MieloForum” and “level of
education of the person who assessed the MieloFofmum30)

What was it like to use the MieloForum?

Very easy or Not easy nor Very difficult  Total

Level of education  easy difficult or difficult

Elementary education 4 (100.0%) 0 (0.0%) 0 (0.0%) (100.0%)
High school 6 (75.0%) 1 (12.5%) 1 (12.5%) 8 (100)0%
Higher education 13 (72.2%) 2 (11.1%) 3 (16.7%) (1168.0%)
Total 23 (76.7%) 3 (10.0%) 4 (13.5%) 30 (100.0%)

* Pearson’s chi square test, p=0.828

Analyzing the relationship of the variables “howethuser classified his
experience in the MieloForum” and “level of eduoatiof the user who assessed the
MieloForum” did not result in any statistical sifjoance (Pearson’s chi square test,
p=0.828).

Table 35 presents the statistical analysis of ¢életionship between the variables
“What was it like to use the MieloForum?” and “agethe user who assessed the

MieloForum.”

Table 35

Relationship of the variables “What was it likeuse the MieloForum?” and “age of
the user who assessed the MieloForum” (n=30)

What was it like to use the MieloForum? n Mean iaggears

(standard deviation)

Very easy or easy 23 34.00 (7.937)
Not easy nor difficult 3 35.39 (8.943)
Very difficult or difficult 4 32.50 (5.802)
Total 30

* Kruskal-Wallis test, p=0.810
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No statistically significant relationship was foubdtween the variables “What
was it like to use the MieloForum?” and “age of theer who assessed the
MieloForum” (Kruskal-Wallis test, p=0.810).

Similarly, no statistically significant relationghiwas found between the
variables “level of education of the user who asséghe MieloForum” and “reason for
visiting the MieloForum.” Pearson’s chi square tesis used in this analysis, and the
respective p values were: “search for informatigp=0(214),” “make friends
(p=0.855),” “share experiences (p=0.821),” and iwsity (p=0.861).”

The association of the variables “monthly familycome of the user who
assessed the MieloForum” and “reason for visiting MieloForum” did not result in
any statistical significance. Pearson’s chi squesé was used in this analysis, and the
respective p values were: “search for informatigp=0(540),” “make friends
(p=0.675),” “share experiences (p=0.897),” and iwsity (p=0.406).”

No statistically significant relationship was foubdtween the variables “family
income of the user who assessed the MieloForum” “amebns through which the
MieloForum is accessed.” Pearson’s chi squarewastused in this analysis, and the
respective p values were: “computers (p=0.492)ll“phones (p=0.296),” and “tablets
(p=0.786).”

Similarly, no statistically significant relationghiwas found between the
variables “origin of the user who assessed the dfi@lum” and “means through which
the MieloForum is accessed,” with the exceptiortatifiets. Pearson’s chi square test
was used in this analysis, and the respective pesalere: “computers (p=0.381),”

“cell phones (p=0.215),” and “tablets (p=0.049).”
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6. DISCUSSION

For didactic purposes, the discussion was alsonargd in two phases,
following the same pattern used in the methodolagy in the results. The first phase
consisted mainly of the construction and validationthe virtual forum and the
instrument used for assessment of the forum. Irsétend phase, the virtual forum was

assessed from the perspective of users.

PHASE 1 Construction and validation of the virtual foruamd the instrument for

assessing the forum from the perspective of users

6.1. DEVELOPMENT OF THE VIRTUAL FORUM

During the development of the MieloForum, it wadeabthat the number of
studies on the use of the Internet by communipesfessionals, and students has been
increasing in the last few years (Alves & Cogo, £0Cristancho-Lacroix et al., 2013;
Santiago et al., 2013), which demonstrates thedstef researchers in working on this
subject and its potential as an area for investigat

It is worth emphasizing that the MieloForum is nadéntical to the German
forum (the Sternchen-Forum); rather, it is a versibat was created based on the
German version, aiming at the Brazilian populatiBased on this experience, it was
possible to identify social and cultural differeac¢hat directly influenced the
construction phase of the MieloForum, and the erist of an instrument similar to the
one this study proposed to build contributed t@asception and development.

The partnerships between Brazilian and German tutistns played a

fundamental role in the realization of this projeG¢he Sternchen-Forum and the
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German Association for Spina Bifida and Hydrocepbkaprovided the MieloForum
with experiences and suggestions that improvedard and reflected directly on its
quality.

Using the four-stage (scope definition, planningrodoction, and
implementation) model for software creation allowkd authors to systematically plan
the development of this project and create a rigenmethodological path to guide its
development. In addition, the experience of somembws of the team in this
methodology reinforced the functionality of this deb (Goes, 2010).

The use of the Internet is an alternative thatdesme increasingly accessible
for exchanging experiences and knowledge. The dpustnt of research in the health
and informatics areas has been growing in theféagtyears, and so has the concern
with distributing accessible and reliable virtuallarmation. By building a virtual forum
for people with spina bifida and their familiesetlauthors of this study aimed to

contribute to this line of research.

6.2. VALIDATION OF THE VIRTUAL FORUM BY EXPERTS

As described in the methodology, the MieloForum wasessed by health and
informatics experts in order to be validated. Adtog to Rubio et al., three to ten
experts in each group is enough, which generasasngple of six to 20 experts (Rubio et
al., 2003). However, as stated by Alexandre andi€¢R011), there is controversy in
the literature on this point. The number of papiagits was higher than expected, as the
sample was made up of 28 experts and was ther&doger than suggested by the
authors mentioned above. This can be explainetidwplbsence of an exclusion criterion

and the nationwide reach intended for the studyjchvHed to the selection of
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representatives from each Brazilian region (NoMbrtheast, Center-West, Southeast
and South).

A total of 22 informatics and 37 health experts eviewited to participate in the
study, but only 11 professionals from the firstgroand 17 from the second group
agreed. It is important to emphasize that the #elecof experts followed the
recommendations of Alexandre and Coluci (2011): “Pegards selection, the
experience and qualifications of the members o tommittee must be taken into
consideration.” The authors searched for profesgsonwith expertise in the
development of software/systems/websites in therindtics area, and with experience
in rehabilitation in the health area; 75% of thenpke met both criteria, whereas only
15% indicated they did not have experience in tlavsas. This is not believed to have
compromised the quality of the assessments, sithaexperts had the preestablished
gualifications and professional experience in the#a of expertise.

The help of experts in the area and the use ohsfitematerial and specific
literature are needed for software to present apja@ content, as pointed out by
Rouse (1999) and Godes (2010). In addition, ergoosrassessment by the informatics
experts allowed adjustment of aspects that hatheen previously considered (Barbosa
& Marin, 2009). The validation of the MieloForum Hyoth informatics and health
experts had substantial importance in making imgmoents possible. Other authors
have also highlighted that the participation of &xe made essential contributions to

their projects (Goes, 2010; Martins et al., 2012)kveira & Pagliuca, 2013).
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Assessment of the general impression of the vifialm by health and informatics

experts

All of the health and the informatics experts map@ted in the assessment of the
general impression of the MieloForum, since the ainthis step was to submit the
virtual forum to a general and nonspecific analysis

According to the observations of the experts, twitega did not reach the
minimum CVI (0.80), and changes were made in respdno their suggestions; those
adjustments included granting reading access tdhberetical content to all visitors,
adding dates to the publications, highlighting bt (reply, mention, and create a new
thread), redesigning the logo, and providing acdessore images. In addition to
helping users understand the themes discussedhandperation of the MieloForum,
these changes are expected to encourage the omclosnew users. Although it was a
coherent suggestion from an expert, it was notiplest increase the usable area of the
forum, since the virtual tool does not allow theliidn of content beyond its borders.

All suggestions generated by the questions “Wowld §ke to change anything
in the forum?” and “Would you like to add anythitgythe forum?” were followed and
the resulting changes are presented in Table 7 fdllosving suggestions could not be
followed, due to limitations of the virtual tool drecause the team decided so after
discussing them.

- Replacing the naméMtieloForuni with “ Spina Bifida Virtual Forum."The
authors believe that the first name is more pentinespecially because it is
only one word, which may facilitate advertising.

- Including the possibility of sharing MieloForum dent. This suggestion
was not followed in order to prevent users fronms$farring participation to

other virtual social networks.
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Transferring the subdivisions of.éarn more about Myelomeningockle
the main page. The authors believe that this changet pertinent, because
other topics also have subdivisions and changing would lead to a
divergence with the organizational logic of thedtetical content.

- Creating a space dedicated to reporting experieticesch a space existed,
maybe the users would stop participating in disomssto use it. In addition,
thread discussions are already expected to inchadeidual experiences.

- Remodeling the graphic project and making the fater more dynamic. It
was not possible to remodel the graphic projectraalle the interface more
dynamic because of limitations of the virtual tool.

- Changing the characters required to confirm regfistn in the virtual forum.
This suggestion was discussed with the informatigeerts, who emphasized
the importance of retaining this method, as it abates to the safety of the
MieloForum.

After team discussion, it was concluded that soiméh® observations made by
the experts regarding the assessment of the gemgradssion of the virtual forum were
relevant and interesting, but they would not béofeéd at this point because they are
not the objective of this study. However, the awhglan on considering them in the
future. These suggestions are listed below.

- Adding illustrative material to the topitntermittent catheterization.”It is
noteworthy that a video about this procedure isidgpgroduced and will be
added to the MieloForum once it is finished.

- Including qualified areas in the virtual forum fmstitutions, professionals,

researchers, and related organizations.
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Validation of the virtual forum content by healtkperts

The MieloForum content was assessed exclusiveliidalth experts, since the
aim of this step was to submit the forum to a dpeanalysis of its theoretical content.
That is because the MieloForum is targeted to meawth spina bifida and their
families, so professionals like nurses, doctorgcpslogists, and physical therapists
contributed to analyzing this context.

The fact that all criteria from the questionnaioe €ontent analysis reached the
minimum CVI of 0.80 may be explained by the exertdf the team that prepared this
material, as it was made up of health professionwdls experience in rehabilitation and
knowledge of these subjects.

Based on the assessments of the health expertsoantprove the theoretical
texts, aimed at helping users understand them reasdy, the presentation of the
content on medications in the topiNéurogenic bladder treatméntvas reformulated.
The authors added to this topic a paragraph adwaitctliber of the catheter for
intermittent catheterization, which must be adeguatr each patient and may vary
between 4 and 14 Fr (SBU, 2008). Another changdkisncontext refers to the exclusion
of the use of boric acid and the inclusion of wated neutral soap in this procedure,
which are indicated for hygiene of the hands amdhual meatus (Webster et al., 2001).

A systematic review of the theoretical content wasformed to improve the
quality of the material, aiming at following the wlowhile suggestions of the health
experts in terms of contextual and grammar cowasti After the modifications, the
refinement of the texts available in the MieloForwas evident.

The tool did not present any limitation to followinthe health experts’
suggestions. Some observations regarding the Vidoadwere similar to observations

of the informatics experts, and will be discussadrl
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After discussion, the team decided that the folfmyvsuggestions could not be

followed.

- “"The figures could be colored, instead of black amate” This suggestion
could not be followed. The figures available in tdeloForum were not
produced by the authors, so they are not allowedhtinge them without
permission from the authors.

- Expert 12H stated “(...) believe the presentation of the forum, where the
objectives are stated, should appear on the fiegjh The objectives of the
forum are already presented ierms of Useand “Welcomé, which are
located on the first page. The authors believelihaging this content to the
first page would lead to repetitive informationthe same page.

- The titles and subtitles of the MieloForum wereieexed, because Expert
11H stated"...the titles and subtitles could be in larger fon and fewer
words...] but the authors decided not to change them becthey believe

the theme approached would not be clear.

Interface ergonomics assessment of the virtuahfidoy informatics experts

The informatics experts assessed the interfacenengizs of the virtual forum.
The health experts did not participate in this diepause the questionnaire had topics
specifically related to the informatics area.

Based on the assessments of the informatics exgadit$o improve the icons in
the MieloForum to make them more self-explanattmg, icon images forMembers,
“Sign i and “Sign out were replaced. Regarding the same subject, aerespated
that in his opinion (...) the use of icons on the main page of thenfodeesn’t conform

to the standard image of foruths'he icons on the main page were kept, because in
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addition to representing what the virtual tool ddfethe researchers believe they will
help users understand how the forum works, consiglgrossible cognitive limitations
related to myelomeningocele and hydrocephalus.udystleveloped with young adults
with cerebral palsy and myelomeningocele obserliatityping speed, cognitive skills,
and perception of the need for additional supp@menactors that influenced the use of
a virtual tool (Barnfather et al., 2011). Followingpis line of thinking, it is
recommended that virtual environments be develogped adapted to the potential
public so that information is accessible to allreg®rasil, 2014).

Another subject discussed was that the forum layawk the format of an old
information system. For this observation, once mgtie limitations imposed by the
tool did not make it possible to develop significahanges in this context. However, a
link with explanatory content on its operation waeated with the aim of facilitating
the use of the tool.

The texts presented in the forum were revieweditprove their quality, and
style resources such as bold, italic, and undeviiees standardized.

As expected, visual codes were found to be sinmlall pages. However, this
criterion did not reach the minimum CVI score amdamanges were proposed by the
experts. Therefore, the format was kept, sincetdbé presents limitations that do not
allow for changing it.

Similar to what was described in the assessmettteofjeneral impression of the
forum, the following suggestions from the interfaargonomics assessment could not
be followed due to limitations of the virtual tool:

- Expert 10l stated thatSubmenus inside the options demand more clicks,

delaying the user from reading the contér@ubmenus inside the options

demand more clicks, delaying the user from readegcontent. Following
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suggestions from the interface ergonomics assessigmert 8| mentioned,
“(...) always scrolling down to the content [below the miaienu], because
using screens with lower resolution (...) facil@atusers’ view.

- Expert 10l suggested thainformation should appear on the screen without
the use of the mouse scrollhis modification could not be applied to the
virtual tool.

A limitation of the data collection instrument usked the interface ergonomics
assessment was the criterion regarding the prdégemts# changes in the current status
of users. The MieloForum does not have this fumetiiby, nor is there any reason for
the lack thereof, thus this aspect was considepédpplicable to the present study.

Another limitation refers to the use of phpBB sddte, and it is noteworthy that
this software was chosen because it is also usd¢deb§ternchen-Forum. Although the
software allows the creation of virtual forums amals an extensive database, style
packages and images to customize the interfaceifisant difficulties were found in
applying suggestions made by the experts.

The researchers intend to continue this project appgroach new subjects
regarding myelomeningocele, planning a new virtaal that provides greater usability

and better interface to users.

6.3. VIRTUAL FORUM ACCESSIBILITY CHECK WITH WEB
ACCESSIBILITY CHECKER (ACHECKER)

Regarding the problems found on the first, seventh eleventh pages related to
the code<b> (bold in HTML), Web Accessibility Checker uses HTBIlto assess
accessibility, that is, it claims that all codds> should be replaced in the source code

with <strong> (bold in HTML5). However, since the MieloForum ugke phpBB tool,
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the researchers decided not to follow this suggesthecause it would make it more
difficult to make changes in the forum and chargetool standard.

Another problem detected on the first page wasteéldo the code<hl>
(heading in HTML), claiming it was empty. After dysis, it was found thathl> is
one of the possible changes that can be made wiblahat facilitates using phpBB,
the Administration Control Panel (ACP). The reshars decided to use the logo and
the name of the forum in the heading, because remgdkie code<h1> would exclude
the use of this tool, which could hamper future atpd and adaptations of the
MieloForum.

The problems regarding the code (italic in HTML) found on the fourth page
were not changed, because Web Accessibility Cheuakeently uses HTMLS5 to assess
accessibility, that is, it claims that all codes should be replaced in the source code
with <em> (bold in HTMLS5). This would make it more difficulo make changes in the
MieloForum and change the tool standard, sincéahan uses the phpBB tool.

The problem identified with the name of objectdhe Cascading Style Sheets
(CSS) was not changed, for standardization purpasé$ecause using the ACP makes
it easier for administrators to make changes irfaham.

The Internet makes a vast amount of informationlabi to populations with
various characteristics, which generates varioulsshknd demands (Amaral, 2012).
Hence, ensuring accessibility to all users is aatgehallenge, even with all the
recommendations provided by the World Wide Web ©dnsn (W3C, 2013).
Different tools proposed to assess accessibilifyosp artifacts to guidelines with the
aim of obtaining automated results, producing testd generating data, such as the

location of problems in the code and specific fl{Amaral, 2012).
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In the case of the MieloForum, a basic accesgitlitalysis was performed. To
facilitate data processing, in the face of prowdarcommon language, AChecker was
used to review the accessibility of the web pagesetd on a variety of international
accessibility guidelines. The forum administrateystem used by the MieloForum is
the phpBB. This system has an old platform and em@ws some problems with the
new patterns of the W3C, and consequently of ACaeckhe style that was developed
by the phpBB community did not allow the researshir correct all that problems
identified, which is a limitation of the platform.

It is important to highlight that criteria of usaty and accessibility were
carefully analyzed during the process of constamnctf the MieloForum. It was a great
challenge to develop a virtual tool that would effeely provide users with an
environment of learning and mutual support in & gatnner. However, according to
the results found in the AChecker analysis, théfqaia used did not allow for making
all the suggested changes; therefore, convert@adatum to a more modern platform is

recommended.

6.4. CERTIFICATION OF THE VIRTUAL FORUM WITH THE HE ALTH ON
THE NET FOUNDATION (HON)

The recognition of the Internet as a source of themformation has led to
growing concerns about the quality and transparefidie information offered to the
population (Car, Lang, Colledge, Ung & Majeed, 20E4gnano, Halterman, Conn &
Shone, 2012; Ipser, Dewing, & Stein, 2007). Consndethis, initiatives have been
developed to establish quality criteria for heaktltated sites. Following this trend, the
MieloForum was submitted to the quality assessnwnthe Health on the Net

Foundation (HON). The HON recommends that the guali sites be certified by a
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neutral organization based on quality criteria sasithe HONcode (Boyer, Gaudinat,
Baujard & Geissbuhler, 2007; Silveira et al., 2012)

The certification of the MieloForum by the HONcodas extremely productive,
because it led to essential modifications in thel thor adequacy, raising it to
international standards. The certification of \aittools through the HONcode has also
been used in other studies (Amaral, 2012; Ipsail.e2007; Silveira et al., 2012). It is

worth highlighting that this certification requiraanual reevaluation.

6.5. CREATION, VALIDATION AND PRETEST OF AN ONLINE
QUESTIONNAIRE TO ASSESS THE VIRTUAL FORUM FROM THE
PERSPECTIVE OF USERS

A literature search found few instruments that daomassess virtual support
network and learning tools, maybe because thigesatively new area of research.

The search for a data collection instrument thatld/dit this study and include
reliability and validity criteria was not succedsfOther authors have stated that these
criteria directly influence the credibility of remeh results (S. Couto et al., 2009). For
this reason, the researchers opted to build andatala new instrument.

The use of previous studies (Chorbev et al., 2(Aalgiros-Castro, 2012;
Vasconcelos et al., 2013) and the professional rexpee of the team developing this
project had a positive and significant influencetba structure and organization of the
questions for the construction of the new instrunfenline questionnaire).

Experience and qualifications are important poititsbe considered for the
selection of a group of experts (Alexandre & Col@€11). For the development of the
validation process for the online questionnairéect®n was based on the experience

and qualifications of the group of experts, whichswexclusively made up of nurses
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with experience in the rehabilitation of patientshwspina bifida. These professionals
were selected to participate in this step becabsg tvere directly engaged in the
rehabilitation of people with spina bifida, incladi providing guidance on intermittent
catheterization, and because they were qualifiethfe activity.

The inclusion of assessment criteria allowed thpedas to establish similar
language, with the options: “inadequate,” “adequeaith many alterations,” “adequate
with a few alterations,” and “adequate with no @tens.” In addition to selecting one
of these options, the experts made suggestionsadditional comments that allowed
the researchers to make changes in the onlineigaeatre, contributing to the creation
of a consistent and reliable instrument for thepps®d objective. Other authors have
also stated that the collaboration of experts gerdrpositive results in their studies
(Lobdo & Menezes, 2012; M. Lopes, Silva & Arauj@®13; Martins et al., 2012; P.
Oliveira & Pagliuca, 2013; Vituri & Matsuda, 2009).

The participation of laypeople in the pretest citmiied to making the questions
of the instrument understandable and creatinguztsire feasible for application to this
public. The researchers believe that carrying betretest prior to the final application
of the questionnaire reduced the risk of obtainmgprrect data. Other authors have
stated that when a pretest is not applied, whichpéias with a great number of
evaluative instruments created in graduate acadaesearch, the psychometric
characteristics of these instruments, such as ityaleshd reliability, remain unknown
(Pilatti et al., 2010).

Similar to a study with the objective of creating mstrument to assess the
responsibilities of the nursing service of a teaghospital (Rodrigues, Vituri, Haddad,
Vannuch, & Oliveira, 2012), in the present studige tonline questionnaire was

reformulated based on the answers and suggestiessmed by the participants from
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the pretest and the validation process. The ditficmentioned by a participant
concerning trying to give more than one answerh® dquestion about the current
occupation of the participant was resolved by alhgthe inclusion of more than one
answer to this question. The other changes madeet@nline questionnaire were the
inclusion of the subject of hydrocephalus, and dddtion of the term “also” in the
guestion regarding urinary catheterization outhef home. These changes improved the
instrument, directly and positively impacting itsadjty.

The assessment of the virtual forum from the pEtype of users by means of
an online guestionnaire was found to be a way teehbe virtual health forum. The
validation of the data collection instrument by estp and the pretest with a sample of
the potential study population brought significanprovements to the instrument. The
results obtained corroborated the importance of whkdation and pretest of data
collection instruments, since that contributesdjusting the instrument questions to the

specific content and target public, granting religband validity to the study.

Phase 2:Assessment of the virtual forum from the perspectif/users

6.6. ASSESSMENT OF THE VIRTUAL FORUM FROM THE PERSPECTIVE
OF USERS

This section will address the results collectechwite online questionnaire that
was validated in the first phase of this reseanmchielation to the sociodemographic
variables of the MieloForum users, the socioden@graand health variables of the
people with spina bifida, and the assessment oMileoForum from the perspective of

users.
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The direct link to the online questionnaire, avalégaon the Survey Monkey
platform, was sent to the MieloForum users by mezngersonal e-mail, Facebook,
WhatsApp groups, and private messages in the Mielok. The fact that 57% of the
participants accessed the data collection instrartteough Facebook reinforces the
potential of this social network as a means torithste information and evidences its
use by MieloForum users. The use of Facebook wagmoriant in the advertising
process for the MieloForum, the collection of nesens, and sharing discussion threads.
These activities were developed with spina bifidaugs that already existed in this
social network that were made up of people witmamifida and their families. The
links provided in the social network led usershe MieloForum page. These findings
corroborate the statement that social networkslit#e exchange of information,
interaction, and collaboration among users, and ithaaddition to these functions,
Facebook enables the development of heterogenewlsdlaborative activities (Al

Mamun, lbrahim & Turin, 2015; Cerda & Planas, 20¥&ale et al., 2015).

Sociodemographic Data for MieloForum users

The MieloForum was developed for individuals withira bifida and their
families. The prevalence of the participation of thess, in both the sample of
MieloForum users (64%) and in the sample of usdme wssessed the MieloForum
(54%), is in agreement with the literature. Somthars have found that spina bifida is
a chronic condition that interferes with family tmes, especially those of mothers,
who in most cases take over the responsibilityth@ir children’s care (Gaiva et al.,
2009). Similarly, other Brazilian studies have disma mothers as the main family
caregivers for children with deficiencies (Cipria&oQueiroz, 2008; R. Costa et al.,

2012). It is important to consider the inclusiortiod family in the rehabilitation process
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as part of the team, as this favors better adherém@roposed activities (Faleiros-
Castro & de Paula, 2013). In addition, the develeptrof research involving families
must be encouraged, since they assume a fundamelet@h cases where their children
must receive treatment (Kappler, 2005). The objectf this cooperation between
professionals and family members is not to tramsfdhese family members into
therapists, but for professionals to use theirnaei knowledge to help the family keep
playing their natural role of caregivers duringithehildren’s development (Braga &
Campos da Paz Janior, 2008).

The creation of a virtual tool in health that i<essible and adequate for both
people with spina bifida and their family membeagdrs access to information on this
malformation and the exchange of experiences amsegs, adding knowledge and
enabling the establishment of a network of mutusbpsrt. In this context, the
researchers agree with other authors that the usalime health services should be
encouraged not only for the patient population prafessionals, but also for family
members, including their participation (Moreno, fah, & Grossman, 2009). For this
reason, the MieloForum was developed with a foath bpeople with spina bifida and
on their families.

The age of the MieloForum users varied between rid %8 years old. The
participants in an American study that searchetiairenvironments for forums on the
use of electronic cigarettes were between 18 angkdfis old, with most being between
26 and 35 years old (Hua, Alfi & Talbot, 2013). AaRilian study on the use of a virtual
environment in the relationship of trust betweealtieprofessionals and patients was
developed with participants between 30 and 50 yedds (Portella et al., 2012).
According to the Brazilian Institute of GeograpmdaStatistics (IBGE), from 2005 to

2008 there was an increase in the use of the kitégnall age groups, especially among
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people between 10 and 14 years old. From 2008 14,20e greatest changes occurred
in the groups over 30 years old, especially forghmup 50 years old or older (IBGE,
2013a). These data provide evidence that the letésnncreasingly accessible and used
by people from different age groups, including adoénts, adults, and elderly people.

The prevalence of women was observed in both ttmpleaof MieloForum users
(79%) and in the sample of users who assessedithm f(67%). The IBGE states that,
from 2005 to 2011, the growth in Internet accesswmynen was greater than that
observed among men; however, the percentage ofwheraccess the Internet was still
higher (IBGE, 2013a). Two aspects must be considerean attempt to explain the
predominance of females among the participanthisfstudy: the growth of this public
in the virtual environment; and the significant @hvement of mothers of children with
deficiencies in the context of rehabilitation, caaad the search for health information,
which is also reflected in the virtual environmeithese findings corroborate the
traditional relationship of women and mothers t® pinactice of caring for their children
(Muylaerte, Delfini & Reis, 2015).

Regarding the origin of the visits, although theeMForum received visits from
all Brazilian regions, there was prevalence oftgisrom the Southeast region. The
Southeast region had more visits among both thepleaof users who assessed the
forum (57%) and in the assessment of all visitsvbenh November 2014 and April 2015
(60.21%).This is the richest region in Brazil, with the hagt gross national product
(GNP) (IBGE, 2013b). Considering the same peribeé, sum of the origin of these
visits, including those from the Southeast, Celest and South regions of Brazil,
represented 86% of all visits. Similar results@vserved in the IBGE data, which show
that in the Southeast, Center-West, and South megib Brazil, more than 50% of the

population has Internet access, whereas only aBsUt of the population from the
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North and Northeast regions do so (IBGE, 2013agsé&hresults are significant for the
present study because they show that the MieloFasumvirtual tool used in all five
regions of Brazil, despite the cultural and ecorwdiversity of the Brazilian population
and the extensive territory of this country. Ihisteworthy that one participant was from
Portugal, showing that the MieloForum reached ofPertuguese-speaking countries
besides Brazil.

The results of this study showed that among alisuséthe MieloForum, 2.8%
had at least incomplete elementary education, 4h&&at least incomplete high school
education, and 50% had incomplete undergraduateaéidn. A Brazilian study that
assessed Internet access found that among pedpléess than four years of education,
11.8% accessed the Internet, and as years of eolucatreased, so did the percentage
of access, which reached 90.2% among those witlyelss or more of education
(IBGE, 2013a). In the same context, a study inUBedeveloped in Boston verified that
86% of the people with high school education hatkss to computers and the Internet,
whereas that figure was 97% of those with highdrictv suggests that the level of
education influences the use of online tools (Goaalndette, Houlihan & Williams,
2008). Although these results suggest that theenitie level of education, the greater
the proportion of people who access the Interhetpresent study found no statistically
significant difference between the high school damdher education levels for
MieloForum users, showing that the forum was adbkst both levels of education.

Data on the monthly family income of users whoeased the MieloForum
revealed that 86.7% of the sample earned up taaZiltan minimum wages, being that
50% earned between 3 and 5 minimum wages and 3@B%Q 2 minimum wages.
According to IBGE, the percentage of people whothsdnternet increases with family

income; however, in the present study, there wamemease in the number of people
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who use the Internet across all levels of monthtpme (IBGE, 2013a). Even though it
was used more by people with higher income, thdd#®um was used by people from
all social classes, in line with its objective dafitg accessible to the entire Brazilian
population regardless of purchasing power.

Although the MieloForum was permeated by peoplalb&ocial classes, such
digital inclusion is believed to have been favorey the incentive given to the
participation of individuals with a family incomd ap to 2 minimum wages. In this
context, it is worth mentioning that public polisieshould include the use of new
technologies to improve the living conditions ofwkincome populations, with the
objective of reducing digital exclusion and its agge impact on the distribution of
wealth and opportunities (Sorj & Guedes, 2005).

In general, the central parameter used by staisstudies is the division
between those who do and do not have computeteihdusehold. However, in 2005,
only half of low-income individuals who had commsteat home had Internet access
(Sorj & Guedes, 2005). The proportion of people wise the Internet increases with
monthly income. In 2013, those who earned over 1I@imum wages presented the
greatest percentage (89.9%), while the lowest f23.&as presented by those who
earned no income up to ¥ of the minimum wage (IBGE&L3). Furthermore, the
promotion of digital inclusion must consider theality of the Internet and user skills in
terms of using information access tools (Botteniui& Firmo, 2004).

Strategies to encourage the participation of loeeme individuals must take
into account computer and Internet access outsidaeohousehold, which can be a
democratizing factor in this context (Sorj & Gued2805). Computer use outside of the
household in public and free spaces such as ldgasia possible strategy against social

exclusion. Another possible form of cooperatiorfawor of digital inclusion lies in the
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participation of private initiatives, which couldrqvide financial support to
communities and organizations that develop worth@area.

In addition to digital inclusion policies, the fon must also work on its
advertising in order to attract more low-income rasePublicity in public health
services, whether through the use of posters/patglolr actions developed together
with health professionals could be useful. Anotbessible effective strategy would be
advertising the MieloForum through the Brazilianewsion system; however, this
option is currently economically unviable due ®high cost.

We also emphasize the correlation between incawel,l education level and
computer ownership, being that education level tbesn considered essential to this
triad (Sorj & Guedes, 2005). In light of previousata, we observed that only 2.5% of
the users had completed elementary education, whileerms of family income,
approximately 37% earned up to 2 minimum wageswsigthat education level may
have been more important than family income in met@ng participation in the
MieloForum and the search for health information.

Among users who assessed the MieloForum, 36.7%digerform any type of
professional activity. According to the IBGE, 39.@¥the Brazilian population who do
not have a job access the Internet (IBGE, 20134dl)irSthis context, since MieloForum
users are mostly relatives of people with spinalajfit is necessary to consider that in
the Brazilian reality, as described by other awthonost of the family caregivers of
children with deficiencies do not carry out anyfpssional activities due to the need to
dedicate most of their time to the care of thedtbih (Cipriano & Queiroz, 2008; R.

Costa et al., 2012).

Sociodemographic and health variables of people sgina bifida
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The age of the individuals with spina bifida varieetween 0 and 38 years old,
with a mean of 12 years. This corroborates theltesfi a previous study developed
with 200 Brazilian and German individuals with spibifida, in which the mean age of
the Brazilian sample was 14.5 years, whereas ttenrage of the German participants
was 19 years (Faleiros-Castro, 2012). This studso dbund that the Brazilian
population with spina bifida was younger than thesr@an.

Regarding the gender of the individuals with spufada, 47% was female and
53% was male. Similar data were found by other@sthAn American study developed
with 50 adolescents with spina bifida found tha®8f the sample was female and
52% was male (Betz et al., 2014). A study of 20@zBran and German individuals
with spina bifida found that 43% of the Braziliaangple was female and 57% was
male, whereas 65% of the German sample was fermale85% was male (Faleiros-
Castro, 2012).

To discuss the level of education of the individualith spina bifida in this
study, it is necessary to consider that 36.7% weteof school age and that 30% had
completed up to elementary education. This lastiresay be related to the age of these
individuals, because the mean of 12 years theaiBticefers to the first school years.
Similar data were found in another study with Bliari individuals with spina bifida,
which showed that 41% of the sample was neitheschbol age nor in the childhood
education stage, 5% went to “special schools,” 268d between 1 and 5 years of
education, and 28% had between 6 and 12 yearsuchgdn (Faleiros-Castro, 2012). A
study developed exclusively with adult patientdwgpina bifida in Chicago (US) found
that 36% of the participants had completed edusahoough high school and 49% had

an undergraduate degree (Bowman, McLone, Grantjtadinito, 2001).
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Regarding the occupation of the individuals witiapbifida, a study developed
with people with spina bifida in Germany found tB&e6 of the sample went to school
or college, 24% had a job, 19% were infants omalie kindergarten, 10% did not have
an occupation, and 2% were pensioners (Faleirog«;&912). It is noteworthy that in
the present study, although 43.3% of the individualth spina bifida reported not
performing any activity, it is important to considéat 36.7% were children of school
age. Analysis of the rest of the sample showed ri@t individuals performed some
activity, be it going to school or college, or wimts in a job.

The predominance of spina bifida at the sacrallIgd3&33%) found in this study
differs from other studies that found the lumboahcegion to be the most affected.
Another study reported that spina bifida was moegdently found in the lumbosacral
region (52.4%) among 98 patients (Zambelli, 200@he Ilumbosacral region
represented 84% of the sample in a Brazilian stieleloped with 108 patients with
spina bifida (Castro, Moraes, Martins & Comaciol@)p In the present study, the total
of the lumbar and sacral regions accounted for 80%e sample. The predominance of
the sacral region is believed to be an error cabgetthe fact that this information was
reported by laypeople, rather than obtained frondioa¢ documents, as in the studies
referenced. In addition, 10% of the sample couldpnovide the spina bifida location,
showing a possible deficit of information on spimfida among these individuals.

The presence of hydrocephalus was mentioned by« 6fthe sample; of those,
91.3% used a ventriculoperitoneal shunt valve (VRSvhich corroborates the data
found in the literature. A study developed with ¥dtients with spina bifida stated that
86% of the sample presented hydrocephalus, and @those, 95% had used a VPSV
at least once (Bowman et al., 2001). Another steleloped with 200 individuals with

spina bifida observed that 83% of the sample ptedehydrocephalus, and among
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those, 86% had used a VPSV (Faleiros-Castro, 201#23. result can be explained by
the improvements made in shunt valves and the atdiztion of medical guidelines
for the treatment of hydrocephalus (Boockvar et24l01; Zambelli, 2006).

The use of a wheelchair as a locomotion aid wastioreed by 30% of the
individuals with spina bifida in this study. Thigding is in agreement with those of
other authors (Amari et al., 2010; McDonnell & Mc®a 2000; Pauly & Cremer,
2013). Another study with Brazilian and German widlials with spina bifida found
that 41% of the sample did not have gait skills amalved around with the aid of a
wheelchair (Faleiros-Castro, 2012). Another resalind by the same author was that
individuals with a thoracic injury were 14 times madikely to use a wheelchair full
time when compared to those who had lumbar or keqguay.

In the present study, 33.3% of the individuals wéhina bifida performed
intermittent urinary self-catheterization, 36.7% rfpemed assisted urinary
catheterization, and 30% did not perform this pdoce. A comparative study between
Brazil and Germany found that 31% of the Brazilsample performed urinary self-
catheterization, 63% performed urinary assisteletatization, and 6% did not perform
this procedure (Faleiros-Castro, 2012). Consideoimy the eight users who had spina
bifida and assessed the MieloForum, a frequency806% was observed for
intermittent self-catheterization, suggesting tihat autonomy and cognitive capacity of
these individuals favored their participation i tMieloForum and the performance of
urinary self-catheterization.

Intermittent self-catheterization was performedrfau five times a day, as
reported by 95.4% of the participants in this stwdyo performed the procedure.
Similar data were also found in other studies (Gst& et al., 2009; R. Costa et al.,

2012). Usually, urinary catheterization is recomdezh four to six times a day,
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according to individual considerations such as déadcapacity, hydric intake, post-
urination residue, and urodynamic parameters (SBI08).

About 86% of the participants in this study usedspt catheters to perform
intermittent catheterization and 14% used prelabed or hydrophilic catheters.
Another study developed with people with spinadaifverified that the most commonly
used catheters among the Brazilian sample werdigleatheters without coverings
(78%), and among the German sample it was hydrop(®0%) (Faleiros-Castro,
2012). There is no consensus in the literature rddgg the use of plastic or
prelubricated and hydrophilic catheters. The fissd cheaper alternative, whereas the
second is more practical and comfortable (Fale@astro, 2012). Other authors state
that there are significant differences regardingnglocations originating from the use of
each type of catheter, such as urinary infectidfreqle et al., 2013; Kiddoo et al.,
2015). Others reinforce the decreased frequencycarhplications when using
hydrophilic catheters (Cardenas et al., 2011), dassithe decreased rate of urethral
complications in the long term, such as urethnmattstre (Hedlund, Hjelmas, Jonsson,
Klarskov & Talja, 2001).

The predominance of the use of plastic catheteflecte the economic
difficulties found in Brazil. Hydrophilic cathetexcould be a better option, but, it is not
provided by the Unified Health System (SUS), whitiakes its use less frequent.
Plastic catheters, on the other hand, are cheaperaae distributed free by the
government (Faleiros-Castro, 2012).

Regarding the reuse of urinary catheters, 81% efitidividuals with spina
bifida who performed intermittent catheterizatiosed catheters only once, and 19%
reused catheters. Reusing catheters for intermittatneterization is a controversial

subject in the literature. Some authors state tiiatuse of sterile catheters does not
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reduce the incidence of urinary infections when parad to the use of clean catheters
for several catheterizations (Ercole et al., 20C3her authors state that, even though
many studies report that reusing catheters doema@ase the risk of urinary infection,
the mothers of children with spina bifida do natlfsafe reusing them and prefer not to,
unless the quantity available is not enough fogleimse (J. Costa et al., 2009).

No scientific protocols were found regarding theagling and storage of
catheters, though manufacturers recommend thatiddeysed only once. Similar to the
results found in the present study, and in additmrihe aforementioned arguments,
single use of catheters encourages autonomy, thelagenent of urinary self-
catheterization, and adherence to the procedumeg st facilitates application of the
technique, eliminating catheter cleaning and sw@ratgps. Moreover, it can be an
economic alternative in the long term, since adhseto urinary catheterization
increases and the risk of complications of not qrenfng the procedure decreases,
reducing the need for hospital consultations andisal procedures (Faleiros-Castro,
2012).

Regarding the main persons responsible for perfagmiintermittent
catheterization, mothers and people with spinaldithemselves those responsible for
the procedure. The group of mothers was more reptative, in agreement with the
literature (J. Costa et al., 2009; Kanaheswari,aRaZhandran & Ong, 2011). Similar
results were found in another study developed Wit Brazilians with spina bifida, in
which the mothers were mentioned by 71% of the $awap the person responsible for
performing urinary catheterization (Faleiros-Cas#012). Other Brazilian authors say
that the responsibility for the procedure is gelgtaken by the mothers, who assume

the role of caregivers of children with deficierxi{€aiva et al., 2009).
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As observed in the present study, the place ittmee that was more frequently
used for performing intermittent catheterizationswhe bed (61.9%), followed by the
toilet (23.8%). These data corroborate the resaftsanother Brazilian study with
children with spina bifida, which showed that lyidgwn in bed was reported by 81.8%
of the sample, followed by sitting on the toilet Cbsta et al., 2009). According to the
same authors, these results can be explained dpdhéhat the bedroom is considered
one of the most private places in one’s residericavever, the sitting position favors
urine drainage, and using the toilet decreasedithe necessary for performing the
procedure, also allowing saving on supplies, sindbe shower the technique does not
require the use of gauze for genital hygiene.

The performance of intermittent catheterizationsmé the home represents a
factor that favors the social participation andlusmn of people who perform the
procedure. In the present study, 95% of the indiisl also performed the procedure
outside the home. A similar result (81%) was foumé@nother study (Faleiros-Castro,
2012). This finding reinforces the hypothesis tliae MieloForum users have
autonomy, which favors their participation.

The present study showed that 85.7% of the indalgluwho perform
intermittent catheterization did not report havifficulty performing the procedure.
However, urethral resistance, pain, and sensitiwigye mentioned. These difficulties
were also reported in other studies (Borzyskow€kix, Edwards & Owen, 2004; J.
Costa et al.,, 2009; Faleiros-Castro, 2012). Diffies related to the intermittent
catheterization technique, whether technical, eonali or financial, or related to the
home, can lead to interruption of the procedurdefFs-Castro, 2012). Nonetheless,

emotional difficulties were not reported by anytloé participants.
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In the present study, total or partial urinary cosbce was reported by 61.9%
and urinary incontinence by 38.1% of the individualho perform intermittent
catheterization. Urinary incontinence can be careid one of the main problems that
compromises the quality of life of people with negenic bladder, since it interferes
negatively in their independence and social paditton (Fischer, Church, Lyons &
McPherson, 2015; Stulzer, 2009). Performance oérinittent catheterization and
increased frequency of this procedure are factoas may increase the chances of
achieving urinary continence (Faleiros-Castro, 30Moreover, it iS necessary to
consider that to achieve urinary continence, facteuch as detrusor hyperactivity,
sphincter deficit, and decreased bladder compliamca combination of these factors,
must be assessed, and the combination of treatreecitsas urinary catheterization, use
of medications, and surgery may be necessary @ak, 2003).

In the present study, the professionals mentiosegponsible for guiding the
intermittent catheterization procedure were nueses doctors, in equal proportions. A
Brazilian study pointed out that most people weeadned by nurses (J. Costa et al.,
2009). Nurses can facilitate understanding of ngemec bladder and urinary
catheterization by means of educational activitiesddition, the bond created between
nurses and patients and their families contribtdeslherence to the procedure (J. Costa
et al.,, 2009). A study on the learning of interemtt self-catheterization by children
between 7 and 12 years old observed that approachegroups and by a
multiprofessional team favored the learning prod€ssbussen-Boekhorst et al., 2010).
It is noteworthy that a good or excellent underdiiag of the procedure can positively

influence adherence and decreasing interruptias r@aleiros-Castro, 2012).
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MieloForum assessment from the perspective of users

This section presents a discussion of the resuftsagsessment of the
MieloForum from the perspective of users. But firsis important to highlight that a
virtual forum can be understood as a place whereplpegather to discuss a
predetermined subject (J. Aradjo & Dieb, 2010).sTiype of virtual tool is currently an
object of interest by researchers, and it is useskveral sectors, such as in the areas of
education (Buil, Hernandez, Sesé & Urquize, 20E2dide, 2011; Rozenfeld, 2014),
health (Chaparro-Diaz, 2013; McKechnie, Barker &t$t2014; Zhang, Cho & Zhai,
2015) and for approaching political-social subjgtidane & Laniado, 2007; Restrepo,
2013; Sampaio, 2012). The growing number of stutheslving the informatics and
the health areas in the last few years is notdideiever, few studies have addressed
virtual forums and chronic diseases, and none wasd on virtual forums and spina
bifida.

The two main reasons that users accessed the MieloFwere searching for
information and sharing experiences. The searclindaith information on the Internet
Is significantly related to the presence of chratigeases or severe health impairments
(Gidwani & Zulman, 2015). People with deficiencies chronic diseases are more
inclined to use the Internet to access websitels gilth information (Kaye, 2000; Oh
& Cho, 2015). Besides the search for informatioapgle who are suffering from
diseases in general search for virtual communitdegere they can share their
experiences (Garbin et al., 2008).

Level of education and family income had no infloeron reasons for visiting
the MieloForum, showing that the search for infotiova and sharing experiences,

regardless of these factors, were the reasonsiseas visited the forum.
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A study developed with adolescents with spina biffdund that 67% of the
sample did not use the Internet to search for haaformation, and the participants
who searched for such information mainly used GeoWikipedia, and the specific
websites of spina bifida associations (Betz et214). This finding differs from the
present study, since the results show that ondhe@fmain reasons users visited the
MieloForum was to search for health informationweéwer, it is important to consider
that the public of the MieloForum is made up of l&&lwith a mean age of 32 years,
rather than adolescents, which probably influertbedresults. An explanation for these
divergent data could be that the use of the Interages according to age. Generation
X, which comprises individuals between 33 and 4dryeld, uses the Internet for bank
transactions, purchases, and searching for hedtthmation. However, for Generation
Y, individuals between 18 and 32 years old, thermat is considered to be a means of
entertainment and communication among friends asldtives (Jones, 2009). The
authors of the present study agree with those wéie shat further investigations are
necessary to better understand why, in generalescknts with spina bifida do not use
the Internet to search for health information, aesiis great availability in the virtual
environment (Betz et al., 2014).

The importance of communication and informationhtesfogies in access to
health information is notable (P. Sousa, Fonseeap& & Gaspar, 2015). The Internet
offers a huge amount of updated information that loa quickly accessed at any time,
through health websites, virtual communities, angp®rt groups, so its role has been
increasingly valued (Garbin et al., 2008). Addedthts, the environments of social
media have increasingly offered places where patiesmn find health information (Huh,
Yetisgen-Yildiz & Pratt, 2013). This access to mf@ation on diseases, symptoms,

medications, and treatments has created what lisdctide “expert patient” (Garbin et
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al., 2008). However, there is still a big probleetated to the use of the Internet to
obtain health information, which is lack of knowtgd mainly among the young public,
about assessing the credibility of websites (Tmettlay & McKeehan, 2008). For this

reason, certification of the MieloForum by the Healbn the Net Foundation

(HONcode) was essential to ensure the quality efitfiormation available to its users
on the forum.

Clarification of questions about intermittent cadrzation, by means of
informational texts and discussions in the Mielafoy was reported by 80% of the
participants (10% did not perform intermittent e#rization). These data confirm that
informational texts on this procedure are usefwt only for those who already
routinely perform intermittent catheterization, lalgo for people who are searching for
information regarding the technique. This reinferti®e potential of this virtual tool as a
means of distributing health information.

Regarding the language used in the MieloForum, 80%e users considered it
understandable. It is noteworthy that this resuistbe directly related to the fact that
the theoretical texts were written by health prsi@sals with experience in the
rehabilitation of individuals with spina bifida,ing language aimed at the lay public. In
addition, validation of the MieloForum content bgdfth experts, including nurses,
doctors, psychologists, and physical therapistd, te a review of the content,
contributing to grammatical and contextual adaptetiand improvements.

The appearance of the MieloForum was considereduade by 86.6% of the
users who assessed the forum. Important improvementhis context were made,
based on suggestions from the informatics expeiisch certainly contributed to the

approval of the appearance of the MieloForum bysesrs. The effort to present quality
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interfaces in virtual programs reflects the concabout promoting the satisfaction of
users (P. Sousa et al., 2015).

Using the MieloForum was considered “very easy™easy” by 76.7% of the
users who assessed the forum, regardless of age,deeducation, and type of user
(family member or person with spina bifida).

The most commonly used means of access to the Fbalon was cell phones
(60.0%), followed by computers (53.3%). Accordimgthe IBGE, in 2005, 36.6% of
people over 10 years of age had cell phones iniBta2011, this number increased to
69.1% (IBGE, 2013a). This shows that the use df glebnes is growing among the
Brazilian population, which explains the resultsirid in this study. Over the last few
years, advances in information technologies and ilmoblevices have played a
significant role in modern solutions in the heatttea (B. Silva, Rodrigues, Diez,
Coronado & Saleem, 2015). Mobile devices, cell g@sprand tablets were used by
73.3% of the users to access the MieloForum. Tésslt suggests that making virtual
health forums compatible with cell phones and tabie necessary in order for such
forums to stay up-to-date and follow the trendsust of mobile devices by the
population. Other studies in the health area haen lweveloped with mobile devices,
such as one that addressed the development of @icadipn for mobile devices by
diabetic patients (Arnhold, Quade & Kirch, 2014damother on the assessment of an
application for people who smoke (Ubhi, Michie, Kd/ong, & West, 2015).

The association of the variable “means of accessi ttnonthly family income”
and “age” of the MieloForum users did not show atatistical significance, which
allows us to state that age and monthly family meadid not influence the means of
access. In this context, a statistically significaelationship was observed for the

association of “means of access” with “origin o tisser.” The use of tablets, although
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representing only 13% of the sample, was exclugikehted to the Southeast region of
Brazil, which is the region with the highest GNB@E, 2013b).

There have been other studies that investigatedntbéans of access to the
Internet among people with deficiencies. A studyealeped in the United States with
people with spinal cord injury found that 69.2% dissomputers and 94.2% of the
computers used had access to the Internet (Goodtradn 2008). In California, a study
found significant differences among individuals twitand without deficiencies,
regarding the probability of having computers amioand using the Internet. People
with deficiencies were less likely to have compsitat home than individuals without
deficiencies (23.9% vs. 51.7%) and had fewer chawnteaising the Internet (11.4% vs.
31.1%) (Kaye, 2000). These data reinforce the m@edeveloping virtual tools that are
accessible to and appropriate for people with dafes.

Using the MieloForum was considered useful by 96.GP4he users. Other
studies in the health area developed in Latin AcariEurope and North America have
also reported positive results regarding the usarafal forums (Chaparro-Diaz, 2013;
McKechnie et al., 2014). The Internet in the heattintext, specifically for the
distribution of health information, must be cons&te a tool through which the
population can find information complementary tattmeceived through traditional
means (Betz et al., 2014). Another purpose fowttaal forum, which was among the
main reasons that influenced the participation sdrs, was the need to find a support
network and to participate in groups with questionsommon. Hence, it is evident that
the use of a virtual forum has the potential todférusers in several ways, such as
access to information, establishment of a netwodt fnutual support, and,

consequently, empowerment.
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Formal and regular assessment of a virtual health iy users is essential to
improve the resources and information it provideedenfeld, Shepherd, Agunwamba
& McCray, 2013). The MieloForum was assessed asliext or good by 90% of the
sample, and 100% of the users with spina bifideessse] it positively. Another
important result in this context is that 83.3% d&fe tsample recommended the
MieloForum to someone else. These results show tlespite the limitations of this
virtual tool pointed out by the informatics experis met the users’ expectations.
However, despite the approval of users, it is beliethat migration to a more dynamic
platform with more options for exploration wouldcrease the possibilities for
approaching the theoretical themes and discusejng, encouraging the participation
of users.

It is noteworthy that the limitations of the virtuaol (phpBB), which did not
allow application of some of the improvements ssggg by the informatics experts,
compromised the dynamism of the forum and the dgweént of a layout more
attractive to the public. Another limitation wasetBize of the sample of users who
assessed the MieloForum, which was not probalilestid therefore did not allow the
results to be considered applicable to the popuat question. Another aspect to be
pointed out is the pretest of the online questimenawhich did not include the
participation of people who represented users gjiha bifida and family members of
all educational levels, which would be ideal.

The relevant points of this study include the iweohent of a group of
informatics, health and interdisciplinary researshehich enabled the construction and
update of the MieloForum based on specific knowdenlgeach area. Cooperation and
collaboration with people in Germany who are inealvn work with a virtual forum

for people with spina bifida, and with associatidos this population, allowed the
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exchange of experiences between these two coumtrlesth the economic and cultural
aspects. It is also important to highlight the @ncof the researchers to develop a
virtual tool that was validated by experts, to emsthe efficiency and quality of the
MieloForum for its users. Another point was the atien and validation of a
questionnaire for assessment of the MieloForum ftbenperspective of users, which
demonstrates the concern with obtaining reliabsilts that could improve this tool,

according to the opinion of users.

7. FINAL CONSIDERATIONS

The advance of technology and the expansion oflriternet have radically
changed the distribution of and the access to mm&bion. As a result, the search for
information in the virtual environment, involvingrems such as security, health,
education, and entertainment, are increasinglyepitda people’s lives.

The creation of the MieloForum was motivated by thesire to favor the
empowerment of people with spina bifida. Empowerimisndirectly related to the
autonomy, which helps individuals decide on matterareas like politics, education,
health, and culture.

Despite the evident increase in research on thefutbe Internet, few studies in
this area have involved people with spina bifida. Sudies were found specifically
about this population and the use of virtual foruifisus, two factors were essential to
guiding the development of this study. The firstswpartnership with a German forum,
the Sternchen-Forum; their previous experience w@ithirtual forum and people with
spina bifida and their families helped in the desand development of this project,

despite cultural differences. The second was tiperence of the members of the team,
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who idealized this project with the methodology distor the creation of the
MieloForum and with the rehabilitation of this pdgtion.

A great challenge in this study was to build auvattforum that was accessible
for both people with spina bifida and their fanslidt is noteworthy that the tool was
supposed to meet the demands of a heterogeneoup gnod consider possible
complications of the congenital malformation in sien and the resulting cognitive
limitations. Hence, it was developed with the dofleation of professionals with
experience in the rehabilitation of this populatiorho created the texts, figures, and
interface of the MieloForum.

One of the main objectives of the present study thascreation of a virtual
forum for the Brazilian population with spina b#éidand their families, based on a
German model, where people could find accuraterimédion and establish a network
of mutual support. Therefore, it was fundamentat tihe tool be validated by health
and informatics experts, aiming at accessibilisghility, and good quality of the health
information available in the MieloForum.

In the assessment of the theoretical content, #adthh experts confirmed the
reliability of the information provided to the putl In this context, none of the items
assessed reached the preestablished contentywatidigx (0.80). This can be explained
by the exclusive participation in the creationtustmaterial of health professionals who
had experience in the rehabilitation of people wjtima bifida.

The initial idea that the MieloForum would be auir for people with spina
bifida and their families with a focus on interraiit catheterization was found to be
insufficient, in view of the demand for other sutige generated by the users. The
addition of other subjects in the context of spbida into the virtual forum was

inevitable and fundamental to maintaining and eramging the participation of users,
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besides favoring the distribution of information spina bifida in other contexts,
contributing to the rehabilitation, autonomy, amip@werment of users.

It is important to emphasize that there are twonmssues in making contents
available in a virtual forum: allowing for updatimmg acquiring new knowledge; and the
possibility of transmission of knowledge that ist radways trustworthy, which can
generate harm to the population, especially in hbkalth area. For this reason, the
submission of the MieloForum to analysis by the Ithean the Net Foundatiorertified
the virtual forum’s aim of providing quality, objaee, and transparent information.
This certification, which is renowned and respedtadrnationally in the health area,
validated the values of this project.

The participation of informatics experts not onlgngrated a variety of
alterations in the interface that favored usabiihd accessibility, but also encouraged
reflection on the part of the researchers aboutpibesibility of replacement of the
virtual platform with one that will meet the demaliod a more dynamic interface in the
near future. Limiting factors were observed durwvaidation of the forum by the
informatics experts, who made some suggestionsatbed not followed because of the
limitations of the virtual tool (phpBB). The use \W0feb Accessibility Checker allowed
identification of problems in the source code ofgée pages, due to the use of HTML
rather than HTML5, which is the standard languaggently recommended by the
W3C.

Facebook was a useful tool to promote the MielofFoand to bring in new
users, through the groups of people with spinaldiind the page of the MieloForum.
Moreover, it helped find participants for the rasbasince the social network was used
to promote the forum and to invite users to ansther online questionnaire for the

assessment of the MieloForum.
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The assessment of the MieloForum from the perspedt users is believed to
have unique importance, since it considered theniopi of users, which allowed
improvements in the tool. The researchers weresunotessful in their attempts to find a
data collection instrument that had already bedidated and used in other studies for
the assessment of a virtual forum from the perspeaif users. Therefore, it was
necessary to build and validate a new questionriairéhis purpose. The participation
of experts and the application of a pretest witbrsisvere considered essential for the
validation of the new questionnaire, since it akolithe instrument to be valid, reliable,
and trustworthy by means of the improvements andpiations made and,
consequently, improved the quality of the dataemiéd.

According to the characteristics of the users @& mhieloForum, most of the
users who have spina bifida perform urinary seilheterization, and study or work.
These characteristics allowed the supposition ukats of the MieloForum with spina
bifida have autonomy and cognitive capacity thabfaheir participation in the forum.

This study was successful in achieving the objestiproposed, based on the
results of the assessment of the MieloForum froenpierspective of users. The fact that
the MieloForum received a positive assessment, lhotigeneral and in terms of
language, appearance, and usefulness to usersdlesgaof being people with spina
bifida or family members, age, and level of edwratreinforces the idea that the forum
was considered adequate by its public, despitaatsrogeneity. The number of users
registered and the participation in the forum amngng and show that the MieloForum
reaches the target public and favors the formabébra network of exchange of
information and mutual support among its users.

Considering access to the Internet and the useropuaters and mobile devices,

there is demand for use of the Internet as a mebhdsstribution of health information
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and tools that collaborate with virtual educatianhealth. The development of studies
using virtual learning tools that address chronisedses such as spina bifida and
subjects including rehabilitation, social inclusiamd empowerment is a current need of
public interest that must be met, aiming at theessibility and democratization of
health information.

In face of the facts revealed and considering metspes for the future, the
researchers suggest the development of furtherestweh the use of the Internet in the
health area, considering the topic of rehabilitatibhey believe in the strong potential
of this context and in the benefits for the popaolatas regards health education,

rehabilitation, and social participation.

Suggestions and final observations by the authdhnisfstudy

According to the experience of the author in theettgpment of a virtual forum
(MieloForum) for Brazilian people with spina bifidand their family members, based
on a German model, and considering her experiantleei context of rehabilitation of
this population in both countries, a few suggestiand observations are offered with
the aim of contributing to future studies.

A literature review indicates that the use of thésinet in the health area is
increasingly studied in the academic environmerdweler, studies related to spina
bifida are still recent and scarce. Thus, the wewlent of an interdisciplinary team,
involving professionals in the health and inforrostareas, and the collaboration of
people with experience in a virtual forum for peoplith spina bifida, were essential for
the development of this project.

When attempting to work with a virtual health foruperceptive work is needed

in the development of the material to be providethe forum, and discussions must be
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monitored, always aiming for trustworthiness andcaacy of information. Therefore,
the qualification of people to elaborate the mateand moderate the discussions is
needed. The material provided in the MieloForum vedaborated based on the
academic literature, books in the health area ahsfic articles, and the bibliographic
sources were disclosed to students. To monitodihlegues among the users, an on-
duty system was set up, in which a person fromMheloForum team reviews the
content posted by users as per its pertinenceettofhic in discussion every 12 hours.

Although the options “chats” and “private message@gire offered, these
functions were not commonly used by MieloForum sisdihe author supposes that
these options may be more dynamic and known by phelic in Facebook or
WhatsApp, and that the distribution of health infation may be the main use of the
MieloForum. In this context, and since the Mielolior assumed the distribution of
information as one of its main functions, the Mi&doum team worked to create threads
and provide informational materials on the subjeftsmterest and on those requested
by the users.

Based on the experience and perception of the guermany is actively
involved in the social inclusion of people with gigal deficiencies in several social
contexts, such as education, work, leisure, antuieyl by means of activities and
initiatives. In this context, associations for pleowith deficiencies, specifically with
spina bifida and hydrocephalus, play an importalg and feature communication with
other initiatives, such as virtual forums. Thisiafation of associations favors the
quality and promotion of activities offered, gertarg more visibility in society and
contributing to empowerment and achieving rightspieople with deficiencies.

There are some associations for people with spifidaband their families in

Brazil, but they work in isolation, without coordition or formal communication It is
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believed that the creation of an association oifonat reference and integrated work
with all other spina bifida associations in the oy would bring the establishment of a
support network with greater political power to derd the rights of people with
deficiencies. There is also a significant numbevidlial pages and WhatsApp groups
created for this public that do not communicatbesitit would be interesting to contact
the administrators of these initiatives with thenaof creating a network with the
potential of representing this population and prongptheir inclusion and participation
in society. Moreover, the exchange of informatiamd &he development of group
actions among these associations and other inggtivould help promote exchange of
knowledge, development of activities, and acqusitof greater social representation.
Experience with the MieloForum shows that constgmdates are a challenge
that demands time and financial resources. An elamipthe need for updates is the
phpBB (managing system for virtual forums) usedboth the German (Sternchen-
Forum) and the Brazilian (MieloForum) forums. Theaitations of this tool made it
impossible to make alterations to create a moradive layout and a more dynamic
forum for users, so the author suggests the useather tool, or even the creation of a
new one, with more possibilities for resources votual forums. In this context, the
development team for the MieloForum was recentlyvigled with funding from the
Coordination for the Improvement of Higher EducatiBersonnel (CAPES) of the
Brazilian government, which will allow updating th&atform and developing a website
that will host three virtual health forums: the Mi€orum; a forum for people with

cerebral palsy; and another for people with spooad injury.
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APPENDICES

APPENDIX 1
Free and Informed Consent Form for the health expéds

Gostariamos de convida-lo (a) para participar, nalidade de juiz, da pesquisa
intitulada “Espinha Bifida e o Cateterismo Vesical Intermigendesenvolvimento e
avaliacdo de um forum virtual para pacientes e lfarag”, realizada pela aluna de
doutorado Naira Beatriz Favoretto da Universidaéenica de Dortmund/Alemanha,
sob orientacdo do Prof. Dr. Christoph Kappler daivehsidade Técnica de
Dortmund/Alemanha e da Profé. Dr2 Fabiana Faled@s£Escola de Enfermagem de
Ribeirdo Preto da Universidade de Sdo Paulo (EEBP}JO objetivo deste estudo é
Desenvolver e avaliar um forum virtual brasileiargindividuos com espinha bifida e
seus familiares sobre o cateterismo vesical intente. Para participar desta pesquisa
vocé avaliara o Forum Virtual (MieloForum) e resgera a um questionario composto
por trés etapas: Caracterizacdo dos Participaitesliacdo Geral e Avaliacdo do
Conteudo do Férum Virtual. O questionario conténp8fguntas e sera enviado por e-
mail. Vocé utilizara cerca de 20 minutos para pceéro e depois vocé devera reenvia-
lo por e-mail aos pesquisadores. Sua participagfta@ a aprimorar o Forum e assim
apoiar individuos com espinha bifida na troca dpegg&ncias e na superacao de
desafios, como a realizacdo do cateterismo veséntatmitente. Sua participacdo €
voluntéaria e livre de custos de qualquer naturépaé nao recebera nenhuma gratificacao
por fazer parte desta pesquisa. Se em algum momew® apresentar algum tipo
desconforto, de qualquer natureza, decorrente diipacdo nesta pesquisa ou do
manuseio da ferramenta eletrénica, nos colocantispasicdo para esclarecer davidas
e minimizar quaisquer dificuldades que possam ecovfocé tem direito a indenizacao,
conforme as leis vigentes no Brasil, caso ocorreodiecorrente da sua participacao
nesta pesquisa. Os dados obtidos serédo utilizadieamente para fins de pesquisa
e publicados em revistas especializadas nas areasstlido, preservando seu
anonimato. Vocé podera tirar suas davidas sobreogtp e sua participacado, via e-
mail ou telefone, que estdo no final deste documeriista pesquisa foi analisada e
aprovada pelo Comité de Etica em Pesquisa (CEPEstala de Enfermagem de
Ribeirdo Preto/USP, pois respeita as questbesétaaessarias para a sua realizacdo. O
CEP também tem a finalidade de proteger as pespoagarticipam da pesquisa e
preservar seus direitos. Assim, se for necessamime em contato com esse CEP pelo
telefone (16)3602-3386 (segunda a sexta, das 8 heras). Vocé podera imprimir uma
copia desse documento se desejar.

Eu, , CPF
e-mail: pciafmal) estou
satisfatoriamente informado(a) e esclarecido(aeg@participar deste estudo
Pesquisadores responséaveifrofa. Dra. Fabiana Faleiros, Prof. Dr. Christ&gippler
e Ms. Naira Beatriz Favoretto

E-mail: fabifaleiros@eerp.usp.br ou nairafavoretgm@il.com

Telefone: (16) 3602-0183

CEP/EERP -USP: Av. Bandeirantes, 3900, CEP: 14040-902, Ribelé&ato, tel: (16)
3602-3386
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APPENDIX 2

Free and Informed Consent Form for the informaticsexperts

Gostariamos de convida-lo (a) para participar, nalidade de juiz, da pesquisa
intitulada “Espinha Bifida e o Cateterismo Vesical Intermieentiesenvolvimento e
avaliacdo de um férum virtual para pacientes e Ifarag”, realizada pela aluna de
doutorado Naira Beatriz Favoretto da Universidaéenica de Dortmund/Alemanha,
sob orientagcdo do Prof. Dr. Christoph Kappler daivehsidade Técnica de
Dortmund/Alemanha e da Profd. Dr* Fabiana Faleil@sEscola de Enfermagem de
Ribeirdo Preto da Universidade de Sdo Paulo (EEBP}JO objetivo deste estudo é
Desenvolver e avaliar um forum virtual brasileigrgindividuos com espinha bifida e
seus familiares sobre o cateterismo vesical intente. Para participar desta pesquisa
vocé avaliara o Forum Virtual (MieloForum) e respera a um questionario composto
por trés etapas: Caracterizagcdo dos ParticiparAgsliacdo Geral e Avaliacao
Ergondmica de Interface do Forum Virtual. O questim contém 44 perguntas e sera
enviado por e-mail. Vocé utilizara cerca de 25 ruapara preenché-lo e depois vocé
devera reenvia-lo por e-mail aos pesquisadoresp8umipacdo ajudara a aprimorar o
Forum e assim apoiar individuos com espinha bifidatroca de experiéncias e na
superacdo de desafios, como a realizacdo do c¢setervesical intermitente. Sua
participacdo é voluntaria e livre de custos deqyéalnatureza. Vocé nao receberd nenhuma
gratificacdo por fazer parte desta pesquisa. Casgagdesistir de participar do estudo,
podera fazé-lo a qualguer momento, sem prejuimando garantida a sua liberdade de
retirada do consentimento. Se em algum momentog \agaresentar algum tipo
desconforto, de qualquer natureza, decorrente d&ipacdo nesta pesquisa ou do
manuseio da ferramenta eletrénica, nos colocantispasicdo para esclarecer davidas
e minimizar quaisquer dificuldades que possam ecovfocé tem direito a indenizacao,
conforme as leis vigentes no Brasil, caso ocorreodiecorrente da sua participacao
nesta pesquisa. Os dados obtidos serdo utilizadieamente para fins de pesquisa
e publicados em revistas especializadas nas areasstlido, preservando seu
anonimato. Vocé podera tirar suas davidas sobreogtp e sua participacdo, via e-
mail ou telefone, que estdo no final deste documeriista pesquisa foi analisada e
aprovada pelo Comité de Etica em Pesquisa (CEPEstala de Enfermagem de
Ribeirdo Preto/USP, pois respeita as questfesétaaessarias para a sua realizacdo. O
CEP também tem a finalidade de proteger as pespoagarticipam da pesquisa e
preservar seus direitos. Assim, se for necessamime em contato com esse CEP pelo
telefone (16)3602-3386 (segunda a sexta, das 8 heras). Vocé podera imprimir uma
copia desse documento se desejar.

Eu, , CPE

e-mail: pciafmal) estou
satisfatoriamente informado(a) e esclarecido(aeg@participar deste estudo
Pesquisadores responséaveifrofa. Dra. Fabiana Faleiros, Prof. Dr. Christ&gippler

e Ms. Naira Beatriz Favoretto

E-mail: fabifaleiros@eerp.usp.br ou nairafavoretgm@il.com

Telefone: (16) 3602-0183

CEP/EERP -USP: Av. Bandeirantes, 3900, CEP: 14040-902, Ribelé&aio, tel: (16)
3602-3386
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APPENDIX 3

Free and Informed Consent Form for the experts whoparticipated in the
validation of the online questionnaire

Gostariamos de convida-lo(a) para participar dguoea intitulada “Espinha Bifida e o
Cateterismo Vesical Intermitente: desenvolvimentavaliagdo de um férum virtual
para pacientes e familiares”, realizada pela atlendoutorado Naira Beatriz Favoretto
da Universidade Técnica de Dortmund/Alemanha, sdbn@c¢do da Profa. Dra.
Fabiana Faleiros, da Escola de Enfermagem de BRd&reto da Universidade de S&o
Paulo (EERP-USP) e do Prof. Dr. Christoph Ké&pplda Universidade de
Dortmund/Alemanha. O objetivo deste estudo é “Desleer e avaliar um férum
virtual brasileiro para individuos com espinha ddfie seus familiares sobre o
cateterismo vesical intermitente”. Para participi@sta pesquisa vocé avaliard um
guestionario virtual que sera posteriormente rediglonpelos usuarios do Férum para a
caracterizacdo dos usuarios e avaliacdo do MieloforPara isso respondera a um
guestionario que serd enviado por e-mail, comp@stio 32 questdes de multipla
escolha. Vocé utilizara cerca de 25 minutos pagemmohé-lo. Sua participacado podera
ajudar a melhorar o Férum e assim auxiliar indie&luom espinha bifida na superacéo
das dificuldades para a realizacdo do cateterisesical intermitente e na troca de
experiéncias. Sua participacéo € voluntéria e lieustos de qualquer natureza. Vocé
nao recebera nenhuma gratificacdo por fazer pagtagesquisa. Caso queira desistir
de participar do estudo, podera fazé-lo a qualgquemento, sem prejuizos, ficando
garantida a sua liberdade de retirada do consemiim&e em algum momento, vocé
apresentar algum tipo desconforto, de qualquerremdy decorrente da participacao
nesta pesquisa ou do manuseio da ferramenta etetrdrs colocamos a disposicao
para esclarecer duvidas e minimizar quaisquerulifaries que possam ocorrer. Vocé
tem direito a indenizacdo, conforme as leis vigente Brasil, caso ocorra dano
decorrente da sua participagdo nesta pesquisa. adss dobtidos serdo utilizados
unicamente para fins de pesquisa e publicados eistag especializadas nas areas do
estudo, preservando seu anonimato. Vocé poder&tias duvidas sobre o projeto e sua
participacdo, via e-mail ou telefone, que estadimal deste documento. Esta pesquisa
foi analisada e aprovada pelo Comité de Etica esyusa (CEP) da Escola de
Enfermagem de Ribeirdo Preto/USP, pois respeitpastdes éticas necessarias para a
sua realizacdo. O CEP também tem a finalidade ateger as pessoas que participam
da pesquisa e preservar seus direitos. Assim,rseefaessario, entre em contato com
este CEP pelo telefone (16)3602-3386 (segundata,s#as 8 as 17 horas). Por favor,
antes de aceitar participar da pesquisa, veja stignario que devera responder. Vocé
podera adquirir uma cépia desse documento soldtas pesquisadoras.

Eu, ,
CPF , e-mail:

(opcional)

estou satisfatoriamente informado(a) e esclareg)do@ceito participar deste estudo.
Pesquisadores responsaveifrofa. Dra. Fabiana Faleiros, Prof. Dr. Christogpgler

e Ms. Naira Beatriz Favoretto

E-mail: fabifaleiros@eerp.usp.br ou nairafavoretgm@il.com

Telefone: (16) 3602-0183

CEP/EERP —USP:Av. Bandeirantes, 3900, CEP: 14040-902, Ribeirad?itel: (16)
3602-3386
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APPENDIX 4

Free and Informed Consent Form for the forum userswho participated in the
pretest of the online questionnaire

Gostariamos de convida-lo (a) para participar dapsea intituladdEspinha Bifida e o
Cateterismo Vesical Intermitente: desenvolvimentavaliagdo de um férum virtual
para pacientes e familiares”, realizada pela atlendoutorado Naira Beatriz Favoretto
da Universidade Técnica de Dortmund/Alemanha, si@m@cédo do Prof. Dr. Christoph
Kappler da Universidade Técnica de Dortmund/Alenaaehda Prof®. Dr2 Fabiana
Faleiros da Escola de Enfermagem de Ribeirdo Riatbniversidade de S&o Paulo
(EERP-USP). O objetivo deste estudo é Desenvolvavaiar um férum virtual
brasileiro para individuos com espinha bifida esskumiliares. Para participar desta
pesquisa vocé avaliara o questionario online pamaliagdo do Forum Virtual
(MieloF6érum) que ser& aplicado aos usuarios degsanfienta. O questionario contém
no maximo 40 perguntas e sera enviado por e-maté\tilizara cerca de 20 minutos
para preenché-lo e depois vocé devera reenviatleepoail aos pesquisadores. Sua
participacdo ajudara a aprimorar o Férum e assmaamdividuos com espinha bifida
na troca de experiéncias e na superacdo de desadi@gparticipacdo € voluntaria e livre
de custos de qualquer natureza. Vocé nao recetminama gratificacdo por fazer parte desta
pesquisa. Caso queira desistir de participar dadestpodera fazé-lo a qualquer
momento, sem prejuizos, ficando garantida a suardénle de retirada do
consentimento. Se em algum momento vocé apresalgam tipo desconforto, de
qualquer natureza, decorrente da participacdo nessguisa ou do manuseio da
ferramenta eletrénica, nos colocamos a disposigéa @sclarecer duvidas e minimizar
quaisquer dificuldades que possam ocorrer. Vocédieeito a indenizacdo, conforme
as leis vigentes no Brasil, caso ocorra dano dectarda sua participacdo nesta
pesquisa. Os dados obtidos serdo utilizados unicmeara fins de pesquisa e
publicados em revistas especializadas nas area®stiodo, preservando seu
anonimato. Vocé podera tirar suas davidas sobreogtp e sua participacado, via e-
mail ou telefone, que estdo no final deste documeriista pesquisa foi analisada e
aprovada pelo Comité de Etica em Pesquisa (CEPEstala de Enfermagem de
Ribeirdo Preto/USP, pois respeita as questbesétaaessarias para a sua realizacdo. O
CEP também tem a finalidade de proteger as pespoagarticipam da pesquisa e
preservar seus direitos. Assim, se for necessamime em contato com esse CEP pelo
telefone (16)3602-3386 (segunda a sexta, das 8 heras). Vocé podera imprimir uma
copia desse documento se desejar.
Eu, , CPF

, e-mail:

(opciesial) satisfatoriamente
informado(a) e esclarecido(a) e aceito particigestel estudo.

Pesquisadores responsaveifrofa. Dra. Fabiana Faleiros, Prof. Dr. Christ&gippler
e Ms. Naira Beatriz Favoretto

E-mail: fabifaleiros@eerp.usp.br ou nairafavoretgm@il.com

Telefone: (16) 3602-0183

CEP/EERP -USP: Av. Bandeirantes, 3900, CEP: 14040-902, Ribeiaxo, tel: (16)
3602-3386
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APPENDIX 5

Free and Informed Consent Form for the users who péicipated in the assessment
of the virtual forum

Gostariamos de convida-lo (a) para participar daea intitulada “Espinha Bifida e o
Cateterismo Vesical Intermitente: desenvolvimentavaliagdo de um férum virtual
para pacientes e familiares” realizada pela altdalitorado Naira Beatriz Favoretto
da Universidade de Dortmund/Alemanha, sob orieotagé Prof. Dr. Christoph
Kappler da Universidade de Dortmund/Alemanha e d®PDr® Fabiana Faleiros da
Escola de Enfermagem de Ribeirdo Preto da Uniemtsidle Sdo Paulo (EERP-USP).
O objetivo deste estudo € desenvolver e avaliarfdmm virtual brasileiro para
individuos com espinha bifida e seus familiaresa Rrarticipar desta pesquisa vocé
respondera a um questionario online para avalidod@orum Virtual (MieloF6rum). O
guestionario contém no maximo 40 perguntas e vtk2apd cerca de 20 minutos para
preenché-lo. Sua participacdo ajudara a aprimofadram e assim apoiar individuos
com espinha bifida e seus familiares na troca deerééncias e na superacdo de
desafios. Sua participacéo € voluntaria e livrewstos de qualquer natureza. Vocé nao
recebera nenhuma gratificacdo por fazer parte gestquisa. Caso queira desistir de
participar do estudo, podera fazé-lo a qualquer emia) sem prejuizos, ficando
garantida a sua liberdade de retirada do consemfim&e em algum momento vocé
apresentar algum tipo desconforto, de qualquerremdy decorrente da participacao
nesta pesquisa ou do manuseio da ferramenta eétetrdros colocamos a disposicédo
para esclarecer duvidas e minimizar quaisqueruliifeies que possam ocorrer. Vocé
tem direito a indenizacdo, conforme as leis vigente Brasil, caso ocorra dano
decorrente da sua participacdo nesta pesquisa. adss dobtidos serdo utilizados
unicamente para fins de pesquisa e publicados eistas especializadas nas areas do
estudo, preservando seu anonimato. Vocé poder&tias duvidas sobre o projeto e sua
participacéo, via e-mail ou telefone, que estadimal deste documento. Esta pesquisa
foi analisada e aprovada pelo Comité de Etica esygusa (CEP) da Escola de
Enfermagem de Ribeirdo Preto/USP, pois respeitpastdes éticas necessarias para a
sua realizacdo. O CEP também tem a finalidade oleger as pessoas que participam
da pesquisa e preservar seus direitos. Assim,rseefiessario, entre em contato com
esse CEP pelo telefone (16)3602-3386 (segundadedexta-feira, das 8 as 17 horas).
Vocé podera receber uma coépia desse documentessgugdgara isso envie um e-mail
aos pesquisadores solicitando-a.
E-mail: fabifaleiros@eerp.usp.br ou nairafavoretgm@il.com
Telefone: (16) 3315-0183

Estou esclarecido e aceito participar

N&o estou esclarecido e nao aceito participar
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APPENDIX 6

Instrument for the characterization of the health experts who participated in the

validation of the virtual forum

Sexo: () Feminino ( ) Masculino

Idade: anos

Titulacdo académica:
( ) Graduac&o. Area:
( ) Especializag&o. Area:
( ) Mestrado. Area:
( ) Doutorado. Area:
( ) Pés Doutorado. Area:

Area de atuacao profissional atual:
Tempo de atuacao profissional (referente a questiioa): anos

Vocé tem experiéncia profissional em Reabilitagdeim, quanto tempo atuou
na area?

Participou de algum evento cientifico nos ultima@n®ds relacionado a sua area
atuacgéao profissional?
()Sim ( ) Nao

de
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APPENDIX 7

Instrument for the characterization of the informatics experts who participated in
the validation of the virtual forum

Sexo: () Feminino ( ) Masculino

Idade: anos

Titulacdo académica:
( ) Graduac&o. Area:
( ) Especializag&o. Area:
( ) Mestrado. Area:
( ) Doutorado. Area:
( ) P6s Doutorado. Area:

Area de atuacao profissional atual:
Tempo de atuacao profissional (referente a questifoa): anos

Vocé ja trabalhou com desenvolvimento de softwetef®ia e/ou ensino a distancia? Se sim,
quanto tempo?

Participou de algum evento cientifico nos ultima@n®ds relacionado a sua area de
atuacao profissional?
()Sim ( ) Nao
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APPENDIX 8

Instrument for the assessment of the general impresn of the virtual forum

CRITERIOS Discordo | Discor | Concor | Concor | Nao Sei| Obser-
Forte- do do do vacoes
mente Forte-

mente

1. A interface favorece a
participacdo do usuério no
Férum.

2. A apresentacdo do conteudo
favorece a participacao do
individuo no Férum.

3. As figuras e fotos ajudam
na compreensao da tematica
do Férum.

4. O Forum tem indicacao de
uso como ferramenta
educacional.

5. As limitag6es do Férum ndo
excedem sua utilidade como
ferramenta informativa e de
apoio mutuo aos usuarios.

6. O nome do Férum
(MieloF6rum) é adequado.

7. Recomendo o Foérum para
os individuos com espinha
bifida e seus familiares.

8. Vocé gostaria de mudar
alguma coisa no Férum?
() Sim

() Néo

9. Vocé gostaria de incluir
alguma coisa no Férum?
( )Sim

() Néo

Adapted (GOES, F. 2010).
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APPENDIX 9

Instrument for the assessment of the content of thartual forum

CRITERIOS Discor- | Discor- | Concor- | Concor- | Ndo Sei | Obser-
do do do do vacoes
Forte- Forte-
mente mente

1. Os objetivos do Forum
estao claramente definidos.

2. O Férum tem coeréncia
com os objetivos a que se
propde.

3. O conteudo é atualizado.

4. O conteudo apresenta
organizacao logica.

5. O conteudo é coerente com
0 publico alvo.

6. As informacdes sao claras
e concisas.

7. Os textos séo de facil
leitura.

8. A apresentacao de figuras e
fotos é relevante para as
informacdes incluidas nos
textos.

9. A gramética é utilizada
corretamente.

10. Os termos séo utilizados
corretamente.

11. A apresentagao do
conteudo cativa & atencéo dps
USUuarios.

12. O férum estimula a
participacdo do usuario.

13. A interacéo entre os
usuarios ocorre de maneira
efetiva.

14. O férum permite o
aprendizado por meio de
troca de experiéncias entre 0s
usuarios.
15. O Foérum estimula o apoio
mutuo.

Adapted (GOES, F. 2010).
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APPENDIX 10
Instrument for the interface ergonomics assessmeuwf the virtual forum
CRITERIOS Discor- | Discor- | Concor | Concor | Ndo Sei| Obser-
do do -do -do vacoes
Forte- Forte-
mente mente

1. As paginas de menus
possuem titulos e cabecalhos.

2. Os painéis de menus séo
formados a partir de um critérip
l6gico de agrupamento de
opcoes.

3. Os nomes das opcodes de
menu sS40 CoNCisos.

4. A estrutura dos menus
concebida de modo a diminuir
0S passos necessarios para a
selecao.

5. O uso de abreviaturas é
minimizado nos menus.

6. Os icones sao legiveis.

7. Os icones sdao distintos uns

dos outros e possuem sempre|o

mesmo significado de uma tela
para outra.

8. Os icones sdo econdmicos
sob o ponto de vista do espaco
nas telas.

9. O usuario sempre comandala

navegacao no sistema.

10. O usuério pode interromper

e retomar um didlogo a qualquer

instante.

11. O usuério pode se deslocar

de uma parte a outa do sistema

rapidamente.

12. As frases das mensagens de

erro sao concisas e objetivas.

13. Os dados a serem lidos sao

apresentados de forma continya.

14. O Férum adota codigos
significativos ou familiares aos
USuarios.

15. Os significados usuais das
cores séo respeitados nos
cbdigos de cores definidos.
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16. A apresentacdo de textos ¢
recursos de estilo (italico,
negrito, sublinhado ou
diferentes fontes) é empregad
adequadamente.

A\

152

17. Os codigos visuais sdo
empregados para associar
diferentes categorias de dados
distribuidos de forma dispersa
nas telas.

18. Os itens selecionados para
alteracdo, atualizacdo ou
acionamento estdo destacado
dos outros.

\*2J

19. Qualquer mudanga na
situacdo atual de objetos de
controle é apresentada
visualmente de modo claro ao
usuario.

20. Os controles e comandos
encontram-se visualmente
diferenciados das informagoes
apresentadas nas telas.

21. As telas apresentam
somente os dados e informacgdes
necessarios e indispensaveis
para o usuario em sua tarefa.

22. A densidade informacional
das janelas/telas é reduzida.

23. O design nao sobrecarrega a
memodria.

24. O espaco de apresentacad
esta diagramado em pequenas
zonas funcionais.

25. A disposicdo dos objetos de
interagéo de uma caixa de
dialogo segue ordem logica.

26. Os links funcionam
corretamente.

27. A otimizacao do sistema é
adequada para diferentes
larguras de banda.

28. O sistema funciona
corretamente em diferentes
navegadores.

Adapted (GOES, F. 2010).
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APPENDIX 11

Instrument for the characterization of the health experts who participated in the
validation of the online questionnaire

Sexo: () Feminino ( ) Masculino

Idade: anos

Titulacdo académica:
( ) Graduac&o. Area:
( ) Especializacéo. Area:
( ) Mestrado. Area:
( ) Doutorado. Area:
( ) P6s Doutorado. Area:

Area de atuac&o profissional atual:
Tempo de atuacgdo profissional (referente a questi@ica): anos

Vocé tem experiéncia profissional em Reabilitacgde3im, quanto tempo atuou na
area?

Participou de algum evento cientifico nos Ultima@n®s relacionado a sua area de
atuacéao profissional?
() Sim ( ) Néo
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APPENDIX 12
Instrument used by the experts in the validation othe online questionnaire

Legenda:

0: ndo adequado

1: adequado com vérias alteracdes
2: adequado com poucas alteracdes
3. adequado sem alteracoes

Questéo 1- Convite ao usuario do Mieloférum para paicipagédo da pesquisa
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 2- Quem respondera este questionario?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questado 3- Data de nascimento da pessoa com Mielonmgocele/ Espinha Bifida:
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 4- Género/sexo da pessoa com Mielomenindet&spinha Bifida
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questado 5- Qual o grau de escolaridade da pessoarchlielomeningocele/
Espinha Bifida?

Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( §2)3

Quanto a linguagem utilizada: ( )0 ( )1 X2 ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questado 6- Qual a ocupacao atual da pessoa com Migleningocele/ Espinha
Bifida?
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Quantoaclareza: ( )0 ( )1 ( )2)8
Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questdo 7- Qual a localizacdo da Mielomeningocelespinha Bifida/?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 8- Quais auxilios para a locomocéo sédo wddos?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 9- Atualmente o paciente realiza: (autocatrismo, cateterismo com
auxilio...)

Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreenséao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questado 10- Qual a frequéncia que o cateterismo vesl é realizado?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questdo 11- Voceé reaproveita a sonda?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ()3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questado 12- Qual a principal pessoa responsavel palateterismo?
Quantoaclareza: ( )0 ( )1 ( )2)8
Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:
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Questao 13- Onde o cateterismo € realizado?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 14- Faz o cateterismo fora do domicilio?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 15- Enfrenta dificuldade na realizacdo doateterismo?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questéo 16- Alcangou continéncia urinaria apos o teterismo?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ()3
Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questdo 17- Quem lhe treinou para fazer o cateternso?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 18- Qual o principal motivo que te trouxe @Mieloférum?
Quantoaclareza: ( )0 ( )1 ( )2)8
Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 19- Como vocé descobriu o Mieloféorum?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:




VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 247

Questao 20- A linguagem utilizada no Mieloforum éampreensivel.
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questéao 2- O visual do Mieloférum (letra, cor e formato) é adequadc
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 22-Vocé se interessou pelos textos inforivas que estdo no Mieloférum?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreenséao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 23Na sua opinido como foi navegar no Mieloférum?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 24- O Mieloférum lhe ajudou a discutir ou sclarecer davidas sobre o
cateterismo vesical (cat)?

Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ()3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 25- O Mieloférum é util para vocé?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 26- Vocé fez amigos no forum?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:
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Questao 27- Voceé indicaria o forum para outra pess®@
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questado 28- De modo geral, como vocé avalia o fér@m
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 29- De onde vocé acessa o Mieloforum?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questao 30- Qual a faixa de renda mensal da sua fdma?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:

Questdo 31- Quantas pessoas séo sustentadas cora e=sda familiar?
Quantoaclareza: ( )0 ( )1 ( )2)8

Quanto a compreensao: ( )0 ( )1 ( 23

Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3

Quanto arelevancia: ( )0 ( )1 ( )2)3

Sugestoes:

Questao 32- Por favor, nos ajude a melhorar o Mieférum, adicione aqui seus

comentarios e sugestoes:

Quantoaclareza: ( )0 ( )1 ( )2)8
Quanto a compreensao: ( )0 ( )1 ( 23
Quanto a linguagem utilizada: ( )0 ( )1)@ ( )3
Quanto arelevancia: ( )0 ( )1 ( )2)3
Sugestoes:
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APPENDIX 13

Instrument for the characterization of the forum users who participated in the
pretest of the online questionnaire

Sexo: () Feminino ( ) Masculino

Idade: anos

Relacdo com a pessoa com espinha bifida:

() o proprio participante tem espinha bifida

() o participante é parente de uma pessoa cpmtesbifida
Especifique:

Nivel de escolaridade:
) Ensino Fundamental Incompleto
) Ensino Fundamental Completo
) Ensino Médio Incompleto

) Ensino Médio Completo

) Ensino Superior Incompleto

) Ensino Superior Completo

) Nunca frequentou a escola

) Outro. Especifique:

NN NN NN NN
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APPENDIX 14

Instrument used by the forum users in the pretestfothe online questionnaire

1. Para vocé como foi responder ao questiormniine?
() Muito dificil

( ) Dificil

() Nem facil e nem dificil

( ) Facll

( ) Muito facil

2. Vocé encontrou alguma dificuldade para respoadejuestionarionline?
( ) Nao ( ) Sim. Especifique:

3. De maneira geral, quanto a clareza, compreelisgoagem utilizada e relevancia
como vocé avalia as questdes do questiomdniioe?

() Muito inadequadas

( ) Inadequadas

( ) Indiferente

( ) Adequadas

() Muito adequadas

4. O questionario online é adequado para avalMietoForum.
( ) Discordo completamente

( ) Discordo

() Nem concordo e nem discordo

() Concordo

() Concordo completamente

5. Vocé gostaria de acrescentar ou modificar algemisa no questionario online?
( )Néo ( )Sim
Especifique:
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APPENDIX 15

Final version of the online questionnaire for the asessment of the virtual forum by
users

01. TCLE (Apéndice 5)
( ) Estou esclarecido e aceito participar
() Nao estou esclarecido e ndo aceito participar

02. Quem respondera o questionario?

( ) Pessoa com Mielomeningocele/Espinha Bifida
( ) Méae

() Pai

( ) Outro (especifique)

03. Qual a sua data de nascimento (preencha caoiedas do familiar da pessoa com
Mielomeningocele/Espinha Bifida)?
Ex: 18/11/1980 (DD/MM/AAAA)

/ /

04. Qual o seu grau de escolaridade (preencha satadns do familiar da pessoa co
Mielomeningocele/Espinha Bifida)?

( ) Ensino fundamental incompleto

( ) Ensino fundamental completo

( ) Ensino médio incompleto

( ) Ensino médio completo

( ) Ensino superior incompleto

( ) Ensino superior completo

( ) Nunca frequentou a escola

( ) Outro (especifique)

m

05. Qual é a sua ocupacéo atualmente (preenchasdados do familiar da pessoa
com Mielomeningocele/Espinha Bifida)?

( ) Frequenta a escola

( ) Frequenta um curso técnico profissionalizante

( ) Frequenta a faculdade

( ) Tem um emprego

( ) Nao realiza nenhuma atividade

( ) Outro (especifique)

06. Qual a data de nascimento da pessoa com Mirlngueele/Espinha Bifida?
Ex: 18/08/1985 (DD/MM/AAAA)
/ /

07. Qual o sexo da pessoa com Mielomeningoceleika@ifida?
( ) Feminino
() Masculino
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08. Qual o grau de escolaridade da pessoa com ukelimgocele/Espinha Bifida?
( ) Ensino fundamental incompleto

( ) Ensino fundamental completo

( ) Ensino médio incompleto

( ) Ensino médio completo

( ) Ensino superior incompleto

( ) Ensino superior completo

( ) Nunca frequentou a escola

( ) Outro (especifique)

09. Qual a ocupacéao atual da pessoa com MielomesetgfEspinha Bifida?
( ) Frequenta a escola

( ) Frequenta um curso técnico profissionalizante

( ) Frequenta a faculdade

( ) Tem um emprego

( ) Nao realiza nenhuma atividade

( ) Outro (especifique)

10. Qual a faixa de renda mensal da sua familia?

) 1 salario minimo (R$ 788,00)

) Até 2 salarios minimos (R$ 1.576,00)

) Até 3 salarios minimos (até R$ 2.364,00)

) Mais de 3 até 5 salarios minimos (R$ 2.364180R$ 3.940,00)

) Mais de 6 e até 8 salarios minimos (R$ 4028té R$ 6.304,00)
) Mais de 9 salarios minimos (a partir de R¥2,00)

) Nao sei/ Nao quero responder

NN N NN NN

11. Quantas pessoas sao sustentadas com esséarailida?
( )Uma

( ) Duas

() Trés

() Quatro

( ) Cinco

( ) Mais de cinco

() Nao sei/Nao quero responder

12. Qual a localizacdo da Mielomeningocele/EspBifiaa?
( ) Cervical

( ) Toracica

( ) Lombar

( ) Sacral

( ) Nao sei

13. A pessoa com Mielomeningocele/Espinha Bifida tédrocefalia?
( )Sim
( ) Néo
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14. A pessoa com Mielomeningocele/Espinha Bifida ¥a@lvula para tratamento da
Hidrocefalia?

( ) Sim

( ) Néo

15. Quais auxilios para locomocéao séao utilizados?
( ) Anda sem auxilio

( ) Anda com Ortese

( ) Anda com muletas/begalas

( ) Anda com andador

( ) Nao anda, usa cadeira de rodas

( ) Outro (especifique)

16. Atualmente a pessoa com Mielomeningocele/Egpifida realiza:

( ) Autocateterismo urinario (a pessoa com mielliza o cateterismo sozinha)
( ) Cateterismo urinario assistido (o cateterigmealizado por outra pessoa)

( ) N&o realiza o cateterismo urinario

17. Quantas vezes o cateterismo urinario é realipaddia?
( ) 1vez ao dia

() 2vezes ao dia

( ) 3vezes ao dia

( ) 4 vezes ao dia

( ) 5vezes ao dia

( ) Outro (especifique)

18. Que tipo de sonda/cateter é usada no cateteusmario?
( ) Cateter de plastico

( ) Cateter hidrofilico ou pré-lubrificado

( ) Cateter de metal

( ) Cateter de vidro

( ) Outro (especifique)

19. A sonda/cateter para o cateterismo urinaremproveitada?
( ) N&o, a sonda é usada uma Unica vez e degaidgdora

( ) Sim, a mesma sonda é usada durante o dia todo

( ) Sim, a mesma sonda é usada a semana toda

( ) Sim, a mesma sonda é usada por mais de unanaem

( ) Outro (especifique)

20. Qual a principal pessoa responsavel por reaizateterismo urinario?
( ) Pessoa com mielo

( ) Méae

() Pai

( ) Irmaos

() Avos

() Tio/Tia

( ) Profissional de saude ou cuidador

( ) Outro (especifique)
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21. Onde o cateterismo urinario é realizado?
( ) Cadeira de rodas

( ) Vaso sanitario

( ) Cama

( ) Outro (especifique)

22. O cateterismo urinario é feito também fora dmitilio?
()Sim
( ) Nao

23. Enfrenta dificuldade na realizacéo do catetesisrinario?

( ) Nao

( ) Sim, resisténcia esfincteriana (dificuldadeapgaassar a sonda no canal da urina)
( ) Sim, dificuldade de posicionamento (dificuldate achar uma posi¢ao para fazer
cateterismo)
( ) Sim, dificuldade de visualizagdo do meatoratdtlificuldade para achar o canal g
urina)

( ) Sim, dor/sensibilidade (dor na hora de passanda)

( ) Sim, dificuldade emocional (medo, vergonhageguranca, desmotivacéo, ndo
aceitacao, entre outros)

( ) Sim, dificuldade porque o banheiro é inadeguad

( ) Outro (especifique)

24. Conseguiu continéncia urinaria apds o cateterisrinario?

( ) Sim (sem perda urinaria, nao utiliza fraldaktor e nem absorventes)

( ) Parcial (tem pouca perda de urina, precisaajganas absorventes)

( ) Nao (tem perda de urina, precisa usar fratdasoletor urinario constantemente)

25. Quem te orientou como fazer o cateterismo tafAa
( ) Enfermeiro

( ) Médico

( ) Conhecidos (amigos/parentes)

( ) Nao recebi nenhuma orientacao

( ) Outro (especifique)

26.Qual o principal motivo que te trouxe ao Mieloka?
( ) Buscar informacdes

( ) Fazer amigos

() Compartilhar experiéncias

() Curiosidade

() Outro (especifique)

27. Como vocé descobriu o MieloFérum?
() Internet

( ) Whatsapp

( ) Facebook

( ) Amigos

() Profissionais

a



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 255

28. Ha quanto tempo vocé utiliza o MieloFérum?
) Menos de 1 més

) 1 més

) 2 meses

) 3 meses

) 4 meses

) 5 meses

) Nao sei

NN N NN NN

29. A linguagem utilizada no MieloFérum é compréesl®
( ) Concordo totalmente

( ) Concordo

() Nem concordo e nem discordo

( ) Discordo

( ) Discordo totalmente

30. O visual do MieloFérum (letra, cor e format@dequado?
() Concordo totalmente

( ) Concordo

() Nem concordo e nem discordo

( ) Discordo

( ) Discordo totalmente

31. Voceé se interessou pelos textos informativesegido MieloForum?
( ) Sim

( ) Néo

( ) Nao li

32. Como foi navegar no MieloFérum?
() Muito facil

() Fécil

( ) Nem facil, nem dificil

( ) Dificil

() Muito dificil

33. O MieloFérum te ajudou a discutir ou esclareltefidas sobre o cateterismo
urinario (Cat)?

( )Sim

( ) Parcialmente (mais ou menos)

( ) Néo

() Nao realizo o cateterismo urinario

34. O MieloFérum é util para vocé?
( )Sim
( ) Parcialmente (mais ou menos)
( ) Néo
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35. Vocé fez amigos no MieloForum?
( )Sim
( ) Nao

36. Vocé indicaria o MieloFérum para outra pessoa?
( )Sim

( ) Talvez

( ) Néo

37. De modo geral, como vocé avalia o MieloFérum?
( ) Excelente

( ) Bom

( ) Indiferente

( ) Ruim

( ) Péssimo

38. De onde vocé acessa 0 MieloF6rum?
) Computador de casa

) Computador da Lan house

) Computador de amigos/parentes

) Celular

) Tablet/Ipad

) Outro (especifique)

NN NN NN

39. Por favor, nos ajude a melhorar o MieloForudigiane aqui seus comentarios e
sugestoes:

40. A equipe do MieloF6rum agradece a sua partéipia

Os resultados dessa pesquisa ajudara a aprimbtela-érum e assim apoiar as
pessoas com Mielomeningocele/Espinha Bifida e fseniiares.

Caso vocé queira receber o resultado desta pesdaiga 0 seu e-mail que o
enviaremos a voce.

Nome:

E-mail:

Adapted (CHORBEYV, et al., 2011; FALEIROS-CASTRO, #012; VASCONCELOQOS, et al., 2013).



VIRTUAL FORUM FOR PEOPLE WITH SPINA BIFIDA AND THER FAMILIES 257

ANNEX

ANNEX 1

Document of approval of the research project by th&esearch Ethics Committee
of the Ribeirdo Preto College of Nursing

ESCOLA DE ENFERMAGEM DE RIBEIRAO PRETO DA UNIVERSIDADE DE SAO PAULO

Centra Colaborador da Organizacio Mundial da Sadde para o Desenvolvimento da Pesquisa em Enfermagem

Avenida Banderantes. 3800 « Riberr&e Preto - 830 Paule - Brasil - CEP 14040-807 - Fone: 55 16 3602 3582 - 55 18 3602 3381 - Fax: 56 16 3602.0518
www.earp usp.br - eerpEedu.usp br

COMITE DE ETICA EM PESQUISA DA EERP/USP
Of.CEP-EERP/USP — 261/2013

Ribeirdo Preto, 6 de novembro de 2013
Prezada Senhora,

Comunicamos que o projeto de pesquisa, abaixo especificado, foi analisado e
considerado APROVADO AD REFERENDUM pelo Comité de Etica em Pesquisa da
Escola de Enfermagem de Ribeirdo Preto da Universidade de S&o Paulo, em 6 de
novembro de 2013.

Protocolo: 18774213.9.0000.5393

Projeto: Espinha Bifida e o Cateterismo Vesical Intermitente: desenvolvimentoe e
avaliagdo de um férum virtual para pacientes e familiares.

Pesquisadores: Fabiana Faleiros Santana Castro

Em atendimenio a Resolugdo 466/12, devera ser encaminhado ac
CEP o relatério final da pesquisa e a publicacdo de seus resultados, para
acompanhamento, bem como comunicada qualquer intercorréncia ou a sua

interrupgéo.
~ Atencios nte,
7' i
/i
’bé(/Qy ﬁ;’-‘\—L | - < JC i‘j E
Profe. . Claudia Benedita dos Santo
Coordenadora do CEP-EERP/USP

lima. Sra.

Prof®. Dr®. Fabiana Faleiros Santana Castro
Departamento de Enfermagem Geral e Especializada
Escola de Enfermagem de Ribeirdo Preto - USP




