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ABSTRACT: Objective: From the production of a booklet of
home exercises “Orientag¢ées para a Manutengdo da Qualidade
de Vida — Espinha Bifida”, the aim was to validate the content,
carry out the evaluation of the material (booklet) by caregivers,
and analyze the adherence to the use of the booklet. Methods: For
content validation, 8 expert judges evaluated the booklet through
an adapted questionnaire, and the content validity index (CVI)
was established for each aspect addressed. In the evaluation of
the material carried out by the caregivers and in the analysis of
adherence to the use of the booklet, 10 children and adolescents
with spina bifida participated in this study. The booklet was read
with the patients and their caregivers, who were trained to perform
the exercises that are in the booklet at home. After delivery, a face-
to-face return was scheduled, in 15 days, so that caregivers could
report on the evaluation of the material as well as describe the

adherence of these participants to the use of the booklet. Finally, a
second meeting was scheduled - follow-up - to analyze long-term
adherence. Results: Of the 27 aspects addressed in the content
validation, 24 of these received scores above the acceptable index
(CVI = 1.00). Most caregivers answered “agree” or “strongly
agree” to all items analyzed regarding the evaluation of the
booklet. In the short term, there was an adherence rate of 25% of
the participants, and in the long term, 12.5%. Conclusion: The
booklet “Orientagoes para a Manutengdo da Qualidade de Vida
— Espinha Bifida” proved to be a great resource to increase the
physical therapy treatment of children and adolescents with spina
bifida, according to the evaluation of expert judges and caregivers,
for presenting adequate content, language and appearance, but
showed moderate/low adherence by the participants.
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RESUMO: Objetivo: A partir da produgdo de uma cartilha
de exercicios domiciliares “Orienta¢des para a Manuteng¢do
da Qualidade de Vida — Espinha Bifida”, objetivou-se validar
o contetudo, realizar a avaliagdo do material (cartilha) pelos
cuidadores, e analisar a adesdo ao uso da cartilha. Métodos: Para
validag@o do conteudo, 8 juizes especialistas avaliaram a cartilha
por meio de um questionario adaptado e foi estabelecido o indice
de validade de contetido (IVC) para cada aspecto abordado. Na
avaliacdo do material realizada pelos cuidadores e na analise da
adesao ao uso da cartilha, participaram 10 criangas e adolescentes
com espinha bifida e seus cuidadores. O pesquisador leu a cartilha
e treinou os exercicios na presenga do paciente e de seu cuidador,
indicando como deveriam ser realizados em domicilio. Apds a
entrega foi marcado um retorno presencial, em 15 dias, para que
os cuidadores pudessem relatar sobre a avaliagdo do material
assim como, descrever sobre a adesdo desses participantes ao uso
da cartilha. Por fim, foi agendado um segundo encontro - follow-

INTRODUCTION

pina bifida is a congenital malformation of the

neural tube that begins within the first 28 days
of pregnancy'. This malformation involves tissues related
to the spinal cord, vertebral arch, dorsal muscles, and skin?.
It may affect the entire length of the neural tube or be
limited to a small area’. Spina bifida is classified as occult
(meningocele) when there is no extravasation of the spinal
cord. The SB cystic (myelomeningocele) occurs when there
is a protrusion of the nervous system structure. The last one
is the more severe form of the disease’.

During pregnancy, congenital neural tube
malformation is associated with several genetic and
environmental factors such as folic acid deficiency, alcohol
intake during the first three months of pregnancy, maternal
diabetes, and zinc deficiency®. In addition, a study pointed
out the use of specific drugs - carbamazepine and valproic
acid - during the gestation period as possible causes of
morbidity*.

SB patients face a set of physical and neurocognitive
challenges, the latter related to hydrocephalus caused
by Arnold Chiari malformation, including: decreased
functional mobility, bowel and bladder control problems,
muscle weakness, skeletal deformities, cognitive and
sensory deficits, obesity, and unusual allergic reactions®.
An integrated and multidisciplinary approach to health care
has been associated with better psychosocial outcomes in
these patients’. Therefore, health care for these children
and adolescents is critical to improving their quality of
life and interaction with the environment since all motor,
and sensory changes impose physical and psychosocial
barriers’.

up — para analisar a adesdo em longo prazo. Resultados: Dos 27
aspectos abordados na valida¢do do conteudo, 24 destes receberam
pontuagdo acima do indice aceitavel (IVC = 1,00). A maior
parte dos cuidadores responderam “concordo” ou “concordo
totalmente” para todos os itens analisados referente a avaliacao
do material. Em curto prazo foi observada uma taxa de adesao de
25% dos participantes e em longo prazo de 12,5%. Conclusdo: A
cartilha “Orientagdes para a Manutencdo da Qualidade de Vida
— Espinha Bifida” por apresentar clareza dos itens apresentados,
facilidade de leitura e adequada compreensao, segundo a avaliacio
dos juizes especialistas e dos cuidadores, mostrou ser um 6timo
recurso para incrementar o tratamento fisioterapéutico de crianga
e adolescentes com espinha bifida, porém evidenciou uma
moderada/baixa adesdo por parte dos participantes.

Palavras-Chave: Exercicio fisico; Criancas; Adolescentes;
Espinha bifida.

Due to complications that accompanying the
malformation, children and adolescents with SB tend
to present a sedentary behavior and inactive lifestyle,
leading to decreased muscle strength and endurance and
increased body fat rates’. Physical activity is essential
for development, covering physical and mental aspects
to achieve ideal levels of body mass, bone growth, and
cardiovascular fitness and proposing a healthier lifestyle
and improved socio-emotional development?®.

Macedo et al.” suggested interventions that alleviate
the burden, promote access to information and equip
mothers to monitor their children’s condition. Thus, it is
possible to offer excellent care to family members, children,
and adolescents with chronic diseases facilitated by the
entire multidisciplinary team. Promoting family-centered
care means that professionals incorporate into their practice
the knowledge and conviction that the family is a constant
in children’s lives. Betting on these relationships results in
an increase in the quality of the care process '°.

Printed materials stand out among family members’
educational and guidance technologies: leaflets, booklets,
folders, or booklets. Printed material can have a positive
impact on educating patients and being able to help
them answer questions that may arise when they are not
interacting with the healthcare professional .

In the first half of 2021 to improve, optimize and
assist the quality of life of children and adolescents with
spina bifida was developed the booklet “Orientagdes para
a Manuten¢do da Qualidade de Vida — Espinha Bifida”
(supplementary material). These children/adolescents were
being treated at the outpatient rehabilitation services of
the Hospital das Clinicas da Faculdade de Medicina de
Ribeirdo Preto - Universidade de Sao Paulo (HCFMRP-



USP) and integrated hospitals.

The booklet has a succinct presentation of the
definition of the disease, its development, and the
importance of physical therapy; an activity plan with a
description of home exercises; and helpful information
about bracing and physical activities to maintain or improve
the functioning of the heart, lungs, and muscles. In June
2021, this material was finalized, with illustrative figures
for each task.

The exercises selected to integrate the booklet
“Orientagoes para a Manuten¢do da Qualidade de Vida —
Espinha Bifida” are similar to the international-guideline
for SB patients published in 2020'2. The authors point
out that children aged 6 to 12 years should be educated
about physical activity to maintain flexibility, strength,
and health. Adolescents aged 13 to 17 should continue
therapy or programs at home to maintain physical activity
goals—mobility, flexibility, range of motion, and overall
strength. There are no studies that used this type of material
(booklet) for children and adolescents with spina bifida in
the national and international literature.

The present study aimed to produce an exercise
booklet-type material so that patients and caregivers could
perform physical exercises at home as indicated and trained
by their physical therapists. Because of that we created the
instrument: “Orientag¢des para a Manutencao da Qualidade
de Vida — Espinha Bifida”. Then, expert judges performed
the instrument content validity, and the caregivers analyzed
the material evaluation and the patient’s adherence. The
booklet “Orientagées para a Manutengdo da Qualidade
de Vida — Espinha Bifida” was developed for ambulant
and non-ambulant children and adolescents with spina
bifida in attendance at the outpatient rehabilitation services
HCFMRP-USP and integrated hospitals.

MATERIALS AND METHODS

Study characterization

In this quasi-experimental, before-and-after study,
an educational technology, characterized as a booklet,
developed to guide patients and caregivers of children
and adolescents with spina bifida undergoing treatment in
the outpatient rehabilitation services, was evaluated. The
evaluations of the volunteers were carried out at the Centro
de Reabilitagdo Lucy Montoro at the HCFMRP-USP,
at the Centro Integrado de Reabilita¢do at the Hospital
Estadual de Ribeirdo Preto (CIR-HERibeirdo) and by
telephone. The Ethical Committee approved this study
at the Hospital das Clinicas da Faculdade de Medicina
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de Ribeirdo Preto - Universidade de Sao Paulo (CAAE
49923821.2.0000.5440).

Subjects

The study included ten caregivers of children or
adolescents with spina bifida undergoing treatment at the
outpatient rehabilitation services of HCRP and HERibeirdo
between August and November 2021. Inclusion criteria for
all participants were: confirmed diagnosis of spina bifida
and age between 6 and 16 years. Exclusion criteria were
recent fractures in upper and lower limbs (6 months) and
factors that prevented physical exertion.

Procedure

Content validation by expert judges

The selection of expert judges considered training in
physical therapy and dominance in pediatrics. To validate
the booklet’s content, “Orienta¢ées para a Manutengdo
da Qualidade de Vida — Espinha Bifida”, the eight
selected expert judges received the booklet and answered
the questionnaire adapted by Ft. DC Petian-Alonso. The
questionnaire presents 27 items divided into six categories:
objective, organization, language, appearance, motivation,
and cultural adequacy. For the expert judges, the answers to
the questionnaire items were presented from 1 to 4, where:
1 =non-equivalent item; 2 = item needs significant revision
to assess equivalence; 3 = equivalent item, needs minor
changes; and 4 = equivalent item'®.

Booklet delivery

Caregivers and children/adolescents selected
according to the inclusion and exclusion criteria described
above provided their written informed consent to participate
in this study. Afterward, the booklet was delivered and read
together with the patient and their caregiver, who were
trained to perform the booklet exercises at home.

After 15 days of training to perform the exercises
at home (following a similar methodology'®), the patient
returned to answer two questionnaires, shown below.
Telephone assistance was provided when face-to-face
feedback was not possible for the participant.

Assessment of the material by caregivers

In the booklet material evaluation by the caregivers
of the children or adolescents participating in the study,
the following items were evaluated: clarity of the items
presented, ease of reading, understanding, and the form of
presentation of the instrument!*.
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For this a questionnaire adapted by Ft. DC Petian-
Alonso was used (quoted above). For caregivers, the
responses to these items were presented on a Likert scale
with five levels (1 - strongly disagree; 2 - disagree; 3 -
neutral; 4 - agree; 5 - strongly agree).

Analysis of adherence to the use of the booklet by caregivers

Adherence to the use of the booklet “Orientacées
para a Manuten¢do da Qualidade de Vida — Espinha
Bifida” to perform exercises at home was assessed
using a questionnaire adapted from Dalcin et al.'. This
questionnaire addressed the following questions: 1)
stretching exercises; 2) strengthening exercises; 3) balance
exercises; 4) all the proposed exercises. The child or
adolescent’s caregiver answered the questions according
to the frequency of performing the exercises: a) three days
a week; b) twice a week; c) once a week; d) no day in the
week. The questions were scored as 3 if the answer was
“a,” 2 if the answer was “b,” 1 if the answer was “c,” and
0 if the answer was “d.”

Adherence score was assigned based on the quotient
between the number of points obtained and the number of
points possible with the application of the questionnaire.
If this score was greater than 0.70 it was considered high
adherence to treatment; if the score was less than or equal
to 0.70, it was classified as moderate/low adherence to
treatment.

Booklet Follow-up

Finally, 30 days after the return, the caregiver
answered the adapted questionnaire from Dalcin et al.”
remotely (telemonitoring). The follow-up objective was
to analyze the long-term adherence use of the booklet
“Orientagoes para a Manuten¢do da Qualidade de Vida —
Espinha Bifida” to perform exercises at home.

STATISTICAL ANALYSIS

It was performed an exploratory analysis of the data,
with a subsequent descriptive statistical presentation of the
variables age (median and 95% confidence interval), sex
(absolute value), and assessment and adherence to the use
of the booklet of home exercises by caregivers (absolute
value and percentage).

For content validity, the content validity index
(CVI) was performed. Considering that there is no specific
statistical test for evaluating the CVI, the proportion or

percentage of judges in agreement on specific aspects of
the material was calculated in this study'. The CVI of each
questionnaire item was calculated considering the expert
judges’ answers 3 and 4. The sum of these answers was
divided by the total number of answers. It is presented in
the formula below: CVI = number of answers 3 or 4/ total
number of answers'®. The acceptable index of agreement
among the expert judges indicated is at least 0.80 and,
preferably, greater than 0.90'6.

RESULT

In the content validity of the booklet 24 aspects
related to the booklet presented an agreement index greater
than 0.90, 2 aspects obtained an acceptable index between
0.80 and 0.90 and, 1 aspect did not reach the acceptable
index (Table 1).

Ten booklets, “Orientagoes para a Manutengdo da
Qualidade de Vida — Espinha Bifida” were delivered to
caregivers and children/adolescents with spina bifida in
attendance at the outpatient rehabilitation services of the
HCFMRP-USP and integrated hospitals. Eight booklets
were delivered to wheelchair users and two to ambulatory
children/adolescents. Two caregivers and children/
adolescents with spina bifida were excluded from the study
because they did not attend the first return visit and did not
even answer the phone calls. The median age of the eight
participants was 13.0 (10.6-14.4) years, four were male, and
in all participants, the level of the spinal lesion was lumbar.

In the step caregivers’ material evaluation, it was
observed that most of the participants answered “agree”
or “totally agree” for all the items analyzed. The answer
“neutral” was not obtained in any item. However, in
question five (“Do the figures provoke questions about
the health condition of the child/adolescent?””) of the
“Appearance” item, 87.5% of the participants answered,
“strongly disagree,” and another 12.5% answered
“disagree” (Table 2).

Regarding adherence to the use of the booklet, 25%
of the study participants showed “high” adherence, while
75% showed “moderate/low” adherence to the use of this
treatment resource (Figure 1).

In the follow-up, it was observed that 12.5% of
the study participants showed “high” adherence to the
use of the home exercise booklet, while 87.5% showed
“moderate/poor” adherence to the use of this treatment

resource (Figure 2).



Rev Med (Sao Paulo). 2022 Sept-Oct;101(5):e-193651.

Table 1. Expert judges answer to validate the booklet content

Item needs Equivalent item,

Non-equlvalent significant revision needs minor .Equlvalent CVI
item . item
to assess equivalence changes
n % n % n % n %
;).(g::tiesrisatohgl; :eed of parents/caregivers regarding 0 0.00% 0 0.00% 3 37.50% 5 6250%  1.00
Objective ia;fll:(iiiklet helps to take care of the child/ 0 0.00% 0 0.00% 0 0.00% 3 100.00% 1,00
i.kizrslcicri‘\t/lse on the necessary care for the child/ 0 0.00% 0 0.00% 2 25.00% 6 75.00%  1.00
1. The cover of the eduf:at,lonal booklet is attractive 0 0.00% 1 12.50% 2 25.00% 5 6250%  0.87
and indicates the material’s content.
il.'e'l":;ezllz]:t:f the title and the contents in the topics 0 0.00% 0 0.00% 0 0.00% 3 100.00% 1,00
3. Topics have a logical sequence. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
Organization 4 There is consistency between the cover 0 0.00% 0 0.00% 2 25.00% 6 75.00% 1,00
information, presentation, and content of the booklet.
5. The material paper is suitable. 2 25,00% 0 0,00% 0 0,00% 6 75,00% 0,75
6. The number of pages is adequate. 0 0,00% 0 0,00% 2 25,00% 6 75,00% 1,00
Z(.ig‘l};: ;)ftrmses portray important care for the child/ 0 0.00% 0 0.00% 1 12.50% 7 §750% 1,00
1. The text is clear and understandable. 0 0,00% 0 0,00% 1 12,50% 8 100,00% 1,00
?r.i;[:;l}t,ext is vivid and interesting. The tone is 0 0.00% 0 0.00% 0 0.00% 3 100.00% 1,00
Language 3. Vocabulary is accessible. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
2sztlclt;$€f:1)}rlmatlon is addressed clearly and 0 0.00% 0 0.00% 5 25.00% 6 75.00% 1.00
5. Thgre is an association betyveen the figure of the 0 0.00% 0 0.00% ) 25.00% 6 75.00% 1,00
exercises and the corresponding texts.
1. Mlustrations are friendly. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
2. Pages or sessions look organized. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
A 3. The number of figures is enough. 0 0,00% 0 0,00% 1 12.5% 7 87.5% 1,00
ppearance
4. The figures are self-explanatory. 0 0,00% 0 0,00% 1 12.5% 7 87.5% 1,00
oS emiielt g0 mses 1 Ram o Tam o
(ln.ll'l;ll;reebooklet is appropriate for my age, gender and 0 0.00% 0 0.00% 1 12.50% 7 87.50% 1,00
2. The booklet arouses interest and curiosity. 0 0,00% 0 0,00% 1 12.50% 7 87.50% 1,00
i;:;llge?‘soklet addresses issues needed by family 0 0.00% 0 0.00% | 12.50% 7 87.50% 1,00
Motivation 4. The information contained in the booklet is o o o o
important for the care of the child/adolescent. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
5. The booklet proposes to acquire knowledge to o o o o
perform the care of the child/adolescent. 0 0,00% 0 0,00% 0 0,00% 8 100,00% 1,00
6. Regders are encouraged to dlscu§s problems and 0 0.00% 0 0.00% | 12.50% 7 87.50% 1,00
solutions. The booklet suggests actions.
1. After reading the booklet, would you recommend
Cultural adequacy it to family members of other children/adolescents, 0 0.00% 0 0.00% 0 0.00% 3 100.00% 1,00

considering the socioeconomic context of the
population.

Legend: n: absolute frequency; % relative frequency; CVI: Content Validity Index.
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Table 2. Frequency table of caregivers’ responses for material evaluation

Strongly

disagree Disagree Neutral Agree Strongly agree Total
n % n % % % n % %
1. Attends to the need of parents/
caregivers regarding exercises at 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
home.
Objective 2. The' booklet helps to take care of 0 0.00% 0 0.00% 0.00% 0.00% 3 100,00% 100%
the child/adolescent.
3. Can advise on the necessary care 000, 0,00% 0,00% 000% 8  100,00% 100%
for the child/adolescent.
1. The cover of the educational
booklet is attractive and indicates the 0 0,00% 0 0,00% 0,00% 37,50% 5 62,50% 100%
material’s content.
?. The size of'the title and the contents 0 0.00% 0 0.00% 0.00% 0.00% 3 100,00% 100%
in the topics are adequate.
3. Topics have a logical sequence. 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
Organization ~ 4. There is consistency between the
cover information, presentation, and 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
content of the booklet.
5. The material paper is suitable. 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
6. The number of pages is adequate. 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
7. The exercises portray important g0, o (,00% 0.00% 12,50% 7 87.50% 100%
care for the child/adolescent.
1. The text is clear and understandable. 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
2. The text is vivid and interesting. o500 o (0% 0,00% 0,00% 8  100,00% 100%
The tone is friendly.
3. Vocabulary is accessible. 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
Language X L
:I.lﬁl(l)tl)?:(c)g?:&(m saddressedelearly 000, o 0,00% 0,00% 000% 8  100,00% 100%
5. There is an association between
the figure of the exercises and the 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
corresponding texts.
1. Hlustrations are friendly. 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
2. Pages or sessions look organized. 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
A 3. The number of figures is enough. 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
ppearance
4. The figures are self-explanatory. 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
5. The figures provoke questions
about the health condition of the 7 87,50% 1 12,50% 0,00% 0,00% 0 0,00% 100%
child/adolescent.
;g;rhgeesg:ff; L opropriate formy o 000% 0  000% 0.00% 1250% 7 87.50% 100%
iﬁgfscit;"")kl“ arouses interest and (0000 00% 0,00% 12,50% 7 87,50% 100%
3. The booklet addresses issues 0000 o 000% 0,00% 0,00% 8  100,00% 100%
needed by family members.
4. The information contained in the
Motivation booklet is important for the care of 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
the child/adolescent.
5. The booklet proposes to acquire
knowledge to perform the care of the 0 0,00% 0 0,00% 0,00% 0,00% 8 100,00% 100%
child/adolescent.
6. Readers are encouraged to discuss
problems and solutions. The booklet 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%
suggests actions.
1. After reading the booklet, would
Cultural you recommend it to family members
a(::qllllacy of other children/adolescents, 0 0,00% 0 0,00% 0,00% 12,50% 7 87,50% 100%

considering the socioeconomic
context of the population.

Legend: n: absolute frequency; % relative frequency.
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Figure 1. Adherence to the use of the booklet “Orientagdes para a Manutengao da Qualidade de Vida — Espinha Bifida” in the short-term.
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Figure 2. Adherence to the use of the booklet “Orienta¢des para a Manuteng@o da Qualidade de Vida — Espinha Bifida” in the follow-up.

DISCUSSION

The present study aimed to test the use of the booklet
“Orientagdes para a Manuten¢do da Qualidade de Vida
— Espinha Bifida” in children and adolescents with spina
bifida and their caregivers. The application of an adapted
instrument observed that the booklet presents clarity of
the items presented, ease of reading, understanding, and
acceptable form of presentation. However, through the
adapted questionnaire from Dalcin et al."’, we found

moderate/low adherence to the use of the booklet.
According to Silva et al.'’, the home exercise
booklet allows the patient and their caregiver to consult
the material for guidance whenever necessary, providing
greater security, confidence, adherence, comfort, and family
involvement and helping to ensure that the exercises are
performed correctly. Through the answers given by patients
and their caregivers, the booklet “Orienta¢des para a
Manuten¢do da Qualidade de Vida — Espinha Bifida”
presented a pleasing appearance and content, thus enclosing
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the expectations for an exercise booklet.

According to Copp et al.?, self-care can reduce
the risk of complications and secondary conditions and
can improve the results sought through treatment in

populations with spina bifida. For children and adolescents
with SB, the study by Peterson et al.'® and the systematic
review by Sawin et al.!? showed that performing self-care
behaviors helps in self-management of health, helps in
social participation, and combats vulnerability, stigma,

and discrimination. Our intention with the booklet was
to promote self-care, improve quality of life and optimize
and assist the participation of patients and their families
in rehabilitation. Despite the scheduled returns and the
encouragement to perform the exercises, the patients’ and
their caregiver’s adherence was poor.

In 2019, de Damasceno et al.?° assessed adherence
to home exercises using a booklet. Twenty-two chronic
hemiparetic patients were evaluated, and only two
performed the exercises above the established rate.
Therefore, these patients present low adherence to the use
of the booklet. The authors argue that this finding may be
related to the lack of family incentives, inadequate space
for performing exercises, lack of understanding of the
importance of home activities, and low exercise skills?'.

In another study, Picorelli et al.?! evaluated
adherence to an unsupervised home program in 95 older
women. An adherence rate of 33.09% was observed,
confirming the study’s hypothesis that the adherence rate to

a home program is lower than recommended. The authors
suggest that low adherence may be associated with the
absence of social interactions and the lack of variability
in the proposed program?..

The present study brought some benefits to patients
and their families: 1) potential acquisition of independence

regarding the performance of home exercises; and 2)
greater family involvement in the patient’s habilitation/
rehabilitation process. However, a moderate/low adherence
was observed to the exercise booklet “Orientagoes para
a Manuteng¢do da Qualidade de Vida — Espinha Bifida”,
indicating that the health professional should encourage
and guide more assertively caregivers and patients. Health
professionals can use the booklet to guide their patients in
home exercises. As well as disseminating knowledge to
other professionals, as it is a low-cost instrument.

As specific limitations of the present study, we
indicate: 1) the small number of participants that may have
impacted the 2) low adherence of patients to the use of the
booklet; 3) non-availability of the booklet on the internet,
on the website of the Hospital das Clinicas da Faculdade
de Medicina de Ribeirdo Preto - Universidade de Sdao Paulo
and the association of parents of patients with spina bifida
and, 4) non-development of an interactive version of the
booklet with videos, so that patients and caregivers could
consult in case of doubts, in the exercises performed at
home, even after consulting the images of the material and
previous explanations from the therapist.

We conclude that the exercise booklet “Orientagoes
para a Manuten¢do da Qualidade de Vida — Espinha
Bifida” proved to be an excellent resource for increasing
the physical therapy treatment of children and adolescents
with spina bifida. The material presents clarity of the items
presented, ease of reading, and adequate understanding
according to the evaluation of expert judges and caregivers
of children and adolescents with spina bifida. However, the
use of the booklet showed moderate/low adherence, making
it necessary to seek alternatives for children/adolescents to
get involved in self-care and for caregivers to encourage
the independence of these patients.

Financial Support: Conselho Nacional de Desenvolvimento

Cientifico e Tecnolégico (CNPq) [PIBIC scholarship number 1346-2020] and Fundagido de Amparo a Pesquisa do Estado de Sdo Paulo

(FAPESP) [grant number 2017/17596-4].

Declaration of interest statement: the authors have no conflicts of interest.

Acknowledgments: We thank the expert judges, children, and adolescents with spina bifida and their respective caregivers for

participating in this study.

Authors’ participation: Camila Scarpino Barboza Franco: study design, participant recruitment, data collection, database curation,
statistical analysis, and manuscript writing. Ms. Emanuela Juvenal Martins: study design, participant recruitment, and data collection.
Gabriela Barroso Queiroz Davoli: participant recruitment and data collection. Ms. Danila Cristina Petian Alonso: study design. Karen
Vitoria Recchia Pereira: study design. Profa. Dra. Ana Claudia Mattiello Sverzut: study design, database curation, manuscript writing,

and supervision.
REFERENCES

1. Phillips LA, Burton JM, Evans SH. Spina bifida management.
Curr Probl Pediatr Adolesc Health Care. 2017;47(7):173-7.
https://doi.org/10.1016/j.cppeds.2017.06.007.

2. Gaiva MAM, Corréa ER, Santo EAR do E. Perfil clinico-
epidemioldgico de criangas e adolescentes que vivem e

convivem com espinha bifida. J] Human Growth Develop.
2011;21(1):99-110. https://doi.org/10.7322/jhgd.19999.

3. Copp AJ, Adzick NS, Chitty LS, Fletcher JM, Holmbeck
GN, Shaw GM. Spina bifida. Nature Rev Dis Primers.
2015;1:15007. https://doi.org/10.1038/nrdp.2015.7.

4. McDonnell R, Johnson Z, Doyle A, Sayers G. Determinants



10.

11.

12.

13.

of folic acid knowledge and use among antenatal women. J
Public Health. 1999;21(2):145-9. https://doi.org/10.1093/
pubmed/21.2.145.

Sandler AD. Children with spina bifida: key clinical issues.
Pediatric Clin. 2010;57(4):879-92. https://doi.org/10.1016/j.
pcl.2010.07.009

Thurston S, Paul L, Ye C, Loney P, Browne D, Browne G,
et al. System Integration and Its Influence on the Quality
of Life of Children with Complex Needs. Int J Pediatrics.
2010;2010:¢570209. https://doi.org/10.1155/2010/570209

Heath GW, Fentem PH. Physical activity among persons
with disabilities--a public health perspective. Exerc Sport
Sci Rev. 1997;25:195-234.

van den Berg-Emons HJ, Bussmann JB, Brobbel AS,
Roebroeck ME, van Meeteren J, Stam HJ. Everyday
physical activity in adolescents and young adults with
meningomyelocele as measured with a novel activity monitor.
J Pediatrics. 2001;139(6):880-6. https://doi.org/10.1067/
mpd.2001.119991

Macedo EC, Silva LR, Paiva MS, Ramos MNP. Burden
and quality of life of mothers of children and adolescents
with chronic illnesses: an integrative review. Rev Lat Am
Enfermagem. 2015;23:769-77. https://doi.org/10.1590/0104-
1169.0196.2613

Harrison TM. Family-centered pediatric nursing care: state
of the science. J Pediatr Nurs. 2010;25(5):335-43. https:/
doi.org/10.1016/j.pedn.2009.01.006

Hoffmann T, Worrall L. Designing effective written health
education materials: Considerations for health professionals.
Disabil Rehabil. 2004;26(19):1166-73. https://doi.org/10.10
80/09638280410001724816

Wilson PE, Mukherjee S. Mobility guidelines for the
care of people with spina bifida. J Pediatr Rehabil Med.
2020;13(4):621-7. https://doi.org/10.3233/PRM-200744

Martins T, Ribeiro JP, Garrett C. Estudo de valida¢do do
questiondrio de avaliagdo da sobrecarga para cuidadores
informais. Psicol Saude Doengas. 2003;4(1):131-
48. Disponivel em: https://www.redalyc.org/articulo.

14.

15.

16.

17.

18.

19.

20.

21.

Rev Med (Sao Paulo). 2022 Sept-Oct;101(5):e-193651.

0a?id=36240109.

Polit DF, Beck CT. Fundamentos de pesquisa em enfermagem:
avaliacdo de evidéncias para a pratica da enfermagem. Porto
Alegre: Artmed Editora; 2011.

Dalcin PTR, Rampon G, Pasin LR, Ramon GM, Abrahdo
CLO, Oliveira VZ. Adesdo ao tratamento em pacientes com
fibrose cistica. J Bras Pneumol. 2007;33:663-70. https://doi.
org/10.1590/S1806-37132007000600009

Souza ACD, Alexandre NMC, Guirardello EDB.
Propriedades psicométricas na avaliagdo de instrumentos:
avaliacdo da confiabilidade e da validade. Epidemiol Serv
Saude. 2017;26:649-59. https://doi.org/10.5123/S1679-
49742017000300022

Silva REG, Silva RPM, Avelar AFM. Validation of an
exercise booklet for children with acute lymphoblastic
leukemia. Fisioter Mov. 2021;34. https://doi.org/10.1590/
fm.2021.34101

Peterson PM, Rauen KK, Brown J, Cole J. Spina
bifida: the transition into adulthood begins in infancy.
Rehabil Nurs. 1994;19(4):229-38. https://doi.
org/10.1002/j.2048-7940.1994.tb00811.x

Sawin KJ, Margolis RHF, Ridosh MM, Bellin MH,
Woodward J, Brei TJ, et al. Self-management and spina
bifida: a systematic review of the literature. Disabil Health
J.2020;100940. https://doi.org/10.1016/j.dhjo.2020.1009407

Damasceno SO, Costa TAM, Caiares VC, Pereira AS, Guerrero
KM, Gonzaga CN, et al. Relacdo da orientagdo domiciliar
associada a fisioterapia em grupo no desempenho motor de
hemiparéticos cronicos. Fisioter Bras. 2019;20(4):468-75.
https://doi.org/10.33233/fb.v20i4.2591

Picorelli AMA, Pereira DS, Felicio DC, Gomes DA, Dias RC,
Pereira LSM. Adesdo de idosas a um programa de exercicios
domiciliares pos-treinamento ambulatorial. Fisioter
Pesqui. 2015;22:291-308. https://doi.org/10.590/1809-
2950/13997522032015

Received: December 21, 2021
Accepted: May 13, 2022



Franco CSB, et al. Content validit and analysis of adherence to the use of the booklet “Orienta¢des para a Manutengdo da Qualidade
de Vida — Espinha Bifida”

Supplementary material

Booklet “Orientagdes para a Manuten¢ao da Qualidade de Vida — Espinha Bifida”

el

ORIENTAGOES PARA A
MANUTENGAO DA
QUALIDADE DE VIDA

o o 4o

10



