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ABSTRACT

Objective:To explore the therapeutic itinerary for seeking care for children with physical disabilities by caregivers. Methods: A descriptive
qualitative design recruiting nine consenting caregivers of children with physical disabilities attending a Nigerian Teaching Hospital. A
semi-structured interview guide was used to collect data on therapeutic itinerary which was defined as the paths taken by individuals
to address their health problem. Interviews were audio-recorded and transcribed verbatim. Data was analyzed using thematic content
analysis. Results: Emerging themes revealed that caregivers commenced therapeutic itinerary for their children upon observation of any
impairments that go beyond casual ilinesses. Lack of capacity in private hospitals, which serves as initial point of entry into care seeking,
encourage vacillation into public hospitals, spiritual homes, and traditional clinics. Entry into physiotherapy was dependent on self-referrals,
referrals by relatives, and physicians. Caring for children with physical disability significantly affected caregiver’s social life, finances, work;
and unmet expectations for a child to get well as soon as possible encouraged continuous pluralism. Conclusion and implications for
the practice: Having children presenting withimpairments and delayed milestones led to complex multiple health care seeking practices
among caregivers. Thus, these caregivers become medical pluralists and covertly non-adherent to hospital treatment prescriptions.

Keywords: Therapeutic ltinerary; Caregivers; Children; Physical Disabilities; Nigeria.

Resumo

Objetivo: Explorar o itinerario terapéutico na busca de cuidados para criangas com deficiéncias fisicas pelos cuidadores. Métodos: Um
plano qualitativo descritivo que recrutou nove cuidadores de criangas com deficiéncia fisica, com consentimento, que frequentavam um
Hospital Universitario Nigeriano. Foi utilizado um guia de entrevista semi-estruturado para coletar dados sobre o itinerario terapéutico,
que foi definido como os caminhos percorridos pelos individuos para resolver o seu problema de satde. As entrevistas foram gravadas
em audio e transcritas literalmente. Os dados foram analisados utilizando a andlise do contetido tematico. Resultados: os temas
emergentes revelaram que os cuidadores iniciaram o itinerario terapéutico para os respetivos filhos apés a observacédo de quaisquer
deficiéncias que vao para além de doencas casuais. A falta de capacidade dos hospitais privados, que servem como ponto inicial de
entrada na busca de cuidados, encorajou a procura por cuidados nos hospitais publicos, lares espirituais, e clinicas tradicionais. A entrada
na fisioterapia dependia de auto-referéncias, referéncias por parentes e médicos. Cuidar de criangas com deficiéncia fisica prejudicou
de modo significativo a vida social, as finangas, o trabalho do cuidador; e expectativas ndo alcangadas de que a crianga melhorasse
0 mais cedo possivel encorajaram um pluralismo continuo. Concluséo e implicagdes para a pratica: O fato de ter criancas com
deficiéncias e de ter havido atraso nos progressos levou os cuidadores a praticas multiplas e complexas na busca de cuidados de satide.

Palavras-chave: Itinerario Terapéutico, Cuidadores; Criancas; Deficiéncias Fisicas; Nigeria.

RESUMEN

Obijetivo: Explorar el itinerario terapéutico para la busqueda de cuidado de nifios con discapacidad fisica por parte de los cuidadores.
Métodos: Un disefio cualitativo descriptivo que recluta a nueve cuidadores de nifios con discapacidades fisicas que asisten a un
hospital universitario de Nigeria. Se utilizé una guia de entrevista semiestructurada para recopilar datos sobre el itinerario terapéutico
que se definié como los caminos que recorren los individuos para abordar su problema de salud. Las entrevistas fueron grabadas en
audio y transcritas textualmente. Los datos se analizaron mediante analisis de contenido tematico. Resultados: Los temas emergentes
revelaron que los cuidadores iniciaron un itinerario terapéutico para sus hijos al observar cualquier impedimento que vaya mas allé de
las enfermedades casuales. La falta de capacidad en los hospitales privados, que sirve como punto inicial de entrada en la busqueda
de atencion, fomenta la vacilacién en los hospitales publicos, hogares espirituales y clinicas tradicionales. La entrada en fisioterapia
dependia de las autorremisiones, las derivaciones de familiares y médicos. El cuidado de nifios con discapacidad fisica afecté
significativamente la vida social, las finanzas y el trabajo del cuidador; y las expectativas no satisfechas de que un nifio se recupere lo
antes posible fomentaron el pluralismo continuo. Conclusion e implicaciones para la practica: El hecho de que los nifios presentaran
discapacidades e hitos retrasados condujo a multiples practicas complejas de busqueda de atencién médica entre los cuidadores. Por lo
tanto, estos cuidadores se vuelven médicos pluralistas y encubiertamente no se adhieren a las prescripciones de tratamiento hospitalario.

Palabras clave: ltinerario Terapéutico; Cuidadores; Nifos; Discapacidades Fisicas; Nigeria.
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INTRODUCTION

The Global Burden of Disease estimated that nearly 15% of
the world population has moderate or severe disability.” Of the
affected population, about 93 million of them are children aged
<14 years have varying degrees of disabilities.? The society
attach stigma to children with physically disability in Africa.® As
such, the burden of living with disability does not only affect the
child but their caregivers. Consequently, caring for a child with
physical disability is one of the most stressful events that can
occur.* Particularly, children with disability generally increases
parent’s vulnerability to stress affecting mothers more.5¢ Caring
for children with physical disability can be physically and mentally
exhausting, due to demands of caring for them around the
clock and their complex health care needs.”® Caregivers of
children with physical disabilities are more likely to experience
depression and distress than caregivers of children without
disabilities.® However, the mangnitude and the nature of
challenge face by parents and caregivers depend on the severity
of physical disabilities.’® Some of the prominent needs reported
by their parents are related to personal care,'" management of
adaptive behaviours,'? medical,'® technical, financial and social
needs.' Thus, having children with physical disabilities put a
significant burden on the caregivers to initiate care seeking which
purposely or inadvertently set them on multiple complex paths.

The paths taken by individuals to solve their health problem is
referred to as therapeutic itinerary.® Often children with physical
disability and their families require interventions from different
services, such as health, education, social services, '® and sometimes
seek interventions outside the orthodox practice.'® Therefore,
understanding therapeutic itinerary of caregivers of children with
disabilities have significant policy implications,'® with respect to
providing affordable access to health care, multi-agency support,
emotional and psychological support, and respite for parents of
children with disabilities.'”'® Caregiving is not a static event or
a single behaviour but a complex dynamic process that unfolds
over time and this further underscore the dynamic complexities
of care giving processes.?’ These call for exploring therapeutic
itinerary of children with disabilities to inform improvement in
policy decision making and meeting the several aspects of help
and support for these children.

Though, about 7% of Nigerian children reported neurological
disabilities, the health care system in Nigeria is weak and
provides sub-optimal care and support needed by these
children.?' Anecdotally, parents of children with disability in Nigeria,
embark on different types of overt and covert health journeys, in
search of care for their children. Consulting traditionalists (native
doctors) for children with disability may be informed by poverty
and culture-based stereotypes implying that such children are
signs of gods punishment which makes parents medical pluralist
(i.e. consulting multiple sources including traditionalists and
spiritual homes) in seeking help for their children with physical
disabilities.?>23. This medical pluralism engaged may delayed
access to rehabilitation care and thus, outcomes may be sub-
optimal. Thus, therapeutic itinerary of parents and caregivers

of children with disability needs to be explored to inform policy
decision making. Unfortunately, these practices seem not yet
put in empirical perspective. Therefore, this study explored the
therapeutic itinerary for seeking care for children with physical
disabilities by caregivers.

METHODS

This descriptive qualitative study recruited consenting
caregivers of children with physical disabilities attending the
Children Outpatient Physiotherapy Clinic at a Nigeria University
Teaching Hospital. Eligible respondents were parents/caregivers
of children with physical disabilities who were within the ages of
10 and 14 years. As suggested by Creswell ,2* 5-25 informants
as required for a qualitative study. Therefore, this study recruited
nine available parents/caregivers. In the setting where the study
was conducted, first contact to rehabilitation services including
physiotherapy was not common. Children with physical disability
which often required rehabilitation services comes through physician
referral. The authors pre-conceived opinion that older children with
disability would have experience substantial therapeutic itinerary
infomed the choice of 10-14 years old children and moderated
by the interview format that allowed open-ended dialogue from
the research participants.

A semi-structured interview guide was used to collect data on
therapeutic itinerary. The purpose of the study was fully disclosed
to the participants, their rights to participate or not, and assured
protection of their identities in data storage and reporting were
emphasized. Thereafter, their signed informed consent to participate
in the study was obtained. Also, permission was sought to tape
record the interviews. One of the authors (OAT) conducted the
interviews in noise free cubicle and each interview took about
15 minutes. Interviews were conducted in either English or Yoruba
depending on participants’ language of best proficiency. Yoruba
language is the most spoken indigenous Nigerian language in
the setting of this study. Translation of interviews in the Yoruba
language into English was done by experts at the Department
of Linguistics and African Languages of a Nigeria University.

The tape-recorded interviews were transcribed verbatim to
guarantee accuracy. Short descriptive codes were allocated to
sections of the text, then codes expressing similar concepts were
grouped together to form themes. Deductive thematic content
analysis of key themes and phrases were used to organize data
and narrations were presented.?® Peer debriefing was done
during analysis to limit the potential biases associated with the
positionality of the interviewing author. Themes were reviewed
and audited to ensure that they were grounded in the transcripts
and well represented within the data with adequate examples
thereby increasing the trustworthiness of the study. An audit trail
also assisted in reducing bias in the study. Descriptive statistics
of frequency, percentages were used to summarize data on the
socio-demographic variables of the participants, and the summary
of the qualitative analysis.
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An ethical approval of the study was obtained through Ethics
and Research Committee of the Obafemi Awolowo University
Teaching Hospital Complex (ERC/2019/12/14).

RESULTS

The participant’s demographic characteristics shows that
above half of mothers have three/more children and seek
help late (55.6%) (Table 1). Figure 1 shows the path taken
seeking care for children with physical disabilities. The mothers
expressed various path seeking care for their children with
physical disability. Table 2 shows emerged category, theme and
sub-theme. The qualitative analysis results from the study are
presented in italics.

Risk factors for physical disability

Pregnancy history is one of the valid ways of evaluating
prenatal risk factors forimpairment in children. Therfore, this study
explored the prenatal history of the children with disability. While
a majority of the mothers reported that their pregnancies were
not associated with any major circumstance, others reported a
few incidences for which interventions were sought. A mother
reported:

there was nothing much that surrounded his conception,
| was not sick during the pregnancy, in fact, | do go for
regular check-ups at the hospital, the scan confirmed the
baby was doing fine in the womb (P1).

At the same time incidences of being unwell during the
pregnancies were narrated by some of the mothers as captured
by a mother:

... I didn’t even know | was pregnant because | was
still menstruating as at then, the doctor later confirmed
that | was 2months pregnant, | did the ultrasound of the
pregnancy, | was still very ill, my mother in-law gave me
some herbs, and | was fine (P8).

The study explored caregivers recalls on whether the
pregnancy was eventful or not. A few of the mother recants that
their pregnancies were uneventful. A mother retorted:

| gave birth to him when the pregnancy was nine months,
and it was not through caesarean section but normal
delivery. After | gave birth to him, he cried by himself, the
nurse didn’t beat him before he cried, | can say he was
hale and hearty (P1).

However, other recalled their eventful experiences:

| gave birth to him in a traditional clinic after a prolong
labour of two days (P5).

Table 1. Physical characteristics of the respondents and summary
of child’s therapy record.

Variable

Socio-demographic characteristics of N
respondents

Marital Status

Married 9
Profession

Teacher

Fashion designer
Caterer

Trader

Number of Children
One

Two

Three

Four

Family Setting
Monogamous
Polygamous 3
Summary of child’s therapy record

Radiological investigation

Yes

No 1
Regular Check-ups

Yes

No 1
Eventful birth

Yes 6
No 3
Noticeable features of child

Sick 2
Delay Developmental Milestone 5
All of the above 2
Immediate step taken when child’s condition

was noticed

w N NN w w ek =N

(o)}

Went to hospital

Sought advice

Sought alternative therapy

All of the above

None of the above

Different path taken in search of care
Went to hospital

Sought alternative therapy 1
All of the above 5
Immediate response to hospital care

Early 3
Late

Not specific 1

R = W NN

w
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Reason for therapeutic journey

Sick

= delay
developmental
milestone

Physical
3 disability

Hospital
—
—3 | Private Public
Palliative
(seeking
advice)

Traditional care

Physiotherapy

Figure 1: Path taken by the study respondents while seeking for care for children with physical disabilities.

Table 2. Category, theme and sub-theme emerged from the study.

Category

Theme

Sub-theme

Risk factors for physical disability

Triggers of therapeutic itinerary and
therapeutic actions

Rehabilitation experiences

Burden of therapeutic itinerary on
caregiver

- Pregnancy history

- Eventful pregnancy

- Child’s welfare

- Impediment and impairment

- Pluralism of therapy

- Facilitator of therapeutic itinerary

- Rout to physiotherapy

- Satisfactory and helpful

- Social/emotional isolation

- Barrier seeking care

- Sickness during pregnancy

- Prolong labour

- Pre-term birth/delivery

- Neonatal illness/sickness

- Strange illness/sickness

- Delayed milestone

- Body paralysis

- Physician consultation

- Traditional healers

- Spiritual homes

- Child’s health uncertainty

- Perception of alternate therapy
- Access to care

- Physician referral

- Self-referral through enquiry
- Less waiting times

- Affordable consultation and treatment
fee

- Depression

- Loss of wages/job

- Low quality of life

- Time, work and distance constraint
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| gave birth through caesarean section when he was
8months after a prolong labour of almost two days (P7).

In sum, most of the mothers went through harrowing prolonged
labour ranging from 8 hours to 3 days. In addition, pre-term
deliveries were more reported than post-term births. None of
the cases of caesarean deliveries was elective but emergency
to save the mother and/or the child.

Triggers of therapeutic itinerary and therapeutic
actions

The therapeutic itinerary of the mothers concerning their
children seems to commence upon mothers’ observations of
impediments and impairments that go beyond casual illnesses
that affect children. Typically, among some mothers, it began as
early as when the child was a neonate to many months postpartum.
The triggered were varied as highlighted:

he could not crawl, stand, he was always bending forward,
no neck control (P4).

almost all the joints of his body were very stiff and he
couldn’t use them, it was like my baby was paralyzed
already (P7).

The therapeutic actions taken included consultation with
physicians, starting from Primary Health care to Teaching Hospital,
traditional healers and spiritual homes. Some informants revealed:

| took him to one matron on my street. | took him to Primary
Health Centre. He was later referred to this facility [Teaching
Hospital], and later referred for physiotherapy (P4).

I told my mum about it, she took me to a traditional bone
setter clinic for treatment” (P7). | took her to church for
prayer, | was in in church with her for months (P9).

These also confirmed the multiple practices of the mothers:

the places have gone to seek for medical care for her
include; church, hospital and there was a time my elder
sister took me to a traditional healer (P9).

Inthe attempt to unravel the undercurrents for medical pluralism
that existamong mothers in this study, referral pattern, wait times
for initial consultations and the barriers to seeking health care
at the Teaching Hospital where this study was conducted was
explored. The findings indicate that direct access to care, self-
referral practices, and vacillations were common. Direct access to
care was most noticeable in the patronage to the private setting
and Primary Healthcare Centre. An informant narrated:

Actually when the incident happened, | rushed her to a
private hospital (P3).

Typically, other forms of practices involving self-referral and
other forms of referrals, as well as vacillation between and among
different modes of care generate after these initial points of call.
In asserting to referral practices, the informants state:

What happened was, | had taken her to the General
Hospital before coming down to this place, | came here
by myself (P2).

And in other instances, referrals came from the first point of
call to the Teaching Hospital:

He was referred from that hospital [Private] to the Teaching
Hospital for further treatment (P3).

Rehabilitation experiences
The mothers narrated their experiences with the first and
subsequent consultations saying:

When we got here, | was first directed to the children
emergency ward and from there he was referred to
physiotherapy (P5).

The mothers relish their experiences as generally satisfactory
in terms of affordability of consultation fee and reasonable wait
time for consultation and treatment:

It was really pleasant because they attended to him on
time, the consultation fee was not too high (P1).

Overall, the mothers affirmed that their visits to the hospital
have been helpful. Some of the excerpts relay this view:

So far it has been helpful because have been seeing some
changes in the child ever since have been bringing him
to this hospital (P1).

It has been helpful, have seen several changes in her and
improvement because she couldn'’t sit well before (P2).

The route into physiotherapy for the rehabilitation of the
children was mapped. In most cases, doctors referred the mothers
for physiotherapy for their children’s conditions.

Doctor was the one that referred him for physiotherapy (P4).

Others made self-enquiries and self-referred for physiotherapy:

| started physiotherapy for her myself, | was not referred
here, so | came for physiotherapy by my own discretion (P2).
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For some of the patients, physiotherapy was commenced
early at the same time some of these mothers have been bringing
their children for quite a while.

| started physiotherapy early for him (P1).

And for some others, physiotherapy was started late owing
to a number of reasons:

| started physiotherapy for her late because of money
and some other personal things (P9).

Burden of therapeutic itinerary on caregiver and
barrier seeking care

Care seeking for children with physical disabilities have been
reported to disrupt caregivers’ lives, especially the mothers.
We explored how and to what extent the therapeutic itinerary of
the caregivers has interfered with their lives. The except reveal
the positions of a mother:

The child’s condition has so much interfered with the
family, .... it has not been easy, many times am always
depressed, it has really affected my social life, most times
| don’t even attend social gatherings, have not been able
to do most things i am supposed to be doing, but I'm trying
to do them now (P1).

Engaging in alternative practice is often influenced by a
number of factors ranging from personal factors to peer pressures.
Relations, friends and persons of influence guided the decisions
of most of the caregivers.

My husband, family friends and the people around me,
actually influenced some of the decisions | took on my
child (P2).

Literature is replete on barriers to seeking care in public health
facilities. One of the consequences of such barriers is that it engenders
alternative practices. The caregivers narrated the major setback as
following: finance, time constraints, work/job constraints, distance
constraints, transportation issues, and social problems.

A lots of setbacks and constraints, like financial constraints,
time constraints and a lot of things like that are standing
as a constraint in the care giving of the baby...distance is
another big issue for me because | bring my baby from a
very far distance just for treatment here (P4).

DISCUSSION

This study explored the therapeutic itinerary for seeking care
for children with physical disabilities by caregivers. The children

in this study were heterogeneous in characteristics as they
present with various forms of disabilities. Typically, literature
assert that disability in children often presents with a myriad of
impairment which might involve cognitive, sensory, motor, social
or communications/language aspects singly or in combination.?®

Good care during pregnancy is important for the health of
the mother and the development of the unborn baby.?® Pregnancy
is a crucial time to promote healthy behaviours and parenting
skills. Good antenatal care links the woman and her family with
the formal health system, increases the chance of using a skilled
attendant at birth and contributes to good health through the life
cycle. Inadequate care during this time breaks a critical link in the
continuum of care and affect both women and babies.?” A third
of all pregnant women in this study experienced illness during
pregnancy, of which some required hospitalisation. Studies have
shown that preventing problems for mothers and babies depends
on an operational continuum of care with accessible, high quality
care before and during pregnancy, childbirth, and the postnatal
period. It also depends on the support available to help pregnant
women reach services, particularly when complications occur.
It is plausible that the precursors of the physical disabilities in
the children may have been averted.

From this study about a third of mothers recalled that their
pregnancy was eventful. For some of the mothers, patronizing
traditional clinics to give birth, after prolonged labour and things
got out of hand, they vacillated to the conventional hospitals as
the alternative. Patronage and preference for traditional birth
attendants (TBA) is still rampant in most developing countries like
Nigeria. Amutah-Onukagha et al® reported that despite advances
in modern healthcare, TBA has continued to be heavily utilized
in rural communities in Nigeria. Typically, TBAs are providers
who are traditionally independent of the health system and are
community-based providers of care during pregnancy, childbirth
and the postnatal period.?® TBAs do not receive formal medical
training when compared to other health professionals such as
obstetricians and gynecologists. However, TBAs are much more
affordable and accessible than skilled birth attendants (SBAs) in
most parts of the country.?® Due to the lack of education in some
TBAs, the way many attended the delivery is risky for women and
their babies, leading to poor health outcomes and even death.*°

The aftermath of eventful pregnancies and complications
from delivery on the part of the baby is impairment, delayed
milestone and disability. Specifically, from this study, more than
half of children presented with delay developmental milestone.
Delay in developmental milestone often get parents worried and
embark on care seeking. Studies have summarized that once
a developmental concern arises, many factors effect parents’
help-seeking responses including personal qualities (self-
efficacy, knowledge, skills, energy, and persistence), peer and
family influences and norms, and expectations that their actions
will be fruitful 333 Past experiences of interactions with primary
care or other formal supports (treatment by the agency and
feeling respected by the provider) strongly affect help seeking
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and service use decision-making, as do trust, family and cultural
norms, stigma, and self care practices.343®

These aforementioned reasons in addition to child’s health
uncertainty, perception of other therapy and access to care as
identified by the present study triggered and facilitated therapeutic
itinerary of children with physical disability. As reported in a previous
study, it is likely that parents see the condition of their children
as emergency and were in desperate search of resolution.® It is
not unlikely that perception of spiritual homes and traditionalists
as offering helps to health challenges promoted facilitatation
between these providers and orthodox medical care.? It is also
notewothy that some caregivers were not satisfied with care or
received sub-optimal care form health facilitity and thus, made
them in search of ‘better alternative care’. It might be that the
health professionals they first consult are less qualified and thus,
could not provide optimal care as suggested by a previous study.¢

From the current study, it was found that parents of children
with physical disability do not adapt well to the conditions of their
children. In previous studies, it was found that there is considerable
variation in how parents adapt to care giving demand."3¢ Some
do not adapt well to the challenges of caring for a child with a
disability because negative consequence posed by increased
physical attention on them.3%4° In low-income countries, many
caregivers of children with disabilities contend with poverty,
limited public services and lack assistive devices. In these
situations, care giving may require more physical work than
in high-income countries and so carry greater risk of physical
injury or health problems.*' Thus, the role of care giving can
be stressful and has been found to negatively influence the
health and wellbeing of caregivers.**#2 The findings of this
survey show that the caregivers whose children had severe
level of physical disability, the level of dependence of the child
on the other members of the family is very high as observed
previously.'**3 Generally, mothers of children with physical
disability have little time for themselves, either because of the
demands of childcare or because they choose to spend much
of their time with their child with a physical disability** and they
describe negative, physical, emotional and functional health
consequences of long-time, informal care giving.*®* These
observations are in agreement with present study that therapeutic
itinerary of caregivers of children with physical disability is a
big burden on them and often imposes a social and emotional
burden for children and the families.*¢4”

Mothers reported finance and social stigma as most
implicated setback into receiving care from hospital facilities.
This problem of low parents’ income is further compounded
by the additional cost of raising a child with a disability,*® as
well as a loss of previous social networks and stigma.* In low
and middle-income countries, social and environmental factors
related to the situations in which people with disabilities and
their families live, influence the complex interactions between
disability, poverty and health.?2 This make caregivers engages
in multiple care-seeking practice for their children.®°

Itis important to acknowledge that this was a study of group
of children with disability receiving rehabilitation in physiotherapy
unit of a single hospital. The extent to which the findings might
have wider implication beyond this setting is one of the limitation
of the study.

CONCLUSION AND IMPLICATIONS FOR THE
PRACTICE

Having children presenting with impairments and
delayed milestones precipitates complex multiple health
care seeking practices among caregivers. Hence, the
caregivers become medical pluralist of conventional and
traditional practices and this may promote conflicting or
non-adherence to treatment.

AUTHOR’S CONTRIBUTIONS

Conception of study design. Chidozie Emmanuel Mbada,
Adetola Taiwo Onilude, Olufemi Oyeleye Oyewole, Oluwatosin
Eunice Olorunmoteni, Clara Fatoye, Abiola Oladele Ogundele,
Francis Fatoye.

Data acquisiton. Chidozie Emmanuel Mbada, Adetola
Taiwo Onilude, Olufemi Oyeleye Oyewole, Oluwatosin Eunice
Olorunmoteni, Clara Fatoye, Abiola Oladele Ogundele, Francis
Fatoye.

Data analysis. Chidozie Emmanuel Mbada, Adetola Taiwo
Onilude, Olufemi Oyeleye Oyewole, Oluwatosin Eunice Olorunmoteni,
Clara Fatoye, Abiola Oladele Ogundele, Francis Fatoye.

Findings interpretation and discussion. Chidozie Emmanuel
Mbada, Adetola Taiwo Onilude, Olufemi Oyeleye Oyewole,
Oluwatosin Eunice Olorunmoteni, Clara Fatoye, Abiola Oladele
Ogundele, Francis Fatoye.

Writting and revising critically of the manuscript. Chidozie
Emmanuel Mbada, Adetola Taiwo Onilude, Olufemi Oyeleye
Oyewole, Oluwatosin Eunice Olorunmoteni, Clara Fatoye, Abiola
Oladele Ogundele, Francis Fatoye.

Final approval of the version of the article. Chidozie Emmanuel
Mbada, Adetola Taiwo Onilude, Olufemi Oyeleye Oyewole,
Oluwatosin Eunice Olorunmoteni, Clara Fatoye, Abiola Oladele
Ogundele, Francis Fatoye.

Taking responsibility of all aspects of the manuscript contents,
the accuracy and scientific integrity of published article. Chidozie
Emmanuel Mbada, Adetola Taiwo Onilude, Olufemi Oyeleye
Oyewole, Oluwatosin Eunice Olorunmoteni, Clara Fatoye, Abiola
Oladele Ogundele, Francis Fatoye.

ASSOCIATED EDITOR

Franco Carnevale

SCIENTIFIC EDITOR

Ivone Evangelista Cabral

Escora Anna Nery 25(4)2021

7


https://orcid.org/0000-0001-7255-9979
https://orcid.org/0000-0002-1522-9516

Itinerary of Nigerian children with physical disabilities
Mbada CE, Onilude AT, Oyewole OO, Olorunmoteni OE, Fatoye C, Ogundele AO, Fatoye F

REFERENCES

1.

17.

18.

World Health Organization. The global burden of disease: 2004 update.
Geneva: WHO; 2008. [citado 2020 abr 9]. Disponivel em: https://www.
who.int/healthinfo/global_burden_disease/2004_report_update/en/

World Health Organization. World report on disability 2011. Geneva:
WHO; 2011. [citado 2020 abr 9]. Disponivel em: https://apps.who.int/
iris/handle/10665/44575

Kandel I, Merrick J. The Birth of a Child with Disability. Coping by
parents and siblings. ScientificWorldJournal. 2003;3:741-50. http://
dx.doi.org/10.1100/tsw.2003.63. PMid:12953123.

Brown |, Brown RI. Quality of life and disability: an approach for community
practitioners. 1st ed. London: Jessica Kingsley; 2003.

Hastings RP, Johnson E. Stress in UK families conducting intensive home-
based behavioral intervention for their young child with autism. J Autism Dev
Disord.2001;31(3):327-36. http://dx.doi.org/10.1023/A:1010799320795.
PMid:11518485.

Jones J, Passey J. Family Adaptation, Coping and Resources: Parents
Of Children With Developmental Disabilities and Behaviour Problems.
J Dev Disabil. 2004;11(1):31-46.

Nurullah AS.“It's Really a Roller Coaster”: Experience of Parenting Children
with Developmental Disabilities. Marriage Fam Rev. 2013;49(5):412-45.
http://dx.doi.org/10.1080/01494929.2013.768320.

Green SE.“What do you mean ‘what’s wrong with her?””: stigma and the
lives of families of children with disabilities. Soc Sci Med.2003;57(8):1361-
1374. http://dx.doi.org/10.1016/s0277-9536(02)00511-7.

Cadman D, Rosenbaum P, Boyle M, Offord DR. Children with chronic
iliness: family and parent demographic characteristics and psychosocial
adjustment. Pediatrics. 1991;87(6):884-9. PMid:2034494.

Schuengel C, Rentinck ICM, Stolk J, Voorman JM, Loots GMP, Ketelaar
M et al. Parents’ reactions to the diagnosis of cerebral palsy: associations
between resolution, age and severity of disability. Child Care Health Dev.
2009;35(5):673-80. http://dx.doi.org/10.1111/j.1365-2214.2009.00951..X.
PMid:19320906.

Plant KM, Sanders MR. Predictors of care-giver stress in families of
preschool-aged children with developmental disabilities. J Intellect
Disabil Res JIDR.2007;51(Pt 2):109-24. http://dx.doi.org/10.1111/].1365-
2788.2006.00829.x. PMid:17217475.

McCarthy A, Cuskelly M, van Kraayenoord CE, Cohen J. Predictors
of stress in mothers and fathers of children with fragile X syndrome.
Res Dev Disabil. 2006;27(6):688-704. http://dx.doi.org/10.1016/j.
ridd.2005.10.002. PMid:16361079.

Neely-Barnes S, Marcenko M. Predicting impact of childhood disability
on families: results from the 1995 National Health Interview Survey
Disability Supplement. Ment Retard. 2004;42(4):284-93. http://dx.doi.
org/10.1352/0047-6765(2004)42<284:PIOCD0O>2.0.CO;2. PMid:15230650.

Verma RK, Kishore MT. Needs of Indian parents having children with
intellectual disability. Int J Rehabil Res. 2009;32(1):71-6. http://dx.doi.
org/10.1097/MRR.0b013e32830d36b6. PMid: 19648804.

Gerhardt S. Why love matters: How affection shapes a baby’s brain. Infant
Obs. 2006;9(3):305-9. http://dx.doi.org/10.1080/13698030601074476.

Beresford B. Expert Opinions: A national survey of parents caring for
a severely disabled child [Internet]. Bristol: Policy Press; 1995. [citado
2020 abr 9]. Disponivel em: https://pure.york.ac.uk/portal/en/publications/
expert-opinions-a-national-survey-of-parents-caring-for-a-severely-
disabled-child(0a5a2a0c-068b-407{-962f-209b18b0c6e3)/export.html
Whiting M. Impact, meaning and need for help and support: The
experience of parents caring for children with disabilities, life-limiting/
life-threatening iliness or technology dependence. J Child Health Care.
2013;17(1):92-108. http://dx.doi.org/10.1177/1367493512447089.
PMid:23220736.

Sloper T, Beresford B. Families with disabled children. BMJ.
2006;333(7575):928-9. http://dx.doi.org/10.1136/bm;j.39017.633310.
BE. PMid:17082523.

Hewitt-Taylor J. Providing support at home for families whose children
have complex needs. J Child Young Peoples Nurs. 2007;1(4):195-200.
http://dx.doi.org/10.12968/jcyn.2007.1.4.24399.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

Shewchuk RM, Richards JS, Elliott TR. Dynamic processes in health
outcomes among caregivers of patients with spinal cord injuries. Health
Psychol Off J Div Health Psychol Am Psychol Assoc. 1998;17(2):125-9.
http://dx.doi.org/10.1037/0278-6133.17.2.125. PMid:9548703.

Frank-Briggs Al, D Alikor EA. Pattern of paediatric neurological
disorders in Port Harcourt, Nigeria. Int J Biomed Sci. 2011;7(2):145-9.
PMid:23675231.

Parnes P, Cameron D, Christie N, Cockburn L, Hashemi G, Yoshida K.
Disability in low-income countries: Issues and implications. Disabil Rehabil.
2009;31(14):1170-80. http://dx.doi.org/10.1080/09638280902773778.
PMid:19802932.

Amutah-Onukagha N, Rodriguez M, Opara I, Gardner M, Assan MA,
Hammond R et al. Progresses and challenges of utilizing traditional
birth attendants in maternal and child health in Nigeria. Int J MCH AIDS.
2017;6(2):130-8. http://dx.doi.org/10.21106/ijma.216. PMid:29367889.
Creswell JW. Qualitative inquiry and research design: Choosing among
five traditions. Thousand Oaks, CA: Sage Publications, Inc; 1998.

BraunV, Clarke V, Hayfield N, Terry G. Thematic Analysis. In: Liamputtong
P, editor. Handbook of research methods in health social sciences.
Singapore: Springer; 2019. p. 843-860. doi:http://dx.doi.org/10.1007/978-
981-10-5251-4_103

Kling A, Campbell PH, Wilcox J.Young children with physical disabilities:
Caregiver perspectives about assistive technology. Infants Young Child.
2010;23(3):169-83. http://dx.doi.org/10.1097/1YC.0b013e3181e1a873.

Wallace AG. Maternal health in Uganda: Understanding the low utilization
of skilled attendants in Mukono, Uganda through women'’s experiences
in the health care system [thesis]. Halifax, Nova Scotia: Saint Mary’s
University; 2012 [citado 2020 abr 9]. Disponivel em: http:/library2.smu.
ca/xmlui/handle/01/25210

World Health Organization. The Partnership for Maternal, Newborn and
Child Health 2016 annual report: coming of age in a time of transition
[Internet]. Geneva: World Health Organization; 2017 [citado 2020 abr
9]. Disponivel em: https://apps.who.int/iris’/handle/10665/258801

Balogun M, Odeyemi K. Knowledge and practice of prevention of
mother-to-child transmission of HIV among traditional birth attendants
in Lagos State, Nigeria. Pan Afr Med J. 2010;5:7. PMid:21120006.

Mrisho M, Schellenberg JA, Mushi AK, Obrist B, Mshinda H, Tanner
M et al. Factors affecting home delivery in rural Tanzania. Trop Med Int
Health TM IH. 2007;12(7):862-72. http://dx.doi.org/10.1111/j.1365-
3156.2007.01855.x. PMid:17596254.

Marshall J. Parent Pathways: Recognition and responses to developmental
delays in young children [dissertation]. Tampa, FL: University of South
Florida, 2013.

Toran H. Experience and challenges in setting up a model demonstration
classroom for children with autism in Malaysia. Int J Educ Adm Dev.
2011;2(2):37-47.

Turnbull AP, Turnbull HR. From the old to the new paradigm of disability
and families: Research to enhance family quality of life outcomes. In:
Paul J, Lavely, CD, Cranston-Gingras, A, editor. Professional issues in
special education: Intellectual, ethical, and professional challenges to
the profession. Westport, CT: Greenwood Publishing Group, Inc. Ablex
Publishing; 2002. p. 83-119.

Gance-Cleveland B. Family-centered care. Decreasing health
disparities. J Spec Pediatr Nurs JSPN. 2006;11(1):72-6. http://dx.doi.
org/10.1111/j.1744-6155.2006.00046.x. PMid:16409509.

Kerkorian D, McKay M, Bannon Jr WM. Seeking help a second time:
parents’/caregivers’ characterizations of previous experiences with
mental health services for their children and perceptions of barriers
to future use. Am J Orthopsychiatry. 2006;76(2):161-6. http://dx.doi.
org/10.1037/0002-9432.76.2.161. PMid:16719634.

Luz R, Pieszak G, Arrue A, Gomes G, Neves E, Rodrigues A. Therapeutic
itinerary of families of children with special health needs. Rev Rede
Enferm Nordeste. 2019;20:€33937. http://dx.doi.org/10.15253/2175-
6783.20192033937.

Sloper P. Models of service support for parents of disabled children.
What do we know? What do we need to know? Child Care Health Dev.
1999;25(2):85-99. http://dx.doi.org/10.1046/j.1365-2214.1999.25220120.x.
PMid:10188064.

Escora AnnA Nery 25(4)2021

8


https://doi.org/10.1100/tsw.2003.63
https://doi.org/10.1100/tsw.2003.63
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12953123&dopt=Abstract
https://doi.org/10.1023/A:1010799320795
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11518485&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11518485&dopt=Abstract
https://doi.org/10.1080/01494929.2013.768320
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=2034494&dopt=Abstract
https://doi.org/10.1111/j.1365-2214.2009.00951.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19320906&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19320906&dopt=Abstract
https://doi.org/10.1111/j.1365-2788.2006.00829.x
https://doi.org/10.1111/j.1365-2788.2006.00829.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17217475&dopt=Abstract
https://doi.org/10.1016/j.ridd.2005.10.002
https://doi.org/10.1016/j.ridd.2005.10.002
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16361079&dopt=Abstract
https://doi.org/10.1352/0047-6765(2004)42%3c284:PIOCDO%3e2.0.CO;2
https://doi.org/10.1352/0047-6765(2004)42%3c284:PIOCDO%3e2.0.CO;2
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15230650&dopt=Abstract
https://doi.org/10.1097/MRR.0b013e32830d36b6
https://doi.org/10.1097/MRR.0b013e32830d36b6
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19648804&dopt=Abstract
https://doi.org/10.1080/13698030601074476
https://doi.org/10.1177/1367493512447089
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23220736&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23220736&dopt=Abstract
https://doi.org/10.1136/bmj.39017.633310.BE
https://doi.org/10.1136/bmj.39017.633310.BE
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17082523&dopt=Abstract
https://doi.org/10.12968/jcyn.2007.1.4.24399
https://doi.org/10.1037/0278-6133.17.2.125
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9548703&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23675231&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23675231&dopt=Abstract
https://doi.org/10.1080/09638280902773778
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19802932&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19802932&dopt=Abstract
https://doi.org/10.21106/ijma.216
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29367889&dopt=Abstract
https://doi.org/10.1007/978-981-10-5251-4_103
https://doi.org/10.1007/978-981-10-5251-4_103
https://doi.org/10.1097/IYC.0b013e3181e1a873
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21120006&dopt=Abstract
https://doi.org/10.1111/j.1365-3156.2007.01855.x
https://doi.org/10.1111/j.1365-3156.2007.01855.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17596254&dopt=Abstract
https://doi.org/10.1111/j.1744-6155.2006.00046.x
https://doi.org/10.1111/j.1744-6155.2006.00046.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16409509&dopt=Abstract
https://doi.org/10.1037/0002-9432.76.2.161
https://doi.org/10.1037/0002-9432.76.2.161
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16719634&dopt=Abstract
https://doi.org/10.15253/2175-6783.20192033937
https://doi.org/10.15253/2175-6783.20192033937
https://doi.org/10.1046/j.1365-2214.1999.25220120.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10188064&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10188064&dopt=Abstract

38.

39.

40.

41.

42.

43.

Itinerary of Nigerian children with physical disabilities

Mbada CE, Onilude AT, Oyewole OO, Olorunmoteni OE, Fatoye C, Ogundele AO, Fatoye F

Wallander JL, Varni JW. Effects of pediatric chronic physical disorders on
child and family adjustment. J Child Psychol Psychiatry. 1998;39(1):29-
46. http://dx.doi.org/10.1017/S0021963097001741. PMid:9534085.

Raina P, O’Donnell M, Rosenbaum P, Brehaut J, Walter SD, Russell
D et al. The health and well-being of caregivers of children with cerebral
palsy. Pediatrics. 2005;115(6):e626-36. http://dx.doi.org/10.1542/
peds.2004-1689. PMid:15930188.

Davies RC. The playing robot: Helping children with disabilities to play.
IFAC Proc Vol. 1995;28(20):63-68. http://dx.doi.org/10.1016/S1474-
6670(17)45026-9

Geere JL, Gona J, Omondi FO, Kifalu MK, Newton CR, Hartley S.
Caring for children with physical disability in Kenya: potential links
between caregiving and carers’ physical health. Child Care Health Dev.
2013;39(3):381-92. http://dx.doi.org/10.1111/j.1365-2214.2012.01398.x.
PMid:22823515.

Quittner AL, Glueckauf RL, Jackson DN. Chronic parenting stress:
moderating versus mediating effects of social support. J Pers Soc Psychol.
1990;59(6):1266-78. http://dx.doi.org/10.1037/0022-3514.59.6.1266.
PMid:2283593.

Lima M, Silva K, Amaral |, Magalhdes A, de Sousa L. Beyond behavioural
observations: a deeper view through the sensory reactions of children
with profound intellectual and multiple disabilities. Child Care Health Dev.
2013;39(3):422-31. http://dx.doi.org/10.1111/j.1365-2214.2011.01334.x.
PMid:22017606.

44,

45.

46.

47.

48.

49.

50.

Hill EJ, Hawkins AJ, Mértinson V, Ferris M. Studying “Working Fathers”:
Comparing Fathers’ and Mothers’ Work-Family Conflict, Fit, and Adaptive
Strategies in a Global High-Tech Company. Father J Theory Res Pract
Men Fathers.2003;1(3):239-61. http://dx.doi.org/10.3149/fth.0103.239.
Murphy NA, Christian B, Caplin DA, Young PC.The health of caregivers for
children with disabilities: caregiver perspectives. Child Care Health Dev.
2007;33(2):180-7. http://dx.doi.org/10.1111/j.1365-2214.2006.00644.x.
PMid:17291322.

Ryan SE, Campbell KA, Rigby PJ. Reliability of the family impact of
assistive technology scale for families of young children with cerebral
palsy. Arch Phys Med Rehabil. 2007;88(11):1436-40. http://dx.doi.
org/10.1016/j.apmr.2007.06.777. PMid:17964884.

Farmer JE, Marien WE, Clark MJ, Sherman A, Selva TJ. Primary care
supports for children with chronic health conditions: identifying and
predicting unmet family needs. J Pediatr Psychol. 2004;29(5):355-67.
http://dx.doi.org/10.1093/jpepsy/jsh039. PMid:15187174.

Lukemeyer A, Meyers MK, Smeeding T. Expensive Children in Poor Families:
Out-of-Pocket Expenditures for the Care of Disabled and Chronically
Il Children in Welfare Families. J Marriage Fam. 2000;62(2):399-415.
http://dx.doi.org/10.1111/j.1741-3737.2000.00399.x.

Bain KJ. Children with severe disabilities: options for residential care. Med J
Aust. 1998;169(11-12):598-600. http://dx.doi.org/10.5694/j.1326-5377.1998.
tb123430.x. PMid:9887905.

Simms R. Looking abroad for treatment. Pac Isl Mon. 1992;62(10):34-5.

Escora Anna Nery 25(4)2021

9


https://doi.org/10.1017/S0021963097001741
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9534085&dopt=Abstract
https://doi.org/10.1542/peds.2004-1689
https://doi.org/10.1542/peds.2004-1689
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15930188&dopt=Abstract
https://doi.org/10.1111/j.1365-2214.2012.01398.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22823515&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22823515&dopt=Abstract
https://doi.org/10.1037/0022-3514.59.6.1266
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=2283593&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=2283593&dopt=Abstract
https://doi.org/10.1111/j.1365-2214.2011.01334.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22017606&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22017606&dopt=Abstract
https://doi.org/10.3149/fth.0103.239
https://doi.org/10.1111/j.1365-2214.2006.00644.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17291322&dopt=Abstract
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17291322&dopt=Abstract
https://doi.org/10.1016/j.apmr.2007.06.777
https://doi.org/10.1016/j.apmr.2007.06.777
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17964884&dopt=Abstract
https://doi.org/10.1093/jpepsy/jsh039
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15187174&dopt=Abstract
https://doi.org/10.1111/j.1741-3737.2000.00399.x
https://doi.org/10.5694/j.1326-5377.1998.tb123430.x
https://doi.org/10.5694/j.1326-5377.1998.tb123430.x
https://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9887905&dopt=Abstract

