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Experiences in the therapeutic itineraries of mothers 
of children with intellectual disabilities

Abstract  The scope of this study is to describe 
the experiences of mothers of children with in-
tellectual disabilities who have been treated in a 
specialized institution in Feira de Santana, State 
of Bahia, during their therapeutic itineraries. The 
study adopted a qualitative approach and was 
conducted by means of semi-structured inter-
views. The results revealed that the discovery that 
their child has an intellectual disability is accepted 
by their mothers with emotions of shock, denial, 
anger, negotiation, depression and subsequent ac-
ceptance. The difficulties in therapeutic itineraries 
begin after the moment the child is diagnosed as 
having an intellectual disability, due to the lack of 
experience of health professionals in communicat-
ing the fact, which leads the mothers to search for 
other health services. Despite access to healthcare 
being one of the principles of the Unified Health 
System (SUS), therapeutic itineraries are fraught 
with difficulties at a geographical, economic and 
functional level. Intellectual disability is a health 
issue demanding constant care, and its impacts 
have repercussions in the family dynamics, identi-
ties and roles, requiring comprehensive attention 
to the children and their caretakers, especially in 
the type of support such that they may maintain 
their protective roles.
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Introduction 

The scope of this study is the experiences of 
mothers of children with intellectual disabilities, 
leading to questions about the nature of the expe-
rience. A very brief incursion into the etymology 
of the word shows that word experience comes 
from the Latin experiri and means to prove or try 
something. The search for the understanding of 
experience, finds inspiration in Benjamin1, who 
perceives the experience as it touches us and 
marks us, often for life. It involves what happens 
to us as a private and individual experience (er-
lebnisse) recorded by memory, that can be com-
municated by reportable narrative, thereby be-
coming a shared experience (erfarhung); such as 
the experience of a mother caring for a child with 
intellectual disabilities.

This is based on the assumption that the pro-
cess of listening to experiences lived by individ-
uals, through their narrative echoes aspects that 
make them common, sometimes revealing their 
collective dimension (erfarhung). Thus, the idea 
that the narratives of mothers transmit the ex-
perience of their bodies in the relentless pursuit 
of health care for their children with intellectual 
disabilities, facing arduous and difficult thera-
peutic itineraries, seems very appropriate.

Intellectual disability refers to a psycho-
pathological condition specifically related to the 
cognitive functions affecting the life of a child 
in various dimensions. It is characterized by dis-
crepancies and changes in mental structures for 
knowledge, as well as significant limitations both 
in intellectual functions and in adaptive behav-
ior expressed in conceptual, social and practical 
skills and is manifested mainly before 18 years 
of age. The most common causes for intellectual 
disabilities are factors of a genetic origin, com-
plications during pregnancy, childbirth or the 
post-natal period2,3.

This study adopts the concept of intellectual 
disability proposed by the American Association 
of Mental Retardation (AAMR), referred to as:

[...] substantial limitations in present function-
ing. It is characterized by significantly subaverage 
intellectual functioning, existing concurrently with 
related limitations in two or more of the following 
applicable adaptive skill areas: Communication, 
self-care, home living, social skills, community use, 
self-direction, health and safety, functional aca-
demics, leisure and work4.

After the Montreal Declaration on Intellec-
tual Disabilities adopted in 2004 by the World 
Health Organization (WHO), together with the 

Pan American Health Organization (PAHO), the 
term “intellectual disability” came to be used in 
place of “mental disability”. Currently, there is a 
tendency to adopt the term “intellectual disabili-
ty” in several countries, including Brazil5.

Brazil created the National Health Policy for 
People with Disabilities in 2008 with the purpose 
of rehabilitating disabled individuals in their func-
tional capacity and their human performance, so 
as to contribute to their full inclusion in all spheres 
of social life, as well as protect their health and 
prevent diseases that determine the appearance of 
disabilities. To achieve the scope of this purpose it 
is essential to create environments favorable to the 
health of people with disabilities and the adoption 
of healthy habits and lifestyles, both of these peo-
ple as those with whom they coexist6.

In line with this policy, disabled persons are 
citizens with health care needs that are specific 
to their own condition, which can be affected by 
diseases afflictions that are common to the rest of 
society, therefore requiring the support of other 
types of services6. The family then seeks to en-
sure comprehensive care that goes beyond the 
specialty.

Research conducted with mothers of chil-
dren with intellectual disabilities, namely their 
primary caregivers, who experience a reality far 
removed from that called for by the National 
Health Policy for People with Disabilities, re-
veals the enormous obstacles they face in seeking 
health care for their children, traveling arduous 
and difficult therapeutic itineraries7,8.

The promotion of accessibility and social in-
clusion requires that the health and education 
services should have physical access and environ-
mental adaptations appropriate for the disabled 
individual, as well as trained professionals to care 
for them.

This study focuses on the therapeutic route 
of mothers of children with disabilities, whose 
narratives reveal dissatisfaction with the results 
obtained in the search for health care for their 
children, particularly with respect to the initial 
difficulties of access to therapies and services, 
and the inadequate care to which the children 
were submitted7. Mothers criticize the lack of 
ability of the health professionals, as witnessed in 
the meetings established with the latter, and also 
point out that care by a multidisciplinary team 
does not exist which is indispensable in view of 
the development of the potential of the individu-
al with intellectual disabilities.

The narratives of the mothers about their 
experiences are important in order to know the 
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treatment given to children with intellectual dis-
abilities, especially because, culturally, the care 
of children is the women’s role, particularly for 
those with an illness or disability. In this respect, it 
is relevant to investigate the paths taken by moth-
ers of children with intellectual disabilities look-
ing for care, with a focus on the experiences they 
have had. A study with parents of newborns with 
intellectual disabilities revealed that their ther-
apeutic itineraries in search of decent, humane 
and sensitive health care is a veritable via crucis8. 
The study of the topic presents an important eth-
ical dimension related to the role of each service 
responsible for providing care to both children 
with intellectual disabilities and their families, as 
well as the agents who work there.

It should be emphasized that studies on the 
itineraries covered by the families seeking health 
care of the child contribute to identifying the 
difficulties faced by these families when making 
their journeys in search of care and highlight the 
functional barriers that thwart care to children 
in the primary care services9. They also offer tips 
when it comes to fostering skills of health care 
and care for the child.

In this article, the concept of a therapeutic 
itinerary is taken to be a set of plans, strategies 
and projects for a preconceived object: the treat-
ment of an affliction. When faced with a situa-
tion involving an illness, people tend to set out 
on their journey in search of resolutions to the 
problem, there by embarking on their therapeu-
tic itinerary10. It is also similar to the concept of a 
succession of events and decision making to deal 
with a situation of illness, which end up in the 
construction of a trajectory11.

In this respect, the experiences of mothers 
of children with intellectual disabilities treated 
in a specialized institution in the city of Feira de 
Santana, in the State of Bahia in their therapeutic 
itineraries was defined as the scope of research. 
Investigating the path taken by these mothers 
seeking health care for their children is relevant, 
given the difficulty of access to quality care, es-
pecially since the policy implemented to govern 
health sector actions aimed at this population 
segment only occurred belatedly in 20086.

Given these considerations, this study sought 
to answer the following question: What are the 
experiences of mothers of children with intel-
lectual disabilities in the therapeutic itineraries 
traveled in search of health care for their chil-
dren? The aim was to describe the experiences of 
mothers of children with intellectual disabilities 
in their therapeutic itineraries.

Methodology

The research is exploratory using a qualitative 
approach, since it sought to study a phenomenon 
and understand its individual and collective sig-
nificance, consisting of the experiences of moth-
ers in itineraries traveled in their quest to seek 
help for their children, as well as the feelings and 
emotions experienced in this process.

The survey was conducted in 2012, after ap-
proval of Protocol No. 73506/2012 by the Hu-
man Research Ethics Committee, due heed being 
paid to the recommendations of Resolution No. 
466/12 of the National Health Council12.

The empirical field of the study was a civil 
philanthropic institution focused on the health 
and education of individuals with intellectual 
disabilities, which offers a multidisciplinary ap-
proach, covering the monitoring of families and 
the provision of outpatient services, such as diag-
nostic evaluation, pediatric neurology, psychol-
ogy, educational psychology, social work, occu-
pational therapy, physiotherapy, speech therapy, 
EEG and brain mapping.

Mothers of children with intellectual dis-
abilities were invited to participate in the study. 
At that moment, they were informed about the 
theme and its objectives, and were asked to read 
the Informed Consent Form, explaining the risks 
and benefits, their voluntary participation and 
assuring them of confidentiality and anonymity.

Study participants were ten mothers of chil-
dren with intellectual disabilities who met the 
following inclusion criteria: being the mother of 
a child treated by the institution; having a child 
who has been monitored since the time of diag-
nosis of the disability.

For this study, primary data collected through 
semi-structured interviews were used, following 
a script containing questions regarding socio-de-
mographic data and the experiences and feelings 
of mothers of children with intellectual disabili-
ties in the illness trajectory of their children. The 
data were recorded, transcribed and faithfully 
registered in the report.

The transformation of the data collected in 
its raw state into research results involves proce-
dures to systematize, categorize and make anal-
ysis possible. The content analysis technique 
was used, which correspond to three phases: 
pre-analysis, which was carried out on the initial 
readings, which resulted in a first impression of 
the corpus, followed by its organization, mov-
ing forward to the definition of the registration 
units, context units and empirical category; anal-
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ysis or exploration of the material, which consist-
ed of successive readings of the corpus in order to 
codify it by aggregating it into units that allow 
the description of the relevant characteristics of 
the content; processing of the results, in which an 
attempt was made to understand the underlying 
content, by inference and interpretation13.

The process of analysis and interpretation of 
the data made it possible to construct the empiri-
cal category of therapeutic itineraries of mothers 
of children with intellectual disabilities: discov-
ery, sentiments and difficulties.

Results and discussion

The participants of the study were mothers be-
tween 23 and 53 years of age. Three stated that 
they were of African-Brazilian descent, three were 
Caucasians and four were non-white. They were 
from Feira de Santana (BA) and other surround-
ing towns. A variation in the level of education 
was clear: five reported having completed high 
school, one had not completed high school and 
four had not completed primary school. With 
regard to occupation, all the mothers reported 
being housewives; two of them mentioned oc-
cupations as artisan and daily help. With regard 
to religion, six of them declared themselves to 
be Catholic, three Protestant and one Christian. 
The number of children ranged between one and 
four.

The category studied revealed details of the 
experiences of the mothers, their feelings about 
the discovery and the fact of living with their 
child’s disabilities and the difficulties encoun-
tered in the trajectory in search of care.

Therapeutic itineraries of mothers 
of children with intellectual disabilities: 
discovery, sentiments and difficulties

The paths taken by the mothers of children 
with intellectual disabilities in the search for an-
swers to questions regarding doubts about di-
agnosis and treatment for the problem of their 
children represent their therapeutic itineraries, 
showing the trajectories that they have traversed 
because of their life circumstances.

The need that mothers have to acquire 
knowledge about the health status of their chil-
dren spurs their search for health services, which 
is often elicited upon the child’s birth, since the 
parents inherently tackle the fact that the child 
has an intellectual disability with a sense of shock 

and denial, anger, negotiation, depression and, 
finally, acceptance14. At this point they feel ap-
prehensive about facing a new, disturbing and 
often threatening situation, so they then demand 
information about the status of their child, with 
questions and doubts that often go unanswered.

Thus, the difficulties encountered in the ther-
apeutic itineraries already begin at the moment 
of diagnosis of a child with intellectual disabil-
ities. The reports of mothers reveal the concern 
felt when they saw changes in their children, the 
answers for which took a very long time to ob-
tain: As from 6 months I started to notice. I began 
to see that when she lay down, she could not sit up 
again on her own. I gradually became aware of it, 
right? And it was a neurologist in Salvador [who 
diagnosed it], when I lived for a while in Salvador, 
but by then she was already 5 years old. (Carolina).

The provision of skilled care to children 
with disabilities and to their families is the re-
sponsibility of the health services, so it is up to 
these professionals to provide guidance on the 
conditions of a child with disabilities, as well 
as propose the necessary care required to deal 
with the situation. However, a study points out 
that parents receive little information from the 
professionals in relation to their doubts regard-
ing cerebral palsy and Down Syndrome, which 
prejudices the application of adequate treatment 
of children and interferes with educational prac-
tices and decision-making15. Correct and perti-
nent information afford the family, particularly 
mothers, more certainty as to understanding of 
the child’s condition and allow objectivity in the 
search for specialized care and professionals.

The diagnosis of intellectual disability in it-
self is a painstaking process, because it involves 
the understanding of genetic, social and envi-
ronmental factors. For this reason, it must be 
done by health professionals who are part of a 
multidisciplinary team; it can be performed in 
clinics, hospitals, rehabilitation centers and spe-
cialized clinics and by interdisciplinary teams of 
educational institutions16. This diagnosis some-
times involves a lengthy process, as intellectual 
deficiency results in substantial limitations in the 
functioning of the individual, and these may not 
appear during the neonatal period, as in the case 
of Carolina, who discovered the intellectual dis-
ability when her daughter was 5 years old. This 
process may be hampered by the family’s lack of 
knowledge about which health institutions offer 
treatment to children with intellectual disabili-
ties and which professionals are the best choice 
for monitoring their children.
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A thorough and sometimes amazingly lengthy 
process, the diagnosis is hampered by several 
other factors, such as the aforementioned lack 
of information on the family’s part. It is an as-
pect often aggravated by the failure of the health 
professionals to provide information during 
child consultations, as well as offering superficial 
information in an atmosphere that is closed for 
dialogue, which obliges mothers to seek consul-
tations with other professionals, to answer their 
questions and ease their anguish and anxieties17.

The lack of clarification and guidance on the 
health of the child by the professionals at the in-
stitution where the child was born, was reported 
by all the mothers interviewed. In the ward no pe-
diatrician told me anything. No pediatrician talk-
ed to me at any time [...]. I left the hospital without 
a pediatrician coming to talk to me, to say ‘Listen 
mother, your daughter may have a slight prob-
lem; I will issue a referral for you to take nothing’. 
(Natália). It is clear that the absence of informa-
tion, guidance and possible referrals, causes the 
family to remain in doubt as to the child’s real 
health condition, and insecure as they do not 
know who to turn to.

In the communication of the diagnosis, it is 
up to the health professional to talk to the family 
firmly and forcefully, offering to listen patiently 
to the questions and report sincerely on the im-
pact that the intellectual disability will have on 
the life of the child and of the family. Thus, the 
experiences of parents seen as being threatening 
to the integrity of the child, the family or their 
own peace of mind, may represent an import-
ant moment of change and learning for all con-
cerned.

One should not expect that parents with lit-
tle or no guidance, should suddenly be able to 
handle such a diversity of mixed feelings about 
their child. This is a delicate moment as the fam-
ily is hoping to get a positive response in relation 
to the child, which will diminish their suffering 
and facilitate the process of acceptance. Thus, it 
is quite possible that the professionals will often 
have to deal with the anger that parents feel about 
the situation and, often at the bearer of bad news. 
Thus, it is essential that the professional knows 
and considers the psychological processes in-
volved in the reactions of the parents18, being able 
to establish a relationship of partnership with the 
family of the child with disabilities, in order to 
make them better able to care for their children15.

For some families, the confirmation that the 
child has intellectual disabilities presents itself as 
a major psychological upheaval and becomes a 

powerful source of constant conflict with reper-
cussions on the parents, the other members of the 
family group and also, significantly, on the child 
him/herself19. This discovery is permeated by 
feelings such as despair, grief, sadness, disbelief, 
denial, among others. This was a planned preg-
nancy. I always prayed to God to have a daughter. 
Then, when the child was born, I saw it was a girl. 
I was very happy, but then when I found out she 
had Down Syndrome, it left me very downhearted, 
because I thought she would not be a normal child, 
but even so, I kept asking God for strength to accept 
it. (Gabriela).

The care provided to children with intellectu-
al disabilities involves the entire scope of personal 
care and home life, both encompassed by the ac-
tivities of daily life. Such care is intense, constant, 
continuous and complex, with the potential to 
turn into a source of stress and oppression for 
carers20. Acknowledging this reality highlights the 
importance of providing care to the entire fam-
ily group in a comprehensive manner, however, 
as reported by the mothers, the care provided by 
health professionals is directed only to the child. 
In my case, I do not have though I should have psy-
chological support. I need a tranquilizer because it 
is difficult to endure. (Érica).

From her statements, it is evident that the lack 
of spaces of care and forms of support to cope 
with the demands related to her child’s illness led 
to the medicalization of Érica’s psychic distress. 
The understanding that child care requires the 
inclusion of the family is essential for humane, 
comprehensive and effective care, which includes 
psychological and social support actions, guide-
lines for carrying out the activities of daily liv-
ing and basic rehabilitation actions, and offering 
expert support in hospital or home confinement 
situations7.

Actions able to bolster caregivers and their 
(informal and formal) social support networks 
would potentially minimize the suffering and 
stress faced by the family, especially mothers, in 
the trajectory in search of care and resolution 
of the health needs of their children, since such 
paths are permeated by difficulties that act as 
barriers to access, which require them to make 
repeated visits to several institutions.

Although, guaranteed by law, the search for 
care by people with disabilities is permeated by 
overcoming many obstacles, especially regarding 
access to specialized services. Often the treatment 
the child needs is not offered in the city of res-
idence, obliging the family to move to another 
city, which generates additional costs, as report-
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ed by Gabriela: She had difficulty speaking. So I 
came here looking for a speech therapist in Feira de 
Santana, but only managed to find a private speech 
therapist. It was made more difficult because there 
was no public transport to go there. I would have 
to pay transport costs and pay the speech therapist.

The lack of specialized services in some cities, 
sometimes obliges families to move to locations 
where services capable of attending the needs of 
the children are offered. It was when I asked for 
leave from work and came to Feira de Santana, to 
get a treatment here in APAE. I spent two years to 
get the treatment. I could not get all the appoint-
ments, but today she is attended here in APAE on 
Chromosomes 21 and CAPSi. (Gabriela).

The routine of families with children with in-
tellectual disabilities is affected by the need for 
attention that they require. Due to the new reali-
ty, many mothers are unable to reconcile the rou-
tine care of children with their employment, and 
eventually give up their jobs to devote themselves 
fully to their children, as in the story of Gabriela: 
I went back to Capela [in Alto Alegre] to work, but 
as I had to work 40 hours (per week) I would be 
unable to take care of her and come here, I opted 
for dismissal.

When seeking health care for their children, 
mothers face many problems that pervade neg-
ligence in the care of newborns, through to the 
difficulty of arranging for the hospitalization of 
the child, which show obstacles in functional ac-
cess. He had a fever, I took him to the Polyclinic, 
but they did not resolve anything ... so I picked up 
my son and I walked over to Hospital B [special-
ized hospital]. I was depressed because I felt a lot of 
humiliation. (Lorena).

In the report of Lorena, whose son was diag-
nosed with innate metabolism error, her frustra-
tion is clear due to the same lack of resolution. 
However, she believes that the experience as the 
primary caregiver and child’s companion in fre-
quent hospitalizations led her to become a more 
focused and attentive person, who learned to deal 
with both the child and with other people with 
disabilities.

Therapeutic itineraries traveled by mothers 
show that the care of their children required great 
effort, dedication and abdication of personal life 
to ensure access to services offered by health in-
stitutions and public and private education, as 
well as civil organizations. Mothers reported that 
they made efforts to tackle the obstacles related 
to the geographical, functional and affordable 
access to health services, far beyond their capa-
bilities.

Although access to healthcare is a constitu-
tional right and one of the principles of the Uni-
fied Health System (SUS), the reports of mothers 
point to obstacles, particularly with regard to the 
geographical, functional and economic dimen-
sions. In the social dimension, access is consid-
ered a fundamental category. Acquiring it is the 
first step to be overcome by the users when they 
set out on the quest for heath21.

The geographical access is evaluated on the 
basis of time spent in the form of displacement 
and the distance between the user’s residence and 
the health service, while economic access consid-
ers the costs and benefits that the users expend in 
their search for health care21. Even though there 
may be health services near the user’s home, the 
decision to use them is influenced by how the 
patient is received in the unit, confidence in the 
experience of the employees, the type of service 
offered, the capacity and competence of the staff 
and the problem-solving ability of these services. 
As can be seen in the comments made by Iara, 
who had to move from the city where she lived 
to find service in the state capital: The service was 
good here in APAE and in Salvador. It is only there 
where I live that the service is bad.

To deal with the health problems of their chil-
dren, some mothers resorted to private health 
services due to the alleged lack of some resourc-
es they needed and/or space available in public 
institutions. These reports reveal difficulties in 
terms of functional access, involving access per se 
to the services needed by the user, including the 
types of services offered, the available hours and 
the quality of care21.

Another problem faced by mothers seeking 
access to services is the financial limitation, since 
the removal to specialized institutions, often in 
other cities, generates additional costs: Some-
times I did not have the fare. I would walk because 
that is the way it is there. He was in the early stage 
and could not miss a day. If he missed a day, he lost 
his slot. So, I went on foot. (Renata).

The difficulties in access to health services, 
in some situations, are minimized through an 
agreement with a private company to purchase 
health services, as Tatiana says: I imagine that 
if it was not for the plan it would have been very 
difficult, because in the beginning when we needed 
to find a speech therapist, my God, it was a real 
problem! For her part Patricia warns that getting 
service only occurs when it is intermediated by 
influential people, even in public services. It all 
depends on you knowing someone with influence 
to get care, even in public service.
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It is recommended that the Primary Care 
should receive, attend to the complaints, advise 
on further examination, offer basic medication, 
monitor the progress of each case and, where nec-
essary, make the referral of children with intel-
lectual disabilities, to specialized care units22.The 
performance of the Basic Health Units (BHU) 
and the Family Health Units (USF) is essential in 
the process of care and monitoring of people with 
disabilities, but such services were only mentioned 
by Amanda, Carolina, Gabriela and Renata. The 
latter said: [...] the doctor [from the USF] gave 
me a referral. So I took the referral and I came here 
[APAE] and scheduled an appointment. The moth-
ers waited to get medical care for their children 
and, instead of this, were sent to other institutions. 
It is understood that Primary Care must tackle the 
challenge of being more than just a place of pas-
sage and referral to other health institutions.

The services offered by USF are divergent 
from the reality and the needs of children and 
families, which have their rights restricted by the 
incoherence of the system, revealing the inacces-
sibility to health care at all levels of care, includ-
ing those of referral and counter-referral23,24.

Above all, the narratives of mothers indicate 
that attending the health needs presented by chil-
dren with intellectual disabilities involves their 
sociocultural context, namely the user as a sub-
ject, and is not limited to the performance of a 
single professional or even only the health area25.
The actions of health and multidisciplinary team 
services should provide social support for fam-
ilies, particularly mothers, demonstrating that 
there is the involvement of a group of profession-
als who provide the aid and assistance needed.

In this respect, it is the duty of the multi-pro-
fessional team offering social support of the 
emotional type, characterized by showing care 
and willingness to listen; information support, 
because it represents a source of knowledge and 
enlightenment; support material, by providing 
resources necessary for the monitoring of chil-
dren with intellectual disabilities; and evaluation 
of support, giving feedback to mothers on how 
they should act, offering suggestions, compli-
ments, claims, and provide the incentive neces-
sary to maintain their attitude23. The psychologist 
talked to me and to him [son]. There is also the 
school teacher, who offers special tutoring for him. 
And there is the physician, who is a neurological 
specialist, because he’s nervous and has learning 
difficulties. (Amanda).

It is common knowledge that a relationship 
based on dialogue between the professionals in-

volved in the care of children with intellectual 
disabilities and their parents, provides the en-
couragement of the latter to participate more 
actively in care and in decision-making for their 
children 

The impact of a health problem that requires 
constant care, such as an intellectual disability, 
and that will extend over a lifetime, affects the 
family dynamics, identities and roles. Moreover, 
it is a challenge for public health because, often 
in the organization of services, the supply is re-
duced and there is low coverage, difficult access 
and discontinuance of care7.

This challenge can undermine the sense of 
promoting comprehensive care, which is a con-
stitutional right enshrined in the National Health 
Policy for People with Disabilities, since the chil-
dren require intersectoral care and their caregiv-
ers also need support and care so that they can 
sustain their protective role.

Reports revealed the struggle of mothers for 
the social inclusion of their children to ensure 
that they receive care and treatment consistent 
with their real needs. So they accessed the profes-
sional subsystem of health care without revealing 
preference for public or private service, indicat-
ing that the geographical, economic and func-
tional dimensions of access are relevant factors 
in determining the configuration of the itinerary.

It is an arduous and constant search for these 
women who devote a major part of their lives to 
care for their children with intellectual disabili-
ties. This task is challenging, since caring for the 
emotional and physical needs of the latter re-
quires dedication, time and effort, in addition to 
providing financial, social and emotional distress 
for the family, which calls upon the support of its 
closest relationship network26.

It is understood that the care of these fami-
lies is key to their empowerment in order to deal 
with the adversities relating to the situation of 
disability of the children as well as maintain the 
healthy family functions and interactions27. Fam-
ilies need attention, respect, care, information, 
guidelines and the support of the health team. It 
is up to nurses and other members of the health-
care team to meet the needs of families and be 
willing to listen and understand their fears, their 
problems and concerns, seeking ways to facilitate 
the adaptation and coexistence with the disabled 
child.

The care process assumes a commitment to 
the families, helping them to understand each 
phase experienced by them, so that they can feel 
empowered in the process of taking care of the 
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child. It must also be grounded on an inter-sub-
jective relationship, which fosters the creation of 
bonding and trust, so that the family can provide 
the conditions for the growth, development and 
social inclusion of the child23.

Final considerations

In the therapeutic itineraries traveled in search 
of health care for their children, the mothers ex-
perienced the discovery of intellectual disability 
with feelings of shock, denial, anger, negotiation, 
depression and, eventually, acceptance. Confir-
mation of the diagnosis of disability is a lengthy 
process, which affects the family dynamics, man-
ifesting itself as a major psychological upheaval 
for the family. At this point, mothers seek the 
support of institutions and health professionals, 
because they feel unprepared to deal with the in-
tellectual disability and care of their child.

Mothers face difficulties related to the di-
agnosis of their children, as they lack clear and 
objective guidance on the health status of their 
child as well as how to look after them from the 
moment of birth. All this in a context of failures 
in communication in the reception and care pro-
vided by health institutions. The search of moth-
ers for health care for their children is permeated 
by going back and forth to various health institu-
tions, which becomes averitable ordeal for them.

It is evident in the narratives of mothers in 
their itineraries, that their bodies seem to be tire-
less, however, these same bodies are sorely tested 
by the difficulties encountered in gaining access 
to health services. The mothers admit that they 
are marked by the suffering in their struggle, yet 
they still need to redouble their efforts and main-

tain constant dedication to their children in seek-
ing to ensure they get the health care they need.

The narratives of mothers of children with 
intellectual disabilities lead us to believe that they 
are always ready and willing to provide care. Their 
bodies take constant care of another being, while 
they neglect themselves. For this reason, the im-
plication is that their bodies are tirelessly active 
in search of resources that can ensure their child’s 
needs in terms of care. These are bodies that are 
always alert and vigilant, that get little or no rest.

It is suggested that health services should pro-
vide comprehensive care that attend the needs of 
these children and their families, which requires 
the enhancement of the capabilities and skills 
of health professionals, in line with the policies 
geared for the disabled. Care for children with 
disabilities requires multidisciplinary, interdis-
ciplinary and intersectoral actions, in order to 
produce more effective responses to the demands 
of the children with intellectual disabilities and 
their families.

Health care for children with intellectual 
disabilities is a challenge, especially because it 
requires comprehensive care provided by an in-
terdisciplinary team, whereby it is necessary that 
the institutions are prepared to receive them, 
from the moment of admission to referrals and 
guidance. Therefore, it is necessary to invest in 
ongoing education for professionals, such that 
they are able to attend and care for this group 
that have daily health care, education and social 
interaction needs. It is also important to monitor 
the families of these children, ensuring that they 
receive more humanized and comprehensive care 
and uphold the rights of individuals with disabil-
ities duly guaranteed by law and enforced in pub-
lic health policies.
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