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ABSTRACT In Chile, childhood rehabilitation is recognized as a right supported by regulatory frameworks. However, 
its implementation presents limitations that restrict access and continuity of care, and the experiences and strategies 
of women caregivers who use the system have received limited attention in the design and evaluation of public policies. 
In this context, this article characterizes the therapeutic rehabilitation pathways of children with disabilities in the 
western area of Santiago, Chile, from the perspective of their primary caregivers. Between August 2023 and March 
2024, drawing on a qualitative methodology with an ethnographic approach, participant-observation accompaniment, 
recorded in field notes, and semistructured interviews were conducted with 13 women. The findings reveal fragmented 
trajectories marked by multiple barriers to access, a high burden of family management, and discontinuities in care. 
Four key moments were identified: suspicion and diagnosis, institutional transitions, development of interventions, and 
therapeutic discharge. Caregivers sustain care processes through everyday strategies that integrate public, community-
based, and private forms of support. Within this framework, the article discusses the limitations of current public 
policies and reinterprets rehabilitation as a contextualized practice sustained by affective and unequal care networks. 
KEYWORDS Therapeutic Itinerary; Children with Disability; Caregivers; Rehabilitation Services; Collective Health; 
Chile. 

RESUMEN En Chile, la rehabilitación infantil se reconoce como un derecho respaldado por marcos normativos. 
Sin embargo, su implementación presenta limitaciones que restringen el acceso y la continuidad de los procesos, 
y las experiencias y estrategias de las mujeres cuidadoras usuarias del sistema han recibido escasa atención en el 
diseño y evaluación de políticas públicas. En este contexto, este artículo caracteriza los itinerarios terapéuticos de 
rehabilitación de niñeces con discapacidad en la zona poniente de Santiago de Chile, desde la perspectiva de sus 
cuidadoras principales. Entre agosto de 2023 y marzo de 2024, a partir de una metodología cualitativa con enfoque 
etnográfico, se realizaron acompañamientos con observación participante, registrados en notas de campo, y 
entrevistas semiestructuradas a 13 mujeres. Los resultados evidencian trayectorias fragmentadas, atravesadas por 
múltiples barreras de acceso, alta carga de gestión familiar y discontinuidades en la atención. Se identifican cuatro 
momentos clave: sospecha y diagnóstico, tránsito institucional, desarrollo de intervenciones, y alta terapéutica. 
Las cuidadoras sostienen los procesos de atención mediante estrategias cotidianas que articulan apoyos públicos, 
comunitarios y privados. En este marco, el artículo discute los límites de las políticas públicas actuales y resignifica 
la rehabilitación como una práctica contextualizada, sostenida en redes de cuidado afectivas y desiguales.
PALABRAS CLAVES Ruta Terapéutica; Niños con discapacidad; Cuidadores; Servicios de rehabilitación; Salud Colectiva; 
Chile. 
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Introduction

Childhood rehabilitation is defined as a planned, in-
tersectoral, and sustained process aimed at optimizing 
the functioning, development, and well-being of chil-
dren with health conditions who present or are at risk of 
experiencing disability.(1,2) In line with the International 
Classification of Functioning, Disability and Health 
for Children and Youth (ICF-CY),(3) the World Health 
Organization recognizes rehabilitation as an essential 
component of strategies designed to guarantee the right 
to health for children with disabilities. From an equity 
and inclusion perspective, these strategies seek to re-
duce barriers, promote accessible environments, and 
foster active participation.(4,5) This requires solid reg-
ulatory frameworks, adequate financing and compre-
hensive, available,  community-relevant services that 
ensure equitable and high-quality access.(5)

However, in Latin America and the Caribbean, the 
effective implementation of childhood rehabilitation 
remains limited due to persistent structural gaps, social 
inequalities, and institutional fragmentation.(6,7) Studies 
conducted in various countries of the region — primarily 
Brazil — have documented numerous barriers that af-
fect access to and the quality of these services: incorrect 
and/or delayed diagnoses,(8,9,10,11) long waiting lists,(12,13) 
discontinuities in care,(8) weak intersectoral coordina-
tion,(8,13,14) limited recognition of the caregivers role and 
neglect of their specific needs,(8,9) shortage of human 
resources and material constraints,(13) among others. 
The burden of sustaining rehabilitation processes often 
falls disproportionately on families, especially women, 
who must undertake an active and often solitary search 
for fragmented, emotionally demanding, and poorly 
coordinated services. Along this path, they must nav-
igate public, private, and community resources while 
sustaining care practices that exceed medical prescrip-
tions, within a setting shaped by class, gender, ethnic, 
and territorial inequalities.(13)

In Chile, this panorama acquires particular char-
acteristics that mirror many of the trends described 
above. According to the Third National Disability Survey 
(ENDISC III),(15) 14.7% of children and adolescents pres-
ent some form of disability, with higher prevalence 
among low-income sectors. Nevertheless, only 14.9% 
of this population accesses rehabilitation services, de-
spite the existence of a legal framework guaranteeing 
such access (Law 20.422),(16) revealing a significant gap 
between formal rights and the actual conditions for ex-
ercising them. Although programs such as the Fund for 
Child Development Support Interventions (FIADI), im-
plemented within the Chile Crece Más subsystem, and 
some local initiatives exist, much of the rehabilitation 
process remains centralized in specialized hospital set-
tings or delegated to private institutions with public 
funding, including Fundación Teletón, a paradigmatic 
case of the assistentialist model in the country and the 

region.(17,18) This configuration exposes the system’s 
structural limitations, which compromise continu-
ity of care and deepen health inequalities in the context 
of prolonged care trajectories. Moreover, the trajecto-
ries of families using rehabilitation services have been 
scarcely considered in the design and evaluation of 
public policies, particularly those trajectories that en-
compass the knowledge, strategies, and tensions care-
givers face in their interactions with the health system. 
Examining these experiences is essential for under-
standing the dynamics that generate structural barri-
ers and for informing policies that guarantee access to 
and continuity of rehabilitation from the families’ own 
perspectives.

Understanding how these trajectories are con-
figured requires an approach that goes beyond in-
stitutional description. In this regard, the notion of 
therapeutic itineraries is particularly useful for analyz-
ing how such pathways unfold in contexts of inequality 
and fragmentation, such as Chile. Far from constitut-
ing linear routes, itineraries are conceived as complex 
courses, traversed by interruptions, affects, learning 
processes, and decisions.(19,20) From this perspective, the 
approach to health–illness–care processes (HICP),(21) 
which includes rehabilitation,(22) develops in scenarios 
where diverse models of care coexist and intertwine in 
concrete care practices.(23) Therefore, it is crucial to ex-
plore the range of spaces in which the daily lives of chil-
dren with disabilities and their environments unfold, in 
order to understand how rehabilitation is produced and 
what meanings it acquires.

As pointed out by recent studies in collective 
health, such as those of Venturiello(24,25,26) and Brage,(27) 
this analysis requires attention not only to the formal 
mechanisms available, but also to institutional naviga-
tion strategies, everyday resistance, affective learning 
processes, and the central role assumed by caregivers 
(mothers, grandmothers, or other women in the family 
environment). These caregivers act as agents who me-
diate between different forms of knowledge, manage 
resources, interpret clinical guidance, and sustain med-
ical-therapeutic relationships under conditions of in-
stitutional fragility.

Based on these considerations, the present study 
aims to characterize the therapeutic itineraries of chil-
dren with disabilities in the western zone of Santiago de 
Chile, drawing on the narratives of their primary care-
givers. Emphasis is placed on the meanings attributed 
to the therapeutic process, the strategies deployed to 
sustain care beyond formal rehabilitation services, and 
the tensions that emerge in relationships with institu-
tional actors. By rendering these experiences visible, 
this study seeks to contribute to a critical understanding 
of child rehabilitation under conditions of structural in-
equality and to inform the design of public policies that 
recognize care as a collective practice essential to guar-
anteeing the right to health.
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Therapeutic pathways in the rehabilitation of 
children with disabilities: contributions from 
collective health and critical disability studies

This study is grounded in a perspective that brings to-
gether contributions from collective health and critical 
disability studies to understand health care processes as 
complex phenomena shaped by power relations, mate-
rial conditions, institutional frameworks, and diverse 
forms of knowledge. The notion of HICP(21) provides a 
starting point for understanding rehabilitation not as an 
isolated set of biomedical interventions, but as part of 
an interwoven network of practices, meanings, and re-
lationships surrounding child health and disability that 
take shape within the sociocultural contexts of everyday 
life. In these settings, multiple therapeutic models co-
exist and interact, shaping singular care strategies from 
the perspective of medical pluralism.(23.28)

Within this framework, the concept of therapeu-
tic itineraries serves as an analytical tool for examining 
health care processes from the perspective of those who 
traverse them. According to Alves and Souza,(29) from a 
comprehensive perspective, the therapeutic itineraries 
is understood as a relational and contextual construc-
tion composed of the decisions, strategies, meanings, 
and practices mobilized in the search for care in re-
sponse to a health need. It is a dialogical and intersub-
jective process involving a range of social actors, forms 
of knowledge, affective bonds, and care models, all sit-
uated within specific sociohistorical contexts that both 
constrain and enable HICP trajectories.(20,30) In contexts 
where fragmented and unequal care provision is antic-
ipated, the category of therapeutic itineraries helps ex-
plore how caregivers of children with disabilities, using 
available resources and support networks, construct and 
negotiate meanings, translate clinical indications, and 
articulate family, community, and therapeutic knowl-
edge to sustain the rehabilitation process.

From a relational perspective, the care processes 
surrounding children with disabilities cannot be sepa-
rated from the material, symbolic, and affective condi-
tions shaping the lives of those who care for them.(31,32) 
Far from being a naturalized role, caregiving is con-
figured as a field of political and epistemic struggle in 
which frameworks of recognition, resource allocation, 
knowledge legitimacy, and social visibility of care work 
are contested. In Latin America, several studies have 
shown how women — mothers, grandmothers, and 
other family figures — not only accompany therapeutic 
processes but also act as active mediators between in-
stitutional devices and the needs of the people they care 
for.(10,26,33) This perspective makes it possible to under-
stand care as an interdependent practice embedded in 
social and family networks that co-organize daily life 
around disability, sustained under structurally unequal 
conditions.(13)

These discussions become especially relevant when 
considering child rehabilitation as a field shaped by nor-

malizing discourses and expectations of functional ad-
herence. Critical disability and childhood studies(34,35,36,37) 
have noted how traditional rehabilitation models tend 
to organize the lives of children with disabilities around 
prescribed developmental trajectories, demanding the 
correction of deviations from an ideal of functionality. 
Such expectations operate not only on children’s bodies 
but also on families, who must often adapt to rigid insti-
tutional frameworks that transform domestic environ-
ments into spaces of constant professional intervention. 
In this sense, the position of the family — particularly 
mothers — within the therapeutic chain of responsibil-
ities is problematized, along with the effects these de-
mands produce in their life trajectories.(33,38,39,40,41)

Latin American perspectives highlight that disabil-
ity is not exclusively an individual condition but a re-
lational experience shaped through interactions among 
people, institutions, and territories.(34) Thus, examining 
rehabilitation through the lens of therapeutic itinerar-
ies means recognizing that this process unfolds within 
a field of disputes—between forms of knowledge, mod-
els, and actors—where what is considered “therapeu-
tic” is redefined beyond the professional consultation. 
As studies in the region have shown,(11,13,54,25,26,27) these 
trajectories are deeply shaped by relationships of gen-
der, class, territory, and affect, forming a practical ped-
agogy of care that functions simultaneously as a mode 
of resistance and a means of producing knowledge from 
lived experience in contexts of structural inequality.

Methods

This study adopts a qualitative approach aimed at un-
derstanding therapeutic itineraries of child rehabili-
tation from the perspective of those who sustain daily 
care processes. It is grounded in the interpretive para-
digm,(42) which recognizes these trajectories as inter-
subjective constructions situated in contexts shaped by 
power relations, cultural meanings, and institutional 
structures. Guided by an ethnographic approach,(43) 
semi-structured interviews, participant observations, 
and field notes were conducted, enabling the capture 
of caregivers’ narratives as well as their interactions, 
silences, and practices. The sample was constructed 
through purposive sampling and snowball techniques, 
including 13 primary caregivers (12 mothers and one 
grandmother) responsible for children aged 1 to 9 with 
permanent disabilities, residing in the western area of 
Santiago and users of the public health system.

Fieldwork took place between August 2023 and 
March 2024 and included home visits, accompaniment 
to rehabilitation centers, and situated observations in 
community settings. A total of 30 interviews were con-
ducted, each lasting between 60 and 90 minutes, re-
corded and fully transcribed. The interview guide was 
flexible and aimed at narrative reconstruction regarding 
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access, institutional relationships, and meanings of 
therapeutic processes. Interviews were conducted pri-
marily in participants’ homes or everyday spaces, allow-
ing narratives to be anchored within the contexts where 
care practices and family dynamics occur. These settings 
fostered an atmosphere of trust and the production of 
detailed narratives; however, in some cases, they posed 
limitations related to varying conditions and timing or 
the presence of family members, factors considered in 
the analysis and interpretation of data. Thematic analy-
sis was conducted using open, axial, and selective coding 
with ATLAS.ti, in dialogue with principles of grounded 
theory.(44) Graphical diagrams and narrative reconstruc-
tions of itineraries were developed and validated with 
participants, strengthening interpretive coherence.

Reflexivity involved acknowledging the research-
er’s position as a speech therapist working in the public 
system and as a man in a feminized field. This position-
ality required sustained critical engagement through 
collective discussions, analysis of field notes, and val-
idation of the findings.

The study received approval from the Research 
Ethics Committee for Human Subjects of the Faculty of 
Medicine, University of Chile (Project No. 027-2023). 
All participants were informed of the study’s objectives, 
scope, and procedures, including recording, transcrip-
tion, and academic use of the narratives. Confidentiality 
was ensured through the assignment of alphanumeric 
codes (e.g., C1), unlinked from personal data, and by re-
moving identifying information. Records were stored in 
protected devices with restricted access, ensuring ano-
nymization throughout the coding and results presen-
tation process. These measures safeguarded participant 
privacy and the analytical coherence of the material used.

The results presented here form part of the doc-
toral work of the principal author in fulfillment of the 
requirements for the Doctor of Public Health degree at 
the University of Chile. The broader dissertation is titled 
“Rehabilitation Processes of Children with Disabilities 
in the Western Zone of Santiago de Chile: An Approach 
to the Experiences of Their Primary Caregivers from 
Therapeutic Itineraries.”

Results

Based on the analysis of primary caregivers’ narra-
tives, four key moments in the therapeutic pathways 
of children rehabilitation were identified: 1) suspicion 
and confirmation that something is happening: the ex-
periences that initiate the pathway; 2) the pilgrim-
age to reach rehabilitation: institutional transitions, 
waiting times, and self-management; 3) the develop-
ment of therapeutic interventions: meanings, tensions, 
and re-signification of rehabilitation; 4) continuity 
and open-ended projections of the rehabilitation pro-
cess: the tension between intermittent support and 

therapeutic discharge. These moments should not be 
understood as rigid chronological stages but as analyt-
ical categories that help characterize the complexities 
of the rehabilitation pathways, acknowledging their di-
versity and the specificities of each case.

Suspicion and confirmation that something 
Is happening: experiences that Initiate the 
pathway

The rehabilitation pathways analyzed in this study usu-
ally begin during the early years of life. In some cases, 
they are triggered by diagnoses made during the pre- 
or perinatal stages, often associated with genetic con-
ditions or prematurity. In others, suspicion emerges in 
everyday life through a recurring perception by care-
givers or close relatives that “something is not right.” 
Although these experiences differ in their origin, both 
mark a turning point in the family’s trajectory, initiat-
ing a process of searching, uncertainty, and reorganiza-
tion of daily life.

Early diagnoses, far from being experienced as 
merely clinical acts, take shape as what Osorio Carranza 
refers to as biographical disruptions:(45) moments that 
profoundly alter expectations, temporalities, and family 
roles, while also redefining the status of the child with 
disability for both the health system and the family. For 
caregivers, learning the diagnosis often entails a dou-
ble or even triple concern—especially during prolonged 
postpartum hospitalizations—since they must man-
age the care of other young family members and assess 
the resources available for medical supplies in contexts 
marked by unemployment or informal work.

Within this context, caregivers report experiences 
characterized by tensions with healthcare teams, fre-
quently expressed through forms of obstetric vio-
lence,(46) distrust, or recommendations that dismiss 
their convictions and emotions. The medical figure of-
ten appears as a bearer of technocratic knowledge that, 
at times, imposes decisions without considering the cir-
cumstances caregivers are undergoing.

“They told me the law protected me and that I could 
have an abortion, because my baby wasn’t going 
to be born alive. With that syndrome [trisomy 18], 
babies didn’t survive. I told them no — that if my 
baby was going to die, I would accept it, but I wasn’t 
willing to be the one to end her life.” (C5)

“The midwife told me that my pregnancy was 
extremely high-risk, that it was almost impossi-
ble for it to reach full term, and that she wasn’t 
even going to issue me a prenatal card. I asked her 
for an order for an ultrasound, and she said: ‘Sure, 
but don’t get your hopes up — it might not even 
be there.’” (C6)
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“They asked me if I wanted her or not, just like 
that: ‘Are you going to keep the baby girl, or are 
you giving her up for adoption?’ I told them they 
were crazy, that she was my daughter and I wasn’t 
going to give her up.” (C8)

In this stage, the coexistence of care and institutional 
neglect processes becomes evident ,(23,47) where indif-
ference or dismissal of some professionals can be con-
sidered as manifestations of structural neglect that 
reproduce hierarchies of class, gender, and knowl-
edge.(47) In response to these situations, women de-
ploy strategies of resistance, such as rejecting medical 
recommendations, seeking second opinions, or acti-
vating family networks to cover the costs of private ex-
aminations when economic resources and their type of 
health insurance allow it. These actions not only express 
agency but also make it possible to uphold affective and 
ethical decisions under conditions of precarity.

In other cases, the pathway does not begin with a 
medical diagnosis but with a sustained suspicion that 
arises in domestic life. These signs often appear be-
tween 6 and 24 months, when caregivers—through ob-
servation, comparison, or intuition—perceive that their 
child’s development does not align with normative 
expectations.

“Everything was normal, he drank his milk, he was 
a healthy baby to me until he was about five or six 
months old, when I’d leave him there on the bed 
and he’d just stay still. If you put him on his side, he 
would flop to the sides, and that’s when we real-
ized he couldn’t hold his little head up.” (C1)

These signs are not always received with certainty. 
Often, caregivers move between denial, doubt, self-de-
ception, or external pressure. Family networks may 
provide emotional support, but they can also impose 
mandates that hold caregivers responsible for the diag-
nosis or for “not having noticed it earlier.” As analyzed 
by Runswick-Cole et al.,(39,40) an imperative of vigilance 
and management of child development is placed upon 
them, one that shapes their social valuation as mothers.

“I didn’t really pay attention to it because he was 
just a baby… When he was about a year and five 
months old, my partner’s aunts kept telling me, 
‘That’s not normal.’ But I would say, it is normal, 
because they told me he was born healthy.” (C4)

The health system, instead of acknowledging these sus-
picions, often delegitimizes them. As reported by Puga 
et al.,(11) experiences of institutional minimization delay 
timely diagnoses and limit access to early interventions. 
This not only amplifies uncertainty but also deepens 
the institutional neglect processes described by Hersh-
Martínez.(47)

“The doctor at [name of hospital] told me it 
was all pure morning, that he was a completely 
healthy baby.” (C3)

“At the hospital I had bad luck the first few times. 
The first time they just looked at her like that and 
said, ‘That’s just grandma stuff.’ The second neu-
rologist said, ‘I’m not going to do anything to her so 
she doesn’t cry,’ and they didn’t do anything.” (C2)

Faced with the lack of accurate diagnoses, delays in care, 
depersonalized treatment, and the negotiations between 
expert knowledge and caregivers’ experiential knowl-
edge, caregivers take on an active role in searching for 
health services that meet their needs. They seek consul-
tations outside the public system, interpret medical re-
ports, look for guidance within informal networks, and 
document their children’s behavior to accumulate ev-
idence. These actions, described by Brage as everyday 
tactics,(27) reflect a way of sustaining care through lived 
experience, even without an official diagnosis and amid 
institutional fragmentation.

“I wanted to get a second opinion from the neu-
rologist. Every time I had a check-up with her, she 
gave me a different diagnosis: four or five months 
would go by and she’d change her mind… We 
went to a private neurologist because we wanted 
a referral to see if it was possible for her to get into 
Teletón. I didn’t want her to lose what she had 
already learned. I wanted them to keep helping 
her, or at least tell me how I could keep working 
with her at home.”(C13)

In this way, rather than merely resisting, caregivers 
transform neglect into practical and affective learning 
that contributes to the development of what Pava-Ripoll 
terms emotional capital,(33) understood as a form of af-
fective knowledge that combines reflection, intuition, 
and action to confront the challenges of the process.

Thus, this initial stage of the itinerary not only in-
augurates the relationship with the care system but 
also constitutes a formative experience that shapes the 
caregiving role. Ambivalent emotions—such as dis-
tress, guilt, or relief—intertwine with practical actions 
of containment, searching, and advocacy. As Goodley(36) 
suggests, in these contexts the diagnosis, or its absence, 
becomes a milestone that cannot be reduced to a marker 
of deficit or an expression of vulnerability, as it entails 
a series of affective reconfigurations, redefinitions of 
family priorities, disputes over meaning, and efforts 
that reveal a transformative potential for everyday life 
and reshape the place of disability within it.
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Pilgrimage to rehabilitation: institutional 
transitions, waiting times, and self-
management

Following the initial suspicion or diagnosis, families en-
ter a stage marked by an intense and fragmented journey 
through different levels of the health and education sys-
tems in search of adequate therapeutic support. Access 
to rehabilitation is conditioned by structural factors 
such as health insurance, the territorial organization of 
services, the availability of personal networks, and the 
capacity to decode information within an opaque sys-
tem. Some caregivers manage to enter through referrals 
from primary care or hospital services, while others rely 
on informal references, known professionals, or private 
consultations.

This stage of the pathway can be understood as 
an “institutional journey,” in which caregivers take 
on tasks that exceed the passive role of service users, 
as they coordinate referrals, manage documents and 
transportation, and provide emotional support to the 
family group. In line with what Alves(19) and Menéndez(23) 
propose, these modes of navigating the system are not 
mere movements between services but spaces where 
distinct rationalities—medical, domestic, and bureau-
cratic—intersect and give rise to concrete forms of care. 
Thereby, the pilgrimage not only exposes systemic in-
efficiencies but also shows how families co-produce 
care and actively participate in the social production of 
the rehabilitation process in contexts of fragmentation.

A central finding at this stage is the function of the 
medical diagnosis as a key to accessing therapies and 
social services. More than a clinical tool, the diagnosis 
becomes an institutional credential that legitimizes the 
demand and determines the types of available support. 
This phenomenon aligns with the processes of legitimi-
zation or validation of demand described by Gerhardt,(20) 
Venturiello,(24) and Brage,(27) in which the recognition of 
a need for care depends more on the capacity to meet 
bureaucratic requirements than on the urgency or com-
plexity of the case. In this way, families are forced to ac-
cumulate legitimacy before the system in order to be 
recognized as bearers of a valid demand, which rede-
fines the very meaning of the care process.

“She told me, ‘The thing is, we can’t admit him 
without a diagnosis, a report, an exam, or some-
thing like that.’ So I told her okay, and then she 
said, ‘If you can take him back to a (private) neu-
rologist, that would be good. If not, we’ll put him 
on the waiting list for the doctor anyway, but that 
could take a long time. If you have the possibility 
of taking him somewhere else, do it.’” (C11)

At the same time, the public health system — weakened 
by resource shortages and long waiting lists — implicitly 
fosters an articulation with private providers, including 
those in the non-profit private sector (foundations and 

corporations operating with state funding), as an insti-
tutional compensation strategy. As a consequence, the 
economic and logistical burden on families intensifies, 
as they must go into debt or activate personal networks 
to secure timely care, thereby deepening social and ter-
ritorial inequalities.

“When the care at the foundation ended, I 
thought, ‘Now what?’ We had to wait for them 
to contact us again to know what to do with my 
son, which therapist to take him to. Then we went 
to the neurologist and she told me, ‘This isn’t my 
area anymore; now it’s something genetic.’ But 
there’s nothing available on the genetics side, so 
you have to do it privately.” (C1)

Out-of-pocket expenses emerge as a threshold for ac-
cess. Families face payments for examinations, trans-
portation, or private therapy sessions. This silent 
privatization of care occurs in a context of precarity, 
where public policies do not guarantee effective con-
tinuity. This operation mode — often naturalized as a 
necessary complement — reinforces what Menéndez(23) 
and Hersch-Martínez(47) describe as structural neglect, 
understood as a form of covert privatization of care that 
shifts onto households the responsibility for ensuring 
therapeutic continuity.

“The ADOS test [Autism Diagnostic Observation 
Schedule] cost between 140, 130, 120 thousand 
pesos. And she, I think she charged me 100 thou-
sand. If I didn’t get it done, I couldn’t take him to 
the therapist.” [$100,000 CLP is approximately 
$110 USD based on the 2023–2024 average 
exchange rate]. (C7)

“She told me I’d have to do it on my own. So I 
went to an institute they told me was the most 
specialized place. The first test cost 200 thousand 
pesos, the next one 400 thousand. The last one 
was around 900 thousand, and it came back nor-
mal.” (C1)

At this lack of protection, caregivers deploy a variety of 
strategies: they register in multiple centers, file com-
plaints, rely on personal contacts, seek shortcuts, or re-
organize their finances. These actions express a form of 
agency constructed within neglect that, as Venturiello(26) 
argues, constitutes a pedagogy of care—that is, a prac-
tical and relational knowledge learned through experi-
ence that enables caregivers to sustain support beyond 
institutional prescriptions. This capacity to act amid 
uncertainty also involves an affective and ethical di-
mension that, in dialogue with Pava-Ripoll,(33) forms 
part of and contributes to caregivers’ emotional capital 
by mobilizing energy and commitment to maintain care 
in the absence of structural support. Nonetheless, these 
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learnings entail physical and moral costs that reveal the 
limits of such agency.

“I’m the one who books all the appointments, 
the one who explains everything whenever they 
change therapists, the one who fights for the refer-
rals. Sometimes I feel more like a social worker 
than a mom.” (C6)

“I was already so exhausted, frustrated. I even 
called the Ministry of Health to find out if they 
could do something, because I was honestly over-
whelmed. We checked how much private therapy 
would cost, and it was something like forty thou-
sand pesos per session, three times a week. It was 
insanely expensive, but I kept thinking: ‘It doesn’t 
matter, we’ll figure it out so she gets the therapy 
she needs. We’ll do whatever we have to do to pay 
for it.” (C11)

This trajectory also leaves emotional and physical 
traces. Caregivers describe symptoms of exhaustion, 
insomnia, anxiety, and bodily pain. Guilt emerges as a 
constant: for not having acted earlier, for not being able 
to handle everything, for feeling that something is al-
ways missing. These experiences confirm that care is 
produced within a terrain of tension. While Thomas(48) 
conceives care as an ethical practice aimed at sustaining 
life and interdependence, the narratives gathered here 
reveal the limits of that ethic when care is carried out 
without the material or institutional conditions needed 
to sustain it. In this sense, Kittay(31) expands the debate 
by situating dependency and support for the caregiver 
as central dimensions of relational justice, arguing that 
care is not possible if those who care are not, in turn, 
cared for. The participants’ voices thus reveal a relevant 
paradox in which the very act that preserves life also 
generates exhaustion, showing that the ethics of care 
must be accompanied by policies that acknowledge and 
sustain its material and collective dimensions.

“There were weeks when I didn’t sleep at all. So the 
neurologist told me I needed to get some rest.” (C6)

“I’m tired, but if I don’t do it, no one will.” (Field-
note, accompaniment with C2)

This stage cannot be reduced to a mere preliminary pro-
cedure. It is a complex experience in which institutional 
strain intersects with forced learning, ethical deci-
sions, and networks of support. Throughout this jour-
ney, caregivers not only confront material barriers but 
also reformulate their relationship with the healthcare 
system and reconfigure the ways they inhabit care—
shaped by social mandates, accumulated inequalities, 
and affective availability which, while sustaining reha-
bilitation, also exposes its limits.

The development of therapeutic Interventions: 
meanings, tensions, and the re-signification 
of rehabilitation

After the initial stage of institutional mobilization, 
caregivers enter a new terrain:  therapeutic interven-
tions. Far from representing a moment of containment, 
this phase is experienced as an extension of previous 
demands. The institutions involved include a variety of 
centers, both public and private: Family Health Centers 
(CESFAM), municipal programs, hospitals, national in-
stitutes, private foundations, independently practicing 
professionals, among others. In some cases, treatments 
take place in the home through domiciliary modalities. 
Rather than being guaranteed, therapy sessions depend 
on multiple factors: professionals’ availability, diag-
nostic criteria, funding agreements, and, above all, the 
daily management carried out by families. Added to this, 
the limited time allotted for appointments and the fre-
quent turnover of professionals, which weakens thera-
peutic continuity.

“It didn’t use to be like that. The previous physi-
cal therapist gave me all the appointments for the 
month and saw us continuously, for almost a year. 
But the new professional put us on a plan of only 
eight sessions. If there’s no progress, they drop 
you.” (C5)

Added to these limitations are other barriers that hin-
der the effective exercise of the right to rehabilitation. 
Difficulties in accessing sessions include excessive dis-
tances between the home and service centers, lack of 
accessible transportation, inability to reorganize sched-
ules due to informal employment, absence of compan-
ion, or conflicts with other scheduled school or medical 
activities.

“…and sometimes we ended up missing the 
appointment, because sometimes it takes me 
three hours to get to the institute. In the metro, the 
hardest part is the elevators — they’re often out 
of order, and I have to go all the way to the next 
station.” (fieldnotes, accompaniment with C9)

“He still needs more support, and one speech ther-
apy session every two weeks isn’t enough. They’ve 
told me that if I can look for more help, I should. 
But so far, I don’t have the time or the money to 
pay for more therapies, or to have someone come 
to the house. If I take him myself, I lose the whole 
afternoon of work. And on top of that, I stop work-
ing and still have to take care of my other daugh-
ter.” (C4)

These difficulties are compounded by the need to co-fi-
nance treatments. Private therapies, transportation, 
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food during travel, and materials for home-based ex-
ercises represent significant out-of-pocket costs. 
Although families should have guaranteed care through 
the public system, they must assume ongoing expenses 
to ensure continuity and quality in the rehabilitation 
process.

“Back then we weren’t receiving any disabil-
ity pension, so we tried to get FONASA to provide 
more coverage — not money, but more sessions 
and hours. We paid for a lot of physical therapy 
sessions and, since we were going to a medi-
cal center, her dad would buy the vouchers under 
his name so my daughter could be seen. We also 
bought vouchers under her sister’s name, my 
name, my mom’s… anything so she wouldn’t miss 
her therapies.” (C6)

“Between transportation, food, and the sessions, 
my whole week’s money disappears, so I orga-
nize different things to raise funds. My husband 
and I do raffles, sell ‘completos,’ anything to bring 
in some income.” (fieldnotes, accompaniment 
with C5)

Experiences of care within pediatric rehabilitation are 
affected by programs with limited coverage depend-
ing on age or available resources, which lead to frequent 
turnover of professionals and changes in therapeutic 
approaches. In this context, caregivers develop diverse 
assessments: in some cases, they highlight the build-
ing of relationships grounded in empathy, active lis-
tening, and recognition of their role, which helps create 
spaces of trust and emotional support amid instabil-
ity. In others, they encounter tense relationships with 
technical teams, marked by rigidity, impersonal treat-
ment, or the devaluation of their experience, reinforc-
ing a sense of exclusion and discontinuity in the care 
process. As Venturiello(25,26) and Gerhardt(20) argue, the 
therapeutic itineraries is not sustained solely by techni-
cal prescriptions but by everyday negotiations in which 
the recognition of the caregiving role is contested. In re-
sponse to these tensions, caregivers deploy strategies to 
assert their voice: they observe, compare, adapt recom-
mendations, and, when they deem it necessary, inter-
rupt or modify the treatment.

“I told the therapist that she had already gone 
through that stage, but they treated her as if she 
were just starting. She would get bored; she did 
the exercises quickly just to get it over with. Some-
times it’s hard to get professionals to listen, as if 
we didn’t know what we’ve lived through with 
our kids.” (C2)

Rehabilitation is not limited to what is prescribed by 
services: it is lived and adjusted according to every-
day life, to what is perceived as useful, feasible, or 

sustainable. In this context, families extend it into the 
home, the school, or the community, incorporating 
daily activities, play, sensory stimulation, or adapted 
exercises. They also turn to complementary therapies 
such as hippotherapy or regular use of swimming pools, 
most of which are self-managed or facilitated through 
local networks. These practices, in dialogue with medi-
cal pluralism,(21,28) show how families combine biomedi-
cal, familial, and community-based forms of knowledge 
to configure new modes of care. In doing so, caregivers 
articulate experiences and knowledge, transforming re-
habilitation into a distributed practice aimed at sustain-
ing care within the limits possible.

“When she was about a year and two months old, 
we started hippotherapy. It’s like with the thera-
pist: we go through these cycles where they dis-
charge us, then half a semester later they call us 
back, and that’s how we keep going. She loves it, 
and it really helps her.” (C6)

“A friend invited me to a workshop in a heated 
pool, where on Saturdays they open up three lanes 
for children with disabilities… From the very first 
day, he was so happy in the water. He would let 
go on his own, float with the pool noodles, and 
everyone laughed. It did him a lot of good, espe-
cially for his muscles. The sessions were two hours 
long.” (C1)

Within this network of efforts, educational institutions 
also become spaces where the therapeutic dimension 
is partially sustained. Some families find in the school 
— through the support of health professionals or spe-
cial education teachers — a continuity that they often 
cannot obtain from health centers. However, although 
these arrangements are valued by caregivers, their de-
sign and conditions are not intended to replace rehabili-
tation processes, which strains the expectations placed 
on schools and reflects the fragility of the institutional 
framework of available services.

“So far, she only has a speech therapist at school. 
She hasn’t sent the notebook home, so now she’s 
going to have to start sending it with the activities 
for stimulation.” (C1)

“At school, the teacher [therapist] told me he’s 
made a lot of progress. When he first started, he 
already knew the vowels. One day she wrote them 
on the board and he said them all: a-e-i-o-u. I 
got emotional because I had spent months prac-
ticing them with him at home. For me, that’s a 
huge achievement.” (C3)

The development of therapeutic interventions takes 
shape as an extended and non-linear process that ex-
ceeds institutional boundaries. For these families, reha-
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bilitation does not mean only attending formal sessions; 
rather, it involves articulating multiple actions distrib-
uted across the home, the school, the community, and 
health centers. Within this network, families combine 
supports, strategies, and resources, integrating everyday 
life into therapeutic practice and adapting it to conditions 
of possibility and sustainability in contexts marked by 
inequality. This movement transforms the very meaning 
of disability, as it is no longer oriented only toward cor-
recting or compensating for a deficit but toward reorga-
nizing life around other forms of value, relationship, and 
agency. In this sense, Goodley(36) and Runswick-Cole(39) 
argue that disability can be understood as a space of so-
cial production of affects and relationships, where de-
pendency is reinterpreted as interdependence and the 
possible forms of autonomy are expanded. From this 
perspective, caregivers’ practices reveal an affirmative 
potential: as they sustain rehabilitation, they also rein-
vent ways of living and reconstruct the notion of devel-
opment outside the normative ideal.

Continuity and open projections of the 
rehabilitation process: the tension between 
intermittent support and therapeutic discharge

Most of the trajectories analyzed in this study involve 
long-term rehabilitation processes, often extending 
beyond four years. Caregivers describe progress, set-
backs, and periods of stagnation, in a pathway that 
does not follow a linear pattern. The process is inter-
rupted and resumed, relocated, or adapted depend-
ing on each child’s development, clinical decisions, and 
the families’ own perceptions. Throughout the inter-
views, different forms of closure or suspension were 
identified. Some correspond to a formal discharge, is-
sued when a stage is considered complete or the need 
for care resolved. Others appear as temporary interrup-
tions related to professional turnover, lack of available 
appointments, or institutional saturation. In several 
cases, caregivers interpret discharge not as the result 
of a comprehensive evaluation but as an administrative 
decision. Voluntary interruptions by families were also 
described, motivated by the perception of limited prog-
ress or disagreement with the therapeutic approach.

In response to this situation, caregivers develop 
strategies to sustain continuity despite the formal clo-
sure of the process. They seek new referrals, pay for pri-
vate sessions, contact familiar therapists, or strengthen 
support within school and community settings. 
Therapeutic work, far from ending, is displaced, shifted 
to new spaces, transformed in its modalities, and em-
bedded within other relationships.

“Now that the therapist discharged him, I’m 
looking for a foundation that’s free, because I 
can’t afford those kinds of weekly expenses. It’s 
a lot of money, considering it’s several therapies. 

For example, if he needs a speech therapist, an 
occupational therapist, it’s about 50,000 pesos a 
week, and I just don’t have the resources.” (C7)

This persistence can be read, following Menéndez’s(23) 
formulation, as a form of expanded self-care, un-
derstood as a collective process that reconfigures the 
boundaries of the system and enables the continuity of 
care beyond its formal coverage. Within these dynamics, 
the caregivers’ everyday work sustains the continuity 
that institutions interrupt, shaping a parallel network 
in which rehabilitation is co-produced both within and 
beyond the system.

In this phase, expectations about the future and 
the meaning of the process acquire a central place. Over 
time, the goal shifts from normalization toward sit-
uated forms of accompaniment and attainable func-
tional objectives, where each everyday achievement 
holds its own value. This transformation also entails a 
new way of understanding disability — one that moves 
away from deficit-centered frameworks and toward 
the particular rhythms of each child. It implies a rela-
tional and affective understanding of disability, akin to 
Goodley’s(37) notion of dis/ability, in which difference 
is taken as a part of life rather than a deficiency to be 
overcome. However, this shift is neither absolute nor 
uniform. Acceptance coexists with ambivalences, frus-
trations, and the difficulties of acknowledging that cer-
tain conditions will not disappear.

“With these kids, everything is step by step. It’s 
not about getting your hopes too high, but about 
being there with them as they make their own 
progress. As moms we want the best, but it’s bet-
ter to appreciate every little milestone than to get 
frustrated waiting for something more. In my 
case, I look at my son and to me he’s healthy: he 
doesn’t need medication, he eats well, he’s active. 
That’s what it is — celebrating his achievements 
with him and looking for support wherever we 
can find it.” (C1)

“Even today, I still struggle. It’s really hard for 
me to accept that she’s not sick, that this is a con-
dition, that she’s going to keep being this way. 
That’s what’s hardest for me.” (C2)

In this way, although clinical devices may establish a for-
mal endpoint, the therapeutic pathways that accompany 
the development of children with disabilities continue 
beyond institutional boundaries. Families, drawing on 
the resources available to them, mediate between the 
clinical ideal of discharge and the ongoing continuity of 
care. In the terms proposed by Osorio Carranza,(45) re-
habilitation becomes integrated into the family’s bio-
graphical trajectory and extends as a vital process rather 
than a purely health-related episode, adapting to what is 
possible and meaningful within each experience.
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Discussion

The therapeutic pathways of childhood rehabilitation in 
the western area of Santiago, as they emerge in caregiv-
ers’ narratives, show that rehabilitation cannot be un-
derstood as a linear or exclusively clinical trajectory. 
Rather, it is configured as a socially, politically, and af-
fectively dense practice, shaped by interruptions, moral 
decisions, and disputes over meaning. In dialogue with 
Latin American contributions on therapeutic itinerar-
ies, the findings confirm that families do not merely 
move through services; instead, they co-produce reha-
bilitation through affective, ethical, and organizational 
strategies that compensate for institutional neglect.
(13,20,21,23,24,27) From this perspective, rehabilitation is un-
derstood as a relational process that combines profes-
sional and family knowledge, sustained by the learning, 
bonds, and resources that families mobilize in unequal 
contexts.

In the case of Chile, although the country adheres 
to international disability rights frameworks and has 
a normative structure for rehabilitation,(16) the exer-
cise of this right remains conditioned by bureaucratic 
requirements, dependence on diagnosis, type of in-
surance coverage, territorial location, and families’ eco-
nomic capacity. This produces access circuits shaped 
more by families’ ability to manage referrals, activate 
networks, and finance services than by universal guar-
antees, reproducing the structural neglect described 
by Menéndez(23) and Hersch-Martínez.(47) This pattern 
aligns with findings from other Latin American con-
texts, where diagnostic delays, discontinuities, and weak 
intersectoral coordination persist.(9,10,11) However, while 
countries such as Brazil have achieved some articulation 
across levels of care through the Unified Health System, 
in Chile the subsidiary logic of the system results in a 
“third-sectorization of the public sphere,” delegating 
therapeutic continuity to foundations and private pro-
viders. Unlike the scenarios described by Pedrosa et al.,(8) 
where public networks seek to articulate community 
programs, the Chilean experience unfolds in a mixed 
and fragmented system in which rehabilitation largely 
depends on domestic labor and families’ ability to pay. 
This produces a form of concealed privatization of care 
that reinforces class and gender inequalities, lacking the 
institutional counterweights observed in other countries 
of the region.(10.27)

In this scenario, caregivers assume a decisive role 
in sustaining the process. During their search for care, 
their pathways resemble an institutional pilgrimage in 
which they coordinate referrals, manage documents, 
and cover treatment costs. This labor, invisible within 
health policy, constitutes a form of political agency 
that transforms neglect into action. In dialogue with 
Venturiello’s study on therapeutic itineraries,(24) women 
develop what can be understood as pedagogies of care—
practical and relational forms of knowledge learned 

through experience that allow them to sustain pro-
cesses beyond state capacities.

The analysis of therapeutic interventions shows 
that caregivers broaden the notion of rehabilitation by 
incorporating domestic, community, and school-based 
practices — such as play activities, exercises, alterna-
tive therapies, and educational support — that config-
ure a distributed and plural process extending beyond 
biomedical prescription.(25) This finding aligns with 
the medical pluralism described by Menéndez(21) and 
taken up by Venturiello,(25) in which biomedical, family, 
and community rationalities coexist and are reconfig-
ured according to local conditions. Within this context, 
the community sphere, although less visible than in-
stitutional structures, consolidates itself as a space in 
which care, support, and accompaniment are sustained. 
Extracurricular workshops, informal networks, neigh-
borhood centers, and practices of cooperation among 
women form parallel care infrastructures.

However, unlike Brazilian experiences that have in-
tegrated community therapies into public programs,(8) 

in the Chilean context existing family and community 
networks receive minimal institutional recognition, and 
continuity is built amid uncertainty. Families are not 
isolated, yet their collective action lacks public valida-
tion. Rather than secondary supports, these initiatives 
express a collective dimension of care that sustains pro-
cesses at the margins of the formal system. These con-
trasts illustrate the diverse expressions of care in Latin 
American contexts of childhood disability, where col-
lective and relational forms of care coexist with more 
individualized and privatized experiences. In both sce-
narios, the feminization of care labor and structural 
inequalities remain central axes shaping access, conti-
nuity, and the meaning of therapeutic processes. From 
the perspective of collective health, acknowledging 
their potential implies recognizing these actors as le-
gitimate contributors to the social production of health.

In line with this reading, Meyer et al.(1) and Negrini 
et al.(2) propose understanding rehabilitation as an in-
tersectoral, sustained, and wellbeing-oriented pro-
cess, rather than a collection of clinical interventions. 
Although international and national frameworks rec-
ognize rehabilitation as a right and an integral strategy, 
Chilean trajectories reveal an institutional configu-
ration that does not coordinate health, education, and 
social care but instead fragments responsibilities and 
limits coordination. From this perspective, the gap be-
tween normative ideals and practical implementation 
becomes visible, exposing the distance between the for-
mal right and its effective exercise in unequal settings. 
The Chilean experience, therefore, shows an institu-
tional landscape that fragments responsibilities and 
lacks coordination across health, education, and social 
care. This mismatch between normative definitions and 
practical execution underscores the distance between 
formal rights and their effective realization in settings 
marked by inequality.
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Toward the end of the pathway, many caregivers 
shift their expectations from recovery toward an under-
standing of rehabilitation as lifelong accompaniment, 
beyond normalization.(34,49) This shift resonates with 
Osorio Carranza’s(45) conceptualization of the biograph-
ical trajectories of care and with approaches that con-
ceive disability as a relational and affective experience.
(36) From this perspective, families’ practices challenge 
the notion of “normal” development that underpins 
much therapeutic and educational intervention. As 
Remorini and Rowensztein(49) argue, ideas of normality 
in child development are not biological facts but histor-
ical constructions that guide classification, measure-
ment, and hierarchization of bodies and learning. The 
findings of this study show how caregivers resist this 
normative frame, valuing everyday progress accord-
ing to each child’s rhythms and possibilities rather than 
clinical parameters of progress. In this sense, the recon-
figuration of rehabilitation in Chilean trajectories is not 
merely an adaptation to resource scarcity but an ethical 
and epistemological redefinition of care that questions 
knowledge hierarchies and normalization expectations.

Although this study did not aim to produce a sys-
tematic comparative analysis by types of services, rel-
evant differences were observed across itineraries 
depending on program characteristics, access to ex-
tended family networks, and the educational modalities 
in which children participated (special schools, school 
integration programs, or others). Caregivers with 
stronger community ties or involvement in organized 
disability spaces (such as foundations or neighbor-
hood centers) demonstrated greater capacity for man-
agement, mobility, and emotional support, confirming 
the relevance of social networks as determinants of the 
therapeutic pathway.(26) These experiences underscore 
the need to strengthen community-based rehabilitation 
spaces within public policy as legitimate components of 
health networks, recognizing their role in the collective 
production of wellbeing. This represents an analytical 
direction to be further explored in future studies, par-
ticularly regarding how these variables mediate the ac-
tual possibilities of therapeutic continuity.

From a public policy perspective, these find-
ings question the real scope of programs such as Chile 
Crece Más or local rehabilitation networks, whose 
implementation is hindered by the lack of intersec-
toral coordination and the weight of administrative cri-
teria. Diagnosis becomes a key to access rather than 
part of ongoing support, and coverage remains deter-
mined by insurance status and families’ ability to pay. 
This situation, also observed by Puga et al.(11) in other 
Latin American countries, acquires particular inten-
sity in Chile due to the weakness of the public system 
and the concentration of services in privately run insti-
tutions funded by the state. Primary care, with limited 
capacity to address childhood disability, fails to articu-
late continuous care, while specialized services are con-
centrated in high-complexity centers with restricted 

coverage and uneven discharge criteria. From the per-
spective of collective health, this demonstrates that the 
formal universality of the right to rehabilitation does 
not guarantee health justice unless the relational and 
community dimensions of care in contexts of structural 
inequality are recognized.

The qualitative nature and territorial focus of this 
study limit generalizability, though they allow the ex-
ploration of affective, moral, and political dimensions 
that are difficult to capture through other approaches. 
Accompanied observations added depth to the under-
standing of pathways, yet expanding their scope would 
be necessary to observe institutional interactions in real 
time. Future studies could also compare trajectories across 
territories or service modalities to examine how socioeco-
nomic and network factors shape the continuity of care.

In conclusion, the pathways analyzed show that 
the continuity of rehabilitation does not depend on the 
health system but on caregivers’ daily, affective, and 
ethical labor. In contexts of institutional fragmenta-
tion and inequality, families co-produce rehabilitation 
through management, caregiving, and learning strat-
egies that sustain processes where the state is absent. 
This experience reveals that rehabilitation is not a tech-
nical practice but a social and political action that rede-
fines the meanings of disability, care, and citizenship. In 
light of this, it is necessary to advance toward public pol-
icies that recognize care as a constitutive dimension of 
the right to health and strengthen community networks 
as legitimate spaces for the production of wellbeing. 
Guaranteeing rehabilitation also requires guaranteeing 
the social conditions that make care possible.
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