Care and support networks:
Stories of Families with disabilities

Executive summary in plain language

Contents
Introduction

Quialitative findings of the study

Key data about the situation in Argentina

Recommendations for public policy and institutional design

Conclusion



Introduction’

The Latin American Team for Gender and Justice (ELA in Spanish) and UNICEF
have conducted the study Care and support networks. Stories of families with
disabilities.

The study features in-depth interviews with 12 fFamilies from different regions
in Argentina where some of the members have a disability and where care
tasks for children and adolescents are carried out. The research also includes
the contribution from national and international experts in the field of
disability rights from different perspectives (lawyers, journalists, people
responsible for public policies, among other specialists.)

The goal is to provide evidence in order to design public policies for care and
support focused on rights, based on the concrete experiences of the families.

Previous research shows three central problems:

 Feminization of care and persistence of prejudice, especially
against women with disabilities. Women assume most caregiving
tasks. Also, women with disabilities Face prejudice and barriers when
they exercise their right to be mothers.

o Insufficient public policies (laws, programs and actions) that
comprehensively guarantee the necessary care and support.

e Lack of updated and systematic information: there is no recent or
complete data about age, jobs, housing, education, and other life
conditions of people with disabilities and their families.

What are care and support?

Care and support are the everyday activities that support life, well-being and
social participation with autonomy and dignity. They include, among others:

e Assistance for daily activities.

e Household organization and administrative tasks.
e Emotional support.

e Coordination of health and education services.

Care and support are not a private matter or an act of charity: they are a
human right. This means that the primary responsibility lies with the State,



but it also entails shared responsibilities with the market and families. In other
words, it is a public matter.

However, in Latin America, care and support fall mainly on the families and,
within them, on women. Furthermore, care experiences are not equal for all
people. They vary according to income, education level, gender, place of
residence and type of disability. These differences generate very unequal
trajectories and opportunities.

Qualitative Findings of the study

The stories gathered in this study share two characteristics. In all the
households interviewed, care and support tasks for children and adolescents
are carried out. In addition, each family includes at least one person with a
disability.

The following are the key qualitative findings:
1. Careis a human right

Families cannot be the only ones responsible for care. The State must
guarantee support so that everyone can exercise their right to form a family,
to provide care and to live with autonomy. Today, care is shaped by economic,
housing and social uncertainty.

Testimonial from Camila, 39, mother of a boy with an intellectual disability,
university professor, Province of Buenos Aires (PBA):

“Now | fear my own death [...] What will happen if I'm no longer around? [...]
I’'m also worried that he doesn’t have any siblings. [...] We rent; we don't’ own
a home. So | also worry about how he’ll live in the future. In some ways, it’s all
uncertain. Although I trust a lot in him and | think he has many strengths and
tools, living isn't easy.”

2. Women carry the burden of care

Women, with or without disabilities, are the main caregivers. The material,
emotional and mental responsibility almost always falls on them.

The healthcare system relies on the unpaid work of fFamilies providing chronic
care. These tasks require time, training and organization, and are normally
concentrated in only one person, usually a woman.
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Testimonial from Marcela, 39, mother of a girl with multiple disabilities,
homemaker, Greater Buenos Aires, PBA:

“I'm doing the best | can [...] I'm basically on my own, | don’t have the support
of a father to help me [...] Sometimes | feel like | can’t do it anymore, but then
| think that I must keep going.”

Even when care responsibilities are shared more equally, planning usually
remains in women's minds.

3. Double discrimination against mothers with disability

For many years, motherhood and fatherhood were denied to people with
disabilities because of prejudice about their abilities or the possibility that
their children might also have disabilities.

However, men and women do not carry the same burden. Society generally
tends to accept that men take on less responsibility for care. Through their
advocacy, women with disabilities exposed the social prejudices that
portrayed them as incapable of providing care, ignoring both their desire and
their right to form a Family, as well as the right of children and adolescents to
grow up within their fFamily environment.

Testimonial from Eugenia, 40, mother with a visual disability, homemaker,
Gonzdlez Catan, PBA:

“I took them to the emergency room and they asked my mother-in-law to
come in. And | said, ‘No, I'm the mother. Talk to me, doctor.”

4. Territorial inequalities and forced migration

The birth of a child with a disability often involves frequent medical
appointments and a major reorganization of family life.

Many families must move to large cities in order to access specialized service.
The differences between provinces are significant, especially for those who
do not have adequate coverage.

Testimonial from Noelia, 34, mother of a girl with hearing disability,
photographer, small town in Santa Fe:



“When | had my last blood pressure spike during pregnancy, the doctor told
me, ‘If you have the possibility, it's better if you are admitted in Santa Fe.’ So
she was born in the city of Santa Fe [...] extremely premature [...] She spent
100 days hospitalized.”

5. Impact on career paths

Care responsibilities affect career paths, especially for women. Some of the
most frequent situations are:

e Lack of special leave.

e Absence of reasonable accommodations.

e Resignations or early retirement.

e Reorganization of professional expectations.

Testimonial from Eugenia, 40, mother with a visual disability, homemaker,
Gonzalez Catéan, PBA:

“When my First daughter was born, they didn’t give me a special leave. They
didn't guarantee childcare either. This led to them suggesting that | take
voluntary retirement.”

Many caregiving responsibilities are not compatible with rigid jobs that lack
institutional support.

6. Families learn to become therapists

Faced with a lack of support and limited access to services, mothers and
fathers train themselves and learn therapeutic techniques to accompany their
children’s development and health. This increases their mental and emotional
burden.

Testimonial from Camila, 39, mother of a boy with an intellectual disability,
university professor, PBA:

“You always need to understand how the medical system works [...] because if
no one explains it to you, you just don’t know [...] and that affects your child’s
autonomy.”



7. Bureaucracy is also a form of violence

Endless paperwork, documentation requirements, delays in reimbursements
and other bureaucratic issues cause physical and emotional exhaustion.

Managing therapies and schooling is a fundamental part of the daily routine
of Families with children or adolescents with disabilities. Obtaining official
disability certification is essential in order to request services from health
insurance providers and private health plans.

Testimonial from Noelia, 34, mother of a girl with hearing disability,
photographer, small town in Santa Fe:

“How can it be so normalized that everything has to be so exhausting?
Whoever you talk to, it's always a struggle. It can’t be that everything is like
this, so draining.”

8. Family and community networks that provide support
Extended networks (grandparents, aunts, social organizations) play a key role
in the absence of sufficient public policies. They provide emotional support,

guidance and material assistance.

Testimonial from Mariana, 46, mother with a physical disability, salesperson,
PBA:

“My mom and dad were always there for me [...] because my ex-partner forgot
he had children for 3 years.”

9. Autonomy and freedom: young people’s voices

Adolescents with disabilities call for autonomy and freedom in the face of
overprotection and prejudice.

Testimonial from Felipa, 16, adolescent with visual disability, high school
student, Salta:

“People are generally used to thinking that children with disabilities can’t do
anything [...] Sometimes the parents of people with disabilities are very
overprotective, and | value the freedom to do my own things.”



10. Care is also about building a future

In the interviews, care appears as an act of love and a way of guaranteeing
autonomy and rights. The challenge is not disability itself, but the external
barriers.

Testimonial from Agustina, 37, mother with a hearing disability, mother of a
girl and a boy with hearing disabilities, Non-Governmental Organization (NGO)
director, City of Buenos Aires:

“What does it mean to care for my children? It means loving them, making
sure they can have a happy and free childhood without worrying about
barriers.”

11. Listening to the voices of people with disabilities

People with disabilities know what support they need and how they want to
care and be cared for. Their participation is essential for designing effective
public policies.

Testimonial from Verodnica Gonzalez, journalist and activist at REDI, City of
Buenos Aires:

“If the State doesn’t guarantee support, women with disabilities are left very
unprotected. Support is not the same as care: it is concrete assistance chosen
by the person themselves. Investing in support so that a mother can raise her
children is better than allocating resources to institutionalization.”

Key data about the situation in Argentina

The data show structural gaps in education, health, income, employment
and protection from violence.

e Between 4% and 14% of children and adolescents have a disability.
Source: MICS 2019-20 survey (UNICEF and Ministry of Social
Development).

o Prevalence is higher in households with lower socioeconomic
status:
17% vs 10% at the highest level.
Source: MICS 2019-20 survey (UNICEF and MSD).



e They are less likely to attend pre-school (3 and 4 years old):
57% of children with disability vs 64% without disability.
Source: MICS 2019-20 survey (UNICEF and MSD).

e They are less likely to receive medical care for recent health problems:
43% vs 50%.
Source: MICS 2019-20 survey (UNICEF and MSD).

e They experience more violent parenting practices:
72% vs 61%.

o Severe physical violence: 12% vs 6%.
Source: MICS 2019-20 survey (UNICEF and MSD).

e Employment rates among people with disabilities aged 14 and older
are significantly lower:
32,2% vs 58,4%.
Source: INDEC, 2018 and 2019.

e Ininstitutional care settings, 85% of children with disabilities remained
for more than 180 days, exceeding the maximum legal time limit.
Source: SENNAF, 2019.

These data reinforce the need for comprehensive care and support policies.

Recommendations for public policy and institutional
design

In this context, the fFamilies interviewed identified specific demands aimed at
reversing inequalities. Their proposals are organized around the following
areas:

Accessibility and rights-based approach

e Guarantee accessibility in public and private spaces: hospitals, schools
and transportation.

e Ensure the chain of accessibility, with adapted materials (braille, audio)
and trained staff.

e Improve urban infrastructure, such as ramps and accessible pathways in
parks and beaches.



Less bureaucracy and better information

Simplify procedures related to public and private health insurance and
official disability certification.
Provide clear and accessible information about rights and services.

More and better services

Expand the availability of specialists, especially in the public system and
outside the Greater Buenos Aires area.

Improve coordination between healthcare, education, social
development and sports.

Incorporate a rights-based perspective in the communication of
diagnoses.

Strengthen mental health support for caregivers.

Guarantee comprehensive support, including medical care, therapies
and educational support.

Accessible transportation

Increase the frequency of accessible public transportation, especially in
peripheral areas.
Simplify access to free long-distance tickets (CNRT).

Economic and employment support

Increase financial compensation for the additional expenses associated
with disabilities.

Evaluate early retirement options for caregiving mothers and fathers.
Promote formal employment and access to housing for families with
disabilities.

Provide paid family leave and childcare facilities in formal employment
settings.

Specific support For mothers and Fathers with disabilities

Provide support starting during pregnancy.

Prevent family separations related to disability.

Facilitate access to legal advice and assistance with administrative
procedures.



Social awareness

e Combat prejudice and promote a rights-based perspective.
e Train healthcare, education, justice and social services personnel.

Conclusion

The stories gathered in this study show that the main difficulties arise from
multiple social, economic and institutional barriers that interact with one
another and limit the exercise of the rights of people with disabilities and
their Families.

In practice, this entails a heavy burden for households. Care responsibilities
fFall mainly on families and, within them, on women. Territorial inequalities,
complex administrative procedures and the lack of sufficient support make
daily life more difficult and limit autonomy. As a result, the right of children
and adolescents to grow up in an environment with adequate care is also
undermined.

Therefore, guaranteeing the right to care and support requires
comprehensive public policies, with a rights-based approach, active
participation of people with disabilities, and effective implementation of the
Convention on the Rights of Persons with Disability.

These voices are a call to recognize disability as part of human diversity and to
guarantee support that strengthens autonomy and dignity.

Building a more accessible and equitable care system is not an option: it is a
responsibility of the State and a condition for a fairer society.

! Note on accessibility: This executive summary was written in plain language to guarantee that the
information is understandable, accessible and useful for a broad public. Plain language makes it possible
to communicate complex findings in a direct manner, without simplifying its content or its focus on
rights. Thus, we seek to facilitate decision-making, promote informed participation and assure that

the voices of people with disabilities and their families can be read and understood without unnecessary
barriers.
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